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Preface

Communication has long been recognized as a core component 
of quality palliative care. Historically, the field of palliative care 
has privileged communication as central to clinical practice by 
emphasizing the communication of bad news with patients and 
families. As a result, palliative care providers are among the best 
communicators in healthcare, as well as the most well practiced. 
However, the relatively brief history of communication in pal-
liative care has been shaped by tools and protocols that are not 
inclusive of evidence and science that is representative of com-
munication scholarship. Communication tools and protocols 
have been informed by books written by one person, from one 
discipline, about his or her own communication experiences with 
patients and families. We truly believe that advancement in the 
field will take place only by working collectively across disciplines 
and bridging an interest in communication across professional 
boundaries, methodological expertise, and care settings.

We are committed to quality care for seriously ill patients and 
their families and are steadfast in the belief that quality care 
requires excellent communication about palliative care topics, 
enables shared decision-making, includes family, and empowers 
patient preferences. While we have become proficient at explain-
ing the physical aspects of care, we must now focus on ways to 
address other quality of life dimensions (social, psychological, 
and spiritual), begin to define and articulate the role and nature 
of other palliative care team members, extend the scope of issues 
within palliative care (such as with non-oncology patient popula-
tions and in other settings of care), and learn about the variety of 
approaches and research methods that can be used to study com-
munication. This textbook is designed to meet all of these needs, 
and our goal is that it will serve as the essential communication 
training resource for clinicians and researchers across all disci-
plines involved in palliative care.

Uniquely, we have gathered prominent communication schol-
ars, clinicians, and researchers all dedicated to palliative care in 
order to supply readers with one comprehensive book that sym-
bolizes the power of interdisciplinary scholarship and defines the 
field of palliative care communication. We set out to find the best 
in the field of communication and palliative care; to include the 
busiest, most productive authors already forging new territory in 
communication research in palliative care; and to explore the most 
challenging palliative topics. We are grateful that they recognized 
the value of this first Textbook of Palliative Care Communication 
and the importance of providing an interdisciplinary text devoted 
to the topic. We recognize the major commitment and that they 
took time from their work to share their expertise.

Identified by Oxford University Press as a distinct field, this 
dedicated textbook establishes communication as a focal area 
within palliative care practice, defining the scope and breadth of 
palliative care communication, and naming it as an essential clin-
ical feature that spans across all disciplines and conditions. The 
textbook legitimates the field of palliative care communication 
by providing frameworks and tools grounded in communication 
theory, research, and education. It represents a movement from 
“good” communication to evidence-based communication prac-
tice by changing the ways that we think about and approach com-
munication in palliative settings. This state-of-the-art resource 
gives evidence to the knowledge, expertise, and practice of pal-
liative care communication. The Palliative Care Communication 
Institute website (www.pccinstitute.com) serves as an additional 
resource and companion for this textbook, providing lectures, 
teaching activities, and audio and video examples of communica-
tion tools presented here. It is our hope that this comprehensive, 
evidence-based text will provide background as well as direction 
for future scholarship in palliative care communication.

 

http://www.pccinstitute.com
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CHAPTER 1

Overview of Communication
Sandra L. Ragan

Introduction
In New Yorker cartoonist Roz Chast’s1 brilliant new book on 
the aging and deaths of her elderly parents, Can’t We Talk 
About Something More Pleasant?, she presents in one series of 
cartoon frames a commonly held perception of the process of 
dying (see Figure 1.1). “Here’s what I used to think happened at 
‘the end,’ ” she writes:

Chast concludes by saying: “What I was starting to understand 
was that the middle panel was a lot more painful, humiliating, 
long-lasting, complicated, and hideously expensive.”1(p148)

While the editors of this text on the communication of pal-
liative care would not choose those adjectives that Chast used to 
describe end of life (i.e., painful, humiliating, long-lasting, com-
plicated, and hideously expensive), we do discuss, in particular, 
the “complicated” nature of communication in the context of seri-
ous illness and death. Yet, we advocate that palliative care brings 
comfort, compassion, and expense-saving measures to the care of 
the acutely ill and dying. Unlike Chast’s experience with her dying 
parents, the end of life can be a peaceful, pain-free, and sacred 
time for patients and families.

Our volume covers seven overarching themes as we navigate 
the role and practice of communication throughout the illness 
trajectory:  communication principles; health literacy; patients 
and families; specific populations; clinical communication topics; 
team communication; and research and education. We are con-
cerned throughout with presenting the most recent research find-
ings and the best practices in that nexus between communication 
and palliative care.

This chapter discusses how and why effective palliative care is 
predicated on communication; elucidates our concept of interper-
sonal communication in the health context; delineates the differ-
ences between our approach to palliative care communication and 
those limited only to physician-derived approaches; and reviews, 
in brief, the contributions of communication scholars to the con-
text of serious illness and dying. We end by focusing on a model 
of palliative care communication at the heart of this volume, the 
COMFORTTM SM model.2

The Preeminence of Communication 
in Palliative Care
With three of this volume’s seven co-editors schooled in the 
communication discipline, it is no wonder that we are squarely 
rooted in the concept that communication is the sine qua non of 

palliative care. In fact, from the inception of hospice3 to the pres-
ent, palliative care practitioners have viewed communication as 
the vehicle for the practice of palliative care. From Dame Cicely 
Saunders’ reliance on the stories her dying patients told her to the 
current National Consensus Project Clinical Practice Guidelines4 
for hospice and palliative care professionals, effective palliative 
care is inextricably bound with and dependent upon effective 
communication.

A major proponent of the palliative care movement in the 
United States, Dr. Diane Meier, director of the Center to Advance 
Palliative Care at the Icahn School of Medicine at Mt. Sinai, 
recently wrote of the myriad needs for skilled communication, as 
she related the story of a dying patient whose oncologist is reluc-
tant to give up treatment.5 The case involved Jenny, a middle-aged, 
married, clinical psychologist who had lived six years with stage 4 
non-small-cell lung cancer and who had contacted Meier because 
her oncologist had refused to engage the “what-if ” questions 
about the efficacy of her cancer treatments. Jenny wished to know 
what her quality of life might become if the next treatment did 
not work. In other words, she came to Meier in hopes of getting 
straight answers. Her well-meaning oncologist, unable to give his 
patient those answers, persisted in giving her further treatment 
until questioned by Meier about a proposed new round of che-
motherapy. At that point, he acknowledged that the treatment 
would be futile but that he did not want Jenny to think that he was 
abandoning her.

Meier explains that the oncologist’s honesty about his moti-
vation to prolong treatment as a way of expressing his care 
and commitment to his patient changed her perspective about 
why many of her colleagues persisted in futile treatment: many 
doctors are untrained about caring for patients at end of life. 
Says Meier,

Physicians are trained to make diagnoses and to treat disease. 
Untrained in skills such as pain and symptom management, 
expert communication about what to expect in the future, and 
achievable goals for care, physicians do what we have been trained 
to do: order more tests, more procedures, more treatments, even 
when these things no longer help. Even when they no longer make 
sense.5(p897)

Meier adds that a remedy to this dilemma is a change in physi-
cians’ education and training as well as change in their profes-
sional and clinical culture, including the management of pain and 
symptoms and “intensive training on doctor-patient communica-
tion: how to relay bad news, how to stand with patients and their 
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families until death, and how to help patients and families make 
the best use of their remaining time together.”5(p897)

Jenny’s case is fraught with communication crises and the lack 
of communication skills to resolve them. Nearly every communi-
cation topic we address in the present volume is suggested by this 
case: for example, communication as a transaction between mutu-
ally influencing participants; relational communication (Jenny’s 
oncologist’s care for her and fear of abandonment); communica-
tion ethics (how much should be disclosed to patients about their 
medical situation); health literacy (vis-à-vis Jenny’s understanding 
of the proposed treatment); patient experience of illness; family 
conversations regarding serious illness; patient-centered commu-
nication; trust, hope, and miracles in critical illness; advance care 
planning; palliative care team communication; and communica-
tion training for physicians and other members of the palliative 
care team.

Bakitas and colleagues6 also acknowledge the paramount 
need for quality communication in shared decision-making 
between the patient, family, and palliative care team in serious 
illness. Identified by Epstein and Street7 as a communication def-
icit in a patient-centered approach to cancer care, the needs for 
decision-making include discussion of alternative options such 

as foregoing cancer treatment, surrogate decision-making, and 
decision-making at the end of life. Bakitas et al.6 propose broaden-
ing the collaboration between the fields of palliative medicine and 
decision science, in order to address these topics and guide best 
practices for patients and families. They outline four decision junc-
tures in the serious illness/end of life trajectory: (a) selecting a sur-
rogate and other advance care planning decisions; (b) treatment 
choices when cure is not possible; (c) whether or not to be admit-
ted to an ICU and receive life-prolonging treatments or to focus 
on comfort care; and (d) where to receive end-of-life care. Each of 
these decision junctures involves advanced communication strat-
egies for palliative care team members that will facilitate optimal 
decision-making for patient and family. Decision-coaching, spe-
cialized and individualized clinician assistance that is designed to 
assist patients to make more informed, optimal decisions at these 
junctures, is also recommended.6

Palliative care physician Jessica Zitter8 presented a case that 
exemplifies both the critical nature of decision-making and the 
concomitant need for patient-centered medicine. In treating an 
ICU patient with an unrecoverable brain injury, Zitter relied on 
the advice of the patient’s sister (the only visitor seen) who wanted 
everything done to keep the patient alive. When she later relayed 

Figure 1.1 
© Chast, R., May 2014, Can’t We Talk About Something More Pleasant? A Memoir, New York: Bloomsbury Publishing; 2014:148. Reprinted with permission.
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this information to the social worker, Zitter learned that she had 
completely missed the fact that the patient had a wife whom the 
patient’s sister had deprived of information about him. Knowing 
that her husband did not want to be kept alive in such a debilitated 
state, the wife brought him home immediately with hospice sup-
port. Zitter remarked that she had followed Gawande’s9 “check-
lists” for medical care systematically, but despite her checks and 
balances, she had almost allowed the wrong person to make cru-
cial decisions for the patient. She realized she needed a checklist 
that puts patients, not just their organs, at the center of their care. 
Such a checklist,

would account for the human needs that we weren’t always taught 
to prioritize, ones that didn’t seem fatal if overlooked—clearly iden-
tifying the patient’s next of kin, communicating with the family 
and identifying the goals of care, asking about symptoms like pain, 
delirium, shortness of breath. My critical oversight would not have 
happened had I sought out the social worker on the first day to con-
firm the true next of kin.8

Since putting her patient-centered checklist into practice, Zitter 
has never misidentified a surrogate decision-maker.8

In addition to Bakitas et al.’6 and Zitter’s8 emphasis on com-
munication at key decision-making points, the evolution of 
palliative care from end of life to early initiation illustrates the 
critical need for effective communication throughout the disease 
course. Several physician contributors to the handbook edited by 
Kissane et al.10 discuss the “transition from curative to palliative” 
(e.g., Baile and Parker, Clayton and Kissane) and “transitioning 
patients to palliative care”10(p101) as one of the most difficult tasks 
for cancer clinicians; Clayton and Kissane reference palliative care 
as “the goal of care changes from curative to palliative at some 
point along the disease trajectory”11(p203); yet they also acknowl-
edge that cancer patients may receive palliative care at diagno-
sis, and they recognize the relational benefits to patients of early 
referral to palliative care.11 More recently, clinicians’ widespread 
acceptance of the benefits of early palliative care12 has shifted 
historical views of palliative care as tantamount to end-of-life or 
hospice care. Many healthcare providers now see palliative care 
as optimally beginning at the onset of a critical or life-limiting 
illness, at diagnosis rather than at a transition from curative to 
comfort care. This enlarged view of palliative care enhances the 
need for effective communication interventions, making them 
critical junctures along the trajectory of disease, from diagnosis 
until end of life.

The preeminence of communication as it undergirds the prac-
tice of palliative care is further illustrated by the experience of one 
of our co-editors, Dr. Betty Ferrell, who recently served as a grant 
reviewer for the Cambia Health Foundation (a foundation that 
focuses on advancing healthcare transformation). The Cambia 
Foundation had issued a call to nurses and physicians for propos-
als for a new Sojourner Award in palliative care—identifying 8 to 
10 individuals who would be supported in their development as 
leaders to advance the field of palliative care. The award would pro-
vide two years of funding for salary and project costs with the goal 
of enticing early-career scholars who would continue to champion 
palliative care. In addition to a written proposal, finalist applicants 
met with the review panel in a face-to-face interview that included 
a presentation of their projects. Ferrell noted that all of the final-
ists, the future palliative care leaders in the trenches, presented 
projects involving communication in the service of palliative care. 

Ferrell concludes that these providers recognize communication 
as a defining feature of palliative care; further, they realize that 
more evidence-based research is required to further legitimize the 
integral role of communication in the palliative care context. That 
is one of the overarching goals of the current text.

Our Concept of Communication
A major problem in attempting to teach communication 
skills—both to undergraduate communication majors and to 
health professionals alike—is the assumption that everyone 
already knows how to communicate. Many of us believe that 
the ability to communicate is like language, hard-wired in the 
human brain. Decades of communication research, however, has 
revealed that effective communication is a learned skill rather 
than an innate predisposition. Another misconception about 
human communication skills is that only public-speaking skills 
matter; interpersonal communication—including impression 
management, persuasion, forming and ending relationships, and 
listening—must be learned through trial and error or through life 
experience. Again, interpersonal communication research tells us 
that interpersonal skills can be improved through communica-
tion training undergirded by communication theory.

Traditional models of communication, even in the discipline 
itself, were based on a sender–receiver concept. Effective commu-
nication was seen as the skillful crafting of a message by a sender, 
such that the receiver accurately perceived the content of the mes-
sage. Such a model—one that justified the widespread teaching of 
public speaking in communication departments with no empha-
sis on listening or relationship skills—now can be viewed as 
mechanistic, reductionist, and information-driven and as largely 
ignoring the context of the message, the listening process, and the 
importance of the receiver to the communication process.

We adopt a transactional model (see  chapter 3, this volume) in 
which both parties contribute to and negotiate the meaning of 
messages, both verbally and nonverbally. In this model, listening 
is as important as speaking for effective communication, and both 
participants are mutually and reciprocally influencing the design 
and reception of and the attachment of meaning to messages. This 
notion of communication has vast implications for the practice 
of communication in the palliative care context, as shown in an 
example of a conversation between a nurse and dying patient:

RN: How is your family doing with all of this?
PT: None of them are talking to me.
RN: They might be afraid. You might need to bring it up.
PT: Yes, they are.
(long pause)
RN: You might need to bring it up.
PT: I have a niece and nephew. I haven’t seen them in two years, and 

they live right here in town. They said they were coming yesterday, 
and they didn’t. But maybe I was sleeping. I feel like they are using 
it as an excuse, but I don’t care. They have an excuse now. I was 
not the most popular person in my family. I’m the oldest, and I’ve 
always had to do the most, and sometimes it put me in an unpopu-
lar position. I was the tattle-tale. Mommy and Daddy expected me 
to report everything.13(pp69–70)

This example illustrates the mutual influence of communicators, 
as they shape and reshape the other’s responses, attending both 
to verbal and nonverbal cues. Note that the patient gives a trun-
cated response to the nurse’s utterance of “They might be afraid. 
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You might need to bring it up.” This utterance, along with the 
long silence that follows, affects the nurse’s repeated advice, “You 
might need to bring it up.” The patient follows with an elabo-
rated response to the nurse’s initial question: “How is your fam-
ily doing with all of this?” The patient has modified her original 
response, perhaps in part due to the nurse’s repeated advice that 
she might need “to bring it up.” The elaborated response gives the 
nurse valuable information about the patient and the social/rela-
tional world surrounding her illness, information that might aid 
the nurse in eliciting the support of a palliative care team social 
worker.

Our transactional model of communication is built on several 
basic principles or axioms14 of communication, the most essential 
of which are (a) one cannot not communicate and (b) all messages 
have at least two levels of meaning—the task or informational 
level and the relationship level, which cues interactants on how 
to interpret and process the message itself, as well as how to view 
the relational context of the message. In the previous conversa-
tional example, the first axiom is illustrated by the communicative 
value of silence: the long pause following the patient’s brief second 
utterance signifies to the nurse that she might need to repeat her 
former suggestion to the patient that she communicate with her 
family about her dying. Silence is pregnant—it is assigned mean-
ing by communicators. Likewise, nonverbal behaviors, including 
facial expressions, tone of voice, physical proximity, and touch, 
will communicate loudly without the use of words or in concert 
with words. In fact, we know that communicators interpret and 
construct meaning based on nonverbal behavior with much more 
assuredness than they rely on what is said.

The second axiom—that multiple levels of meaning are carried 
by every message—also notes the preeminence of nonverbal chan-
nels, since it is generally nonverbal communication that manifests 
the relational import of a message. While the conversation in the 
example does not include the nonverbal communication of the nurse 
or patient, we can speculate that tone of voice, eye contact, proxim-
ity, gesture, and other nonverbal messages are being encoded and 
decoded by each participant as she listens to one utterance and shapes 
the next. These nonverbal behaviors also help participants define 
their relationship as caring nurse and concerned patient and their 
conversational exchange as one in which the nurse sincerely wishes 
to assist the patient in dealing with familial issues around her dying.

Our communication model is one in which the relationship 
between the interactants (the palliative care professional and the 
patient/family member) is attended to and prized. It is a model 
consonant with patient-centered care,7 in which both verbal and 
nonverbal behaviors manifest concern for patient participation 
and patient understanding.

Approaches to Palliative  
Care Communication
Fortunately, because of our belief that palliative care offers opti-
mal care during life-limiting illness and at end of life, research-
ers from many disciplines are writing about palliative care and 
the preeminence of communication therein. Physicians, nurses, 
and communication scholars have offered several notable texts in 
recent years.2,10,15–17

While each discipline contributes meaningfully to the conver-
sation about how best to communicate with patients, family, and 
team members in the palliative care context, we note throughout 
this volume some of the differences in approaches. Such differ-
ences seem particularly apparent between texts focused only on 
physician communication and this text, which features an inter-
disciplinary focus. The present text also deals with the gamut of 
life-threatening/life-limiting diseases rather than being limited to 
one disease, such as cancer.

The largest and overarching difference between our approach and 
common approaches resides in a basic definition of communication, 
one explicated in the previous section of this chapter. In short, we 
view the communication interaction as transactional, relational, and 
mutual. We question the terms “sender,” “receiver,” and “informa-
tion” that mark former conceptualizations of communication by our 
discipline and that frequently characterize the approach to commu-
nication by physicians and others outside the discipline. We do not 
see the outcome of accurately sent “information” as the measure of 
effective communication, even when that “information” has been 
adapted to the “receiver.” Other approaches to the communication of 
palliative care appear information-centered at the expense of privi-
leging both parties (the traditional “sender” and “receiver”) in the 
interaction. While we would not disagree that, for example, “mes-
sage framing requires information to be customized both in style 
and content in a patient-centered manner,”10(pix) we would further 
add that “both physician and patient co-construct the meaning of 
the message.” For example, a patient with end-stage heart disease 
might collaborate with his or her physician in deciding that further 
ICU admissions would be futile.

The difference is not a trivial one: if we view communication 
as being mutually influenced by both parties in an interaction, 
then information cannot be the sine qua non of communication, 
no matter how expertly it is delivered. For example, what an MD 
believes is “bad news” that must be communicated accurately 
may be interpreted very differently by a patient18 who brings his 
or her own experiences and filters to the situation. Occasionally, 
patients and family members inject their own hopeful interpre-
tations into a physician’s message:  for example, an MD might 
tell a late-stage dementia patient’s family that her pneumonia 
is better, yet he is fully aware that the patient is still dying. The 
family, on the other hand, might view the good news about their 
loved one’s pneumonia as an indication that she is getting bet-
ter overall, thus misinterpreting the MD’s message. Kissane et al. 
acknowledge “the seminal role of communication in informa-
tion delivery, decision-making, competent treatment, compas-
sionate support and healing.”10(px) We would add a focus on the 
shaping of “information delivery” by patients and their families. 
Our own approach to communication in the palliative care con-
text is relationship-driven rather than information-driven and 
sender-based. Rather than focusing on medical knowledge that 
must be communicated to patients and families, we see those 
patients and families not as mere receivers of this knowledge 
but as co-creators in constructing its meaning. In short, viewing 
communication as simply sending information emphasizes the 
performance of the provider; viewing communication as mutu-
ally negotiated meaning is about the outcome of the relationship 
between the provider and the patient/family.
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Communication scholars who write about palliative care 
undergird their work with communication theory: for example, 
narrative theory, problematic integration theory, family commu-
nication patterns theory, relational dialectics theory, and commu-
nication privacy management theory are employed as frameworks 
for effective palliative care communication.19–21 As Babrow and 
Mattson acknowledge in their seminal piece on health commu-
nication theories in the 21st century, “we are motivated by the 
belief that theoretically informed/informing work is of the great-
est importance in this late—or postmodern age.”22(p18) We do not 
see palliative care communication as merely assembling a set of 
skills that can be taught and then applied to patients and families. 
Much of the communication advice offered by physicians is expe-
riential and anecdotal, despite claims of being evidence-based. 
Further, skills-based approaches are frequently atheoretical; 
effective communication can be reduced to formulaic recipes and 
algorithms. The reason we teach undergraduate communication 
majors communication theory is to provide them with an under-
standing of and conceptual richness for their communication 
behaviors; we would argue that healthcare professionals also need 
rudimentary training in social science theory, not just in rote ver-
bal and nonverbal communication practices that help to ensure 
effective information delivery. To be sure, physicians, nurses, 
social workers, and chaplains must necessarily focus on commu-
nication skills, training, and assessment. Yet an exclusive preoc-
cupation with the practice of the skills of communication limits 
an understanding of its complexities and nuances—inherently 
the hallmarks of palliative care communication.

An additional difference between approaches to communication 
is our insistence that qualitative inquiry and research methods 
be incorporated into the study and practice of communication in 
palliative care. We believe that many approaches largely dismiss 
the contributions to communication made by narrative inquiry, 
ethnographic methods, and conversation analysis. While some 
social scientists (including communication researchers) also 
eschew qualitative methods in the pursuit of advancing commu-
nication as a rigorous science with measurable, valid, and reliable 
results, many others herald qualitative inquiry for its illumina-
tion of clinician–patient interaction.23–29 Whereas Lipkin and 
colleagues30 believe that Roter’s Interactional Analysis System31 
is the gold standard for analyzing communication empirically, 
Robinson32 states that “traditional coding is not itself a method for 
describing and explaining the social organization of interaction; 
that is the modus operandi of CA [Conversation Analysis],”32(p501) 
a method concerned with how people create, maintain, and nego-
tiate meaning. Robinson goes on to describe how conversation 
analysis and traditional coding methods (e.g., Bales; Roter) share 
a symbiotic and “social-scientifically pragmatic” relationship, “the 
former qualitatively bringing validity to the latter, and the latter 
quantitatively empowering the former.”32 (p501)

In simpler terms, the writers of this volume embrace both quan-
titative and qualitative inquiry; like Robinson, we believe that these 
methods can be complementary. Further, we posit that qualitative 
methods such as narrative inquiry hold rich promise both for investi-
gating discourse in palliative care interactions and for teaching clini-
cians how to engage optimally in conversation with patients and their 
families.2 Eliciting, attending to, and incorporating patients’ and 
family members’ stories of illness transforms the communication 
and the resulting climate of care in the context of palliative medicine.

Contributions by Communication  
Scholars to the Literature  
on Death/Dying and Palliative Care
Given the rich theoretical work of communication scholars 
in the healthcare context,7,22,33–41 in addition to their specific 
research contributions to describing, coding, and assessing 
the MD–patient interaction,26–29,32,42–44 (see also  chapter  20, 
this volume), the dearth of communication research devoted 
to end of life is lamentable. Few communication scholars have 
contributed to the scholarly literature on death and dying in 
general and on palliative care specifically. Brown and Bylund42 
introduce the Comskil model for oncology settings, one of the 
few communication models for skills training that appears 
theoretically grounded on sociolinguistic theory and on goals, 
plans, and action theories. They critique former models of 
MD–patient communication as being good for initial visits but 
not suited for continuing care or for palliative and end-of-life 
care. Hauser and Makoul44 offer the SEGUE framework (Set the 
stage; Elicit information; Give information; Understand patient 
perspective; End the counter) for teaching and assessing MD 
communication skills; Cegala and Eisenberg43 are two of the 
few communication researchers intent on discovering which 
patient communication skills interventions are effective in 
MD–patient interactions. Albrecht, Eggly, and Ruckdeschel45 
posit the convergence model in discussing the importance of 
communicating with families and companions in oncological 
interactions. Other communication researchers are interested 
in areas of research and teaching on oncology and palliative 
care that are not focused on communication skills per se. For 
example, Siminoff46 is well known for her work in the commu-
nication ethics of end-of-life issues such as informed consent, 
decision-making, and persuasion.

Lest it appear that we have been overly critical of previous 
communication approaches by some that we assess as mecha-
nistic, reductionist, and skills and information driven, we are 
disappointed that scholars in the communication discipline 
largely have failed to illuminate our understanding of con-
versations surrounding end of life and, specifically, palliative 
care. This is a sad irony given our discipline’s solid theorists 
in the area22,33–41 (also see  chapter  29, this volume). Either 
communication researchers have not broached the context of 
medical interaction with very ill patients or we have not been 
engaged in the sort of translational research that would “go the 
extra mile and translate health communication research into 
practice.”47(p595)

What is the best hope for parlaying communication theory/
research into practice that would benefit healthcare profession-
als and patients in the palliative care context? We pose three 
interdisciplinary lines of research that appear most promis-
ing:  narrative inquiry and narrative medicine;41,48–50,53 the 
micro-analysis of interaction details, particularly the work of 
conversation analysts Beach26,27 (see also  chapter 20, this vol-
ume) and Robinson28–29,32 and their colleagues in sociology 
Heritage24,25 and Maynard;24 and research generated by a model 
grounded in interdisciplinary theory and undergirded by the 
relational, mutual influence concept of communication—the 
COMFORTTM SM model.2
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Theoretical Contributors
Problematic integration theory,22,33–35 in its explanation of how 
we attempt to manage uncertainty, offers an excellent theoretical 
base for understanding end-of-life conversations and the inherent 
decision-making therein. Hines et al.51 investigated how the seri-
ously ill elderly coped with uncertainty in their transition from well-
ness to death. Babrow and Mattson22,35 also discuss the dialectic of 
scientific and humanistic assumptions and values in shaping our 
attitudes and practices related to death and dying. Petronio’s36–37 
work in privacy management theory illuminates family commu-
nication at end of life: when private information is self-disclosed 
to another, that individual assumes co-ownership of the informa-
tion, creating privacy rules and boundary conditions: “Terminally 
ill patients and their family members must ultimately manage col-
lective boundaries in the uncertainty of illness.”2(p80) Street’s7,38–40 
(also see  chapter 29, this volume) work in the health context, espe-
cially in his delineation of the verbal and nonverbal communication 
correlates of patient-centered care, has also guided communication 
research in clinician–patient interaction.

While our own theoretical approach has been shaped by 
Babrow and colleagues,22,33–35,51 Petronio,36,37 and particularly 
Street,7,38–40 (see also  chapter 29, this volume), we are most indebted 
to the theory of narrative inquiry and to narrative medicine. 
Borrowing from Fisher’s52 elucidation of the narrative paradigm, 
Wittenberg-Lyles et al. state: “The narrative paradigm assumes that 
all forms of human communication can be seen fundamentally 
as stories, as interpretations of aspects of the world occurring in 
time and shaped by history, culture, and character.”2(p56) Family 
illness narratives both shape and reshape the context of illness. 
They reveal ongoing interpretations of illness, co-constructed by 
patient, family member, and palliative care team members alike. 
Sharf and Vanderford41 wrote about the five actions of narratives 
in the social construction of health, and Harter, Japp, and Beck48 
explored this notion more fully in their volume on the role of 
narratives on health and healing. All of these researchers would 
concur that “narration is a way to organize, understand, make 
meaning, and reduce uncertainty in the course of an illness; it is a 
communicative vehicle to perform these tasks.”2(p57) The narrative 
medicine movement49–50,53 manifests that physicians, as well as 
communication scholars, understand the value of story in assess-
ing and treating patients. It is not surprising, then, that narrative 
is at the heart of our research approach: in fact, the founder of the 
modern hospice movement, Dame Cicely Saunders3 heard and col-
lected the stories of more than 1,000 of her dying patients in for-
mulating her expansive notion of pain.

The COMFORTTM SM Model
Building upon the concepts of patient-centered care and nar-
rative clinical practice and on the notion of communication as 
transactional, relational, and co-constructed by both parties to 
an interaction, Wittenberg-Lyles and colleagues developed an 
evidence-based communication model that elaborates seven prin-
ciples of communication.2,13,18–19,21,54 The model is elucidated 
here, followed by brief explanations of each of its seven compo-
nents. (Box 1.1)

Box 1.1 Overview of the COMFORTTM SM Model

C—Communication (clinical narrative practice)

3Rs

Reflection on the patient before illness (ask)

Remember the patient as an individual (listen)

Re-author the story (use story in conversation)
◆ explicit recognition of life
◆ elaboration in context
◆ acknowledgment of loss/change

O—Orientation and Options (O & O)

Questions to ask to determine family orientation

Use plain language planner for palliative care

Questions to ask to understand patient/family culture

M—Mindful Communication

Awareness of emotions

Avoiding judgment

Adaptability

Notice signs of stress
Identify positives for patient/family
Silence as a strategy

F—Family Caregivers

Caregiver communication tool

Patient and family information needs

Concern/response: Pain

Prompt/response: Assessment

O—Openings

Address the topic

Comment on topic

Incorporating quality of life

Spiritual review

R—Relating

Uncertainty checklist
AMEN protocol
Goal questions

T—Team Communication

Interprofessional collaboration

Groupthink (risk and solutions)

Discipline-specific communication in team meetings
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C—COMMUNICATE
This principle grounds the COMFORTTM SM communication 

model in the theory of narrative clinical practice,2 which elicits 
and privileges the illness stories of patients and their families. 
It approaches communication between palliative care profes-
sional and patient/family as transactional and relational, with 
equal attention given to task (information) and relational 
meanings of a message. Messages are patient-centered7 and 
person-centered.

O—ORIENTATION AND OPTIONS
The second principle of the COMFORTTM SM model involves 

determining the patient’s/family’s level of understanding of 
the illness, enumerating and discussing care options, assess-
ing the health literacy of both patient and family, and orient-
ing patient/family to both medical and lifeworld aspects of 
the illness. It also involves the palliative care team’s assess-
ment of the patient’s/family’s culture and ensuing cultural 
constraints.

M—MINDFUL COMMUNICATION
This principle involves the practice of mindful presence:  those 

psychological attributes of refusing to judge patients, staying 
in the moment, and being able to adapt to rapid change in an 
interaction with a patient/family. Being mindful involves non-
verbal mindfulness as well as verbal—it sometimes means being 
silent or communicating with a simple touch on the shoulder. 
Mindful communication is that which avoids talk about self and 
predetermined scripts; it is instead patient-driven and aware of 
the moment-by-moment details of interaction.

F—FAMILY
This principle recognizes that both patient and family form the 

unit of care in palliative care communication. The complexity of 
multiparty communication is also recognized. Family commu-
nication patterns are seen as affecting the nature of the commu-
nication, as are caregiver types and caregiver communication 
patterns.

Seeing families as a conduit to the patient in implementing care 
and thus honoring family members is a primary goal of com-
munication. Family meetings are encouraged to elicit feelings 
and to clarify goals of care.

O—OPENINGS
The fifth principle of the COMFORTTM SM model views criti-

cal transitions in patient care as opportunities for interven-
tion by the palliative care team. This is when skilled, strategic 
communication can create the possibility for positive change. 
These opportunities frequently occur at painful transitions 
on the disease trajectory (e.g., diagnosis, treatment options, 
disease recurrence, transition to hospice, etc.). Palliative 
care team members can help patients reframe these transi-
tions and tensions as opportunities for resilience and cop-
ing. Quality-of-life considerations are paramount in these 
reframings.

R—RELATING
This principle means that the palliative care team is aware of 

the patient’s/family members’ understanding of the disease 

and its probable course and is willing to meet patients and 
families where they are in accepting the change brought by 
serious illness. It recognizes that prognosis and treatment 
options may need to be repeated numerous times in order 
for patients/families to reach an acceptable level of awareness 
and understanding. Relating also acknowledges that uncer-
tainty and multiple goals affect patients’/families’ treatment 
decisions. It champions relationship, both between palliative 
care team member and patient/family and between patient 
and family.

T—TEAM
The last principle in the COMFORTTM SM model centers on the 

concept of a multidisciplinary approach to palliative care, 
such that each of the disciplines of medicine, nursing, social 
work, chaplaincy, and clinical psychology is recognized for the 
positive contribution it makes to effective care. Team commu-
nication is emphasized, and strategies for improving communi-
cation are sought and implemented.

The COMFORTTM SM concept “is driven by narrative practice 
in nursing, the prioritization of family, early intervention of pal-
liative care, and radically adaptive communication between and 
among patient/family/team members/clinicians.”13(p291) With 
the primary goals of ensuring patient-centered care and assur-
ing patients’ quality of life, the COMFORTTM SM model acknowl-
edges the complex, multiparty, nonlinear, and repetitive nature 
of communication in the palliative care context.2 We believe 
that it also promises a more effective approach to communi-
cating with patient/families and palliative care teams than do 
physician-derived models. The seven principles of communication 
that comprise the COMFORTTM SM model are designed to be used 
concurrently and in tandem rather than sequentially, as we do not 
believe them to be mutually exclusive. Used collectively, these 
principles offer patients and families the kind of patient-centered 
care that we find most effective in the palliative care context.

The following chapters focus on communication principles, and 
discuss the historical development of palliative care communica-
tion ( chapter 2); the notion of communication as a transactional 
process ( chapter 3); the communication of palliative care to the 
public ( chapter  4); ethical issues in palliative care communica-
tion ( chapter  5); and communication in specific palliative care 
disciplines:  social work ( chapter 6); medicine ( chapter 7); nurs-
ing ( chapter  8); chaplaincy ( chapter  9); and clinical psychology 
( chapter 10).
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CHAPTER 2

A Historical Perspective 
of Palliative Care 
Communication
Betty Ferrell, Elaine Wittenberg,  
and Tammy Neiman

Introduction
Although palliative care emerged in the United States in the 
mid-1990s, it was built on a foundation initiated 20 years prior 
by the hospice movement. This important history included com-
munication as an essential element in care philosophy and deliv-
ery models. During this time, the role of communication in the 
field of palliative care has evolved in significant ways. This chap-
ter provides a historical perspective on the role of communica-
tion in palliative care, identifies key communication concepts in 
the palliative care literature, and highlights future directions for 
palliative care communication research, education, and policy 
development.

Evolving Focus on Communication
Hospice began in the mid-1970s as an alternative form of care 
and was largely a social movement challenging the traditional 
paradigm of care in a death-denying society. Pioneers such as 
Elizabeth Kubler Ross emphasized the “silences” of communica-
tion surrounding seriously ill patients and the desperate, unmet 
needs of these patients within a society that did not publically rec-
ognize death and dying.1 Early discussions about communication 
at the end of life centered on whether or not patients understood 
their terminal condition. Protecting the patient from distress by 
avoiding communication about diagnosis and prognosis was seen 
as beneficent care.

This early era of end-of-life care in the context of hospice 
was vital in identifying the lack of communication to the over-
all experience of dying.2 Hospice providers were staunch sup-
porters of open communication with dying patients and their 
families. They advocated for breaking the silence and encour-
aged communication to allow patients to complete life tasks and 
focus their remaining time on relationships. Hospice providers 
were also the first to advocate that meaningful communica-
tion could be nonverbal, suggesting that presence during the 
patient’s passing was an important component of the dying pro-
cess.3 The initial concept of interdisciplinary care, and attention 

to the concept of team communication, was also introduced 
by the hospice movement. With a focus on treating the whole 
person, including physical, psychological, social, and spiritual 
well-being, it was recognized early on that the quality of com-
munication among providers was an important aspect of care 
delivery.

Expanding the ideas of hospice, palliative care emerged 
in healthcare as an approach to “upstream” care for the seri-
ously ill much earlier in the course of disease than hospice care. 
Monumental work initiated by support from the Robert Wood 
Johnson Foundation and the Open Society Institute in the late 
1990s sparked the introduction of palliative care teams within 
acute care settings. This was a broad leap, to incorporate a culture 
of hospice that was largely highly personalized care at home into 
the chaotic, cure-focused, and physician-dominant hospital cul-
ture. In 2004, a major advance in palliative care was the develop-
ment of clinical practice guidelines by a consortium of the leading 
palliative care organizations, the National Consensus Project for 
Quality Palliative Care.4 These guidelines specified domains of 
care, and each domain revealed strong reliance on quality com-
munication. Table 2.1 identifies the eight domains of the guide-
lines and related aspects of communication.

Given that palliative care has always been patient-focused and 
compassionate, with an emphasis on whole-person care, it has 
perhaps been assumed that communication in these settings is of 
high quality in this developing field. Unfortunately, there is exten-
sive literature that indicates communication is a weak skill for 
healthcare providers across virtually all settings. This is particu-
larly concerning in palliative care, where healthcare providers are 
charged with discussing serious diagnosis, prognosis, treatment 
options, and quality of life decisions with patients and families. 
The field of palliative care is relatively new, and thus the concept 
of palliative care communication is also new. Some key commu-
nication concepts in the palliative care literature include honest 
and open communication, communicating hope, barriers to com-
munication, pediatric palliative care communication, and the use 
of technology to improve communication.
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Honest and Open Communication
Palliative patients and family members describe poor communica-
tion skills among healthcare providers, with many professionals 
lacking the skills to engage in difficult conversations or the abil-
ity to deliver bad news to patients and families.5 Overwhelmingly, 
patients want their healthcare providers to be honest and open with 
them in discussing their health or illness.6–10 Barriers to open, 
honest communication include the provider’s concern about the 
patient’s hope, difficulty in deciding the right moment to discuss 
end-of-life issues, not knowing what the patient wants to discuss, 
not carefully listening to patients, and relying on the patient to initi-
ate a conversation topic.9 There are also patient-related barriers such 
as unwillingness to hear prognostic information even if provided, 
dependence on the provider to make decisions, shame in not under-
standing the information, and difficulty forming expectations.9

One key way to create open and honest communication with 
patients is to assess patient preference for information.6–8,10,14–15 
The most common assessment question asked by providers is: “How 
much information do you want and how much detail do you prefer?” 
Studies have indicated that providing patients with a list of ques-
tions to ask informs healthcare providers about pertinent patient 
information as well as empowers the patient to ask questions and 
obtain needed information.8,16 Ongoing, continual assessment of 
patient preference and understanding of the illness has been identi-
fied as a key communication role of the palliative care team.8,14

While it is important for patients and families to understand 
their disease to make informed decisions, healthcare providers 
need to recognize there is no standard for how patients and fami-
lies process information. Information-giving needs to be shaped 
to enhance the patients’ and families’ unique preferences. Jackson 
et al.14 discussed the natural pattern of patients moving between 
a form of denial and awareness that aids the patient with coping. 
Prognosis awareness is the “capacity to understand his or her 
prognosis and the likely illness trajectory.”14

Communicating Hope
Many patients have described needing hope from their health-
care providers.6–10,14,15,17 Hope in palliative care and end-of-life 
care may sound contradictory to the situation, but hope during 
this time in a person’s life does not necessarily mean the person is 
hoping to be cured. Hope can be related to many aspects of care, 
including hope for improved symptom management, hope for rec-
onciled relationships, and hope for making meaning out of life.7 
Healthcare providers primarily help to maintain hope through 
their communication efforts. Being open to discussing difficult 
topics, exploring emotional and spiritual needs, and maintaining 
a focus on goals of care are a few ways that healthcare providers 
can maintain the hope of their patients.9

Barriers to Palliative Care Communication
Barriers to communication between healthcare providers and 
patients and families include prognosis uncertainty, physician 
hesitation and lack of skill, use of unfamiliar medical terminol-
ogy, and the complex environment of care. Healthcare providers 
find it difficult to determine the timing of death or decide when 
to refer a patient to palliative or hospice care. This has been called 
“grayness” or “fence sitting.”5–6,9–10,14,17 Avoidance or hesitancy 
to talk about prognosis by the healthcare provider or patient can 
lead to uninformed or delayed decisions about care.5 In Jackson 
et al.’s14 guide to early palliative care interventions, step zero is the 
providers’ preparation in describing accurate information regard-
ing life expectancy and illness progression. Healthcare provid-
ers fear that bad news will cause psychological harm to patients 
and families, including a loss of hope.7 It is understandable that 
healthcare providers need accurate information before discussing 
a prognosis with the patient and family; however, patients in Coad 
et al. described healthcare provider behaviors as “delay, denial and 
evasion,” while they waited for test results.6(p303)

Table 2.1 National Consensus Project Clinical Practice Guidelines and Palliative Care Communication

Domain Communication Aspects

1 Structure and Processes Of Care Service model is dependent upon interdisciplinary team and patient communication.

2 Physical Aspects of Care Effective assessment and management of symptoms are contingent upon effective 
communication between patients and healthcare professionals.

3 Psychological and Psychiatric Aspects of Care Routine attention to emotional responses to illness requires active listening, assessment of 
psychological symptoms, and therapeutic communication to address issues such as anxiety, 
depression, hopelessness, and uncertainty.

4 Social Aspects of Care Family focus requires communication with patients about social/relationship concerns. Equally 
important is communication with family members including family conferencing.

5 Spiritual, Religious, and Existential Aspects of Care Spiritual, religious, and existential concerns are addressed through communication to assess 
needs, respond, and link community resources.

6 Cultural Aspects of Care Culturally respectful care begins with communication to assess culturally based values, beliefs, 
and practices.

7 Care of the Patient at the End of Life Communication to address signs of approaching death and respond to emotions in  
the final hours.

8 Ethical and Legal Aspects of Care Address intensely complex issues such as withdrawal of life support, proxy decision-making,  
and conflicting values and beliefs. Attention to ethical and legal concerns is facilitated by  
mediated communication.
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Another barrier to palliative care communication is the phy-
sician’s hesitation or lack of skill to introduce palliative care. 
Physicians have described the act of telling patients about diag-
nosis and prognosis as emotional, drawn out, dreaded, and dif-
ficult.17 Besides difficulty in communicating this information 
because of emotional challenges, physicians describe difficulty 
in accurately describing palliative care.17 Strategies for telling a 
patient about prognosis vary, including pushing hard to make 
patients recognize the situation, easing patients toward palliative 
care, and presenting information with a “positive spin.”17 Broom 
et al. acknowledged that many times patients need to come to the 
realization of the severity of their disease on their own before 
accepting palliative care or foregoing life-prolonging treatments.17

The provider’s use of medical terminology has also been fre-
quently cited as confusing to patients and creating a barrier to 
understanding.5,7,9 Not only do patients report difficulty in under-
standing the language used during clinical interactions, but they 
also report not understanding statistical information surround-
ing prognosis. In some cases, misunderstanding has resulted in 
the families’ perception that the patient’s death was sudden and 
could not have been anticipated.5

Last, environmental factors can be a barrier to communica-
tion between healthcare providers and patients and families. Busy 
hospital settings limit patients and families from receiving infor-
mation they want and need.5 There is an abundance of research 
demonstrating that patient and family dissatisfaction with care is 
linked to the lack of time and communication with providers.6–10 
Providing adequate time with patients and families demonstrates 
commitment to patient care and allows patients and families to 
discuss important information at their own pace. In the hospital 
setting, there is a lack of privacy, and often patients and families 
feel uncomfortable expressing emotions in such a public space, 
especially when discussions involve end-of-life care.5

Pediatric Palliative Care Communication
Researchers often focus on the communication needs of spe-
cific populations when exploring end-of-life or palliative care. 
According to the literature on adults, infants, and children, many 
of the communication concerns are similar across these popula-
tions. Parents of ill children desire honest and hopeful communi-
cation from their healthcare providers.6,15 Medical terminology 
and challenges in understanding the statistical odds of survival 
are barriers to communication in pediatric palliative care popula-
tions. Assessing patient preference for information is key to pal-
liative care communication, especially in pediatric populations; 
however, unique to this population is consideration of how par-
ents want their children to be told about diagnosis and progno-
sis. Some parents want healthcare providers to deliver prognostic 
information, while other parents prefer to act as information gate-
keepers.6 Providers need options for training on communication 
for pediatric palliative care,6 as physicians report difficulty dis-
cussing prognosis when the patient is young.17

Technology in Palliative  
Care Communication
In the early 2000s, the telephone was the primary commu-
nication tool used in palliative care to facilitate provider 

accessibility and relationship-building with patients and fami-
lies.10 Communication that took place over the phone primarily 
involved reassuring patients and family members with medica-
tion dosages and administration, resulting in decreased hospital 
admissions, emergency department visits, and number of hos-
pital bed days.18 Although telephones allowed quick assess to 
providers, the absence of empathetic contact and the inability to 
observe nonverbal cues were a disadvantage to establishing qual-
ity communication.10 Skype, a video-conferencing Internet soft-
ware program, is being used facilitate communication between 
long-distance family members and patients19 and between fam-
ily caregivers and hospice providers,20 and to deliver cognitive 
behavioral interventions to family caregivers.21 While there are 
benefits to using technology to facilitate communication between 
patients, families, and providers, personal presence is still consid-
ered a key component in palliative care communication.

Looking Forward
Communication is one of the most crucial aspects of palliative 
care. Patients and families request open and honest communi-
cation while being able to maintain some degree of hope in the 
illness progression. Professionals find it emotionally difficult to 
discuss diagnosis, prognosis, and treatment options, especially 
when the patient is young or has children to care for. Some guide-
lines and intervention tools, such as quality of life self-assessments 
and consult-question prompt sheets, have been found to aid the 
communication of prognosis and diagnosis between healthcare 
providers and patients and families.8,16 In addition to these tools, 
healthcare providers need improved or repeated communication 
education, especially regarding breaking bad news, discussing 
treatment options, and considering referral of a patient and family 
to a palliative care team. Assessment of patient preferences, cop-
ing mechanisms, and the importance of maintaining hope should 
be included in communication education.

Similar to the hospice movement, palliative care has by its nature 
of interdisciplinary, holistic care supported communication as a 
key aspect of care. However, there have been several limitations to 
the literature, research, and clinical practice of communication for 
the field of palliative care thus far. For example, while the interdis-
ciplinary team (IDT) approach may have been novel in bringing 
multiple disciplines together, little attention has been given to the 
patterns or quality of IDT communication. Limited research has 
been done in this area, but available evidence suggests that IDT 
meetings, while well intended, are often physician-dominated, 
with many members providing limited input and communication 
focused only on physical aspects of care.3 The general concepts of 
listening and presence have also been cornerstones of palliative 
care, but there has been very little specific discussion of commu-
nication processes in the literature and a significant void of theo-
retical contributions from the field of communication. As the field 
moves forward, key limitations for palliative care communication 
need to be addressed. Table 2.2 summarizes these limitations and 
identifies needs for future research, education, and practice.

The field of palliative care is now affirming the importance 
of communication and the need for major improvement in this 
essential skill. Communication education is urgently needed to 
develop healthcare providers’ skills and improve the palliative 
care experiences for seriously ill patients and their families. Key 

 

 

 



CHAPTER 2 a historical perspective of palliative care communication 13

elements of communication skills building need to involve all 
members of the interdisciplinary team, expand beyond “breaking 
bad news” skills, focus on relationship-building with patients and 
families, and include experiential learning methods.12,13

Addressing the needs of patients and families during serious, 
chronic, or terminal illness is emotionally challenging work,7 and 
healthcare providers require advanced communication skills to 
deliver quality palliative care and to facilitate their own self-care 
in these settings.
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Table 2.2 Limitations and Future Directions for Communication as a 
Key Aspect of Palliative Care

Limitation Potential Future Direction

Communication has been largely 
focused only on physician–patient 
interactions

All members of the interdisciplinary 
team are vitally involved in 
communication, thus communication 
training must be greatly expanded.

Communication has focused 
predominantly on “breaking bad news”

There are many issues beyond initial 
breaking bad news requiring skilled 
communication across all domains.

Much of the education to improve 
communication in palliative care 
has been protocol driven or “step” 
approaches

Communication education should 
include a relational approach that 
recognizes the unique relationship 
issues, including those of patients, 
family members, and healthcare 
professionals

Communication training has often 
been limited to lectures

Advancing communication skills 
requires experiential learning 
through techniques such as role play, 
standardized patients and simulations
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Transactional Communication
Athena du Pré and Elissa Foster

Introduction
He told me he had had only a “wash and a brush up” that morning as 
he had felt too exhausted to be moved to the bathroom. A fastidious 
man, this seemed to concern him. Then he looked at me intently and 
asked, “Do you know the origin of the phrase, ‘A wash and a brush 
up?’ I didn’t, and he, the librarian to the end, took delight in explain-
ing it to me. Those were the last words he said to me: not profound, 
in fact, quite pedestrian. But I  felt they symbolized the long walk 
we had begun together a year previously and which ended with his 
perfect death shortly after that conversation.1(p125)

With these words, social worker and palliative care provider 
Lois Pollock remembers a special relationship with Graham, a 
57-year-old man with colon cancer.1 Their relationship, and others 
like it, illustrates the deeply personal aspect of care meant to opti-
mize one’s quality of life and to prevent suffering during a time 
of serious illness.2 In Pollock’s words, palliative care is a “shared 
journey” without a clear roadmap.1(p125)

Because palliative care experiences are co-created by the people 
engaged in them, a transmission model of communication that 
emphasizes one-way or asymmetrical communication is inad-
equate. Such a model treats information as a commodity to be 
provided (transmitted) by one person and received by another.3 
It is easy to imagine the power differential that such a model sup-
ports, particularly if one person does most of the talking, as has 
been the tradition in healthcare encounters. Physicians in one 
study interrupted three out of four patients’ opening statements 
of concerns within 16.5 seconds.4 Other research points to a simi-
lar pattern.5–7 Many argue that this is not an effective model for 
healthcare in general,8 but, as we will discuss, it is particularly 
ill suited for palliative care. A more promising alternative is the 
transactional model of communication, which emphasizes feed-
back and mutual influence.9

In this chapter we briefly explore the shortfalls of sender-oriented 
communication in palliative care. Then we focus on communica-
tion approaches designed to enhance relationships and facilitate 
teamwork.

Communication Models
The transmission and transactional models of communication 
differ in terms of the power and autonomy granted to participants, 
the assumed purpose of communication, and the factors consid-
ered relevant to a communication episode.

Transmission Model of Communication
The transmission model of communication (also called a sender 
approach) proposes that people are alternately senders and receiv-
ers.3 Senders transmit messages to receivers either face to face or 
through channels such as the telephone or computer. In terms of 
this model, physical noise (such as static, music, other voices, or 
loud machinery) may distort the message or how it is understood.

As mentioned, one shortfall of this approach is that it tends 
to support an uneven balance of power. The person assumed to 
have the most valuable information is often given license to set 
the tone and terms of an interaction.10 Part of the reason physi-
cians have dominated medical conversations is that patients have 
typically been nonassertive and quick to yield the floor in their 
presence.11 Information and expertise are valuable. However, 
palliative care is not based solely or even primarily on the type 
of expertise that people typically seek from healthcare profes-
sionals. Palliative care providers are called upon, in extraordi-
nary measure, to provide what nursing scholar Philip Larkin 
calls the “intangibles”—compassion, presence, hope, intuition, 
and understanding.12 These require more than medical knowl-
edge. As Larkin expresses it, “bereavement care takes the nurse 
beyond the ‘safe’ zone of technical expertise to relationship based 
in mutuality.”12(pp337–338) This mutuality relies on give and take 
rather than a power differential.

Another limitation of the transmission model is that it depicts 
communication as the product of relatively detached and discrete 
components. Information, senders, and receivers are portrayed as 
distinct and separate entities, and the channel is assumed to be a 
neutral conduit for information (albeit one that is subject to the 
effects of noise). A common metaphor of the transmission model 
is tossing a ball back and forth. For the most part, we expect a ball 
to arrive at the receiver in the same form it left the sender, not to 
morph during the process. By the same token, senders and receiv-
ers are treated as independent agents. We may blame or congratu-
late one party or another for a “wild pitch” or a “great catch.” In 
healthcare, this may translate into blaming the patient for failing 
to understand or comply with the information provided. It may 
mean that we consider someone a great communicator because 
he or she maintains eye contact, speaks clearly, or has a large 
vocabulary. It may also mean that we deliver information over the 
phone or via letter that would be more compassionately delivered 
through a different channel, such as face-to-face communication. 
As we discuss later, which communication behaviors and channels 
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are the most effective depends a great deal on the people, culture, 
and circumstances involved.

In sum, the greatest weakness of the transmission model 
for palliative care is that it presents an overly simplistic, 
sender-oriented perspective on communication. Based on this, 
we might expect that the best healthcare providers are good at 
crafting messages they can use as reliable scripts in nearly any 
circumstance. In reality, that expectation misses the mark in 
palliative care—a context in which patients and their loved ones 
benefit more from two-way communication and emotional sup-
port,13 which we discuss next.

Transactional Model of Communication
An alternative to the simple sender/receiver model is the transac-
tional model of communication, which proposes that people are 
simultaneously senders and receivers in an ongoing process of 
reciprocal influence.7 What one person says and does influences 
other people and vice versa. Because the emphasis is on shared 
meaning rather than simply transmitting information, the focus 
is on what happens “between people.”

One benefit of the transactional perspective is that it encour-
ages people to share power relatively equitably. In palliative care, 
this means minimizing status differences. For example, a patient’s 
spouse may be considered as important and influential as his or 
her physician to the illness experience. This is not only good com-
munication; indications are that it is good medicine. People with 
serious health concerns typically experience less stress and greater 
well-being when loved ones are actively involved in their care and 
communicate openly with them about it.14,15

A transactional perspective also reminds people to be attentive 
to cues (both verbal and nonverbal) about how others are inter-
preting a transaction. For example, women with breast cancer say 
they appreciate being fully informed, but they feel overwhelmed 
when healthcare professionals give them more information than 
they can process and adapt to at one time.16 Respecting this, the 
best communicators do not toss messages around as if they are 
playing ball. They weigh their words and actions in light of how 
they are received by other people. They ask for feedback, observe 
feedback cues, and listen as much as they talk.

Another contribution of the transactional model is recognition 
that environmental, social, and personal factors influence how 
messages are interpreted. For example, members of some Native 
American cultures find silence comforting. To them, having oth-
ers present without the obligation to make conversation is deeply 
appreciated.17 Members of other cultures may consider silence 
awkward and wonder what they are “supposed to say” at a difficult 
time. Around the world and in any one community, cultures also 
differ in terms of how and if they talk about death, how they define 
family, how they regard spiritualism, what information they share 
with others, and much more.18 In addition to culture, differences 
arise in terms of past experiences, emotions, pain, physical dis-
tractions, difficulties hearing or seeing, personality, family struc-
ture, age group, and so on.19 The transactional model includes 
as “noise” any factor—including internal thoughts and feelings 
and external stimuli—that may interfere with shared meaning.9 
However, the model does not prescribe that communicators erad-
icate or minimize components of noise that are natural expres-
sions of who people are. Instead, participants are encouraged to 

recognize the potential for misunderstanding and find mutually 
rewarding ways to honor diversity.

The transactional model calls attention to the idea that com-
munication is a collaborative and unique accomplishment embed-
ded in an ongoing process in which everyone involved shapes the 
meaning that emerges from a transaction. In the next section, we 
explore how these ideas translate into communication techniques 
and perspectives essential to palliative care.

Transactional Approach 
to Person-Centered Care
Consider the following comments by clients of a hospice in 
England that provides palliative, during-the-day care for people 
with multiple sclerosis:

It’s like being at home but with friends because you know you haven’t 
got to explain what’s wrong with you. I don’t have to explain it here. 
Everybody knows. You actually feel good because you are part of a 
group.20(p404)

…

It gives me a more confident frame of mind I  think. Puts me in 
control.16(p405)

…

I would miss it so much. I look forward to coming … and it’s just a 
nice relaxing day out.16(p405)

…

Me coming here for the day takes a hell of a lot of pressure off my 
wife, who knows full well that I am fed and watered and looked after 
and couldn’t be better.16(p405)

Contrary to the idea that palliative care is only for people who 
are dying (people do not usually die of multiple sclerosis), it also 
includes people whose conditions are not terminal or end stage 
but who benefit from the symptom management, social support, 
counseling, knowledge, spiritual connectedness, and overall 
comfort and caring that palliative care can offer them and their 
loved ones as they cope with serious health concerns.21 As pal-
liative physician Jacob Strand and colleagues put it, palliative 
care is increasingly being implemented “upstream,” when seri-
ous illness is first detected, rather than only “downstream,” at 
life’s end.22

Even with diverse goals, however, palliative care in all its form 
shares an emphasis on relational and person-centered care. 
This section explores the role of transactional communication 
in accomplishing four key aspects of palliative care alluded to 
in the hospice clients’ comments:  (a)  a focus on relationships, 
(b) the importance of emotions, (c) the need for empathy, and (d)  
the value of being present with each other.

The relational approach to understanding human interaction 
originated in one of the earliest publications devoted to commu-
nication as a distinct field of research. In The Pragmatics of Human 
Communication,23 Paul Watzlawick, Janet Beavin, and Don Jackson 
proposed several axioms, one of which is particularly relevant to the 
relational approach. The axiom posits that all communication exists 
at two levels: the content level, which conveys the information of the 
message, and the relational level, which constitutes the relationship 
between the communicators. A relational approach to communi-
cation differs from an interpersonal approach, which focuses on 
individual acts, because it emphasizes the interdependency of rela-
tional members and their behaviors.24 As the comments by hospice 
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participants with multiple sclerosis illustrate, relationships are cen-
tral to their experience, as much because of what is not said (such as 
explaining the illness to others) as what is.

The relational approach is aligned with the transactional model 
in that it focuses on what emerges between people rather than on 
the actions and responses of individual actors. Thus relational 
communication recognizes that relationships are not defined by 
the sender or receiver in isolation but rather are mutually and 
simultaneously co-constructed.

Instead of focusing primarily on message content, a relational 
approach is concerned primarily with the quality of the relation-
ship that is generated through communication. The emergent 
nature of relational communication involves messages that are 
often conveyed implicitly rather than explicitly and through non-
verbal cues. These messages convey emotions, attitudes, power 
and status, norms of interaction, expectations, cues about how to 
interpret the experience, and inferences.

The relational approach is also consistent with person- or 
patient-centered care, which involves respect for people’s unique 
needs, values, and preferences.25 Note that we use the term 
“person-centered” synonymously with “patient-centered” but pre-
fer the former term as a means to recognize that palliative care 
(a) typically involves all aspects of a person’s life, not just his or her 
role as a patient, and (b) includes loved ones and others who are 
not themselves the “patient.” Rita Charon, an advocate of honoring 
patients’ narratives, proposes that listening intently to people’s sto-
ries and concerns bridges the “chasms” and “discontinuities” that 
often separate people who are ill from those who are not.26(p197) 
This bridging of that gap is particularly vital to palliative care.

Engaging in relational, person-centered communication 
requires that communicators be attuned to individual prefer-
ences and the myriad, complex elements that make each person 
unique. The capacity to recognize and respond appropriately at 
a relational level was long framed as intuitive and unteachable.27 
However, that position was refuted by the now well-established 
relationship-centered care paradigm.28–30 This approach empha-
sizes values and practices related principally to emotions, empathy, 
and presence. The following is a brief overview of communication 
perspectives relevant to each of these.

Focus on Emotions
Emotions are not clearly represented in the transmission model 
of communication, which focuses mostly on intentional mes-
sage delivery. By contrast, the relational, patient-centered 
approach emphasizes the emergent and unintentional features of 
relationships.22

Despite the “invisible” nature of relational dynamics such as 
emotions, reciprocal influence, authenticity, and respect, their 
impact is highly consequential to the meaning derived from any 
given interaction,20 particularly in palliative care. For example, 
imagine a situation in which a patient has just received news of a 
terminal prognosis. The patient responds by becoming very still 
and quiet. Even in the context of this apparent absence of cues, the 
response of the healthcare provider who delivered the prognosis 
may be influenced by a wide variety of factors, including (but not 
limited to) prior training in how to deliver bad news, memories of 
being in this situation with other patients, an involuntary impulse 
to compare the patient to his or her aging parent, a sense of his or 

her own sorrow or anxiety, or a desire to better understand what 
the patient is thinking and feeling. If, in the next few moments, 
the patient’s eyes begin to well with tears (an external cue), a new 
cascade of internal responses might guide the healthcare provider 
down a different path of communicative choices.

Paying attention and responding to cues, both internal and 
external, is key to communicating effectively when the stakes are 
high. Understanding the relational dimension of communication 
is essential if communicators hope to be mindful of the relation-
ships that they are constructing in the moment and over time.

This experience reminds us that the focus should not only be on 
patients’ emotions but on healthcare providers’ as well. Relational 
theorists emphasize the importance of self-reflection for provid-
ers.22 Robert Wicks, author of The Resilient Clinician,31 encour-
ages care providers to take daily stock of their emotions, to seek 
out people and activities that replenish them, and to be mindful of 
what makes them happy.

The Role of Empathy
One essential capacity/competency of healthcare providers 
in the palliative care context is empathy for others. Because 
this requires attending to both content and relational dimen-
sions, empathy is appropriately framed within a transactional 
or relationship-centered approach. At its core, empathy involves 
three dimensions:  attending to the emotions of another per-
son (relational), understanding those emotions (cognitive), and 
responding to those emotions (communicative).19,32

Researchers often find that physicians avoid responding rela-
tionally to the emotional cues of patients and focus instead on 
cognitive, clinically oriented questions and treatment plans.19 
This may be because relational communication requires a sophis-
ticated set of talents and sensitivities. However, a number of heu-
ristics are available to help healthcare providers and others when 
it comes to communicating empathy.

Suchman and colleagues23 present a framework that encourages 
care providers to become attuned to empathic opportunities and 
to consider how they might react to them. In the model, the three 
main reactions are characterized as empathic responses, empathic 
opportunity continuers (invitations to extend the conversation 
into the realm of feelings), and empathic opportunity termina-
tors (comments or gestures that steer the conversation away from 
expressions of emotion). In the previous example of a patient react-
ing to a terminal prognosis, the patient’s initial silence presents 
an empathic opportunity for the care provider to offer an explicit 
expression of emotion, perhaps by saying, “I can sense that this is a 
lot for you to take in, and I’m wondering how you are feeling about 
what I’ve just told you.” The appearance of tears also represents an 
empathic opportunity because it is clear that the patient is feeling a 
strong emotion, although the provider should not assume to know 
what it is. One empathic response option would be to say, “I can 
see that this news has triggered some strong emotions for you, and 
that’s perfectly understandable” and include an empathic opportu-
nity continuer such as, “Would you like to share with me what you 
are thinking and feeling right now?” or even simply reaching out a 
hand to offer comfort. Conversely, an empathic opportunity termi-
nator is any response that ignores the emotions in the room, per-
haps by disconfirming the feelings of the patient—“You shouldn’t 
be worried about that; just focus on taking your medication”—or 
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changing the topic, as in, “I see. Well, we need to get the results of 
your bloodwork and schedule your biopsy.”

Another technique designed to support empathic responses 
is represented by the acronym BATHE, which offers a five-part 
guide for responding in situations to where a patient or loved one 
is experiencing strong emotions and may feel overwhelmed by 
current circumstances.33,34 The process includes (a) asking the 
patient for B—background information (“Briefly, what has been 
going on?”); (b) exploring A—affect (both affect as in emotion and 
affect as in “How has this affected you emotionally?”); (c) invit-
ing talk about a particular aspect of the problem or T—trouble 
(“What troubles you the most about this situation?”); (d) consider-
ing how the patient is H—handling things emotionally and prac-
tically (“How have you been handling this situation?”); (e) and 
offering E—empathy without trying to change or fix the situation 
or change the emotional response of the patient (“It sounds like 
you’ve been working hard to keep things going” or “This seems 
like a very stressful time for you”).

Underlying both the framework of empathic opportunities and 
responses23 and the BATHE model25 is a relational commitment 
that gives patients and their loved ones ample space and encour-
agement to pay mindful attention to their emotions and to experi-
ence the support of people around them. Empathic responses and 
encouragement, combined with the relational quality of presence, 
which we discuss next, are conducive to a supportive communica-
tion environment.

The Importance of Presence and “Being There”
The stigma surrounding incurable conditions and death was so 
great in the mid-20th century that patients were often abandoned 
to cope mostly alone, with little comfort or compassion.35,36 
Healthcare professionals often considered dying and death experi-
ences to be “medical embarrassments” that belittled the supposed 
omnipotence of their expertise and technology.37(p24) In recent 
decades, however, the hospice and palliative care movement has 
made great strides in overcoming the fear and failure people used 
to associate with incurable conditions.

A new paradigm has emerged that honors the unique set of skills 
(many of which are related directly to communication) involved in 
palliative care. Talk is a valued component within the paradigm, 
which invites participants to co-construct a “good death” or “qual-
ity of life” during a serious illness. At the same time, researchers 
have posed a pertinent critique to the role that talk plays.28,38

To illustrate, an influential and popular book, Tuesdays with 
Morrie,39 takes readers through the story of Morrie Schwartz’s 
final months, as relayed by his friend and former student Mitch 
Albom. The book’s popularity did a great deal to support a national 
conversation about death and dying. It also promoted a vision 
of the end-of-life journey as being accomplished through open, 
articulate, and insightful reflections offered by the person who is 
dying. A similar vision is offered in the Pulitzer Prize-winning 
play Wit,40 in which the audience experiences the final months 
in the life of an English professor, Vivian Bearing, as she battles 
metastatic ovarian cancer, initially with biting humor and intel-
ligence and eventually with vulnerability and humanity.

While such depictions help readers and viewers to vicariously 
experience important end-of-life challenges and emotions, they 
also lead us to overlook bodily experiences. As Foster puts it in the 
book Communicating at the End of Life,41 focusing on cognition, 

thoughts, and words can be helpful, but it can also overshadow 
instinctive and emotional responses in palliative care situations. 
The desire to support persons who are dying or very ill primar-
ily through conversation is not feasible when the person has 
advanced dementia, is aphasic or heavily medicated, or is simply 
unable or unwilling to talk explicitly about his or her experiences.

A different kind of end-of-life narrative is offered in Derek, a 
television production starring, written by, and directed by Ricky 
Gervais.42 The series is set in a 26-bed nursing home in England 
and revolves around the quiet lives of the manager (Hannah), the 
caretaker (Dougie), and the title character (Derek), who is a care 
worker. What is remarkable about the program is the way it high-
lights both the relative social isolation of the nursing home’s resi-
dents and the extraordinary connections that are built through 
very simple acts of kindness—listening, sitting and holding hands, 
reading a celebrity magazine, or offering a cup of tea. Although ill-
ness and death are ever-present, the dignity and humanity of the 
residents and workers is made evident through the quality of their 
interactions (relationships) with one another, so that the over-
arching message is a positive one.

Perhaps because words are relatively easy to observe and con-
trol, the emphasis of much palliative care communication train-
ing (including models described in this chapter and others) rests 
on how to prepare and enact conversations. An equally impor-
tant emphasis, however, is on how to be fully present in the care 
of patients and their loved ones, even in the absence of talk. An 
example of this is the following story from a hospice volunteer, 
Tom, who was visiting a patient dying from cancer. The patient was 
not cognitively impaired, but she was not able to engage in con-
versation and, at first, this was very challenging for the volunteer.

At first I felt the need to keep the conversation going, and with her 
not contributing the only thing I could really talk about was me … 
but I remembered Patrice [volunteer coordinator] saying that it’s fine 
to sit there and not say a word. So I said, “Do you want me to leave? 
Because you look really tired.” And she said, “No, I’m just tired, but 
I want you to stay.” So I just sat there looking at her and every now 
and then she would open her eyes to see if I was still there.32(p137)

In this example, Tom began by doing what made him feel 
comfortable—specifically, keeping up a one-sided conversation—  
until he realized that this did not constitute the kind of support-
ive relationship he wanted to have with this patient. In that instant, 
Tom’s consciousness moved from himself to the patient and, most 
important, to the present moment. He was able to check his percep-
tions with the patient by sharing his observation that she looked 
tired and then ask what she wanted. When she indicated that she 
wanted him to stay, he was able to relax and simply be there for her.

Another aspect of “being there” with someone may also involve 
participating in conversations or interactions that have nothing 
explicitly to do with healthcare but can contribute dramatically to 
maintaining a humane and supportive relationship. Hospice or pal-
liative care patients exist in what anthropologist Turner43 calls a lim-
inal space (literally, a threshold) between the time of their terminal 
diagnosis and death. This time constitutes a crisis both physically 
and socially because there is a process of social dying32 that accom-
panies the bodily changes, shifts in consciousness, and pain of the 
dying process that are often the focus of palliative care. The social 
dying process has its own associated pain and often culminates in 
a social death29,44 that precedes physical death if a patient has lost 
meaningful social or relational contacts and is attended only by 
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healthcare professionals responding to physical contingencies. An 
antidote to the pain of social dying lies in reconnecting patients to 
the fabric of social life by recognizing their uniqueness and allowing 
their presence to generate a sense of immediacy and “being there.”

Communicators within the palliative care context have the best 
chance of communicating effectively if they recognize that com-
munication does not consist solely of content (words, gestures) but 
also includes a relational dimension through which attitudes, feel-
ing, intentions, and care are conveyed. Ordinary gestures, such as 
rubbing patients’ hands with lotion, reading articles to them about 
their favorite soap operas or sports stars, remembering a special 
anniversary, or introducing them by something other than their 
diagnosis can all serve to help reconnect them to the social fabric 
that we otherwise tend to take for granted.

Transactional Approach To Teamwork
Imagine a scenario in which a patient’s oncologist (or other spe-
cialist) wishes to advocate for further treatment, but the palliative 
care team believes the time has come for comfort measures. On the 
surface, this is a difference of opinion at a content level. They may 
disagree about the “facts” of the case as they affect the prognosis. 
However, a transactional approach encourages us to think the mat-
ter through more thoroughly and examine it at multiple levels.

Returning to the communication axiom presented earlier,17 
the idea that communication occurs simultaneously at two lev-
els is also reflected in theories of group communication, which 
recognize that groups function at both a task (content) and a 
social (relational) level. To be fully effective, group members must 
address both tasks to be accomplished (productivity) and relation-
ships among the members (cohesion).

In keeping with this principle, the Relationship-Centered Care 
Model (RCCM) advanced by Dana Safran and colleagues29 argues 
that attention must be paid to how relationships are enacted across 
the constellation of healthcare providers responsible for providing 
care (a transactional approach)—and not merely to the exchange 
of information (a sender-oriented approach). The Safran team has 
identified seven interdependent relational qualities that are essential 
to a “relationship-centered” team approach. In the following sec-
tions, we explore five that are most relevant to the current discussion.

Mindful Communication
“Mindfulness” refers to participants’ awareness of self, of others, 
of relationships, and of what is happening in the larger scheme 
of things. It also involves being open to new ideas and different 
perspectives.21(pS12)

In the opening example involving a difference of opinion, being 
mindful may involve a conversation in which every member of the 
team (including the patient, if possible) is open to hearing the oth-
ers’ perspectives and why they feel as they do. The goal of mind-
fulness is not to debate the issue or reach a decision (that may 
come later) but to exercise sincere curiosity and consider multiple 
perspectives.

Diversity of Mental Models
An important dynamic that should be included in any consid-
eration of a relationship-centered approach is how to manage 
diversity within the context of care. Within the RCCM, diversity 
of mental models refers to the degree to which members value 

multiple ways of thinking and capitalize on them to enhance 
group problem-solving and creativity.21

Diversity may include culture, race, gender, age, education, and 
many other individual characteristics that contribute to differ-
ent standpoints. It may also include people’s training and back-
ground. The best palliative care teams are made up of people with 
diverse expertise and ideas, including medical specialists, nurses, 
dieticians, therapists, clergy, social workers, volunteers, family 
members, pharmacists, and many others. The significant principle 
to remember is not simply to incorporate diversity into a group 
but to actually realize the benefits by nurturing positive and pro-
ductive relationships among people with diverse ideas.21

Mindfulness is key to truly respecting diversity, but skillful 
conflict management is required as well. Particularly when the 
consequences are serious and emotions run high, divergent per-
spectives often lead to conflict. Those are most visible at the con-
tent level, but it is likely that relational issues are also involved. 
The oncologist advocating for continued treatment may feel that 
a transition to palliative care represents a vote of no confidence 
regarding his or her ability to serve the patient well. Conversely, 
members of the palliative care team may feel that the specialist 
is being domineering and insensitive by refusing to consider the 
contributions they might make.

People skilled at a relational, transactional approach are in the 
best position to understand and address conflict at multiple levels. 
They may realize, first of all, that part of the emotional intensity 
on both sides stems from underlying, relational factors. In other 
words, the issue is not only a decision to be made but a commen-
tary on their identity and validity as care providers. When diverse 
participants are mindful of that, it may be easier to surface those 
issues and respect them. For example, members of the palliative 
care team may say to a physician, “This can’t be easy for you. We 
know you have a long-standing relationship with this patient and 
have helped her immensely through the years. We’d like to work 
together with you.”

Mutual Respect
Mutual respect is demonstrated when team members display hon-
esty, tactfulness, and respect for every person’s contributions.21 
It is imperative that diverse healthcare providers have mutual 
respect for each other, but it is just as important that patients and 
their loved ones be included. They should rightfully be treated as 
members of the care team rather than only as care recipients or 
bystanders.

Echoing the reciprocity principle of the transactional model, 
even as palliative care emphasizes the importance of focusing on 
the patient’s and family’s needs, patients and family members may 
express concern for their healthcare providers’ well-being. They 
may wish to share small gifts or give advice or in some other way 
reciprocate the care that is being shown to them. One of the par-
ticularly challenging yet important ways that patients connect to 
the social world is caring for those around them, including health 
professionals. To deny patients and family members the opportu-
nity to express their own sense of relationship to healthcare provid-
ers is to take a condescending or patronizing stand that forestalls 
the potential for connection through mutuality or reciprocity.41 
The challenge is to keep the reciprocation in balance so that nei-
ther patients and family members nor professionals become bur-
dened with obligations. As described by Beach et al.,20(pS4) “While 
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achievement of the patient’s goals and the maintenance of health 
are the more obvious focus of any encounter, allowing a patient to 
have an impact on the clinician is a way to honor that patient and 
his or her experience.”

Mix of Social and Task-Related Interactions
The RCCM reminds us that conversations should include both 
relationship-focused and function-oriented communication.21 
The goal is to involve team members in the right mix of these 
communication goals. In her extensive ethnography of an inter-
disciplinary oncology team, Ellingson45,46 points out the dynamic 
of frontstage and backstage communication among clinical team 
members. The concepts of frontstage and backstage do not neatly 
align with task (content) and social (relational) communication 
but rather describe the shifting dynamic for the team when they 
are in front of a patient and family (frontstage) versus in the clinic 
spaces out of sight of patients and family members (backstage). 
A good deal of work occurs in the clinical backstage. This includes 
formal reporting but also informal information exchanges, shar-
ing of impressions, and relationship-building among team mem-
bers.36 Ellingson36,37 argues for what she calls an embedded model 
of understanding that recognizes team members as interdepen-
dent, inseparable, and mutually productive based on the quality 
of both their frontstage and backstage communication. Effective 
teamwork always incorporates both.

Ellingson36 points out that healthcare providers may have good 
intentions when they exclude patients from the messy and some-
times contentious work that goes on backstage. And certainly, 
patients need not be part of all backstage communication. But 
she cautions that excluding patients unduly puts them at a dis-
advantage. In the difference-of-opinion scenario, a good deal of 
the work in resolving whose recommendation will hold sway—the 
oncologist’s or the palliative care team’s—is likely to be carried out 
backstage, away from the patient. Once the care team has reached 
some form of resolution (or at least an agreeable set of options), 
they are likely to convene a family meeting to discuss them. This 
seems reasonable on the surface, but Ellingson36 points out that it 
puts patients and their loved ones at a distinct rhetorical disadvan-
tage. By this time, the professionals have already spent significant 
time discussing the situation, hearing each others’ viewpoints, 
and shaping how thinking about it evolves and emerges. Patients, 
on the other hand, are more likely to be caught off guard by what 
emerges and to feel that they must make decisions with limited 
information and minimal opportunity to engage in a collabora-
tive thinking through of the issues. In short, being asked to make 
a decision at the end is not the same as being involved in the 
process.

Mindfulness
Mindfulness (what researchers sometimes call heedful interrelat-
ing) occurs when team members’ interactions are rooted in ongo-
ing awareness of how their work and others’ contribute to practice 
goals.21 Interrelating is not a simple process. It involves a great 
deal of give and take and a commitment to achieving balance 
between changing and contradictory goals.

The concept of relational dialectics47 offers a framework for 
understanding dilemmas such as reciprocity within caregiving 
relationships. Relational dialectics is not a theory as much as it is 

a metatheoretical construct that emphasizes the fluid and chang-
ing nature of relationships and the tendency for multiple opposing 
forces (dialectic tensions) to be operating at any given time. The 
overarching dynamic in relational dialectics is the movement of 
coming together (centripetal force) and coming apart (centriful-
gal force).38(p44) In the palliative care context, a primary dialectic 
exists between recognizing and sustaining quality of life (coming 
together) and preparing for death (coming apart). At any given 
moment in palliative care, one may feel the influence of one of 
these forces more strongly than the other.

Dialectics are not only negotiated internally but between people 
who depend on each other. For example, during a family meeting 
to discuss vent removal, the patient’s willingness to undergo extu-
bation may indicate a readiness to “let go,” while a family member 
argues strongly for continuing the patient on respiratory support, 
continuing to “hold on.” All the while, healthcare providers’ feel-
ings may fall somewhere in the middle on this continuum.

A relational dialectics perspective also reminds us that roles are 
truly interrelated. There will be moments of role reversal when the 
patient reaches out to care for the healthcare provider and the pro-
vider feels more like a care recipient than a caregiver. The concept 
of mindful communication reminds us that this is natural and 
acceptable in the ongoing flow of teamwork. Such moments are 
not to be feared or avoided but rather embraced as transient and 
precious artifacts of human expression.

Conclusion
Collaborative communication is essential to creating the unique 
roadmap of every palliative care experience. In contrast to the 
transmission model, which depicts communication partners as 
relatively distinct and separate from one another, the transac-
tional perspective represents people as interdependent members 
of communities connected by authenticity, mutual concerns, 
emotions, social activity, and more. The focus is on the unique-
ness of every person and relationship.

A key principle of the transactional model is that messages 
are considered valuable to the extent that they enhance shared 
understanding. In palliative care, this provides the opportunity 
for participants to co-create the experience of a “good death” 
or “quality of life” in the context of a serious illness. Relational 
communication requires that people pay attention to both con-
tent and relational messages. This is consistent with a person- and 
patient-centered approach that places a premium on relationships, 
emotions, empathy, and the value of presence.

Palliative care is intrinsically team oriented, typically involving 
an array of professionals as well as volunteers and loved ones. The 
potential for collaborative sense making is extraordinary, but only 
if participants truly honor the diversity among them and are skill-
ful at handling the inevitable conflict that arises from multiple 
perspectives. The RCCM suggests that palliative care teams are 
most helpful when members exercise and encourage mindfulness, 
embrace a diversity of mental models, show mutual respect, pay 
attention to both social and task goals, and interrelate in a man-
ner that honors competing and contradictory inclinations among 
dialectic continua such as “holding on” and “letting go.”

The focus in palliative care is not so much on communica-
tion as an information commodity as on communication as a 
means of sharing and relating. One last example, posted by a 
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loved one on the National Hospice Foundation website, calls to 
mind the extraordinary and varied contributions of palliative 
healthcare providers who provide both tangible assistance and 
the intangibles of comfort, compassion, and presence. In this 
posting, Sue Hazelton remembers treasured time with Cathy, 
her 34-year-old sister and mother of three boys, who was dying 
of a rare cancer.48 “The call was made to hospice and things 
quickly changed for the best,” Hazelton recalls, describing what 
happened first:

A knock on the door brought a hospital bed, toilet help, and a 
wheelchair. Another knock and in came a charge nurse, a coun-
selor for the boys, and even someone to help with shopping and 
household chores. I  felt like a weight was lifted off my shoulders. 
Better pain management brought her spirits up; she was more talk-
ative, like her old self; and could visit more with everyone for a 
couple of weeks.

Later, on Cathy’s last day of life, hospice was present in a different 
way. Hazelton describes the experience:

The boys and my Dad came in to say goodbye … I played [Cathy’s] 
favorite CD as her breathing changed. The hospice nurse would give 
us updates until she said “Sue, I think it will be in the next hour or 
so.” She was an amazing nurse that was quietly checking her, rub-
bing her legs, keeping her free of pain and just being there telling us 
what an honor it was for her to be there. I was honored along with my 
brother to hold each of Cathy’s frail hands as she passed, whispering 
our goodbyes and I love you.
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CHAPTER 4

Consumer Communication 
and Public Messaging 
About Palliative Care
Rebecca A. Kirch

Introduction
For seriously ill adults and children of any age and at any illness 
stage, treating the pain, symptoms, and stress that interfere with 
their quality of life is as important as treating their disease. Patients 
and their families place a premium on maintaining good quality of 
life and functioning for as long as possible so they can continue 
to pursue what matters most to them and participate in aspects 
of daily life that give them joy and make them feel their lives are 
worth living. Yet in today’s disease-centric delivery system, quality 
of life priorities within this personal choice and value construct are 
not typically identified or discussed early enough to ensure they 
are considered, and they are rarely documented in medical records 
to help guide the course of therapeutic treatment and follow-up 
care. In a national poll conducted by the American Cancer Society 
Cancer Action Network (ACS CAN) in 2010 among 1,011 adults 
with cancer or a history of it, fewer than one-third (29%) reported 
that their physician or other health team member asked what was 
important to them in terms of quality of life before starting treat-
ment.1 Similarly, only about one-third (32%) said that they were 
asked regularly about stress, depression, anxiety, or other emo-
tional concerns during and after cancer treatment, and fewer than 
half (47%) stated that they were provided any information or refer-
ral for treatment even after identifying their emotional concerns.1

Findings such as these underscore the need for action to make 
personalized medicine that treats the person beyond the disease a 
prioritized part of quality clinical practice. This means support-
ing and encouraging all providers to ask patients about what is 
important to them so they make quality of life concerns a routine 
part of the clinical conversation and course of care. At the same 
time, patients and families need help to feel more knowledgeable, 
skillful, and confident in their ability to cope with the challenges 
of serious illness diagnosis, treatment, and aftermath—including 
feeling that they would be supported in raising these quality of 
life matters as clinical concerns important to them alongside their 
disease-directed treatment.

Patients/families consistently report that they want to be 
involved in understanding their disease prognosis and treatment 
options and making decisions about their care. In a recent Institute 
of Medicine national survey of 1,068 US adults who had seen at 

least one healthcare provider in the previous year,2 the majority 
of people responding confirmed that they want their healthcare 
provider to listen, tell the full truth about diagnosis (even though 
it may be uncomfortable or unpleasant), give the risks associated 
with each option, and explain how options impact quality of life, 
and they want to understand their goals and concerns regarding 
options of care.

These are important aspects of person-centered and 
goal-directed care that treats the whole person by focusing on 
what is important to a particular patient and his or her loved 
ones. Identifying and tending to these personal choices to ensure 
goal-concordant care is also the cornerstone of palliative care and 
the communication strategies that constitute its foundation.

Because patients and families often do not know what they do not 
know, they must be equipped and empowered with the right words 
to obtain the care they need. Adults and children with serious ill-
ness and their families require practical assistance to help them 
ask questions and articulate their healthcare concerns, needs, and 
wishes. They also require clear information and skilled professional 
communication to help them understand their diagnosis, prognosis 
and treatment options, and the implications of treatment in terms 
of their survival, functioning, and quality of life so that they can 
make informed decisions during and after disease-directed treat-
ment that align with their personal values and goals. Providers in all 
disciplines and at every point in care serve as an essential gateway to 
ensuring that these quality of life needs are discussed, valued, and 
continuously addressed across the care continuum.

Quality of Life and Quality of Living
Currently, if personal preferences are addressed in clinical settings, 
poor prognosis is the typical trigger. Resulting conversations tend 
to focus on advanced care planning in the context of terminal ill-
ness and the end of life, relying on completing advance directives, 
DNR orders, and other such tools. Those are important discussions, 
but they are not designed to meet quality of life needs from the 
onset of serious illness and across what can be a long-term trajec-
tory of ongoing chronic care. Moreover, this prevailing end-of-life 
focus may actually shortchange the survival and quality of life ben-
efits that can be derived from earlier integration of palliative care.3
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To meet the needs of patients and families, particularly as the 
United States faces unprecedented and rising numbers of adults and 
children living longer lives with complex chronic conditions, the 
focus must shift to prioritize earlier and continuous attention on 
personal choices about how these patients want to be living—right 
up until the time they die. This focus on quality of life and qual-
ity of living—optimally initiated at diagnosis—is a central tenet of 
palliative care. As described in more detail in this chapter, it is also 
the foundation of a growing national movement to raise awareness 
of palliative care so that it can extend to every seriously ill adult 
and child and their families and to every care setting—whether 
inpatient, outpatient, in the community, or at home.

Clinical conversations should identify early and document 
often what is important to patients and families and what are 
they hoping for—before, during, and after disease-directed treat-
ment. Triggers for these conversations should occur routinely as 
part of care transitions throughout long-term chronic disease 
management and at the end of life. This upstream and ongoing 
person-centered focus enables and empowers adults, children, 
and families to articulate their own quality of living formula dur-
ing treatment, follow-up, and in the weeks, years, or decades of 
life they have ahead. Those documented and accessible quality of 
life goals can then guide informed treatment decisions, long-term 
chronic care planning, and advanced care planning preferences 
and directives as these seriously ill adults or children approach 
the end of life.

What’s in a Name?
Using consistent and clear messages about palliative care as a life-
line to quality of life really matters. A 2011 national poll commis-
sioned by the Center to Advance Palliative Care, the American 
Cancer Society, and ACS CAN revealed that 7 in 10 Americans 
are “not at all knowledgeable” about palliative care.4 While pal-
liative care is a relative unknown among consumers, most provid-
ers associate palliative care with terminal prognosis and believe it 
becomes useful only near the very end of life.4 These misconcep-
tions conflating palliative care with “giving up hope” or hospice, 
particularly among disease specialties, remain one of the biggest 
barriers to patients and families accessing palliative care’s benefits.

Consumer research findings confirm this language barrier can 
be effectively addressed using the public’s own words to describe 
palliative care. An overwhelming majority of people (92%) in the 
Center to Advance Palliative Care/American Cancer Society poll 
confirmed that they would be likely to consider palliative care for 
themselves or their loved ones and believe it should be accessible 
in hospitals when it was explained using these key messages4:
♦ Palliative care helps to provide the best possible quality of life 

for patients and their families.
♦ Palliative care helps patients and families manage the pain, 

symptoms, and stress of serious illness.
♦ Palliative care is a partnership of patient, medical specialists, 

and family.
♦ Palliative care provides an extra layer of support for families 

and patients with serious illness.
♦ Palliative care is appropriate at any age and at any stage of a seri-

ous illness and can be provided along with curative treatment.

Additional detailed findings from this consumer research, which 
involved extensive in-depth interviews, focus groups, and a 
national poll, are provided in Box 4.1.

Despite evidence demonstrating the benefits of concurrent pallia-
tive care, many disease specialists still believe palliative care is done 
only when there is nothing left to do. Some studies, particularly in 
oncology, have suggested that changing the name to “supportive 
care” might help encourage earlier palliative care referrals.5,6 But 
with the more recent consumer research findings and messaging 

Box 4.1 Palliative Care Consumer Market Research Findings

The Center to Advance Palliative Care 2011 Public Opinion 
Research on Palliative Care can be found at https://www.
capc.org/media/filer_public/18/ab/18ab708c-f835-4380-921d-  
fbf729702e36/2011-public-opinion-research-on-palliative-care.
pdf

Most significant concerns for patients with serious illness:
♦ Doctors might not provide all of the treatment options or 

choices available
♦ Doctors might not talk and share information with each other
♦ Doctors might not choose the best treatment option for a seri-

ously ill patient’s medical condition
♦ Patients with serious illness and their families leave a doctor’s 

office or hospital feeling unsure about what they are supposed 
to do when they get home

♦ Patients with serious illness and their families do not have 
enough control over their treatment options

♦ Doctors do not spend enough time talking with and listening 
to patients and their families

Palliative care definition (developed through the Center to 
Advance Palliative Care, www.capc.org):

Palliative care is specialized medical care for people with seri-
ous illnesses. This type of care is focused on providing patients 
with relief from the symptoms, pain, and stress of a serious 
illness—whatever the diagnosis. The goal is to improve quality 
of life for both the patient and the family.

Palliative care is provided by a team of doctors, nurses, and 
other specialists who work with a patient’s other doctors to pro-
vide an extra layer of support. Palliative care is appropriate at 
any age and at any stage in a serious illness and can be provided 
together with curative treatment.

Key takeaways from the consumer research findings:
Once informed about palliative care using this definition and 

its key messages:
♦ 95% of poll respondents agree that it is important that 

patients with serious illness and their families be educated 
about palliative care.

♦ 92% of poll respondents say they would be likely to consider 
palliative care for a loved one if they had a serious illness.

♦ 92% of poll respondents say it is important that palliative care 
services be made available at all hospitals for patients with 
serious illness and their families.

 

https://www.capc.org/media/filer_public/18/ab/18ab708c-f835-4380-921d-fbf729702e36/2011-public-opinion-research-on-palliative-care.pdf
https://www.capc.org/media/filer_public/18/ab/18ab708c-f835-4380-921d-fbf729702e36/2011-public-opinion-research-on-palliative-care.pdf
https://www.capc.org/media/filer_public/18/ab/18ab708c-f835-4380-921d-fbf729702e36/2011-public-opinion-research-on-palliative-care.pdf
https://www.capc.org/media/filer_public/18/ab/18ab708c-f835-4380-921d-fbf729702e36/2011-public-opinion-research-on-palliative-care.pdf
http://www.capc.org
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now available, multiple thought leaders have cautioned against any 
such name change because it risks adding to the ambiguity and 
confusion rather than resolving it. Emphasizing that improved 
communication is essential to appropriate and timely engagement 
with palliative care services, the Institute of Medicine and sev-
eral professional organizations have now recommended using the 
consumer-derived messages provided previously to describe pallia-
tive care, and they have used the term “palliative care” consistently 
in their own reports2,7 and quality care guidance documents.8,9

If healthcare providers, professional and patient organiza-
tions, and others use this terminology consistently to talk 
about palliative care and tap the quality of life communication 
resources already available, great gains can be achieved in rais-
ing palliative care awareness among the public, professionals, 
and policymakers—important initial strategies for improving 
quality of care through advancing the US quality of life agenda. 
Communication skills training programs and resources for profes-
sionals are available in multiple formats, including an innovative 

new Vital talk platform that offers online talking and teaching 
maps, a smartphone app, and in-person advanced communica-
tion skills courses and faculty training programs built to nurture 
healthier connections between patients and healthcare providers.10 
Another palliative care communication mobile resource for health-
care providers, “Health Communication,” is available for free at 
iTunes. Developed through the Palliative Care Communication 
Institute,11 which is dedicated to advancing palliative care by fos-
tering clinical communication practices for healthcare profession-
als, this smartphone app provides a handy mobile toolkit that is 
theory-driven and evidence-based to help address hard questions 
and challenging topics, guiding practitioners to provide compas-
sionate and culturally sensitive care to seriously ill patients and 
their families. Similarly, multiple resources for consumers are 
available to help guide their quality of life focused conversations 
and decisions, including a novel “PREPARE” website that helps 
patients and families build skills needed for communication and 
in-the-moment decision making.12 Table 4.1 lists these and other 

Table 4.1 Resources for Communicating With Patients and Families

Organization Description Website

American Academy of Hospice and 
Palliative Medicine

Mobile-friendly site for patients and families seeking 
information on hospice and palliative care, including pages 
with patient stories, frequently asked questions, and links to 
important resources

http://palliativedoctors.org/

American Cancer Society and American 
Cancer Society Cancer Action Network

Consumer brochure and links to additional information and 
videos about palliative care and pediatric palliative care

http://www.cancer.org/treatment/
treatmentsandsideeffects/palliativecare/index

www.acscan.org/qualityoflife

Center to Advance Palliative Care Consumer resources explaining palliative care and pediatric 
palliative care, including videos, podcasts, blog, and links

http://getpalliativecare.org/

University of California San Francisco PREPARE interactive, easy-to-use communication-focused 
website designed to provide a quality of life-focused 
framework for assisting consumers in identifying and  
discussing their healthcare priorities

https://www.prepareforyourcare.org/

Courageous Parents Network Pediatric palliative care information, videos, and network for 
parents and families of seriously ill children

www.courageousparentsnetwork.org

National Institutes of Health—National 
Institute Nursing Research

Palliative Care: Conversations Matter™ campaign materials for 
consumers and professionals explaining pediatric palliative care

http://www.ninr.nih.gov/newsandinformation/
conversationsmatter#.U73k2vldXQo

American Childhood Cancer 
Organization

Pediatric palliative care handbook for families of children  
with cancer

http://acco.org/

Center to Advance Palliative Care Full range of palliative care resources for professionals  
including e-learning communication curricula

http://www.capc.org/

Vitaltalk Advanced communication skills resources and courses for 
professionals focused on balancing honesty with empathy 
when discussing serious illness

www.vitaltalk.org

Palliative Care Communication Institute Free teaching materials to advance the COMFORTTM SM 
patient-centered training program that offers healthcare 
professionals extensive materials—PowerPoint presentations, 
knowledge assessments, example cases, and standardized 
patient assessment forms—designed to teach communication 
strategies for patient-centered palliative care

www.pccinstitute.com

American Society Clinical Oncology Palliative care in oncology resource center provides a central 
location for a range of reference materials for physicians  
and patients

www.asco.org/practice-research/
palliative-care-oncology

http://palliativedoctors.org/
http://www.cancer.org/treatment/treatmentsandsideeffects/palliativecare/index
http://www.cancer.org/treatment/treatmentsandsideeffects/palliativecare/index
http://www.acscan.org/qualityoflife
http://getpalliativecare.org/
https://www.prepareforyourcare.org/
http://www.courageousparentsnetwork.org
http://www.ninr.nih.gov/newsandinformation/conversationsmatter#.U73k2vldXQo
http://www.ninr.nih.gov/newsandinformation/conversationsmatter#.U73k2vldXQo
http://acco.org/
http://www.capc.org/
http://www.vitaltalk.org
http://www.pccinstitute.com
http://www.asco.org/practice-research/palliative-care-oncology
http://www.asco.org/practice-research/palliative-care-oncology
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helpful, readily available communication resources that use qual-
ity of life and palliative care language and approaches that are con-
sistent with the consumer research findings.

Advancing the National Quality  
of Life Movement
The number of hospital palliative care teams in the United States 
has grown dramatically over the past decade, with the prevalence 
of palliative care in hospitals having 50 beds or more nearly tri-
pling since 2000, reaching 61% of all hospitals of this size.13 This 
translates to 1,734 out of 2,844 hospitals with 50 beds or more 
reporting a team as of 2012. While these palliative care teams are 
serving an estimated 6 million Americans,13 it remains difficult 
for the majority of seriously ill patients, such as those living at 
home, to access palliative care outside the hospice or hospital set-
ting. Significant variation also exists in pediatric palliative care 
services availability among US children’s hospitals.14 With the US 
hospital uptake soaring, efforts now must also focus on making 
palliative care services universally available in outpatient clinics 
and other community care settings.

Coordinated and strategic action is essential to stretch pal-
liative care’s reach so that all seriously ill adults and children 
and their families can benefit from it. To begin, the public needs 
to understand what palliative care actually is and the benefits it 
brings to improve the quality of care so they can be empowered 
to ask for it and expect it. At the same time, we need to expand 
training opportunities that will boost generalist palliative care 
skills among physicians, nurses, social workers, and other 
healthcare providers so the workforce is equipped to meet the 
rising public demand for this level of person-centered and com-
prehensive care. Finally, health systems and policymakers need 
to prioritize and support these awareness, training, and profes-
sional practice activities so that palliative care can be available 
and integrated into quality medical care in every healthcare 
setting.

To advance these goals, multiple stakeholders representing 
many different diseases and disciplines have spearheaded the 
development of a new Patient Quality of Life Coalition15 with an 
associated advocacy campaign16 to promote person-centered 
care for all seriously ill adults and children and their families 
that focuses on what is important to them. This initiative is gain-
ing steam. The campaign involves federal and state legislation 
and regulatory initiatives that are creating an echo chamber 
across the nation to build better understanding about palliative 
care and its role in promoting quality of life while also continu-
ing to advocate for balanced pain care and prescribing public 
policies.

A key message of the quality of life advocacy campaign empha-
sizes palliative care’s role in treating the person beyond the 
disease—a core component of ACS CAN’s ad campaign pro-
moting this platform among policymakers. Figures 4.1 and 4.2 
show the ads used to launch this online and print campaign. 
ACS CAN also publishes an annual How Do You Measure Up 
report,17 released every summer at the National Conference of 
State Legislators, that includes quality of life content-evaluating 
states’ palliative care and pain public policy landscape, offering 
a handy reference tool for stakeholders interested in targeting 
coordinated action.

To initiate this national campaign in 2013, two federal bills were 
introduced in the US Congress:
♦ The Palliative Care and Hospice Education and Training Act 

(HR1339/S641) to address the deficit in palliative care training 
offered in US medical schools by creating new incentives for the 
training and development of interdisciplinary health profes-
sionals and faculty in palliative care.

♦ The Patient Centered Quality Care for Life Act puts in place 
the building blocks of a national effort to improve the frag-
mented care that people with serious illnesses often experience 
by drawing more national attention to palliative care.

Complementing these federal bills, model state legislation has also 
been introduced and/or enacted in a growing number of states to 
increase the availability of palliative care information and services 
for all adults and children. Coupled with the federal bills, these 
state proposals will help build consistent messaging and a clear 
call for stakeholder action to integrate palliative care and quality 
of life in the fabric of care delivery across the nation. Information 
about the Patient Quality of Life Coalition can be found at www.
patientqualityoflife.org and legislative campaign information at 
www.acscan.org/qualityoflife.

Conclusion
Now is the time to join forces across diseases and disciplines 
to spread the word about palliative care and its essential role 

Figure 4.1 American Cancer Society Action Network palliative care 
campaign ad

 

 

http://www.patientqualityoflife.org
http://www.patientqualityoflife.org
http://www.acscan.org/qualityoflife
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in promoting quality of life for all seriously ill adults and chil-
dren and their families. Other disease organizations are also 
beginning to promote earlier palliative care. For example, the 
American Heart Association/American Stroke Association, a 
member of the Patient Quality of Life Coalition, published its 
palliative care scientific statement in March 20149 and at the 
same time issued a press release endorsing the two federal pal-
liative care bills.18 The nation’s most vulnerable patients are 
counting on us to give them the words to use while also deliver-
ing the quality care they need.
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CHAPTER 5

Communication Ethics
Timothy W. Kirk, Nessa Coyle, 
and Matthew Doolittle

Introduction
Communication is a key mediating variable in achieving the 
primary goal of palliative care: optimizing quality of life by 
reducing suffering in patients and families experiencing seri-
ous and life-limiting illness. Through analysis of its conceptual 
foundation and internal values, this chapter demonstrates that 
palliative care is an inherently moral practice, seeking to ame-
liorate suffering by restoring and supporting the moral agency 
of patients and families. Because therapeutic communication 
is a necessary condition for achieving this goal, it constitutes a 
core ethical obligation of palliative care providers and organiza-
tions. Ethical communication among healthcare providers, and 
between providers, patients, and family members, can be con-
sidered a form of care, subject to the same ethical norms that 
pertain to all clinical care: respect personhood, minimize harm, 
and maximize benefit. Using the concepts of sensitivity, truth-
fulness, confidentiality, and deliberation, a framework for ethi-
cal communication is presented. Because an excessive focus on 
communication outcomes often diverts attention away from the 
communication process itself, raising the risk for confrontation 
and stalemate, the ethical framework presented here emphasizes 
the importance of process, suggesting that communication pro-
cesses are ethically significant apart from the outcomes they may 
produce.

An Ethical Framework for Palliative  
Care Communication
This part of the chapter (a)  highlights ways in which effective 
therapeutic communication is a necessary condition to achieve 
the stated ends of palliative care; (b) explains how palliative care 
can be considered a “moral practice”; and (c) argues that thought-
ful, deliberate communication with patients, with family mem-
bers, and among healthcare providers is a core ethical obligation 
in palliative care.

Communication as a Necessary Condition  
of Quality Palliative Care
The National Consensus Project for Quality Palliative Care’s 
(NCP) definition of palliative care emphasizes that the primary 
aim of palliative care is to “optimize quality of life by anticipating, 
preventing, and treating suffering.”1(p9) In operationalizing the 
definition, the NCP notes four essential features of care delivery:

♦ Care is provided and services are coordinated by an 
interdisciplinary team;

♦ Patients, families, palliative and nonpalliative healthcare pro-
viders collaborate and communicate about care needs;

♦ Services are available concurrently with or independent of 
curative or life-prolonging care;

♦ Patient and family hopes for peace and dignity are supported 
throughout the course of illness, during the dying process, and 
after death.(1p9)

These essential features constitute the guideposts used by the NCP 
to then identify the eight core domains of palliative care quality 
and, in so doing, provide the functional landscape in which the 
ethical obligation of communication takes shape.

Because palliative care is patient- and family-centered care, and 
because the sources and meaning of suffering, peace, dignity, and 
wholeness are highly variable across patients and families, suc-
cessful design and delivery of palliative care depend upon care-
ful and effective communication between the parties involved. 
Interdisciplinary care provision and coordination requires 
communication among all members of the care team, as well as 
between individual members of the care team, patients, and fam-
ily members. Good palliative care cannot happen without such 
communication (see Figure 5.1).

Therapeutic communication processes by individuals and orga-
nizations are not only a functional requirement for quality pal-
liative care but also an ethical one. To explain why this is so, it is 
helpful to consider palliative care as not only a clinical practice 
but also as a moral practice.

Palliative Care as a Moral Practice
In ethics, “moral practice” is a technical term. MacIntyre defines a 
moral practice as an activity in which people work together using 
specific skills and methods toward a shared goal.2 The activity 
(practice) has three defining characteristics. First, the goal of the 
practice is considered good not just for the intended participants 
and recipients of the activity but for society at large. Second, the 
practice itself has internal values to which participants subscribe. 
Third, the capacities, skills, and patterns of behavior that facili-
tate that goal are valuable not only for participation in the practice 
but for development as a person in general. In short, becoming 
an expert in a moral practice is good for the practice and good 
for society generally. Palliative care constitutes precisely such a 
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practice, and therapeutic communication, necessary to achieve 
the goals of that practice, constitutes a core obligation within  
the practice.

For palliative care to count as a moral practice in the manner 
described earlier, two conditions need to be present. First, the 
goals of the practice need to be well-defined and resonant with 
larger social values. Second, shared internal values must be pres-
ent that promote the goals of the practice, and those values need 
to carry normative weight. Both of these conditions are satisfied 
in the structure and processes of palliative care. One of the ways 
they are satisfied is in the commitment to preventing and relieving 
suffering by restoring and engaging the moral agency of patients 
and their family members.

Reducing Suffering By/As Restoring Moral Agency
In the public health and social psychology literatures, “agency” is 
a concept that describes a person’s ability to develop and exercise a  
sense of self by engaging with the world in a manner that sets 
and achieves goals by doing things for oneself. Moral agency is a  
similar concept in moral philosophy and psychology. It incor-
porates the elements of agency noted earlier but adds a layer of 
value. A person’s moral agency is his or her ability to identify and 
embrace guiding values in life and to execute decisions, participate 
in actions, and develop character traits that reflect and express 
those values.3 One’s moral agency is the condition on which one 
can be praised or blamed for actions, held morally responsible for 
good and bad decisions, and even be considered a good or bad 
person. For example, in palliative care a surrogate decision-maker 
may be labeled negatively because the direction of care he or she 
chooses is perceived by clinicians to be harmful for the patient. 
Similarly, a surrogate may be held in high regard for making a dif-
ficult decision that is considered to be in a patient’s best interest. 
In both cases, the inclination to hold the surrogate responsible for 
the decision made implies that the surrogate has moral agency.

A growing body of literature in health research supports a 
strong connection between communication and agency. Epstein 
and Street4 offer an especially clear summary of research dem-
onstrating that healthcare provider communication with cancer 
patients and families can strongly affect patient agency, which 
in turn can significantly impact health outcomes and ability to 
cope. Health and ability to cope, in turn, are strong predictors 
of quality of life. For example, O’Hair et al.5 have developed the 
Cancer Survivorship and Agency Model (CSAM), which creates 
a paradigm for communication processes in oncology based on 

evidence-based relationships between clinical communication 
and patient agency. This model focuses not only on maximiz-
ing health outcomes as measured by morbidity and mortality 
but also on empowering patients’ exercise of their moral agency 
throughout the care continuum. In so doing, it suggests that care 
processes consistent with the CSAM paradigm that restore and 
support moral agency produce an important outcome distinct 
from improved survivorship: the exercise of agency itself.

Since a core goal of palliative care is the restoration and support 
of moral agency, a strong reason that communication in pallia-
tive care is ethically significant is precisely because of the ways in 
which that communication can strengthen (or weaken) patients’ 
moral agency. As written in the NCP definition, palliative care 
seeks to minimize suffering to “facilitate patient autonomy, 
access to information, and choice.”1p9 The presumptions in this 
definition are (a)  that patient autonomy, access to information, 
and choice are important predictors of an optimal quality of life; 
(b) that suffering is an important barrier that hinders autonomy, 
access to information, and choice; and (c) when suffering is mini-
mized, patient autonomy, access to information, and choice are 
enhanced, thereby increasing the likelihood of optimizing quality 
of life. It is striking that the links in the causal chain to optimizing 
quality of life contained in the NCP definition resonate so strongly 
with promoting moral agency. That is, in identifying these three 
variables, this definition of palliative care strongly implies that 
optimizing quality of life requires optimizing moral agency.

Therapeutic Communication as a Core  
Ethical Obligation in Palliative Care
Insofar as communication can significantly impact care 
outcomes—affecting the exercise of moral agency in decisions 
related to treatment choices, treatment adherence, engagement of 
informal caregivers, and care satisfaction of patients and family 
members4—communication can be considered a form of care. As 
a form of care, it is subject to similar kinds of ethical evaluation 
and guidance as other treatment. In particular, communication 
in palliative care should seek to (a) discern and incorporate the 
values and preferences of patients and family members, thereby 
respecting their autonomy through supporting and engaging 
moral agency; (b) minimize the risk of avoidable harm, thereby 
respecting nonmaleficence; and (c) maximize benefit to patients 
and families by engaging processes and producing outcomes that 
are consistent with how they would define “good,” thereby honor-
ing beneficence.

Palliative Care
Begins

Intervention Mediating Variable Moderating Variables Outcome

Quality of Life
Optimized

Reduce
Suffering

Empower
Moral

Agency
With

Patients
With

Families

Communication

Among
Healthcare
Providers

Figure 5.1 Communication as a mediating variable in achieving the goal of palliative care
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Autonomy is rooted in personhood and moral agency.6 Healthcare 
providers seek the consent of autonomous beings because such 
beings are recognized as persons. Persons have the right to partici-
pate in healthcare decisions because (a) such decisions impact them 
most directly and (b) they are best positioned to deliberate about 
available options and execute decisions that reflect their values and 
preferences. Hence, we say such persons are “autonomous” mean-
ing, literally, that they have the ability and right to self-govern.

In this way, palliative care’s commitment to restore and engage 
the moral agency of patients is essentially an operationalization 
of the ethical duty to respect patient autonomy. This requires more 
than seeking a patient’s permission for certain care interventions 
in what may appear to be simple one-way communication. Rather, 
it requires partnering with patients and family members to help 
them explore their values and determine which care choices 
honor those values. Some patients may have a clear understand-
ing of their values through reflection and deliberation activities 
in other areas of their lives. However, unless they have a long his-
tory of making complex healthcare decisions, most patients do 
not have much experience translating their values and beliefs into 
choices about clinical care. Assisting patients in exploring and 
translating their values into clinical decisions, through communi-
cation practices like those outlined later in this chapter, supports 
and engages their moral agency.

Beneficence is a core principle in contemporary healthcare eth-
ics. A simple way to think about beneficence is that it structures 
ethical duties to align with the maxim, “do good.”7 What it means 
to do good, however, is not as straightforward as it might seem. 
It is only through a shared understanding of a patient’s values 
and goals that providers and patients together have some of the 
information necessary to understand which outcomes count as 
“beneficial” or “harmful”—and therefore “good” or “bad”—for 
each patient. Absent such careful exploration, and subsequent 
documentation of what patient preferences are and why, health-
care providers risk assuming that patients’ care preferences mir-
ror what providers believe is in their best medical interest. There 
is little evidence, however, that such an assumption is accurate. In 
fact, there is some evidence for the opposite.8

Explanation of the likely outcomes of various care options pro-
vides important information required to help patients and fami-
lies balance hoped-for benefits with possible harms. It is here that 
careful, consistent, and timely communication within the care 
team, as explained later, is requisite. The strongest prediction of 
likely outcomes requires collaboration between care disciplines 
and clinical specialties to ensure patients and providers alike are 
using the most complete and up-to-date information possible in 
decision-making. A delayed or missing MRI report, an incomplete 
or unread nursing note, or a complicated and unreviewed medica-
tion profile can all lead to decisions made by patients, families, 
and healthcare providers that may not maximize benefit.

To the extent that communication among professionals can signifi-
cantly impact care and treatment decisions, which can significantly 
impact the risk of harm or benefit to patients, attention to such com-
munication is an ethical obligation. Without it, providers risk violating 
nonmaleficience-the duty to avoid preventable harm. While benefi-
cent intent is an important component to honoring both principles, 
Yeo et al. explain that intentions are not enough.7 What makes inten-
tions valuable is that they raise the likelihood of outcomes that are 
intended. Absent that link, intentions are little more than well wishes.

Well-coordinated care that engages and supports patients’ moral 
agency, maximizes benefit, and minimizes harm requires an opti-
mally functioning care team. Frequent and deliberate communi-
cation among healthcare providers is a defining element in such 
a team.

Communication Within the Team
This part of the chapter addresses communication among mem-
bers of the healthcare team as a precursor for communication with 
patients and families, as well as challenges to such communica-
tion. It emphasizes the importance of being attentive, self-aware, 
and reflective regarding the emotional responses of oneself and 
other healthcare providers during the clinical encounter. It con-
cludes that a conscious and deliberative team-oriented approach is 
one necessary for ethical communication in palliative care. A case 
study is used to illustrate how communication among members of 
a care team can break down, resulting in increased suffering of the 
patient and family and a team left feeling frustrated and ineffec-
tual. The risk for such breakdown is especially high when multiple 
care services are involved, as was the situation in this case.

The Case of Ms. R
Ms. R is a 59-year-old married woman with an existing history of 
major depressive disorder and anxiety. She had been diagnosed 
three years previously with non-small cell lung carcinoma. Two 
months ago, she developed worsening disease in her lung and 
underwent radiofrequency ablation complicated by pneumo-
thorax and then empyema. Approximately one month ago, Ms. 
R. developed mild right-sided weakness and disorientation and 
underwent craniotomy for a parietal lobe lesion.

Ms. R’s husband was her healthcare agent, but he was largely 
absent. Her sister, who was constantly at the bedside or outside 
the room, appointed herself gatekeeper to the patient. The sister 
challenged and questioned every nurse and doctor going into the 
room, often declining care and access to the patient.

During Ms. R’s long and complicated course, meetings had been 
held among members of the team, and with family members, but 
these had not clarified questions related to her care or satisfied her 
sister’s concerns. Because of this, and because the primary team felt 
that a number of consulting services had been involved primarily 
at the request of the patient’s sister, the team was reluctant to try to 
arrange further meetings. The number of services involved in Ms. 
R’s care made such meetings difficult to organize and frustrating.

After a change in attending physicians, a meeting of the pri-
mary and consulting teams was held. Recommendations emerg-
ing from the meeting were then discussed at a family meeting, 
which included only the primary team attending, the bedside 
nurse, Ms. R’s husband, and her sister. Consistent with the patient 
and sister’s wishes, she was discharged home to be followed by the 
hospital palliative care team.

Challenges to Communication  
Between Healthcare Providers
Even as the Institute of Medicine9 and the National Cancer 
Institute4 call for more patient-centered communication in pal-
liative care, economic and social factors have led to an increasing 
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complexity in healthcare that is often difficult to reconcile with 
such goals. Such increased complexity has given rise to commu-
nication challenges among healthcare providers, some of which 
are illustrated by the case of Ms. R. Five of these challenges are 
addressed next.

Distrust Based on Prior Events
In the case of Ms. R, the surgical team had acknowledged and 
apologized for the patient’s pneumothorax but not in a way that 
was acceptable to her sister. This negative outcome, which the 
sister repeatedly referred to as “an error,” became a focus for her 
fear and rage about Ms. R’s suffering and a lens through which she 
interpreted all of the patient’s subsequent suffering. It is possible 
that this lens enabled her to avoid directly confronting the grave 
nature of her sister’s cancer, but it certainly prevented her from 
being able to see herself as anything other than a solitary warrior 
and never a member of a team dedicated to treatment or to the 
relief of her sister’s suffering.

Indeed, prior events—some known to the current provider 
team, some unknown—often constitute “ghosts” in relationships 
between palliative care providers, patients, and families. In the 
case of Ms. R, the negative effects of prior events were exacerbated 
by inconsistent communication patterns between her primary 
care team and the various consultants contributing to her care. 
The result was that physicians and nurses treating the patient were 
uncertain about the treatment approach. This eroded the sister’s 
confidence in Ms. R’s healthcare providers.

Challenges to Provider Self-Image
Uncertainty and confusion among Ms. R’s care providers left them 
more vulnerable to the “attacks” of her sister and more vulnerable 
to a lack of confidence about the treatment plan itself. Members 
of staff, like the patient’s sister, felt anxiety, anger, frustration, and 
confusion, which made caring for the patient even more difficult. 
Indeed, one of the major challenges of this case was that of retain-
ing focus on the patient herself in the face of the angry, dysfunc-
tional dynamics taking place around her.

In general, healthcare providers wish to think of themselves as 
benevolent and competent, especially when caring for a patient 
with far-advanced disease. In this case, Ms. R’s sister habitually 
stood in the hallway outside the patient’s room. As each nurse 
or physician attempted to enter the room to see the patient, she 
repeatedly reviewed details of the patient’s long, fearful, and pain-
ful course. She used the second-personal pronoun in describing 
all of these events, so that every provider—regardless of involve-
ment in the case—repeatedly heard such statements as, “You did 
this to her.” The sister ended virtually every conversation with the 
statement, “So you’re just going to do nothing then.” As one of the 
nurses reported to the psychiatric consultant, “It’s so hard to go in 
there. You just have to get through that before she’ll let you in. Even 
just to change the IV. You just have to stand there and take it. And 
you feel like nothing.” In this case, the sister perceived any delays 
in care as a sign of bad faith on the part of the team. Her persistent 
and intense focus on the idea of “error,” and her perception of the 
universal insensitivity of the patient’s healthcare team, challenged 
the providers’ sense of competence and even their benevolence 
during every single clinical interaction. The nursing staff, which 
necessarily had the greatest number of clinical interactions with 

the patient, was challenged to an even greater degree than the rest 
of the team. Consequently, nurses were assigned to the patient for 
short periods of time.

In such situations, frequent rotation of nursing staff, although 
protective of the nurses’ emotional health, increases the impor-
tance of regular communication between nurses. Face-to-face 
communication, as might occur during shift reports, provides 
an opportunity not only to share information but to process the 
difficult emotions associated with giving care in such a challeng-
ing climate. Shared deliberation in such conversations can inspire 
personal reflection on how best to refocus care efforts onto sup-
porting the moral agency of the patient.

Family-Centered Care—Family Alliance
The paradigm of patient- and family-centered care highlighted 
in the NCP definition of palliative care rests on a sometimes 
difficult-to-navigate tension between the two. At varying points 
along the care continuum, care for the family may appear to 
overshadow that of the patient. However, care for the family is 
often integral to care of the patient. Indeed, in the psychosocial 
domains of palliative care, it can be helpful to consider the fam-
ily as a second-order patient.10 Such consideration recognizes that 
family members are usually the primary caregivers in the home 
and need their agency to be supported.

In the case of Ms. R, the anger and frustration expressed by her 
sister made it more difficult for members of the team to recognize 
the sister’s grief. Increasingly the patient’s family was viewed as 
an obstacle or even as an opponent, rather than a potential ally in 
a shared effort to reduce the suffering of the patient. The inten-
sity of the sister’s negative communication rarely diminished, but 
she did clearly benefit from the ability to vent her frustrations. 
Generally, after approximately 20 to 30 minutes of this venting, 
she would invite her listener to enter the room to care for the 
patient.

Eventually the sister became comfortable enough to report that 
she, herself, had lost weight and was not sleeping, saying that she 
felt “exhausted.” She alluded to her own treatment for anxiety and 
the toll that her own fear about Ms. R’s grave illness had taken 
on her. Communicating this information to nursing staff and the 
rest of the team was helpful in making care in this challenging 
case more tolerable, primarily by restoring in the healthcare pro-
viders a sense of genuine concern and benevolence that had been 
partially replaced by anger. Patient- and family-centered commu-
nication among the team was restored, and the foundation for a 
strong alliance with the family was laid.

Tension Between Stability and Change  
in Provider Staffing Patterns
Rotating staff schedules can significantly impact communication. 
It may seem intuitively true that rotation of team members con-
stitutes a barrier to effective, consistent communication. Indeed, 
rotation can interfere with the development of stable clinical rela-
tionships conducive to the establishment of trust and subsequent 
open and honest communication. In the case of Ms. R, the attend-
ing physicians rotated on a weekly basis so that medical leader-
ship was not consistent and the approach to care varied. This 
contributed to her sister’s lack of trust. Continuity was provided 
by nursing (although working three or four 12-hour shifts a week 
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also contributed to lack of continuity) and social work staff as well 
as other involved disciplines.

However, team rotation can also open opportunities for a new 
approach to care. In this case a new attending was able to estab-
lish a more effective communication pattern among the multiple 
consulting teams. By bringing healthcare team members into 
alignment with one another through interprofessional commu-
nication, they were better able to engage constructively with the 
patient and family. As such, this case illustrates how the dynamic 
tension between stability and change can produce both benefit 
and harm and thus requires ongoing attention.

Professional Hierarchy in Healthcare
Even among members of the team who may seem to share the 
same training and elements of the same background, the complex 
structure of healthcare itself creates important cultural challenges 
within teams. The hierarchical nature of healthcare training, and 
the different roles of nurses, nurse practitioners, attending phy-
sicians, social workers, chaplains, and fellows shape and com-
plicate healthcare communication. In the case of Ms. R, fellows 
and nurses, who had more frequent contact with the patient and 
the patient’s family, experienced greater distress over the lack of 
communication among members of the healthcare team than 
did supervisors and attending physicians, who had less frequent 
contact. The distress was magnified by a sense that the attend-
ings did not fully understand the untenable nature of the ongoing 
situation.

Deliberative Decision-Making
The involvement of multiple services with numerous providers 
who were responsible for some portion of Ms. R’s care complicated 
the ability not only to engage in shared decision-making with 
the patient and sister but even the ability of the team to devise a 
clear medical recommendation. Despite the challenges of moving 
beyond a simple patient–nurse–physician–social work model of 
care, teamwork is both the hallmark and the strength of the pal-
liative care model. Deliberative processes are therefore central to 
palliative decision-making.11

Clinical deliberation has been described as a “dialectic” or a 
“dialogue” designed to identify “flash points” that have disrupted 
the care of the patient or the work of the team.11 Healthcare pro-
viders should have regular opportunities to reflect on their own 
personal, cultural, or religious values, or even “prejudices.”12 
Such reflection enables providers to have greater insight into what 
role such personal values and preferences are playing in the care 
they are giving patients and families. Deliberation among team 
members allows providers to explore and acknowledge resonance 
and dissonance between such values and preferences and what 
role—individually and collectively—they are playing in assist-
ing or hindering understanding of the patient’s narrative experi-
ence. Identifying the narrative of the family and the patient may 
be the most effective way of coming to understand the values of 
the patient and the impact of the illness. Undertaking the moral 
and intellectual work necessary to understand the most accessible 
way to present and interpret information in an individual case 
inherently reinforces the ethical practice of communication. It is 
a necessary process that requires time, space, and attention to the 
membership of the team included in the deliberation.

Communication With the Patient
As noted earlier, therapeutic communication is a necessary condi-
tion to achieve the goals of palliative care. This part of the chapter 
addresses communication with the patient within this framework. 
Clinical sensitivity and communication practice as well as trust 
and confidentiality in palliative care are emphasized. Because 
engaging persons at the level of their lived experience is funda-
mental to palliative care and demonstrates respect and caring, 
patient quotations are used liberally throughout this discussion.

Palliative care discussions are often about meaning, goals, 
and values. The following palliative care patient, a woman in 
her mid-40s with advanced breast cancer, describes her reaction 
to the way her physician discussed her prognosis—a reaction to 
which healthcare providers without training may not know how 
to respond. Feeling unprepared when receiving such a response 
can lead to avoidance by providers, thereby missing an important 
window of insight into the patient’s suffering:

My doctors succeeded in taking away all hope from me that I was 
going to live … they basically gave me a death sentence … it was as 
though the village Shaman cursed you—basically they give you no 
way of living past a year … no one can survive that … what happens is 
that you internalize it and then you die.

Next she describes a communication approach that could have left 
open a window of hope:

Most people die within a year but statistics can’t be applied to the 
individual, we all know that. There are always people who fall out of 
the statistics and let’s hope that you are one of them.

This interaction illustrates the importance of hope in engaging 
this patient’s agency. Through her communication and the open-
ness of the healthcare provider to hear her suffering, an oppor-
tunity was presented to address her needs. The communication 
provided a direction—a road map—to reduce her suffering and 
support her autonomy.

Clinical Sensitivity and Communication Practice
Sensitivity in the clinical encounter relies on empathetic aware-
ness.13 Clinical sensitivity can be seen as sensitivity to the impact 
of the patient’s illness on his or her overall well-being and quality 
of life.14,15 It includes the meaning to individuals of what is being 
experienced as well as their vulnerabilities, symptoms, and suffer-
ing as illustrated here:

There was a time when I could build you a house. But now, to put 
a nail in the wall—I can’t do that. It’s really hard. For everything, 
I have to ask a favor. I have to depend on people for everything. Oh, 
it never was like that. I don’t want it to be like that.

The ability to be affected by the suffering of another, to enable such 
suffering to evoke an empathetic response, and to relieve pain are 
traditional themes in nursing and medicine.13,14

Receptivity and openness to another person, recognizing suf-
fering through both verbal and nonverbal communication, and 
responding to it empathetically suggest an ethical responsibility 
to alleviate the suffering.13,14 Attentive listening is the first step 
to reducing suffering. Kirk uses the term “clinical intimacy” to 
reflect shared meaning-making between healthcare providers and 
patients.16 The need for this is reflected in this patient’s plea: “I 
just wish the doctors would consider the whole person, you know, 
and not just the cancer. I mean the cancer is part of me but not the 
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whole me. That’s why Dr. X is so wonderful; because she speaks to 
me like another human being, not like a patient. I don’t want to be 
‘a patient.’ I want to be me.”

Clinical Sensitivity and Truthfulness
Clinical sensitivity provides a backdrop for obtaining informed 
consent. “The main characteristic of informed consent is com-
munication, and the quality of the communication will be deter-
mined by the quality or ‘trueness’ of the consent.”17(p52) If patients 
are not given information, they tend to create “facts” for them-
selves, sometimes leading to a false set of assumptions on which 
they then base their healthcare decisions: “It was adenocarcinoma 
small cell. I extrapolated from that bit of information that it was 
terminal. In my case six months.” Informed consent empowers 
patients to become participants in healthcare decisions. It pro-
tects autonomy and supports agency. It is an ethical obligation to 
provide as much information as patients desire about their illness 
and treatment.

It can be hard for healthcare providers to talk about the end of 
life with a patient they have cared for many years—death may be 
seen as a failure. That telling a patient the truth is harmful, how-
ever, has not been borne out by research primarily done with can-
cer patients. The opposite has been found to be true.18,19 Telling 
the truth fosters trust and demonstrates respect when it is done 
in a compassionate and sensitive manner and is titrated to the 
patients’ ability to absorb the information.17 One palliative care 
patient put it this way: “Being able to talk about this is a really 
wonderful thing. It makes me able to say how I feel. It makes me 
say things out loud and bring them into a better clarity and makes 
me know myself.” This patient is in essence saying that the abil-
ity to communicate with his healthcare provider facilitates his 
“autonomy, access to information, and informed choice”—key 
elements in the NCP definition of palliative care.1(p9)

We may know what is best for ourselves, but we cannot provide 
guidance for a patient unless we hear his or her voice. In the setting 
of palliative care and end-of-life care, it is dangerous to assume 
that we know what is best for the patient and how the end of that 
patient’s life should unfold. This can lead to coercion in a setting 
where patients can be very dependent on their primary physician 
and other healthcare providers, especially when strong ideologies 
are held among the providers regarding what constitutes a “good 
death.”20 There can be a fine line between (a) supportive care that 
empowers the expression of self and values and (b) guidance that 
so strongly emphasizes one course of action that it masks patient 
preferences, encouraging the patient to defer choice to the health-
care provider.

Cecily Saunders summarizes an approach to sensitive com-
munication when she says, “the real question is not ‘what do you 
tell your patients?’ but rather “what do you let your patients tell 
you.”21 Learning about significant areas in patients’ lives—such 
as family, work or school, goals, and dreams—is a way for them to 
become known; it shows respect for what they have done and who 
they are. By allowing the uniqueness of each person to reveal itself, 
communication barriers can be broken down.

Even the most seasoned healthcare provider, however, is vulner-
able to becoming overwhelmed, as revealed in a recent conversa-
tion between a surgeon and oncologist. Each spoke of his regrets 
about “thinking out loud” in front of a patient to whom they both 

had grown very close, presenting options that had almost zero 
possibility of prolonging or improving the patient’s quality of life. 
On hearing the options, the patient begged for one with predict-
able results. The desire to “be complete” in presenting information 
was meeting the provider’s rather than the patient’s needs, and the 
result was communication that lacked sensitivity to those patient 
needs—despite genuine intent to do what was in his best interest.

Clinical Sensitivity and Nonverbal Communication
Being aware of nonverbal communication, both one’s own and 
others’, is part of clinical sensitivity. Patients are very attuned 
to this form of communication (posture, gaze, gestures, tone of 
voice, speech modulation, and duration) especially when it is at 
odds with their perception of the words being spoken.17

Nonverbal communication can convey messages of caring or the 
opposite. For example, responding to a patient’s phone call or call 
light in a timely manner can convey concern and caring, while a 
delay without explanation can convey the opposite. Waiting sev-
eral days to tell the patient of a test result suggests a lack of sensitiv-
ity to his or her apprehension and anxiety. Telling patients, without 
explanation, that it is fine for them to miss chemotherapy and go 
on holiday, when in the past they have been told that it is essential 
that chemotherapy be administered according to a strict protocol 
and they must not miss a dose, gives them a certain message.

One patient interpreted a delay in getting an appointment 
with his oncologist after discharge from the hospital in the 
following way:

Well, if he is putting off the first appointment that long he is putting 
off chemo even longer. And we both know the longer we go between 
chemo the more chance there is for the cancer to grow. So to be out 
of chemo for that long is like a vote of nonconfidence.

On the other hand, giving a patient who is near death and tran-
sitioning to home hospice an outpatient appointment for two 
months hence is also giving a message: a window of hope, a non-
verbal statement of caring and nonabandonment, an act of kind-
ness. Nonverbal communication can be misinterpreted, however, 
as meaning may be interpreted differently depending on culture, 
gender, age, and severity of disease.17,22

Confidentiality in Palliative Care
Patients and families expect that information shared with health-
care providers in the clinical situation will not be shared with 
others unless doing so is necessary for their care. A breach of 
confidentiality is generally perceived as the disclosure of informa-
tion to a third party not directly involved in the patient’s care. 
This duty of confidentiality provides the basis for trust in the 
therapeutic relationship.23 In other words, confidentiality in pal-
liative care has a relationship aspect and can “serve to strengthen 
the trust and confidence between patients and their healthcare 
providers.”23(p280) Respecting confidentiality supports patient 
agency and personhood. It also demonstrates integrity and gener-
ates trust. With trust comes increased confidence in a patient’s 
care provider and the likelihood that information relevant to his 
or her care will be shared. Confidentiality is not and cannot be 
absolute between the patient and the healthcare provider, and 
sometimes it is necessary and legally required to break confiden-
tiality. The patient needs to be informed, however, of the limits of 
confidentiality.
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Professional organizations and regulatory bodies place great 
importance on confidentiality. Kirk outlines three basic ele-
ments that help ensure confidentiality between providers and 
their patients:  (a)  establish and follow organizational practices 
that effectively respect confidentiality (e.g., policies addressing 
disclosure, record-keeping, EHRs, e-mail/fax phone communica-
tion, use of interpreters); (b) be clear and explicit with patients and 
families about the principles and practices related to confidenti-
ality in your practice environment; and (c) immediately inform 
patients when breaches of confidentiality occur and take action to 
mitigate the damages caused by such breaches.23

Respecting confidentiality can be complicated when care is inter-
disciplinary, multidisciplinary, and patient- and family-centered. 
Tensions can arise when there is a disparity between what the 
patient wants the family to know and what the family needs to 
know in order to take care of the patient. This becomes particu-
larly relevant in palliative care, which by its nature involves an 
interdisciplinary team approach, often collaborating with out-
side consultants, wherein information is shared freely. This raises 
questions about what information and how much information 
should be shared within the team.

Palliative care providers are particularly vulnerable to experi-
encing the tension between confidentiality and necessary disclo-
sure, as intense relationships can quickly develop between patients 
and providers in life-threatening circumstances. Very personal 
and intimate information may, for example, be shared with the 
nurse, with the assumption by the patient that this discussion is 
just between the two of them. There is an implied promise that 
confidences will be respected, and breaking such a promise is a 
betrayal of trust. Some of the information shared by the patient 
may be irrelevant to the patient’s care and should not be shared 
with other team members, while some may directly impact the 
patient’s care and must be shared with the team. For example, if a 
patient tells a nurse that he wants his death to be hastened because 
life is so untenable, the nurse, after exploring the nature of his suf-
fering, is obliged to share that information with other members 
of the team, letting the patient know at the same time that this is 
being done and why; for example: “I can hear how great your suf-
fering is and that we have not been able to alleviate it so far—this 
information is so important that I would like to share it with other 
members of the team so that we can come up with better ways to 
relieve your distress.”

The following case illustrates both a lack of clinical sensitivity 
and observant communication practice, contrasted by an acute 
clinical sensitivity from another team member resulting in sup-
portive communication. It is a reminder to each of us that we 
communicate all the time but sometimes are blind to the com-
munication cues that surround us.

Mrs. B is an 86-year-old woman with advanced dementia. She was 
admitted to a long-term care facility with a hospice consultation 
team because she could no longer be cared for at home. One after-
noon she was visited by her son who lived some distance away. The 
nurse was glad of the opportunity to meet with the son so that she 
could learn more about the patient and explore the patient’s values 
with him. They met in the patient’s room sitting on either side of 
her bed.

At one point the nursing aide entered the room, saying it was 
time for the patient to be changed. When she entered the room, the 
patient’s face lit up, meeting the aide’s eyes, smiling, and reaching 

out for her. As the son and nurse stepped into the hallway to give 
the patient some privacy, the aide began to sing with the patient in 
Spanish as she carefully turned and cleansed the patient, applied 
soothing lotion to her sacral area, and replaced her undergarment. 
The patient hummed along with the tune.

At this point the nurse realized that she had been talking “over” 
Mrs. B, and that because she had been so intent on communicat-
ing with the son, she had not intentionally tried to communicate 
with the patient in any way. She had not made eye contact and had 
not touched her. Indeed she did not know if Mrs. B, in turn, had 
attempted to connect or communicate with her—the nurse—while 
in the room. And yet the conversation had been about the patient’s 
preferences and values. The lack of intentional communication was 
indeed communication.

The ease with which the aide communicated with the patient—using 
loving gestures, gentle care, and song—was a vivid reminder to 
the nurse of the importance of connecting and communicating 
with all patients and not allowing labeling of “advanced demen-
tia” to lead to the neglect of intentional communication as a basic 
component of palliative care.

Conclusion
This chapter has addressed how communication is a key mediating 
variable in achieving the primary goal of palliative care: optimiz-
ing quality of life by reducing suffering in patients and families. 
Because thoughtful, deliberate communication using the right 
principles and processes as explained here is a necessary condition 
for achieving this goal, it constitutes a core ethical obligation of 
palliative care providers and organizations. Ethical communica-
tion among healthcare providers, and between providers, patients, 
and family members, can be considered a form of care, subject to 
the same ethical norms that pertain to all clinical care: respect 
personhood, minimize harm, and maximize benefit. Using the 
concepts of sensitivity, truthfulness, confidentiality, and delibera-
tion, a framework for ethical communication has been presented 
to assist care providers in identifying and engaging processes of 
verbal and nonverbal communication resonant with the goals and 
values of palliative care.
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CHAPTER 6

Communication in 
Palliative Social Work
Myra Glajchen and Susan B. Gerbino

Introduction
Social workers play a vital role in palliative and end-of-life care 
communication. More often than other members of the inter-
disciplinary team, social workers counsel patients and families 
at every stage of the disease trajectory, providing continuity of 
care across settings. Social workers bring a unique set of skills 
to the team, including empathic listening, assessment of the 
person-in-situation, and skills in conflict resolution, which are 
invaluable for advance care planning.1 Although social workers 
play this key role, evidence-based studies related to best practices 
and outcomes are scant. Studies have examined social work com-
munication with hospitalized elderly patients, patients in nursing 
homes, patients in Veterans’ Affairs clinics, patients considering 
hospice, and bereaved caregivers.2–6 In a recent survey of 1,169 
practicing hospice and palliative care social workers in which 
they rank-ordered the frequency of their professional activities, 
communication-related activities were ranked highest; these 
included conveying psychosocial needs of patient and family, 
facilitating effective team communication, patient and family 
education, advance care planning, and participating in family 
meetings.5 Unfortunately, new healthcare financing trends have 
reduced the sustainability and role of social workers in end-of-
life care in many settings, and some of their unique practice skills 
have been absorbed by other disciplines. This chapter explores the 
critical role of communication in palliative social work, building 
upon previous seminal work related to the domains of palliative 
care and skills necessary to practice specialist-level social work, 
with guidance for practice, research, and education.7

Domain One: Structure  
and Processes of Care
Communication between the healthcare team, patients, and fam-
ily caregivers is the hallmark of high-quality palliative and end-of-
life care, and the beginning phase of illness sets the tenor for the 
entire process. Social workers play a key role in communication 
during diagnosis, care planning, and treatment.

Diagnosis
The diagnostic phase is characterized by high anxiety as patients 
and caregivers try to integrate new medical information in 

unfamiliar language, choose from a range of treatment options, 
and manage their reaction to the illness. The emphasis on 
patient-centered care and informed consent can be both empow-
ering and demanding as patients are flooded with information, 
choices, and expectations for autonomous decision-making in 
countries where Western medicine is practiced.8 It is unclear 
whether all patients can fully participate in patient-centered care 
and shared decision-making.9 What we know is that the expec-
tation for autonomous decision-making is not always culturally 
appropriate. Communicating with patients and families from 
other cultures frequently falls to the social worker.

Cancer patients report unmet needs for information about the 
extent of disease, prognosis, treatment options, and side effects.10 
Information about diagnosis is generally delivered by the physician 
with mixed results. High rates of physician interruption coupled 
with low rates of patient recall can leave patients feeling uncer-
tain.11 In one Canadian study, patient-centeredness and psycho-
social focus were associated with higher satisfaction for prostate 
cancer patients, while shorter consultations and higher biomedi-
cal focus were related to higher anxiety.8 Even in specialist-level 
palliative care, healthcare providers may give overly long, complex 
explanations that are too technical.12 Social workers have a vital 
role in tailoring the information, helping to translate the barrage 
of medical information and terminology into understandable, 
everyday language.

Plan of Care
Social workers are taught critical thinking as a core skill. Social 
work practice involves the dynamic and interactive process of 
engagement, assessment, intervention, and evaluation at mul-
tiple levels. “Starting where the client is,” social workers are 
trained to conduct comprehensive assessment through which 
they collect, organize, and interpret patient and family data; 
assess the patient and family’s strengths and needs; and develop 
mutually agreed-upon intervention goals.13 Inherent in this 
assessment is the skill of empathic listening. The social worker is 
also an expert in community resources that inform and support 
patients and caregivers living with advanced illness. The social 
worker has a dual role in communicating directly with patients 
and families while relaying their needs and care preferences to 
the team.
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Information and Education
Many patients facing advanced illness make it a priority to find 
information so they can weigh treatment options and make 
informed choices. In several studies, information-seeking has 
been shown to benefit patients through reduced distress and 
increased satisfaction. Education is a frequently used, albeit 
undervalued, social work intervention. Providing patients with 
reliable, accessible information is a fundamental social work 
intervention that empowers patients and families, gives patients a 
sense of control, reduces anxiety, and helps patients to plan ahead. 
Information about resources, advance care planning, caregiving, 
and normative grief responses are common to social work practice 
in end-of-life care.14

Advance Care Planning
Effective communication is viewed as critical to patients’ and 
families’ understanding of the illness and timely advance care 
planning. Passage of the Patient Self-Determination Act in 1990 
was designed to improve the rate of completion for advance direc-
tives, but these rates have remained low. In 2000, 15% to 20% of 
Americans had some form of advance directive; by 2013, the rate 
had risen to 26.3%.15 Acting as core healthcare professionals in 
advance care planning is an important role for social workers, as 
seen in such programs as the Medical Orders for Life Sustaining 
Treatment (MOLST) program.1

A benchmark of good palliative and end-of-life care is the extent 
to which patients make informed decisions based on their prefer-
ences. In the past, physicians assumed that open communication 
about advanced illness would cause undue psychological distress 
by “denying hope,” but the recent trend toward patient auton-
omy points to a preference for disclosure among patients. These 
developments highlight a clear role for social workers in the com-
prehensive assessment of the psychological, social, and cultural 
factors necessary to support patients’ self-determination. Barriers 
to communication may include contradictory information from 
multiple specialists, different professional communication styles, 
variations in education level, culture and ethnicity, and anxiety, 
which affects comprehension and recall. The social worker is well 
positioned to provide continuity of care across different settings 
and providers.

Domain Two: Physical Aspects of Care
Pain and Symptom Management
Patients with advanced and life-threatening illnesses bear a heavy 
burden in managing physical and psychological symptoms.16 As 
part of their comprehensive assessment, social workers evaluate 
the amount of patient and caregiver distress caused by each physi-
cal symptom, as well as the interrelationship between physical 
and psychosocial symptoms. A recent study involving lung can-
cer patients and caregivers found that psychosocial-spiritual con-
cerns were the most distressing while physical and psychosocial 
concerns were interrelated.17 These findings highlight the pivotal 
need for early integration of social work into the care plan.

The advent of shorter hospital stays, along with trends for out-
patient treatment and preferences for home death, have shifted the 
burden of symptom management to the home setting. Caregivers’ 
roles in palliative and end-of-life care can include reporting of 

pain and other physical symptoms, management of symptoms 
using medication and nonpharmacological therapies, and man-
agement of side effects.18 Because caregivers play so vital a role 
in helping keep the patient comfortable, the social worker has 
an important task in educating caregivers about symptoms, side 
effects, and strategies for their amelioration.

With the widespread availability of high-tech home care and 
pain management, family caregivers may be expected to help 
manage patient-controlled analgesia pumps, epidural catheters, 
and home infusions.19 The technical aspects of these interven-
tions can be daunting. A recent survey of 1,677 family caregivers 
in the United States reported that 46% of caregivers performed 
medical and nursing tasks at home; 78% managed medications, 
IVs, and injections; and 35% helped with wound care.20 In addi-
tion, because of gaps and uneven quality in insurance coverage 
and home care services, effective education by the palliative care 
social worker in these areas is crucial. The social worker has an 
important role to play in encompassing the patients and care-
givers as the unit of care. Social workers can help patients and 
caregivers formulate questions for the medical staff and process 
instructions. Practical tasks include logistics such as coordinat-
ing medical appointments, scheduling prescription pickups, 
checking that medications are covered by insurance, and inter-
acting with home care staff.20 Communication of physical symp-
toms can be complicated by education, culture, and language. 
For example, Lin found significant correlations between care-
giver concerns and hesitancy to administer analgesics in Chinese 
cancer patients.21 Medical decision-making usually falls to the 
family unit in immigrant populations, but cultural concerns and 
misconceptions can represent barriers. The palliative care social 
worker has the training to explore the cultural context in which 
caregiving takes place, making a successful outcome more likely. 
Caregivers may play a role in providing nondrug management of 
physical symptoms, using massage, lotions, heat and cold com-
presses, guided imagery, relaxation, breathing, and meditation.18 
As such, techniques have been shown to be helpful as an adjunct 
to medication; the social worker can help by training patients and 
caregivers in these techniques or making appropriate referrals for 
services.

Practical Support
Most patients and family caregivers need practical help at home 
as the illness progresses and symptom burden peaks during the 
end-of-life phase. Managing practical issues is a core social work 
skill. For patients with large extended families, relatives may be 
available to help with personal care tasks such as feeding, wash-
ing, toileting, and grooming. Patients eligible for home care or 
those who can afford services may hire outside help to alleviate 
physical strain. Assistance with the practical activities of making 
meals, managing household tasks, and transporting the patient 
to and from medical appointments can be arranged. Although 
patients and caregivers may be reluctant to accept outside help, the 
presence of paid or informal aides can also provide families with 
social and emotional support.19

Care Coordination and Home Care
Comprehensive palliative care assessment should focus on 
attaining the best possible quality of life for patients while 

 

 

 

 

 

 



CHAPTER 6 communication in palliative social work 37

avoiding unwanted treatment. This level of care coordina-
tion requires excellent discharge and advance care planning. 
In an attempt to help patients prepare for the post-hospital 
experience, researchers in Oregon identified three concerns 
that should be addressed: understanding the disease and prog-
nosis; assessment and management of symptom burden; and 
a clear follow-up plan, which specifies which member of the 
team to call with what kind of concern.22 The social worker 
on the palliative care team has an important role in provid-
ing follow-up care, coordinating with community agencies, 
and serving as the point person post-discharge. Social workers 
have expertise in practical issues related to treatment and care 
at home. Screening for socioeconomic distress should be com-
pleted during initial intake and reassessed over time. Patients 
and caregivers should be asked what kind of help they need 
at home, including help with activities of daily living (includ-
ing instrumental), equipment, and transportation. A  home 
visit by a nurse or social worker can provide the team with an 
environmental scan.

Domain Three: Psychosocial  
and Psychiatric Aspects of Care
Psychosocial Distress in Patients
Anxiety, distress, depression, and mood disorders are prevalent 
in palliative and end-of-life care, with prevalence rates of 25% 
for depression and 38% for mood disorders.23 Physicians and 
nurses are charged with imparting medical information, but this 
focus, together with patients’ reluctance to express distress, can 
result in overlooking psychosocial concerns. Physicians report 
discomfort and a lack of training in the strong emotions evoked 
by end-of-life discussions, which can shortchange the family’s 
emotional concerns.24 Addressing the psychosocial aspects of 
illness is often a role for social work. The palliative social worker 
should perform a comprehensive assessment of the patient and 
caregiver, provide supportive counseling to alleviate mild dis-
tress, and refer patients for psychotherapy or psychiatric evalu-
ation as needed. Other goals include reinforcing the patient’s 
existing psychological strengths and enhancing self-efficacy.24 
The social worker should communicate back to the team to 
ensure that the psychosocial needs of patients are addressed. 
Clinical trials have shown psychological treatment is effective 
for patients with advanced cancer.25 Fortunately, social workers 
are already trained in assessment and management of psycho-
logical distress. Ideally, psychosocial care should be integrated 
into medical care to promote a higher likelihood of acceptance 
by patients.

Psychosocial Distress in Caregivers
In highly evolved teams, a strong interdisciplinary focus encom-
passes the patient and caregiver as the unit of care. However, due to 
workforce shortages and the limited availability of specialist-level 
palliative care programs, no discipline is specifically accountable 
for caregivers’ needs. Social workers should be proactive in claim-
ing responsibility for caregivers, assessing their strengths, and 
communicating their needs back to the team. As the patient dete-
riorates, the caregiver’s quality of life can worsen, with an increase 
in physical demands and psychological preparation for death.  

The palliative social worker is trained to identify caregivers at high 
risk of psychosocial problems, future distress, family problems, 
and the need for psychosocial services. Because the psychosocial 
status of caregivers can fluctuate over time, frequent reassessment 
is essential. A well-designed, multisite, prospective longitudinal 
cohort study of 332 dyads comprised of advanced cancer patients 
and their caregivers found that end-of-life discussions were asso-
ciated with less aggressive medical care in the final weeks of life, 
earlier hospice referrals, better patient quality of life, better care-
giver quality of life, less caregiver regret, and lower likelihood of 
a major depressive disorder for caregivers after six months. The 
study’s conclusions, which have been replicated, suggest that 
timely end-of-life discussions are associated with better outcomes 
for both patients and caregivers.26

Domain Four: Social Aspects of Care
Social and Economic Needs  
of Patients and Caregivers
Patients and caregivers facing advanced illness frequently experi-
ence profound financial and social strain. Financial costs include 
unreimbursed medical expenses such as copays, deductibles, 
transportation, special equipment and food, as well as home 
care services not covered by insurance. For these reasons, almost 
one-third of the families of seriously-ill adults report a loss of 
savings due to advanced illness.27 Economic burden can impact 
healthcare decisions, so the social worker should include this 
domain as part of treatment planning. Given the vast numbers 
of patients who are uninsured, social workers must advocate on 
a macro level for access to healthcare. On a micro level, there are 
programs designed to help patients and caregivers receive care 
and medications. The social worker must take the lead in connect-
ing patients to these programs.

Family Meeting
The family meeting is seen as a valuable clinical tool for commu-
nicating medical information, delineating the goals of care, and 
facilitating decision-making. The palliative social worker can take 
a leading role in organizing and structuring the meeting, ensur-
ing that the caregivers’ needs are met, and encouraging a safe set-
ting to ask questions, process emotions, and receive support.28 If 
well structured, the family meeting is an ideal forum for eliciting 
concerns, providing clear information about the medical condi-
tion and treatment, and granting reassurance that patient prefer-
ences will be respected.29 Whenever possible, the patient should 
be included in the family meeting.

Outcome studies confirming the effectiveness of the fam-
ily meeting are beginning to emerge. Positive outcomes include 
reducing family burden, facilitating end-of-life care decisions, 
and avoiding inappropriate life-sustaining therapies. A prospec-
tive study of 31 family members reported that family caregivers 
felt more confident dealing with their concerns after the family 
meeting, and a self-report instrument was effective in helping 
caregivers set the agenda. This suggests the important role for 
social workers in planning the agenda with patient and caregiver 
input.30 Box 6.1 outlines important questions in family meeting 
research.
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Domain Five: Spiritual, Religious,  
and Existential Aspects of Care
Religious, Spiritual, and Existential Issues
Whole-person care is enhanced if spiritual and existential distress 
are integrated into treatment. Ideally, a trained chaplain is avail-
able to help address spiritual concerns in palliative care, but all 
healthcare professionals should be trained in conducting a spiri-
tual screening so they can identify and treat spiritual distress, 
address the component of suffering, and refer to trained chaplains 
as needed.31

In recent years, religion and spirituality have been embraced 
by social work education and practice. Social workers have been 
encouraged to ground practice in psychosocial theory, which 
includes a climate of open dialogue and understanding of reli-
gious and spiritual longing and experience.32,33 Specific social 
work communication skills can be used to demonstrate spiritual 
sensitivity, including assessment of factors such as the patient’s 
hopes and fears, the sense of meaning attached to the person’s life 
and death, the sense of purpose, beliefs about the afterlife, guilt, 
forgiveness, and life review.34 Issues such as existential suffering, 
conflict in religious beliefs, or a deep-seated need for forgiveness 
may warrant more in-depth attention by the social worker and/or 
referral to a chaplain.35 Existential despair can exacerbate depres-
sion, and elements of despair can lead to depression.

Social Work Skills
Basic social work skills such as recognizing personhood, being 
present, listening, affirming, and normalizing the patient expe-
rience communicate spiritual sensitivity.35 Practically speaking, 
social work skills are helpful in assessing those religious beliefs 
that impact medical care, including those related to transfu-
sions, mechanical ventilation, hydration and nutrition, the role 
of miracles, or physician-assisted death. A  life review encour-
ages terminally ill patients to complete their life affairs, reflect 
on the contributions they have made, and consider their legacy.36 
End-of-life patients may prefer to raise existential questions 
with the social worker or the chaplain as opposed to healthcare 
workers. Social workers should encourage patients and families 
to share their beliefs or spiritual concerns with the whole team, 
including the physician, to ensure that these issues are part of any 

goals of care discussion. Table 6.1 outlines communication tasks 
and social work communication goals in palliative care.

Domain Six: Cultural Aspects of Care
Cross-Cultural Care and Communication
Culture plays a complex role in palliative and end-of-life care and 
can influence decision-making. Culture and the lack of diverse lan-
guage skills on the team, necessitating the use of translators, can 
limit the ability of patients and families to fully grasp the details 
of the diagnosis and prognosis, compromising informed consent 
and advance care planning. Yet cultural aspects that influence 
palliative care practice are not well understood.37 Studies sug-
gest that some cultures uphold filial loyalty and intergenerational 
assistance above formal services, resulting in reluctance to elect 
hospice and overreliance on family caregivers.38 These findings 
highlight the important contribution social workers can make by 
raising issues of culture with their interdisciplinary colleagues.

Social workers are trained to work effectively with individuals and 
families from different age groups, ethnicities, cultures, religions, 
and socioeconomic and educational backgrounds. Social workers 
integrate knowledge about the influence of values and religion on 
health-related beliefs and understand how these systems affect uti-
lization of palliative care. Many cultures maintain their own val-
ues and traditions. Cultural humility is needed so that patients and 
families can educate teams about what they hold most dear.

Speaking the same language as the patient and family is optimal, 
but understanding cultural norms goes beyond the spoken word 
and should include insight into beliefs related to truth-telling, 
emotionally laden terminology such as “cancer” and “hospice,” 
and individual- versus family-centered decision-making. Using a 
person-centered care approach considers patients and caregivers 
as the experts. Best practices dictate that healthcare profession-
als show respect, develop reflective listening, be present during 
patient encounters, learn about the patient’s healing practices, 
provide culturally appropriate education, and acknowledge the 
values of the patient and family.39 It is noteworthy that these 
activities fall within the scope of social work practice.

Culturally Specific Needs of Patient and Family
Negotiating the goals of care can be complicated by language and 
culture. Evidence suggests that cultural differences between patients 
and physicians can lead to symptom underestimation.40 Ethnic 
background may play a role in end-of-life decision-making: Previous 
studies have concluded that blacks are less likely to elect DNR and 
more likely to choose aggressive care at the end of life.41 Hispanic, 
black, and Chinese patients are more likely to die in inpatient, 
rather than home-based, settings, and hospice utilization is lower 
for black patients. The literature about Chinese patients reports 
taboos against death discussion and a stated preference for patients 
to die in the hospital rather than at home.42

Immigrants have lower rates of service use after hospitalization, 
because linguistic barriers and mistrust of formal services can lead 
to confusion after hospital discharge.43 Although medical inter-
preters are widely available, it may be more convenient to use fam-
ily members, which can result in inaccuracies and compromise of 
informed consent and confidentiality. Studies abound on cultural 
competence for physicians in end-of-life care, with most showing 

Box 6.1 Family Meeting Research Questions

♦ Is the family meeting associated with higher satisfaction?
♦ How can we measure outcomes from the family meeting?
♦ Does the family meeting cost or save money?
♦ Is the discussion subject to interpretation by the note-taker?
♦ Are outcomes affected by meeting length, space, number of 

participants?
♦ Should the family meeting be a quality indicator in 

palliative care?
♦ Are family meetings more effective if they are led by the pal-

liative social worker?
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lack of preparedness and discomfort when dealing with mistrust, 
health beliefs at odds with Western medicine, and identification 
of relevant customs.43 Cultural competency, a phrase that implies 
that all professionals should become competent by studying vari-
ous cultures rather than approaching differences with cultural 
humility, has become a recent target identified by the Institute of 
Medicine.44 Because membership in a cultural group does not pre-
dict cultural practices, it is essential that the social worker evaluate 
this domain, using input from family members and communica-
tion skills with professional interpreters as needed.

Table 6.1 Communication Tasks and Social Work Goals

Communication Task Social Work Communication Goal

Diagnosis Tailor information to individual and family needs

Explain information in clear language

Start where the patient is

Address psychosocial concerns

Plan of care Conduct comprehensive assessment

Organize and interpret patient and family data

Assess strengths and limitations

Listen empathically

Advance care planning Initiate discussion of advance directives

Facilitate selection of surrogate decision-maker

Elicit patient’s and family’s values

Support patient autonomy, self-determination

Include caregivers

Discuss treatment options

Communicate back to team

Information and 
education

Link patients and caregivers with resources

Educate patients about illness and symptoms

Relay preferences back to team

Pain and symptom 
management

Assess physical and symptom burden

Educate about medication, side-effect management

Teach complementary and alternative medicine 
techniques

Practical support Assess home care needs

Assess need for help with activities of daily living  
and instrumental activities of daily living

Assess insurance and financial needs

Discuss logistics

Care coordination, 
home care

Screen for economic distress

Involve patients and families in discharge planning

Discuss follow-up plan, including transportation

Coordinate home care, community agency referral

Assessing patient 
distress

Assess psychosocial reaction and distress

Provide supportive counseling

Reinforce strengths and coping

Alleviate mild distress

Assessing caregiver 
distress

Include patient and caregiver as unit of care

Assess caregiver burden

Identify caregivers at high risk

Communicate caregivers’ needs to team

Social and economic 
needs

Assess financial needs and strain

Evaluate concerns about treatment costs

Evaluate social support and isolation

Evaluate work-related concerns

Religious and spiritual 
issues

Complete spiritual screening

Assess degree of religiosity

Assess use of spirituality as coping mechanism

Communication Task Social Work Communication Goal

Existential issues Assess suffering

Encourage life review

Assess guilt, regret, need for forgiveness

Culturally specific 
needs

Evaluate role of culture in understanding of illness

Assess socioeconomic and social context

Evaluate role of language

Assess decision-making style

Cross-cultural 
communication

Assess acculturation

Integrate cultural values into decision-making

Communicate cultural values to team

Use professional medical interpreters

End-of-life 
communication

Discuss practical aspects of patient’s death

Discuss hopes and fears of patient and family

Educate about expected course

Hospice Participate in intake assessment

Identify psychosocial issues and concerns

Identify high-risk family dynamics

Evaluate home environment

Life review Promote life review as therapeutic tool

Promote closure and emotional resolution

Discuss memories, regrets, accomplishments

Help patient resolve suffering, convey final words

Bereavement Target caregivers with high distress

Assess previous coping

Assess social support

Start work during active treatment phase

Assess meaning of the loss and of the lost person

Truth-telling and 
informed consent

Reinforce medical information

Assess emotional and cognitive readiness

Serve as role model for interdisciplinary team 
collaboration

Encourage doctors to present options, risks

Ensure open exchange between patient and team

Support patient autonomy

Withholding 
and withdrawing 
treatment

Help patients make treatment decisions

Support patient self-determination

Table 6.1 Continued

(continued)
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Domain Seven: Care of the Imminently 
Dying Patient
Communicating With Patients About the End of Life
Conversations about the expected course of illness are essential in 
palliative care. End-of-life discussions are associated with less aggres-
sive medical care near death, earlier hospice referrals, improved 
patient quality of life, and better bereavement adjustment for caregiv-
ers.45 The team social worker has a unique combination of practical 
and counseling skills that can be helpful in caring for the imminently 
dying patient. As death approaches, the social worker can help the 
family consider how and where they would like the death to occur, 
anticipate their needs, ensure they understand treatment options, 
and communicate the family’s concerns back to the team.

Hospice
A cross-sectional survey was completed to characterize social 
work outcomes in 66 member hospices. Results showed that 
increased social work involvement was significantly associated 
with lower hospice costs, better team functioning, reduced medi-
cal services; fewer visits by other team members, and increased 
patient satisfaction. The authors concluded that hospice outcomes 
would be enhanced with more full-time hospice social workers, 
joint interdisciplinary visits, and increased participation of social 
work during intake sessions.46

Life Review
Many terminally ill patients feel the impetus to complete their life 
affairs, reflect on the contribution they have made to others, and 
review their legacy.47 “Life review” refers to a structured process 
that promotes self-reflection while recognizing the unique value 
of the patient’s life. Patients may not wish to speak to their physi-
cians about these matters, preferring to raise existential questions 
with the social worker or the chaplain. Life review is considered 
a critical, albeit understudied, therapeutic tool in palliative care. 
Through life review, the social worker can foster a sense of con-
nectedness between patient and family, promote a measure of emo-
tional resolution, and help identify areas of suffering.48 Ideally, life 
review should take place over time, but in reality, the work may 
be compressed into short or single encounters. Social workers can 
use open-ended questions related to important memories, regrets, 
and accomplishments. In addition, dignity therapy, a form of 
individualized, short-term psychotherapy, has shown promising 
results for improving quality of life. In a randomized controlled 
trial of 441 terminally ill patients in Canada, the United States, 
and Australia, dignity therapy was significantly more helpful than 
client-centered or standard palliative care in improving quality of 
life, changing how their family appreciated them, improving spir-
itual well-being, and lessening sadness. Many social workers have 
been trained in dignity therapy.49

Bereavement
Social workers in palliative care will frequently encounter grief 
and bereavement before or after the death of the patient. Social 
workers’ involvement with family caregivers across the illness 
trajectory positions them to deal with the meaning of the loss 
and of the lost person.50 Ideally, bereavement work should begin 
during the active phases of palliative care and hospice treatment. 

Bereavement is a multifaceted experience, and every caregiver is 
likely to react differently.51 Current thinking recommends pre-
ventive interventions that target high-risk caregivers based on 
family functioning, coping with previous loss, and social support. 
Social workers bring value to palliative care through comprehen-
sive assessment skills targeting family members likely to benefit 
from clinical intervention. Some caregivers may have high dis-
tress or other factors that could lead to complicated grief. Specific 
social work skills include psychoeducation, emotional expression, 
cognitive-behavioral interventions, and assistance with the estab-
lishment of new life goals.52

Domain Eight: Ethical and  
Legal Aspects of Care
Advance Care Planning
Social workers play a key role in advance care planning,53 
and the practice is highly regarded by the social work disci-
pline.54 The  National Association of Social Workers (NASW) 
highlights the importance of patient self-determination and 
decision-making. In palliative care, discussions about advance 
directives promote autonomy and give a semblance of control 
during a time of great uncertainty and strain. Because “patient 
autonomy” is not a culturally appropriate term for all patients, 
discussions must be embedded within a thorough exploration of 
what the patient defines as helpful.

Although research on social workers’ involvement in end-of-
life planning is limited, scholars have recognized the critical 
role of social workers on the healthcare team care team through 
their work in advocacy, active involvement of family caregiv-
ers, and identification and communication between patients 
and their healthcare agents.55 Moreover, research suggests that 
social workers conduct advance directive communication with 
patients in multiple settings, including acute care, hospital, 
home care, Veteran’s Administration, intensive care unit (ICU), 
hospice, and long-term care settings. In a qualitative study 
that compared differences in advance directive communica-
tion practices by nurses and social workers with hospitalized 
elderly patients, certain social work communication skills were 
identified, including initiating the topic of advance directives, 
providing information about advance directives, facilitating 
selection of a surrogate decision-maker, eliciting the patient’s 
values, discussing treatment options, and communicating the 
information back to the team.56 A cross-sectional study exam-
ined 390 social workers using a random sample of NASW mem-
bers. Over 70% were involved in healthcare proxy discussions 
and counseling related to end-of-life planning. The social work-
ers drew upon their training in communication and listening 
to understand the patients’ needs, values, and wishes, along 
with advocacy skills to convey those to other members of the 
healthcare team.57 A study exploring the services provided to 
the families of patients who died in the ICU found the most 
frequently used activities were talking about caregivers’ feelings 
(74%), supporting the family’s decisions related to the patient’s 
care (61%), talking about what the patient valued in life (54%), 
reminiscing about the patient (52%), talking about spiritual and 
religious needs (50%), and discussing what the patient would 
have wanted (50%).58
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Truth-Telling and Informed Consent
Informed consent is an essential part of patient self-determination. 
To ensure that the patient and family participate fully in 
decision-making and advance care planning, the social worker 
empowers patients by reinforcing the medical information, 
encouraging physicians to present available therapeutic options 
with risks and benefits, and ensuring an open exchange between 
patients and the healthcare team. “Truth-telling” and “breaking 
bad news” are used interchangeably in the literature. While these 
activities are viewed as clinical imperatives, they must be bal-
anced with patients’ emotional and cognitive readiness to accept 
and manage the information. Social workers can serve as role 
models for interdisciplinary collaboration by helping team mem-
bers clarify their roles while advocating on behalf of patients and 
ensuring that the needs of patients and families take precedence.

Artificial Nutrition and Hydration,  
Instituting DNR Orders, and Sedation
Advance care planning in palliative care is designed to support 
patient autonomy and to prevent unwanted treatment. With help 
from the palliative care team, including the social worker, patients 
are given the opportunity to make their own decisions regarding 
treatment, resuscitation, CPR, nutrition, and hydration.59 Several 
surveys have documented social workers’ preparedness to involve 
patients and family members in decision-making at the end of life 
and social workers’ strong belief that they should be professionally 
responsible for end-of-life discussions.60 In a study comparing the 
attitudes of nurses and social workers in Israel, professional differ-
ences were noted, with social workers placing more emphasis than 
nurses on their involvement in end-of-life decision-making.54 
These findings, which reflect the differences in the professional 
values and experiences of both groups, encourage the use of inter-
disciplinary teams to improve end-of-life decision-making.

Conclusion
Social workers are uniquely qualified to improve communication 
in palliative and end-of-life care. Box 6.2 summarizes Elena’s 
story and the integral role of social work during serious illness. 
While barriers to the delivery of social work services have not 
been well studied, heavy caseloads and lack of interview space 
have been noted as barriers to social work practice and have 
direct impact on social work communication.61 In addition, 
although legislative gains and patient self-determination have led 
to a greater emphasis on the rights of patients to express their 
goals and preferences, patients and caregivers do not fully grasp 
their medical and legal options at the end of life. In many settings, 
the social worker must help patients understand their options 
regarding treatment refusal, treatment withdrawal, assisted sui-
cide, euthanasia, and other choices and advocate with the team 
to ensure that the patient’s choices are respected.62 Advocacy 
from professional groups, buy-in from social work educators, and 
widespread curriculum change is needed to ensure that palliative 
and end-of-life care are taught at the undergraduate and gradu-
ate level of social work programs. We must train a social work 
workforce that is poised to meet the needs of an aging popula-
tion likely to live longer with advanced illness. Last, social work-
ers must design evidence-based studies that demonstrate the 

effectiveness and pivotal role of social work communication in 
palliative and end-of-life care across settings and throughout the 
continuum of illness (Box 6.2).

Box 6.2 Case Study of Elena

Elena was 50 years old when she was diagnosed with liposarcoma. 
Born in Cuba, Elena described herself as “mostly American 
with a dash of Cuba.” She had come to the United States as a 
child, along with her older sister and parents. Her parents 
always longed to go back to Cuba and never felt at home in the 
United States. Although Elena and her sister were bilingual, her 
parents spoke only Spanish. Elena was a successful Wall-Street 
executive in a loving relationship with Karen, a teacher. After 
her diagnosis, Elena and Karen were married—a poignant event 
as they already knew Elena was very ill. Although Elena’s sister 
embraced her when she came out, their parents had a more dif-
ficult time accepting that their daughter was gay and married 
to a non-Cuban. There were other areas of tension: Elena and 
Karen considered themselves agnostic, while Elena’s parents 
were devout Catholics. Karen had been raised Irish Catholic but 
was turned off by the Church’s rejection of gay marriage; Elena 
had never found meaning in organized religion.

During her first inpatient stay, Elena worked with an oncol-
ogy social worker who was very helpful to her. Because Elena 
took care of herself, staying fit and eating well, her sudden diag-
nosis was a shock. The focus of the clinical work was on her 
adjustment to illness, understanding her diagnosis, supporting 
her family, and helping her talk to her teenage daughter, Alexis. 
Elena knew from the medical team that the cancer was likely to 
recur but rarely metastasized and the prognosis was therefore 
good. Being of a different generation and culture, Elena’s par-
ents were distressed by the frank exchange of information and 
disagreed with the decision to discuss the diagnosis and illness 
course with their teenager. Elena recognized this was not the 
“Cuban way.” The oncology social worker arranged a meeting 
with Elena’s parents and the oncologist. The social worker was 
instrumental in helping the physician understand the parents’ 
cultural beliefs about “truth-telling.” As Elena healed from the 
surgery and no further treatment was needed, they all “returned 
to normal.”

Elena did not think about a recurrence and had two years 
of “blissful and purposeful denial.” Things changed radically 
when the tumor recurred. Elena had more extensive surgery, 
but this time, there was no inpatient social worker and no 
one to attend to her psychosocial distress. The oncology social 
worker no longer worked at the medical center, and no further 
counseling was offered. Elena was in great distress, never quite 
believing the tumor would recur. A friend referred Elena to a 
social worker in private practice and the initial work began to 
help her process the trauma of the recurrence, the assault to her 
body image in the wake of large surgical scars, her belief that 
she was no longer sexually attractive, and the physical effects of 
the surgery—primarily fatigue.

Over time, Elena healed, returned to work, resumed her inti-
mate life with Karen and her family life with Alexis. Once the 
therapeutic alliance was strong, she felt safe enough to invite 
Karen, Alexis, and her parents to meet with the social worker. 

(continued)
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CHAPTER 7

Communication in 
Palliative Medicine
Jennifer Gabbard and Thomas Smith

Introduction
Mrs. N is a 61-year-old nurse with rapidly progressive pulmonary 
fibrosis. She is hospitalized with profound hypoxia, an oxygen satu-
ration of 70% on room air, and diffuse progressive fibrosis in both 
lungs. She has heard from the lung transplant team that she is not 
a current candidate for lung transplantation, but might be “if she 
could walk 300 or 400 feet unaided.” No one directly communicated 
that the likelihood of her recovering to be able to walk 300 feet is 
extremely unlikely. Mrs. N and her family are upset because even 
though she has been told she is not a candidate, she cannot believe 
this news as she is otherwise healthy. She asks, “What am I supposed 
to do, go home and die?” No one on the lung transplant team has 
laid out a plan for her that would include double-checking again 
about her transplant candidacy, explaining to her that indeed she 
was dying and that her prognosis was weeks to months, and that she 
should consider hospice, spending her remaining time with family, 
caring for her own spirit and attending to legacy issues.

Communication is arguably one of the most important pallia-
tive care skills. Pain and symptom management are important, 
but being able to communicate “sad, bad, and difficult news” 
with empathy and complete truthfulness is also critically impor-
tant.1–6 In our experience at several institutions, and with mul-
tiple different specialties, being able to communicate information 
in a way that is truthful, frank, and maintains hope is one of the 
least-developed competencies, as shown by the case with Mrs. N.7,8 
This is not just in patients with cancer but universally across med-
icine; physicians must be able to convey poor or serious prognoses.

Knowledge of prognosis aids patients in their preferences 
regarding aggressive therapy versus supportive care.9,10 Sadly, 
however, many physicians still do not have prognostic discussions 
with their patients. Even as increasing evidence has shown this 
type of practice does not deliver high-quality care, many physi-
cians prefer nondisclosure over frank disclosure. This is likely 
secondary to their own discomfort with communicating difficult 
news along with their own inability to formulate a reliable prog-
nosis.5,11 One of the problems is there is no clear consensus on 
the definitions of the words “terminal” and “end of life,” which 
could be used as an excuse for clinicians and patients to avoid the 
topic.5 As advances in treatment options occur, making it easier 
to offer hope to patients at the time of diagnosis, the need for 
improving clinician skills in communication is crucial.3 Patient-
centered communication allows patients and families to make 

well-informed healthcare decisions that are consistent with their 
values, goals, and preferences.12

One of the core features of palliative medicine is communica-
tion. At least half of our consultations at Johns Hopkins involve 
communication about goals of care, advance directives, plan-
ning for the future, and decisions about code status. Palliative 
care teams are consulted for symptom assessment and manage-
ment, communication of estimated prognosis, discussions about 
treatment options, and goals of care along with psychological 
support.13–15 The majority of communication involves decisions 
related to advance care planning, a critical communication task 
that should take place during the early stages of a disease trajec-
tory (see Figure 7.1), rather than as initial communication during 
an acute hosptalization.14,16

Communication about advance care planning involves con-
sidering decision options ahead of time, discussing the pros and 
cons of those options, and relaying those preferences to family 
members or a designated proxy. Physicians often feel unequipped 
to have these discussions with their patients. Research shows 
that the rate of advance directives discussions and documenta-
tion in outpatient primary care clinics ranges only between 3% 
to 30%.17,18 The SUPPORT trial that occurred in the mid-1990s 
showed limited advance directive discussions and documentation 
of with many DNRs placed days before death.19 More recent stud-
ies showed some improvements, with 47% of patients completing 
advance directives and 73% having a surrogate decision-maker, 
although only 30% were documented in medical records.20 
Heyland also showed that only one-fourth of patients were asked 
about their preferences during an acute hospitalization. Yung et al. 
recently found that 90% of community-dwelling elderly patients 
would not want aggressive care, but only 22% of patients’ prefer-
ence information appeared in their medical records. Allision et al. 
state that disregard of patients’ preferences is a medical error and 
that our current system has not overcome the reluctance of physi-
cians to discuss treatment wishes when confronted with patients 
who are seriously ill.21 This was illustrated among admitted can-
cer patients; oncologists raised the subject of advance care plan-
ning with only 2 of 75 consecutive patients.22 A study of patients 
with cancer with metastatic spinal cord compression showed that, 
because of inadequate physician–patient communication, often 
patients were not aware of the urgency of having an advance direc-
tive, which in turn led to delay in end-of-life palliative care.23  
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The sad truth is that communication is lacking in the medical field 
in general, and palliative care physicians are stepping in and becom-
ing responsible for a wide range of clinical communication tasks.

Why Is Improving  
Communication Important?
Communication is important to ensure that patients and fami-
lies make well-informed decisions. Braddock showed that when 
reviewing 1,057 patient encounters, only 9% resulted in what was 
defined as an informed medical decision.24 More recent studies by 
Lee and Zikmund-Fisher found that when discussing medical deci-
sions, patient preferences were assessed only 50% of the time.25,26 
Enhancing communication between physicians and patients can 
ultimately lead to better symptom control, more hospice referrals, 
less futile chemotherapy at the end of life, better patient under-
standing of their disease trajectory and treatment options, better 
understanding of their prognosis, an increase in the number of 
patients dying at home and spending time with loved ones, and 
increased quality of end-of-life care. Figure 7.2 depicts the impor-
tance of communication, and Table 7.1 illustrates the research on 
why communication matters in palliative medicine.

Communication is also important to ensure patient and family 
understanding of disease and prognosis. In the Temel study, a ran-
domized clinical trial comparing usual oncology care and usual 
oncology care plus palliative care for lung cancer patients, patients 
who received concurrent palliative care survived longer. This was 
linked to having a better understanding of the incurable nature of 
the disease, and those with better “prognostic awareness” of their 
disease received less intravenous chemotherapy in the last 60 days 
of life.27 In the oncology-only group (patients who did not receive 
palliative care), the oncologists recorded no time (zero minutes 
on average) in communicating explicitly with patients and family 
members about helping them cope with their disease or in engag-
ing family members.28 Patients without palliative care experience 
more depression, more anxiety, less prognostic awareness, worse 
mood and quality of life, and more IV chemotherapy with little 
chance of success, as well as living a shorter length of time.29–31

Finally, physician communication has been found to be impor-
tant to patient and family satisfaction with care. Patient and fam-
ily satisfaction with physician communication has been correlated 
to decreased anxiety, improved patient satisfaction, improved 
perception about medical staff, better adherence to treatment, 
decreased length of stay in the hospital, fewer intensive care unit 

Disease Trajectory

Discuss goals,
wishes,  and their

disease state.
Re-evaluate
their goals.

Re-evaluate
their goals.

Re-evaluate their
goals and discuss
comfort care.

Figure 7.1 Multiple stages of a disease trajectory and life of the patient

IMPROVED PHYSICIAN COMMUNICATION SKILLS

INCREASED ADVANCE CARE PLANNING

BETTER-INFORMED PATIENTS AND FAMILY
MEMBERS

PATIENT-CENTERED CARE

BETTER HEALTHCARE OUTCOMES, PATIENT
SATISFACTION, AND IMPROVED QUALITY OF LIFE

Figure 7.2 Why is communication important?
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(ICU) admissions, and decreased litigation.32–35 Family satis-
faction is in direct proportion to the amount of time the patient 
and family speak.36,37 Also, collaboration with the primary care 
healthcare provider results in better patient understanding of 
their disease trajectory, less distress, and better quality of life at all 
phases of lung cancer.38

What Are the Barriers to Communication?
Barriers to communication include physician, patient, and 
healthcare factors as summarized in Table 7.2. When some-
one is diagnosed with a serious or life-threatening disease, it 
greatly impacts his or her emotional state and also has health 
and financial repercussions. The cost of care; a lack of under-
standable information about prognosis, treatment options, 
and likelihood of response; and lack of psychosocial support 
contribute to communication problems that are exacerbated 
in patients with advanced cancer.12,39 Patients and families 
often lack experience within the healthcare system and have 
limited healthcare literacy, which along with the complexity 
of treatment options can lead to limited engagement in their 
healthcare decisions. In addition, there are no reimbursement 
incentives for physicians to engage in patient-centered com-
munication. Physicians also lack proper training in communi-
cation.12 In one survey of oncologists, less than 10% reported 
having formal training in how to convey poor prognosis, and 

only 32% had the chance to directly observe another provider 
deliver a poor prognosis to a patient during their training.3 
Advances have reduced these communication gaps by targeting 
deficiencies during training and have led to improvements in 
patient–oncologist communication but not to the point of being 
sufficient for optimal care.40 Buss et al. surveyed oncology fel-
lows and found that they felt better trained in non-palliative 
care communication skills (i.e., procedures) than end-of-life 
discussions.41

Importance of Prognostication
Patients and their families want to know what they have, what 
can be done about it, and what is going to happen to them.42 
Studies have shown at least 80% of patients want to know their 
prognosis.5,43,44 Alston and colleagues surveyed 1,068 adults in 
the United States, and the majority wanted to be involved in the 
decision-making about their care (see Box 7.1), but only 47% felt 
their provider took into account their goals and concerns, and less 
than 37% were presented nontreatment options.12,45 El-Jawahri 
et al. showed that only 22% of patients reported having a discus-
sion about end-of-life preferences with their oncologist.46 Chang 
et al. also showed a discord between physicians’ and patients’ per-
ceptions: 62% of physicians stated they had prognostic discussions 
but, when surveyed, only 23% of patients reported that a prognosis 
discussion had taken place.15

Table 7.1 Why Communication in Palliative Medicine Matters

Palliative Communication Research Findings Authors’ Comments Reference

Communication about symptoms 51% of patients reported at least one 
moderate/severe symptom

More thorough communication about 
symptoms is needed

Walling et al.85

Number of patients who had 
discussed hospice with any doctor, 
two months before death

Only 53% had discussed hospice with any 
provider two months before death

Having this discussion two months before 
death decreases the in-hospital death rate 
from 51% to 19%

Huskamp et al.86, 87

Number of patients who thought 
chemotherapy could cure their 
metastatic disease

69% of patients with lung cancer and 81%  
of those with colorectal cancer thought  
their chemotherapy was curative

No chance of cure Weeks et al.88

Number of patients who understood 
that palliative radiation was not going 
to cure them

Only 36% of 384 lung cancer patients 
understood that radiation would not  
cure them

No chance of cure Chen et al.89

Number of patients with an accurate 
awareness of their prognosis

16.5%; 18.5% if the most important doctor 
discussed prognosis

This was directly related to the propensity of 
the doctor to actually discuss prognosis

Liu et al.9

Number of lung and colorectal cancer 
patients with EOL discussion

73% overall; 55% occurred in the hospital; 
27% of the time with oncologists

Most common time was 33 days before 
death

Most terminally ill cancer patients never 
discuss their death with their oncologist,  
even though we know such discussions do 
not increase anxiety or depression or take 
away hope

Mack et al.47

Prognostic awareness or knowing that 
one has a terminal cancer

Patients with cancer are more likely to 
receive EOL care that is consistent with their 
preferences (68%) when they have had the 
opportunity to discuss their wishes for EOL 
care with a physician

Patients who die in the hospital have more 
emotional and physical distress, especially ICU 
decedents, compared with home hospice

Mack et al.90,91

Regret about EOL care At least 50% experience regret about the 
EOL care their loved one receives

Completion of advance care planning strongly 
associated with reduced caregiver distress

Garrido and Prigerson92

Note. EOL = end of life; ICU =intensive care unit.
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Furthermore, patients who inappropriately believe in the cur-
ability of their disease choose more aggressive treatments. In one 
study, two-thirds of lung and colorectal cancer patients thought 
they could be cured by palliative chemotherapy or radiation.47 
When 126 patients with incurable cancer were surveyed, 98% 
reported they would like their oncologist to be realistic about their 
future.48 So, since patients want to know their prognosis, why are 
physicians not relaying this information to their patients? Some of 
the reasons are summarized in Table 7.3. Often, physicians do not 
communicate a poor prognosis for fear that a patient will become 
depressed and hopeless. However, Hagerty has shown that relay-
ing a realistic prognosis to patients does not take away their hope 
as long as they feel well informed and the physician shows empa-
thy and confirms that he or she will control their pain and symp-
toms.49 Studies have shown that surrogate decision-makers feel 
withholding prognostic information does not help in maintaining 
hope but actually limits their ability to prepare and causes more 
stress.50, 51 A good way to convey hope may be to say, “Though we 
cannot cure your disease, there are many things that we can still 
do to help you—let’s focus on those.”

Another barrier to communication is a physician’s own unwill-
ingness or inability to formulate a reliable prognosis.52 This was 
illustrated by a study by Christakis that showed physicians over-
estimate prognosis by a factor of 5.53,54 In Phase I  drug treat-
ments, where physicians should discuss prognosis routinely as 
a justification for taking a new and potentially toxic drug, this 
occurred in only 11 of 52 encounters.55 Ahluwalia et al. showed 
that when patients questioned their physicians about prognosis 
and future care, 84% of physicians missed the opportunity and 
instead responded by “terminating the conversation, hedging 
their responses, denying the patient’s expressed emotion, or inad-
equately acknowledging the sentiment underlying the patient’s 
statement.”56 (p. 445)

One study showed that 60% percent of medical oncologists 
prefer not to discuss “code status,” advance medical directives, 
or even hospice until there are no more treatments to give.57,58 
This is likely one of the reasons that up to 20% of cancer patients 
receive chemotherapy in the last two weeks of life.59 Jackson 
et  al. interviewed 18 physicians who treated dying patients 
at five academic centers: 86% felt certain a patient’s death was 
imminent but only 11% ever had a conversation about imminent 
death, and fewer than half of all patients had any physician tell 
them they were terminal.60 As a result, patients lose quality time 
with their families and for reflection and instead spend more 
time in the hospital and ICU.58 Although patients report that 
they want to die at home, less than 40% do, and more than 11% 
of patients have three or more hospitalizations in the last 90 days 
of their life.61

Patients and families want prognostic information, poor or 
otherwise, that supports their ability to make decisions. Surveys 
of patients show that higher patient satisfaction is linked to more 
shared decision-making. Physicians who explained the latest med-
ical evidence, included an option for not doing disease-directed 
therapy, explained the benefits and risks of each option, took the 
time to understand the patients’ goals and concerns, listened to 
them, used language they understood, and clearly explained their 
condition had higher satisfaction scores.45

Box 7.1 Key Things Patients Want Their Healthcare  
Provider To Do45

Listen to them

Tell them the truth about their diagnosis

Tell them about each treatment option and the risks and ben-
efits of each

Explain how each treatment option will impact their quality 
and quantity of life

Understand their goals

Help them understand the financial impact of each treatment 
option

Explain nontreatment options

Table 7.2 Key Barriers in Communication

Patient factors ♦ Patients and their families frequently tend to steer conversations away from difficult or emotionally laden topics.
♦ Patients often feel emotionally overwhelmed.
♦ Patients and their families have a tendency to overestimate the probability of a cure in difficult situations.
♦ Language barriers can create miscommunication and ambiguity about care, treatment options, and death and dying.
♦ Cultural barriers may create mistrust of physicians.
♦ Health literacy may be limited.

Physician factors ♦ Lack of proper communication skills.
♦ Fear of causing pain by conveying poor or serious prognosis.
♦ Fear they will take away a patient’s hope.
♦ Trained to save lives, not trained well to manage death.
♦ Not trained to assess and manage emotions.
♦ Inability to formulate a reliable prognosis.

Healthcare 
factors

♦ Current reimbursement system does not incentivize clinicians to engage in patient-centered communication.
♦ Multiple transitions of care.
♦ Multiple subspecialists.
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This approach also saves money, or, as we explain, “it provides 
better care at a cost we can afford.” A 2008 study showed that the 
addition of palliative care to standard hospital care led to better 
established goals of care early in the hospital course, decreased 
ICU cost, and thus helped the patient avoid unnecessary tests 
and treatments that were not in accordance with his or her goals. 
Thus improving physician–patient communication ultimately 
led to decreased overall hospital cost.58,62–64

The Importance of an Interdisciplinary  
Team Approach
Palliative care has been a leader in introducing the importance 
of the interdisciplinary team approach, and studies have shown 
that interdisciplinary teams are linked to improved patient satis-
faction.65 No single healthcare provider can meet all of the com-
plex needs of patients and family members who may require a 
range of treatments, care services, social support, physical needs, 
and spiritual care. Spiritual care is an integral part of each inter-
disciplinary team. Patients at the end of life want to communi-
cate about their fears, hope, and spirituality and look to their 
physician to approach the subject of spirituality.66,67 In 2006, 
a study by Mako and colleagues showed that in patients with 
advanced-stage cancer, 96% reported experiencing spiritual pain 
that was not adequately addressed.68 Delgado-Guay et al. showed 
that spiritual pain impacted physical symptoms (58%) and emo-
tional symptoms (76%) of patients, greatly impacting quality 
of life.69 Thus having a chaplain as a part of the interdisciplin-
ary team can ensure that spiritual care is provided to patients. 
An interdisciplinary team approach allows for patient-centered 

care that enhances communication and allows for shared 
decision-making.

Communication Can Be Learned,  
Unlearned, and Relearned
Based on the emerging literature on the importance of communi-
cation, medical education is now implementing requirements for 
teaching communication skills to medical students and residents; 
this skill is now considered a core competency.70–72 Physicians with 
communication expertise spend twice as much time on advance 
directive discussions, engage in more partnership-building with 
patients and families, allow time for the patient and family to talk, 
and discuss more lifestyle and psychological issues.73,74

One model often used to teach communication is the SPIKES 
protocol, as seen in Figure 7.3.3 There are several excellent protocol 
approaches to cultivating prognostic awareness.38 For example, the 
Japanese SHARE (Supportive environment, How to deliver bad 
news, Additional information, and Reassurance and Emotional 
support) model appears to be more effective than SPIKES and 
takes just one day.75 An online curriculum, COMFORTTM SM 
(Communication, Orientation and Opportunity, Mindful pres-
ence, Family, Openings, Relating, and Team) is freely available 
on the web and shows improved communication scores in four 
of seven available modules from pre- and posttest.76 Figure 7.4 
depicts trigger points for communication: as a disease progresses, 
when the prognosis changes, and when performance status 
declines.77,78

A Cochrane review of 43 randomized trials showed positive 
effects of communication training on consultations, including 

Table 7.3 Reasons Healthcare Providers Do Not Have Truthful Discussions About Prognoses

Reason/Excuse Assessment of 
Reason/Excuse

Rationale

1.  People do not want this 
sort of information.

Incorrect Study after study shows that most people want to know their diagnosis, what will happen to them, and what can 
be done to help them. Physicians who ask, “What do you know about your illness? What do you want to know?” 
allow patients to express their own wishes about the information they want.

2.  It will make people 
depressed.

Incorrect In fact, giving patients honest information may allow them and their caregivers to cope with illness better; 
patients who reported having end-of-life discussions had no higher rates of depression or worry, lower rates of 
ventilation and resuscitation, and more and earlier hospice enrollment.58

3. It will take away hope. Incorrect Hope is maintained with truthful discussions in cancer,64,93,94dialysis,95 and mechanical ventilation.50 Hope is 
derived not from prognostic disclosure but from the caring patient–physician relationship.96

4.  Involvement of hospice   
or palliative care will 
reduce survival.

Incorrect Multiple studies suggest that survival is equal or better with hospice or palliative care. 31,97–101

5.  We do not really know 
the patient’s prognosis.

False Most of the time, physicians provide no estimate46 or a conscious overestimate53 and give the least information 
to those with the worst prognosis.53,102

6.  Talking about prognosis is 
not culturally appropriate.

Incorrect Patients of different ethnic and cultural backgrounds often have different preferences for information, but  
nothing is universal,103 so it is always appropriate to ask.

7.  We do not like to have 
these discussions, and 
they are hard on us.

True Most physicians and oncologists find breaking bad news to be stressful and unsatisfying.104–106 Physicians who 
have long-term relationships with patients are most likely to overestimate survival.53 In one study, lying to a 
simulated 26-year-old brain tumor patient about her dismal prognosis was less troubling than telling her the 
truth.107 The reasons patients prefer to discuss advance directives with a physician they have not met was that  
“It would be too difficult on my usual doctor.”22
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“clarifying patients’ concerns and beliefs; communicating treat-
ment options; increasing providers’ empathy; and patients’ percep-
tion of providers’ attentiveness to them and their concerns as well 
as their diseases progresses.” (p. 2) In addition, short-term training 
of less than 10 hours was as effective as more prolonged training.79 
A recent study that examined a two-day communication skills 
training workshop program based on patient preferences showed 
improvement in oncologists’ communication performances, espe-
cially skills of emotional support and consideration for how to 
deliver information.80 Thus the training does not have to be exten-
sive but still can have a profound effect. Table 7.4 lists some pro-
grams that are available to help improve communication skills.

There is also evidence that communication skills training is 
associated with better communication but could also lead to 
emotional exhaustion at three months’ time.81 Similarly, a highly 
effective communication skills training program for oncologists 
improved skills but expressions of empathy declined substantially, 
suggesting that oncologists were learning to protect themselves 

from too much emotional involvement.2 Other studies have 
shown that communication skills training can improve commu-
nication skills but lack enhancement in empathy.82 Whether these 
disadvantages can be overcome is not known. Recent randomized 
trials of interventions among ICU physicians that slightly reduced 
depersonalization, emotional exhaustion, and burnout have not 
been tested in those who do palliative care or oncology but are at 
least somewhat promising.83

Conclusion
As emphasized in this chapter, improving physician–patient 
communication and delivering goal-directed care is essential to 
delivering high-quality healthcare. Patient-centered communica-
tion allows patients and families to make well-informed health-
care decisions that are consistent with their values, goals, and 
preferences. There is no evidence that realistic prognostic discus-
sion causes depression, shortens life, or takes away hope, thus it 

S: Setting

P: Perception of
condition/
seriousness

I: Invitation from
patient to give

information

K-Knowledge:
giving medical

facts

E-Explore
emotions and

sympathize

S-Strategy
and summary

• Determine what the patient knows about the medical
   condition or what is suspected. “Before you tell, ask.”
• Listen to the patient’s level of comprehension
• Accept denial but do not confront at this stage

• Ask patient if s/he  wishes to know the details of the
   medical condition and/or treatment
• Accept patient’s right not to know
• Offer to answer questions later if s/he wishes

• Patients who have a clear plan for the future are less 
   likely to feel anxious and uncertain-so clarify their
   understanding
• Close the interview

• Use language the patient would understand.
• Consider educational level, socio-cultural background,
   current emotional state
• Give information in small chunks, warn the patient you
   are about to give bad news
• Check whether the patient understood what you said
• Respond to the patient’s reactions as they occur
• Give any positive aspects first

• Prepare to give an empathetic response:
• 1. Identify emotion expressed by the patient (sadness, silence, shock etc.)
• 2. Identify cause/source of emotion
• 3. Give the patient time express his or her feelings, then respond in a way
       that demonstrates you have recognized connection between 1 and 2.

• Arrange for some privacy
• Involve significant others
• Sit down
• Make connection and establish rapport with the patient
• Manage time constraints and interruptions

Figure 7.3 Six steps of SPIKES
Baile WF, Buckman R, Lenzi R, Glober G, Beale EA, Kudelka AP. SPIKES: A six-step protocol for delivering bad news: Application to the patient with cancer. The Oncologist. 2000;5(4):302–311.

 



Set trigger points for
PC referral: life

ending illness, any
effusion, pain >8,
neuropathic pain

Hospice Activation:

30 days before
death

Bereavement

Palliative Care

Curative Care

Appoint someone in the
office to have
discussions about
advance directives,
power of medical
attorney, hospice
information visit, use of
hospice as best practice

Progressive Disease:
Trigger points for
rediscussion: prognosis,
goals of treatment,
planning for the future,
not just curable/not
curable

Let hospice do
bereavement: survival
of remaining spouses is
higher* and there is
much less caregiver
distress.

Disease CourseDiagnosis Death

Clinical
Effort

Hospice
Information Visit:

3–6 month expected
survival, not 3 days

Figure 7.4 Modifying practice patterns to improve patient outcomes. PC = palliative care

Table 7.4 Readily Available Communication Programs

Program Website Cost Evidence

End-of-Life Nursing Education 
Consortium

www.aacn.nche.edu/elnec Many modules available for free;  
nominal charge for courses

Studies show improved 
communication skills and comfort.108

Oncotalk http://depts.washington.edu/oncotalk/ Most modules available  
online free of charge

Substantial improvements in learner 
skills; e.g., after Oncotalk 56% of 
participants used the word “cancer” 
compared with 16% before.109

Comskil training program https://www.mskcc.org/events/cme/
clone-communication-skills-program-  
oncology/form-7

$1,200—Attending faculty

$480—Trainees

Participants have shown significant 
gains in self-efficacy

regarding communicating with patients 
in various contexts.110

Education in Palliative and 
End-of-life Care

Communicating Bad News

http://epec.net/stpage2.php Free downloads

COMFORT

Curriculum

www.pccinstitute.com Free downloads Improved communication scores in 
four of seven available modules from 
pre- and posttest.76

Tough Talk: Helping 
Doctors Approach Difficult 
Conversations

http://depts.washington.edu/toolbox/  
toc.html

Free downloads and toolkit

Palliative medicine 
communication course

www.dom.pitt.edu/dgim/spc/  
communication_ course.html

$1,200 for three days

I*CARE program http://www.mdanderson.org/education-  
and-research/resources-for-professionals/
professional-educational-resources/i-care/
index.html

Free online CME credit through video 
courses that focus on patient–doctor 
communication

CareSearch www.caresearch.com.au Free online interactive learning modules

Note. CME = continuing medical education.

http://www.aacn.nche.edu/elnec
http://depts.washington.edu/oncotalk/
https://www.mskcc.org/events/cme/clone-communication-skills-program-oncology/form-7
https://www.mskcc.org/events/cme/clone-communication-skills-program-oncology/form-7
https://www.mskcc.org/events/cme/clone-communication-skills-program-oncology/form-7
http://epec.net/stpage2.php
http://www.pccinstitute.com
http://depts.washington.edu/toolbox/toc.html
http://depts.washington.edu/toolbox/toc.html
http://www.dom.pitt.edu/dgim/spc/communication_course.html
http://www.dom.pitt.edu/dgim/spc/communication_course.html
http://www.mdanderson.org/education-and-research/resources-for-professionals/professional-educational-resources/i-care/index.html
http://www.mdanderson.org/education-and-research/resources-for-professionals/professional-educational-resources/i-care/index.html
http://www.mdanderson.org/education-and-research/resources-for-professionals/professional-educational-resources/i-care/index.html
http://www.mdanderson.org/education-and-research/resources-for-professionals/professional-educational-resources/i-care/index.html
http://www.caresearch.com.au
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is hard to argue against honest communication about progno-
sis.49,64,84 Communication is a learned skill, with multiple ways 
to learn and teach. Shorter, simple residential and online courses 
can improve the way we communicate successfully.
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CHAPTER 8

Communication in 
Palliative Nursing
Constance M. Dahlin

Introduction
Mike is a registered nurse in the neurological outpatient clinic. 
Sarah Smith is a 46-year-old woman with progressive weakness 
and difficulty swallowing. Mike is meeting her for the first time 
when she comes in for a complete work-up for diagnostic purposes.

Mike: Good morning, Ms. Smith. My name is Mike, and I am a reg-
istered nurse. I work with the neurological team. I will be your 
primary nurse.

Sarah: Good morning. What is a primary nurse?
Mike: It means I will be the main nurse you deal with. But I work 

with a team, so when I am not here, the rest of the team will be 
there for you. How are you doing today?

Sarah:  I am a little nervous. There is so much going on, and 
I have seen so many people. I keep getting asked questions and 
doing tests.

Mike: I can imagine that has been hard. In order for me to get to 
know you, can you tell me the history of your weakness?

Sarah: Well, over the last three or four months, I started to have 
more difficulty walking with weakness and tiredness. I thought 
I was working too hard, was just stressed, and needed a vacation. 
But time off did not help. I also began to start coughing, when 
I drank certain liquids. That was scary.

Mike: So when did you contact your healthcare team about these 
symptoms?

Sarah: After two months, when nothing helped.
Mike: Do you have any friends or family who are part of your care?
Sarah: My family is there for me.
Mike: Are they here with you today?
Sarah: No, I am here alone today.
Mike: Okay. Do you want to include them in today’s visit with the 

team by phone?
Sarah: I had not thought of that; that would be helpful, so they can 

hear everything.
Mike: What else do you need right now, before we start to review 

everything?
Sarah: Nothing, right now.
Mike:  Okay, feel free to interrupt me, or ask any questions at 

any point.

The American Nurses Association (ANA) defines nursing as “the 
protection, promotion, and optimization of health and abilities, 
prevention of illness and injury, alleviation of suffering through 
the diagnosis and treatment of human response, and advocacy 
in the care of individuals, families, communities, and popula-
tions.”1–3 While the science of nursing is grounded in nursing 

process, the art of nursing lies in caring, compassion, and com-
munication.4 A palliative care patient has many areas to which 
the nurse must attend:  the patient’s and family’s response to a 
serious illness, management of the effects of a serious and often 
life-limiting illness, administration of treatments related to the 
condition as well as side effects, and the patient’s and family’s psy-
chosocial issues of coping with serious illness and the inherent 
losses.5 The nurse accompanies the patient and family through the 
illness journey providing support, caring, compassion, continu-
ous presence, and hope.4

Nurse communication is the basis of quality palliative care, 
and a nurse’s ability to collaborate within the circle of care that 
includes the patient, family, and healthcare team is essential. In 
palliative care, relief of suffering is achieved through person-
centered and family-focused assessment and attention to all the 
aspects of quality of life—the spiritual, emotional, and social 
aspects of care as well as the physical and psychological. Indeed, 
through compassionate care and communication, the nurse is able 
to create a protective environment in which the patient and fam-
ily can deal with the crisis and stress resulting from an advanced 
illness diagnosis.6 In the report, Dying in America: Improving 
Quality and Honoring Individual Preferences Near the End of 
Life, communication is emphasized as an essential component to 
providing respectful care, delivering pain and symptom manage-
ment, and alleviating suffering while honoring a patient’s values, 
goals, and preferences.7

The ANA’s Nursing: Scope and Standards of Practice directly 
addresses a nurse’s responsibility to (a) assess communication 
format preferences of patients, families, and colleagues; (b) assess 
his or her own communication skills; (c) convey information to 
patients, families, and the interdisciplinary team; (d) maintain 
communication to promote safe and effective transfers of care; 
and (e) provide professional perspective in healthcare discussions.1 
The ANA also addresses the nurse’s responsibility for the care of 
patients with serious advanced illness in two documents. In the 
Nursing Care and Do Not Resuscitate (DNR) and Allow Natural 
Death (AND) Decisions Position Statement, the organization 
clearly states, “Nurses must advocate for and play an active role 
in initiating discussions about DNR with patients, families, and 
members of the health care team.”8 The Registered Nurses’ Roles 
and Responsibilities in Providing Expert Care and Counseling at 
the End of Life Position Statement further describes the goal of   
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nursing involvement as “The counseling a nurse provides regard-
ing end-of-life choices and preferences for individuals facing life-
limiting illness, as well as throughout the patient’s life span, honors 
patient autonomy, and helps to prepare individuals and families for 
difficult decisions that may lie ahead.”9

Within the specialty of palliative nursing, the Hospice and 
Palliative Nurses Association (HPNA) in collaboration with the 
ANA delineates communication throughout palliative nursing. In 
Palliative Nursing: Scope and Standards of Practice, communica-
tion is an essential competency and is expected in all aspects of 
care.10 Box 8.1 provides an overview of HPNA’s Palliative Nursing 
Communication Competencies. The HPNA position statement 
The Nurse’s Role in Advanced Care Planning also acknowledges the 
critical role of the hospice and palliative nurse to advocate, edu-
cate, and support a patient’s right to self-determination, autonomy, 
and dignity. In particular, the nurse’s recognition of the patient as 

Box 8.1 Hospice and Palliative Nurses Association 
Communication Competencies for Palliative Nursing11

The hospice and palliative registered nurse communicates effec-
tively in a variety of formats in all areas of practice.

The hospice and palliative registered nurse uses effective ver-
bal, nonverbal, and written communication with patients and 
families, interdisciplinary team members, and the community 
in order to therapeutically address and accurately convey the 
palliative needs of patients and families.

The hospice and palliative registered nurse communicates 
with the patient, family, the interdisciplinary team, and health-
care providers regarding patient care and the provision of that 
care. The nurse facilitates an interdisciplinary process.

Extracted from ANA and HPNA (2014).11

Table 8.1 Nurse Communication Tasks Delineated by the National Consensus Project for Quality Palliative Care Clinical Practice Guidelines12

Domain Communication Focus Nurse Actions

Domain 1—Structure and 
Processes

◆ Emphasis on interdisciplinary team engagement, 
collaboration with patients and families, and coordinated 
assessment and continuity of care across healthcare settings

◆ Participates in assessment of the patient to determine 
evolving needs and preferences of the patient and family,  
with recognition of the complex, competing, and shifting 
priorities in goals of care

◆ Collaborates to contribute to the evolving care plan
◆ Participates in team discussions and reviews care plan
◆ Seeks skill development in communication

Domain 2—Physical Aspects 
of Care

◆ Collaborative assessment and treatment of physical 
symptoms, treatment options for common conditions, in 
context of respect for goals of care of the patient and family

◆ Uses symptom assessment instruments for consistent 
evaluation

◆ Identifies and utilizes tools for adults with cognitive 
impairment and of neonates, children, or adolescents when 
necessary

Domain 3—Psychological 
and Psychiatric Aspects  
of Care

◆ Collaborative assessment process of psychological concerns 
and psychiatric diagnoses, treatment options for common 
conditions, in context of respect for goals of care of the 
patient and family

◆ Uses verbal, nonverbal, and/or symbolic means appropriate 
to the patient, with particular attention to patients with 
cognitive impairment and the developmental stage and 
cognitive capacity of neonates, children, and adolescents

Domain 4—Social Aspects 
of Care

◆ Interdisciplinary and collaboration engagement with  
patients and families to identify and support patient and 
family strengths

◆ Communicates within the circle of care—patient, family,  
and healthcare team

Domain 5—Spiritual, 
Existential, and Religious 
Aspects of Care

◆ Interdisciplinary exploration, assessment, and attention to 
spiritual issues of the patient and family

◆ Communicates with the patient and family in respectful 
manner with attention to religious and spiritual beliefs,  
rituals, and practices

Domain 6—Cultural 
Aspects of Care

◆ Assessment of culture as a source of resilience and strength 
for the patient and family

◆ Elicits cultural identifications, strengths, concerns, and needs 
of the patient and family with sensitivity.

◆ Communicates in a language and manner that the patient 
and family understand

Domain 7—Care of the 
Patient at End of Life

◆ Communicates signs and symptoms of the dying process to 
patient, family, and all other involved health providers, as well 
as family guidance as to what to expect in the dying process 
and the post-death period

◆ Identifies and communicates the signs and symptoms of 
patients at the end of life

◆ Meets the physical, psychosocial, spiritual, social, and cultural 
needs of patients and families

Domain 8—Ethical and Legal 
Aspects of Care

◆ Ongoing discussion about goals of care along with 
completion and documentation of advance care planning

◆ Identification and resolution of commonly encountered 
ethical issues as well as complex legal and regulatory issues 
that arise in palliative care

◆ Promotes understanding of the patient’s preferences for care 
across the care continuum

◆ Articulates complex situations and problem-solves with 
interdisciplinary team

Note. Created from National Consensus Project 2013.12
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an individual with diverse personal, religious, and cultural value 
systems is emphasized in the development of respectful relation-
ships with patients, families, and colleagues.11 Implied within this 
statement is the recognition that the nurse must differentiate his 
or her own individual values from those of the patient and family. 
In appreciation and support of the patient’s and family’s values, 
preferences, and wishes, the nurse is the ultimate advocate.

Finally, the National Consensus Project for Quality Palliative 
Care’s Clinical Practice Guidelines emphasizes the importance of 
communication across the eight domains of palliative care. From 
person-focused and family-centered care planning, to physical 
and psychological symptom assessment, to social, spiritual, and 
cultural aspects of care throughout the stage of advanced illness, 
communication serves as the basis of palliative nursing.12 Indeed, 
communication is the cornerstone of palliative care and acts as a 
healthcare intervention in and of itself.13 Table 8.112 summarizes 
nurse communication tasks delineated by the Clinical Practice 
Guidelines.

Nurse Communication
The nurse plays a pivotal role in accompanying the patient 
through an illness journey, providing care that creates a healing 
environment. Often, the nurse is the initial direct professional 
caregiver and the first to identify issues for patients with life-
threatening illness. Undoubtedly, early nurse–patient communi-
cation is critical to alleviate physical and psychosocial distress in 
a sustained fashion.14 Through patient care and constant clini-
cal presence, either at the bedside or office, the nurse often has 
the best opportunity to listen and attend to the patient’s hopes, 
fears, dreams, and regrets. This patient rapport affords hospice 
and palliative nurses the unique role of facilitating care through-
out the illness trajectory. Indeed, the nurse’s presence may be a 
healing intervention all of its own. Nonetheless, important fea-
tures of communication include providing information about 
treatment options and advance care planning while consider-
ing the patient’s values, preferences, and beliefs. The nurse may 
encounter other issues related to goals of care, conflict between 
the wishes of the patient and those of the family, and opinions 
about the use of life-sustaining measures.

On both sides of the nurse–patient relationship, the importance 
of communication cannot be underestimated. Patients and fami-
lies state that communication is one of the most important clini-
cal skills.15 Nurses acknowledge that it is their most important 
competency.16 Within the nurse–patient relationship, the nurse 
employs a variety of communication modalities—verbal interac-
tion, nonverbal modalities, and therapeutic presence. Verbal skills 
include keen conversational proficiency in areas such as conver-
sational style, facilitative communication, active listening, voice 
tone, word choice, and even humor.17 Nonverbal communication 
takes place through two modalities:  (a)  the physical—eye con-
tact, smile, the use of touch, and (b) the interactive engagement 
styles—encouragement, presence, empathy, and respect.17 These 
communication elements form the core of therapeutic presence or 
deliberate-focused attention. It has been suggested that the most 
beneficial nursing communication includes facilitative commu-
nication that incorporates the therapeutic use of both self- and 
patient-centered care.18

Communication is essential to establish a trusting relation-
ship and improve the patient’s experience.19,20 The therapeu-
tic use of self involves the creation of a trusting relationship in 
which a patient can discuss any topic without judgment; estab-
lishing mutual respect between the patient, the family, and the 
nurse; and promoting continuity of care, as well as allowing time 
for full exploration of values, concerns, and understanding of 
perspectives. Therapeutic presence includes attending to suffer-
ing, affirming the patient’s self-worth and dignity, decreasing 
isolation, facilitating identification and clarification of treatment 
goals, promoting advance care planning and enhancing holis-
tic care,21 along with other behaviors such as active and passive 
listening and supportive counseling.22 This presence results in 
empathy and understanding of suffering—specifically creating a 
psychologically safe space to discuss difficult issues.14 This thera-
peutic relationship provides the nurse with the context to assess 
the patient’s and family’s response to the diagnosis or the par-
ticular events within a patient encounter.

Similar to Maslow’s hierarchy of needs, there is a hierarchy 
of communication between nurses and patients. The most fun-
damental communication level begins with the nurse’s assess-
ment of the patient’s daily living activities or the explanation of 
health-related tasks. On a simple level, this may involve small 
talk or discussion of basic treatment issues, such as pain medica-
tion schedules, daily living activities, or personal care. Examples 
include:

Introductions: My name is Sam, and I am your nurse today.

Directions: I will be taking your vital signs; please tell me which 
arm to use.

Closed-ended questions:  Do you take any medications? How 
often?

On a higher level, nurses may assess pain, symptoms, and treat-
ments through either open or closed questions. Open-ended 
questions are best, in which the nurse approaches the patient in 
a manner that allows the patient to honestly evaluate his or her 
response to treatments. In this way, the nurse may gain more spe-
cific information concerning treatment effectiveness, distress, or 
pain. Examples of opening questions include:

What concerns do you have about the disease/treatment/
medication?

How do you think the treatment is working?

How is your pain/symptom affecting you/your family?

How is your pain/function affecting your quality of life?

What is your average day/night like?

The highest and most complex level of communication is the 
existential level. Communication at this level is sensitive, and the 
patient reveals a sense of self, often nuanced around existential 
aspects of end of life, including disclosure, the search for mean-
ing, and suffering.20 Exploration at this level can help a patient live 
with a life-threatening illness, achieving both quality of life and 
psychological healing.23 Examples include:

What sustains you in difficult times?

Where do you find support?
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What brings you joy/comfort?

What gives you meaning in life?

What are you most proud of?

Goldsmith and colleagues describe nurse interactions consist-
ing of both task and relational communication.24 Tasks include 
offering information and providing physical care, whereas rela-
tional includes providing support, comfort, and caring. Although 
rarely emphasized but implied, emotional intelligence is essential 
for communication and relationship-building. The process of 
emotional intelligence includes the ability to (a) correctly iden-
tify one’s own emotions, (b) use emotions to facilitate reasoning, 
(c)  understand emotions, and (d)  manage emotions.25 Within 
nursing, emotional intelligence pertains to self-awareness of emo-
tional responses and the ability to cope with suffering as well as 
comfort level in addressing suffering in all its manifestations.14 
This may affect the ability to offer therapeutic presence in difficult 
situations such as:  the patient with intractable pain, symptoms, 
and complex family issues; the patient who is dying with necrotic 
wounds; the patient who is dying from copious bleeding; or the 
young patient with horrible fungal lesions.

The Nurse–Patient Relationship
Palliative care communication begins with the patient and family 
at diagnosis and continues with the family through the death of 
the patient and into bereavement. Research has examined com-
munication in the nurse–patient encounter. One study on the 
focus of nursing communication grouped nurse–patient encoun-
ters into the following themes: exploration of patient concerns, 
provision of support, enhancement of disclosure, educational 
preparation, and referral for further counseling, as appropriate.26 
Another study examined patient perceptions of nursing commu-
nication to determine elements that would be perceived as posi-
tive or negative. Satisfactory encounters included a nurse’s use of 
compassion, responsiveness, and dedication, whereas unsatisfac-
tory communication included sparseness, conflict, contradiction, 
increasing only when things were close to the end.27

The nurse–patient relationship is comprised of three 
stages: introductory, middle, and termination.28 The introductory 
phase is the formation of the nurse–patient relationship during 

which the nurse and patient shape their relationship. The middle 
phase is the working relationship, in which the essence of care 
occurs; it centers on treatment planning, then moves to pain and 
symptom management, and last to the meaning of life, legacy 
work, and family work. The termination phase is the third and 
final phase, in which the patient and nurse separate due to death 
or change of care location. Tasks for each phase are summarized 
in Table 8.2.28

The initial communication or introductory phase starts at 
diagnosis with the introduction of the nurse as a member of 
the care team. Over the first several encounters, the patient and 
nurse establish a working relationship. Mutual assessment occurs 
as the nurse and the patient learn about each other’s styles. The 
patient determines the nurse’s communication style and begins 
to work within that context.28 Specifically, the nurse assesses 
the patient’s communication requirements in terms of learning 
styles and information needs. Nursing tasks include exploring the 
patient’s understanding of his or her illness, his or her person-
ality and coping styles, identifying the patient’s values and care 
preferences, and determining whether any advance care planning 
documents exist.

Patient education is based on learning style. Types of learning 
styles include visual, auditory, or kinesthetic (a mixture of both). 
The nurse’s learning style often differs from the patient’s learning 
style. Nursing assessment of learning style includes fundamental 
communication issues such as literacy, numeracy (capacity for 
numerical thought and expression), and native language. In addi-
tion, the nurse factors in the patient’s age and cognitive develop-
ment, which affects the patient’s ability to learn and to understand 
the seriousness of the illness. Children and patients with cognitive 
impairment may need concurrent support from family or other 
support persons.

The secondary stage of the nurse–patient relationship is the 
working phase and often extends over long periods of time, from 
months to years. During this time, the nurse focuses on the disease 
trajectory of the life-limiting illness, offering supportive care. This 
care centers on the impact of and the patient’s adaptation to the 
diagnosis of the serious, life-threatening illness. Communication 
between the patient and the nurse covers a range of topics, includ-
ing information on the condition, treatment, and disease manage-
ment.29 Through assessment and therapeutic presence, the nurse 

Table 8.2 Stages of the Nurse–Patient Relationship28

Stage Nurse Tasks Patient Tasks

Initial or Introductory 
Phase

1. Exploring patient/family understanding of illness

2. Determining personality, coping, and learning styles

3. Eliciting presence of advanced care planning

1. Establishing trust and understanding with the nurse

Working Phase 1. Monitoring patient response to illness

2. Providing clinical care

3. Delivering treatment

4. Offering illness/treatment education

1. Establishing care plan in collaboration with team

2. Participating in care

3. Providing information on response to therapy

Termination 1. Saying goodbye

2. Telling the patient what he or she meant to them or taught them

3. Assisting with transition

1. Saying goodbye

2. Showing appreciation to nurse and other staff

3. Assisting with transition

Note. Adapted from Perrin (2010).28
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gains insight into patient and family coping and provides a sup-
portive environment in which patients are able to articulate their 
needs, concerns, and perceptions of care.

During the working phase, the nurse focuses on three critical 
communication tasks in palliative and end-of-life care: (a) creat-
ing an environment conducive to communication, (b)  promot-
ing physician and patient interaction, and (c) facilitating family 
and patient interaction.30 This is best achieved through a primary 
nursing model that allows the nurse to have a consistent and con-
stant relationship with the patient. The nurse’s steady presence in 
team meetings regarding changes in the patient’s condition, dis-
ease progression, treatment modifications, and end-stage disease 
is paramount. The nurse participates in team discussions, pro-
vides consistent information to the healthcare team, and facili-
tates follow-up using similar language and shared information 
used in the team discussion.

As the patient enters the dying process, the termination phase 
commences and the nurse and the patient begin to separate. The 
nurse supports patient and family decision-making, provides 
information about the dying process, and offers consolation in 
anticipatory grieving. The nurse is continually present for the 
patient and family in the difficult times.27 In addition, he or she 
ensures the patient’s comfort, dignity, and avoidance of suffering. 
The nurse acknowledges his or her relationship with the patient 
and its changing nature. The nurse and the patient often engage 
in appreciation of each other. For the patient, this may take the 
form of expressing gratitude for the nurse’s care; for the nurse, 
he or she may express what the patient has meant to the nurse 
and lessons learned in the course of the patient’s care. In this way, 
the nurse and patient achieve closure for their relationship, as the 
patient dies.

The Nurse–Family Relationship
During the illness, nurse–family communication centers on alle-
viation of the patient’s physical and psychological pain and symp-
toms. During and immediately following the patient’s death, the 
nurse engages in a parallel process with the family and the patient, 
assisting the family with closure, while also assisting the patient’s 
transition from life to death. Finally, the nurse provides grief and 
bereavement resources for the family.

Since palliative care is family-centered, the nurse must also con-
sider the needs of the patient’s family system. Evidence suggests 
that families desire consistent and routine communication with 
a compassionate presence.31 Family members value helpful expla-
nations and consistency with detailed explanations. One study 
found that families preferred and valued the following behav-
iors: (a) being kept informed, (b) receiving assurance, (c) having 
a compassionate presence from nurses, (d)  receiving assistance 
from nurses in the facilitation of final acts, and (e) having acts 
that honor the patient’s dignity.15 On the other end of the spec-
trum, families feel frustrated by sparse or infrequent communica-
tion, contradictory communication, conflicting communication 
between providers, or communication that occurs only when a 
situation is very serious.27

Nurses must balance between patient and family care needs, 
offering comfort or promoting control. This may be a chal-
lenge as families may cause conflict, induce anxiety, or promote 
excessive or unfounded optimism.32 In particular, families may 

interfere with patient autonomy, particularly if families disagree 
with patient choices. Another challenge is communication norms 
within a family system. Patients and families may protect each 
other from painful information. Usually, it is best to focus on the 
patient’s needs and wishes and to continually bring those to the 
forefront of conversations. Informing and reminding the family of 
the patient’s wishes helps ensure that these wishes form the basis 
of care. If a nurse is told not to discuss certain topics, he or she 
should explore and examine the reason for the request with the 
person making the request.33 Overall, the nurse acts as a patient 
advocate within the family, while simultaneously acting as a 
patient and family advocate within the healthcare system.

Common Conversations for Nurses
For nurses, common conversations include initiating and par-
ticipating in advance care planning and family meetings and 
sharing poor or serious prognoses/diagnoses. Note that there 
may be differences in how conversations occur at the registered 
nurse level and the advanced practice nurse level, which is predi-
cated on scope of practice. Advance care planning conversations 
entail three components. The first is the delegation of a surrogate 
decision-maker, also known as a healthcare durable power of attor-
ney or a healthcare proxy. Here the nurse elicits from the patient 
whom the patient would like to act in his or her best interest, if he 
or she is unable to do so. A question the nurse may ask is, “Have 
you ever thought about whom you would want to make decisions, 
if you were unable to do so?” As part of the process, the nurse 
encourages the patient to talk with the surrogate decision-maker 
about his or her wishes. It is important for nurses to convey the 
message that the advance care planning process allows patients 
more autonomy over their healthcare.34 This is one way nurses can 
empower patients.

The second element of advance care planning conversations 
includes advance directives or living wills. These documents state 
or explain the patient’s wishes for medical care, if he or she is 
unable to offer direction. The nurse asks, “Have you completed 
any forms about your treatment preferences in various health 
situations?” There is not one universally recognized form in every 
state, because each state differs in its recognition of advance direc-
tives and surrogate decision-makers. Common documents include 
Making Choices35 and a companion guide for the role of the nurse 
in advance care planning from Gunderson Health System,36 
Five Wishes from Aging with Dignity,37 and Advance Directives 
from Project Grace.38 Many are available in languages other than 
English. Each form has its own advantages and disadvantages in 
terms of specificity and complexity. It is best for nurses to get to 
know one form and use it consistently.

The third element of advance care planning is the comple-
tion of a document that records the patient’s wishes regarding 
life-sustaining treatments, both in the acute setting or out-
side the hospital. Inpatient orders are recorded as code status. 
Out-of-hospital orders include documents known as comfort 
care orders, allow natural death orders, or provider/physi-
cian/medical orders for life-sustaining treatment forms. These 
documents vary by state, specificity, and which life-sustaining 
measures are included. They are not stand-alone documents 
and should accompany advance directives and surrogate 
decision-making forms.
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When providing information and assisting completion of out-of-
hospital orders, the nurse faces the challenge of providing realistic 
information and statistics about the success of cardiac/pulmonary 
resuscitation in persons with advanced, serious, life-limiting ill-
ness. In addition, due to cultural and generational differences, the 
nurse must determine whether to discuss the overall treatment in 
the context of the patient’s definition of quality of life or by spe-
cific life-sustaining intervention. As a result, these conversations 
are often nuanced and best done with the patient and his or her 
family. Everyone present then hears the patient’s goals, wishes, 
and preferences, which promote consistent understanding.

Family meetings are a vehicle for comprehensive, respectful, 
thorough, and timely communication between patients, families, 
and healthcare providers. The registered nurse and the advanced 
practice nurse can facilitate family dialogue on a range of topics.23 
Subject matters range from disease-specific information, disease 
trajectory, treatment options, caregiving issues, psychosocial sup-
port, discharge planning, and death planning.39 There are several 
steps for effective meetings. First, the nurse considers the patient’s 
and family’s environment, specifically ensuring patient and fam-
ily physical and emotional comfort when initiating discussions. 
Second, the nurse is deliberate in setting the right atmosphere 
in which patient–family discussions occur. Third, the nurse asks 
for permission to talk. Fourth, the nurse begins a meeting with 
open-ended questions, listening, and validating through ver-
bal and nonverbal communication. Fifth, the nurse elicits both 
patient and family concerns and fosters hope.6

Giving prognosis or sharing a serious illness diagnosis often 
includes discussions about disease progression, recurrence, or 
advanced illness. The nurse first needs to offer a warning com-
ment such as, “I thought I would have better news,” “I have dif-
ficult news to share,” or “Unfortunately, I  have bad news.” The 
nurse then gives the medical information. At that point, the 
nurse is silent and waits for the patient and family to respond. 
Thereafter, the nurse responds to any emotional affect and offers 
support. Depending on the situation, the nurse may offer more 
information. Usually, however, the patient and family are in a state 
of shock or surprise and unable to absorb anything beyond the 
new information. The nurse should offer follow-up support and a 
plan for future conversations. It is then incumbent for the nurse to 
share the patient response with the team.

Role of the Nurse on  
the Interdisciplinary Team
In order to promote comprehensive palliative care and continu-
ity of care, collaboration with other healthcare providers is essen-
tial. The nurse must work within an interprofessional team. Since 
palliative care members work together on patient and family 
issues, communication is vital to create a consistent plan of care. 
There may be team members who do not understand the value of 
communication for the team and for effective healthcare.40 The 
Institute of Medicine describes how effective communication is 
part of team-based healthcare.40 Moreover, effective commu-
nication ultimately improves both the quality of healthcare and 
patient care as well as team collaboration.41

Nurses are consistently rated by the public as one of the most 
trusted members of the healthcare team.42 From home, to out-
patient clinics, to the hospital, along with homeless shelters, 

long-term care facilities, and correctional facilities, nurses have 
the most consistent and continual presence for patients and fami-
lies throughout the healthcare continuum. They are afforded 
many opportunities to initiate and stimulate conversations about 
goals of care, treatment, and prognosis. By virtue of their position, 
nurses make important observations about patient and family 
concerns. In this way, nurses act as translators between care pro-
viders and between team members and patients and families.43,44

Communication must be a shared value within a care team with 
a mutual commitment to team-based care. The team must have 
consistent channels for candid and complete communication.40 
Specifically, all team members are accountable for promoting the 
values of honesty, creativity, humility, and curiosity, both within 
the team and in patient care.32 In this way, the team prioritizes and 
continually refines its own communication skills. In practice, this 
is achieved by sustained and deliberate strategies such as creating 
regular meeting times and scheduled interactions, having private 
space to interact, and providing support for face-to-face meetings. 
Such meetings include communication training, clinical care 
discussions, and team process, although there are separate meet-
ings for each area.45 Communication within the team is achieved 
through attention to team processes related to clinical care, team 
process in performing the work, and interpersonal interactions. 
With clear communication practices, a team can more effectively 
examine the collaboration of the team in all aspects of care: clini-
cal, educational, and administrative realms. It should be noted 
that team communication is always a work in progress and needs 
the team members’ focused attention.

Barriers to Nurse Communication
Communication barriers for nurses range from personal to edu-
cational and professional factors. Personal challenges include an 
individual’s personality, cultural norms, and fears.46 Shy or intro-
verted nurses may be uncomfortable asking too many questions as 
they feel they are being too inquisitive or intrusive. Another nurse 
may have been raised in a culture in which it is inappropriate to 
ask personal questions or probe certain topics such as advanced 
illness, death, and dying. Or perhaps asking patients and families 
any questions on uncomfortable topics may cause the nurse per-
sonal distress.

The issue of confident and competent nursing practice as well as 
comfort in being true to one’s own emotions brings its own chal-
lenge. In palliative nursing, the nature of the topics are inherently 
difficult, since they deal with diagnosis, advanced disease, dying, 
and death. A nurse may fear failure as a provider with any dis-
play of emotions in front of a patient, family, or other healthcare 
provider. In order to keep the facade of strength, the nurse may 
avoid any emotionally laden conversations. Finally, the nurse may 
have experienced a significant unresolved loss. This may make it 
impossible to attend for him or her to emotional laden issues or 
conversations such as loss, grief, death, or dying45 for fear they 
will evoke too much emotion.

Educational challenges in palliative nursing are significant. 
Little is known about communication in nursing or the unique ele-
ments of nursing communication, since the majority of research 
in healthcare communication has focused on physicians.46 This 
results in a lack of information that could promote excellence in 
nursing specific communication. Moreover, few schools of nursing 
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offer discrete skills in the care of seriously ill patients, let alone 
palliative care. Ironically, the result is that although nurses are 
essential care providers, they have had little exposure to death, 
dying, and communication.16,47 Finally, in the younger genera-
tion of nurses, communication occurs through social media, that 
is, through the written word via texting, e-mailing, tweeting, 
and chat forums. Given that there is no place even in the larger 
global community to practice verbal communication skills, many 
younger nurses have had little exposure to or practice with ver-
bal communication, resulting in discomfort. Moreover, many of 
these nurses have difficulty translating the rules of social media 
and technology into the professional realm of healthcare.

Professional issues result from inadequate nursing education 
and role ambiguity. With little to no preparation, nurses often 
learn palliative communication skills through trial and error 
with patient care, rather than by mentored leaning. Because of 
lack of experience, some nurses worry that they do not have 
the skill or correct verbiage to engage the patient and family 
in palliative care topics. Specifically, they may fear that bring-
ing up issues related to death and dying will cause too much 
emotional distress to the patient and family.45 Some nurses 
are concerned that talking about palliative issues will result in 
patient and family conf lict.32 The consequence is either that 
they learn on their own or they do “just-in-time” learning for a 
particular situation but do not have an overall concept of clini-
cal communication.

Within the professional role of nursing and healthcare, nurses 
may feel a lack of autonomy or authority within an organiza-
tion or a professional culture to talk about difficult issues.43 Even 
when nurses are comfortable communicating about palliative 
topics, they often feel marginalized or disempowered to have 
difficult conversations because only physicians are allowed to 
initiate these conversations in their setting.43 Being constrained 
by their colleagues or their institution means that nurses per-
ceive that initiating palliative care conversations with patients 
and/or families will cause discord with their colleagues.34 This 
leads to poor healthcare delivery since communication is vital 
to quality care.

Last, many nurses lack perspective about the importance of 
palliative care communication.34 Nurses may underestimate the 
importance of their role or decide that avoiding palliative commu-
nication is less labor intensive. Though communication is clearly 
embedded in nursing practice under the roles of clinical care, 
advocacy, and education, many nurses deliberately abdicate their 
important communication role. The result is a loss of the nurse’s 
potential engagement with patients on meaningful and necessary 
topics. But, more important, the patient receives inadequate care 
and support at the time he or she may need it most.

Nurses as Change Agents
Palliative nurse communication promotes better outcomes and 
higher patient family satisfaction.48 Moreover, it can promote 
quality of life through less aggressive care and improve bereave-
ment care for families. Many opportunities exist for skilled nurs-
ing communication to improve individual patient care as well 
as clinical care. Current efforts to improve nursing communica-
tion include education, role preparation, and cultural changes. 
End of Life Nursing Education Consortium (ELNEC) courses 

within an organization, either as a part of orientation or as ongo-
ing education, may be an effective method to improve nursing 
communication.

The first place to promote quality nursing communication is 
within nursing education. Many baccalaureate programs are filled 
with the essentials of biology, physiology, pathophysiology, and 
nursing skills. Few programs focus on communication or even use 
a communication skills lab. In addition, case studies focusing on 
necessary elements of communication in palliative care scenarios 
are uncommon for undergraduates. Nurses therefore have little 
opportunity to practice their communication skills until they 
start seeing patients. When they are assigned palliative patients 
in clinical rotations, the emphasis is on evaluating the nurse’s suc-
cess/performance with regard to clinical skills rather than their 
communication skills. Again, there is little experience in pallia-
tive communication. When nurses graduate, they may be in pre-
ceptorships or orientation partnerships. This may be the first time 
they have to deal with palliative patients and issues. Therefore, the 
value of nursing communication as a skill must be demonstrated 
through mentoring during entry of the novice or advanced begin-
ner into palliative nursing.49

Communication within the workplace sets an important tone. 
A culture of respect for all disciplines within the care team is 
paramount. Providing communication education empow-
ers nurses to actively participate in teams. Communication as 
part of orientation and ongoing education is important too. 
It allows the nurse to utilize communication as a therapeutic 
and essential aspect of palliative nursing. It promotes an open 
environment, thereby improving care. The result is more effec-
tive nursing communication as a whole, which positively affects 
nurse retention.25

An environment with skilled nurse communicators benefits 
patients as well. An organization that believes in advance care 
planning can promote early conversations to guide care. Nurses 
are empowered by education in advance care planning conversa-
tions as this is part of the nursing process. Nurses who encourage 
palliative conversations early in the disease trajectory ultimately 
promote patient autonomy, facilitating patients as full partners in 
their care by understanding their choices. Additionally, these con-
versations allow the formation of supportive relationships before 
advanced disease develops and enables proactive patient/family 
education.22

Conclusion
The basis of nursing is to protect, promote, and optimize health; pre-
vent illness and injury; and alleviate suffering.1,2 Communication 
is the foundation of palliative care and forms the basis of pal-
liative nursing. Through therapeutic presence and skilled com-
munication strategies, nurses establish strong nurse–patient 
relationships. Facilitative communication allows nurses to pro-
mote informed patient and family decision-making around their 
healthcare treatment options. The result is empowered patient and 
families as active participants in their care. Additionally, pallia-
tive care is by nature interdisciplinary, and nurses have a promi-
nent role in the collaborative care of patients. Team collaboration, 
along with skilled communication, enhances the quality of patient 
care. The nurse is essential in achieving this outcome through the 
art of caring, compassion, and communication.
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CHAPTER 9

Communication in Palliative 
Care Chaplaincy
George F. Handzo

Introduction
Now when Job’s three friends heard of all this evil that had come 
upon him, they came each from his own place … They made an 
appointment together to come to show him sympathy and comfort 
him. And when they saw him from a distance, they did not recog-
nize him. And they raised their voices and wept, and they tore their 
robes, and sprinkled dust on their heads toward heaven. And they 
sat with him on the ground seven days and seven nights, and no 
one spoke a word to him, for they saw that his suffering was great.  
Job 2:11–131

A Note on Terminology
While more formal definitions are proposed later in this chapter, 
for the purposes of parsimony the term “spirituality” is used here 
to include the domains called “religion” and “existential.”

Basics of Chaplaincy Communication 
in Palliative Care
Wittenberg-Lyles and colleagues have defined communication as 
“the mutual creation of meaning.”2 This definition fits palliative 
chaplaincy very well, as arguably the aim of professional health-
care chaplaincy is to help those the chaplain communicates with 
find and affirm meaning in their particular situation. Indeed, one 
of the best-known chaplaincy education and research organiza-
tions in the United States at one time had as its byline “Finding 
Meaning, Bringing Comfort.”

Finding meaning is particularly important in the context of suf-
fering of any kind. John Bowker wrote in his seminal book The 
Place of Suffering in the Religions of the World that suffering is the 
central challenge of all religions of the world, and the central chal-
lenge of any religion may be to help people find meaning in suffer-
ing.3 Rabbi Kushner is among many who have written books on 
the struggle to find meaning in suffering.4

Park and Folkman in their seminal theoretical paper on 
meaning-making posit several components with direct implica-
tions for communication in chaplaincy.5 They propose two lev-
els of meaning—global and situational. Global meanings include 
a person’s most basic values and beliefs about the way the world 
works. The authors particularly name religion as a global meaning 
system that helps deal with suffering and loss. Situational mean-
ing is given to some particular event such as a major illness or 

a death. When a person’s global and situational meaning are in 
conflict, dissonance occurs, which causes suffering. The major 
task of communication in healthcare chaplaincy is to help reduce 
a patient’s or family caregiver’s suffering by helping them reduce 
or eliminate the dissonance between the religious, spiritual, or 
existential aspects of their global meaning systems and the situ-
ational meaning they attribute to their current situation. Rabbi 
Kushner’s book was so popular largely because even the title 
expresses a basic dissonance between common global and situ-
ational meanings. Kushner’s God was omnipotent, all-knowing 
and totally beneficent, and yet Kushner’s young son died from a 
terrible degenerative disease that caused tremendous suffering.

Mrs. S. was a young mother with strong conservative Christian 
beliefs including, like Kushner, that God would protect those who 
believed in him and keep them from harm. She dealt with the fact 
that her 4-year-old son had cancer by continuing to believe that 
God would cure him eventually and that the suffering she and her 
son were enduring was a test from God of their faith. Eventually 
the healthcare team told Mrs. S. that her son was going to die and 
had only days or weeks to live. Despite this communication, Mrs. 
S. was still adamant that a miracle cure would happen. Alarmed 
by what they feared would be Mrs. S’s reaction when her son died, 
the chaplain was called. Consistent with good chaplaincy practice, 
the chaplain listened to her, affirmed the strength of her faith, and 
did not try to convince her that she was wrong. He continued to 
visit and build a relationship of trust and respect.

One morning, the healthcare team again called the chaplain 
with the news that Mrs. S had suddenly gone from being very 
anxious to seemingly at peace. When the chaplain visited her, she 
explained her changed mood.

“I realized that I have really been very selfish in trying to hang 
on to my son. I now realize God clearly has other plans for my son 
that are beyond my ability to know. I just need to trust that God 
plans are the best plans.”

Indeed, Mrs. S, absent the necessity of defending her faith or 
feeling that her beliefs were not respected, was able to, in that 
space, find a way to reconcile the situational meaning of her son’s 
impending death with her global meaning system, which included 
a foundational belief in the goodness of her God.

Wittenberg-Lyles and colleagues also make the point that every 
communication has two levels—the content or task level and 
the relationship level. They roughly equate the verbal part of the 
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communication to the content and the nonverbal to the relation-
ship.2 In that dyad, one might describe chaplaincy and spiritual 
care in general as primarily about relationship-building and very 
little about content.6 Healthcare chaplains often talk about their 
central or foundational “task” being active listening or presence 
and responding in ways that clearly put the patient in control of 
the conversation.7 In one study in which chaplains self-reported 
their interventions with hospitalized patients, 70% of the inter-
ventions were characterized as either “emotional enabling” or 
“empathetic listening.”8 Massey and colleagues developed the first 
evidence-informed taxonomy for what chaplains do and found 
that most of the interventions they identified had to do with ask-
ing, assisting, and facilitating.9 Those that related to “providing” 
were mostly religious in nature, such as providing religious items. 
The goal of chaplaincy communication is to create a relationship 
within which patients or family members feel free to find their 
own meaning, discover their own interior and exterior resources, 
and feel safe to explore topics and feelings that they have hereto-
fore avoided. This strategy is consistent with the need to reconcile 
levels of meaning as described by Park and Folkman. It is also 
consistent with the patient- and family-centered approach of pal-
liative care, which emphases listening to the patients’ and family 
members’ values and beliefs and then helping them to incorporate 
those values and beliefs into the patient’s care plan.

Complementary to this approach is the prohibition in the pro-
fessional chaplains’ Code of Ethics in North America against 
proselytizing or otherwise imposing one’s beliefs on those with 
whom the chaplain communicates.10 Again, this is in line with 
the chaplain helping patients or family members find their own 
beliefs rather than telling them what they should believe or even 
what they might consider believing. This prohibition emerges 
both from this patient-centered stance and from the realization 
of the power differential between patient and healthcare provider. 
This power disparity is often emphasized if the chaplain is a cler-
gyperson of the patient’s faith tradition.

It should be noted here that the term “chaplain” itself actually 
encompasses at least two distinct groups of practitioners within 
healthcare. The primary group normally participating on pallia-
tive care teams is the chaplain who serves all patients on a given 
team or nursing unit regardless of their faith affiliation or lack 
of it. This person’s job generally might be described as helping 
patients and family members discover and use their own spiri-
tual and religious resources in the service of their healing or cop-
ing. They are sometimes also called “multifaith” chaplains or 
“interfaith” chaplains to underline that they do not serve patients 
of only one denomination. The second group is generally clergy 
appointed by local faith communities to serve patients of that 
denomination. Their focus is largely or completely centered on 
helping their coreligionists use the values, beliefs, and rituals of 
the particular tradition. Their communication tends to include 
language and meanings unique to that tradition. Since the prac-
tice of communication in palliative chaplaincy is largely built on 
the multifaith chaplain model, that is the role that is discussed in 
the rest of this chapter.

A somewhat stylized example of these two dynamics in chap-
laincy care often plays out as follows:

Patient: Chaplain, I’ve been wondering why I got cancer. I’m a good 
person and I take care of myself.

Chaplain: Are you thinking this doesn’t seem right?

Patient: Yeah, something like that.
Chaplain: Uh, huh. (Silence)
Patient: Well, maybe there are some things in the world that God 

doesn’t control for some reason we don’t understand.
Chaplain: Maybe so.
Patient: Well, I guess I need to think about this further.
Chaplain: Sounds good. I’ll look forward to hearing your thoughts.

Communicating About Spirituality/Religion
While chaplains talk to patients and their caregivers about a vari-
ety of topics, their unique contribution is to talk to them about 
spiritual/religious/existential concerns.11 This is a singular chal-
lenge from a communication point of view. Religion and spiritual-
ity are often talked about in a language other than the language of 
science, which is the native tongue of all of the other disciplines 
in palliative care.12

For example, members of a healthcare team were becoming 
frustrated with a patient’s family because they did not seem to be 
hearing or accepting the communication that their mother was 
going to die. They responded that they trusted that God was going 
to “heal” her. A  conversation and assessment by the chaplain 
determined that the family did understand the team’s communi-
cation very well and understood that the team might be correct. 
However, whereas the healthcare team assumed the family was 
using “healing” purely in a physical sense, the family, while not 
giving up on that possibility, were also hoping for “healing” in a 
spiritual or existential sense as their mother passed from this life 
to what they believed would be the next life.

Spirituality is often spoken of in the language of story or poetry 
or expressed in a nonverbal art form. Thus it is not unusual for 
chaplains to sing with patients or to sit with them in silence. 
Compassion has been seen as a spiritual intervention with both 
verbal and nonverbal components.13 Spirituality is experienced as 
much as it is talked about. Yet spirituality is important to patients, 
and they want to talk about it with their caregivers.14,15

Research indicates patients’ demand for spiritual care is high 
and increasing. One study found that 88% of patients in a pal-
liative care unit with end-stage cancer expressed the desire to 
work with a chaplain.16 The study also found that roughly 50% of 
patients indicated that they would like the chaplain to provide a 
sense of “presence,” listen to them, visit with them, or accompany 
them on their spiritual journey in the context of illness.

Increasing research in the field of spiritual struggle indicates its 
importance and prevalence during times of stress such as illness.17 
Ai and colleagues found strong evidence for a link between spiri-
tual struggle and poor health outcomes.18,19 Conversely, Balboni 
and colleagues found that when patient’s spiritual needs are met 
in the context of advanced cancer, the patients are less likely to die 
in an intensive care unit (ICU) and likely to spend more time in 
hospice.20 Another study reported that 41% of inpatients desired 
a discussion of religion/spirituality concerns while hospitalized, 
but only half of those reported having such a discussion.21 Having 
the discussion was positively correlated with patient satisfaction.

Healthcare team members are called upon to assess spiritual 
need but do not know how to begin the conversation.22 They are 
accustomed to providing answers or at least reassurance, rather 
than allowing for the issues to unfold in the relationship.23,24 The 
difference between the language of science and the language of 
spirituality—often coupled with the lack of realization on either 
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the staff’s or the patient’s part that they are speaking, at least in 
part, different languages—makes communication around spiri-
tual issues difficult.

Integration of spiritual and medical language is a communica-
tion problem on multiple levels. Much of the terminology, including 
the word “spiritual,” does not have widely accepted definitions even 
among chaplains. Communicating can also entail having multiple 
goals.25 Communication involving faith can include the purpose of 
communicating with a God or Higher Power, the purpose of com-
municating with a faith community, and the purpose of reinforcing 
for oneself one’s own faith and belief, and reflection on these pur-
poses can occur at the same time. As already illustrated with the case 
above, communication can be informed by a worldview grounded in 
foundational meanings and can be based on the “truths” of scientific 
research or the “truths” of faith. These worldviews then influence 
situational meanings and thus the ways people communicate about 
those situations. As an example, the scientific worldview might be 
concerned about whether it is acceptable to pray for healing in the 
context of a fatal illness.26 The faith-based worldview would never 
be concerned with that question, because faith holds that healing is 
always possible. A final difficulty for the healthcare team can be the 
reality that faith can be negative and punitive of self or others and an 
impediment to participation in the treatment process.27

The Emergence of Chaplaincy as a Profession
In most of the English-speaking world and elsewhere, chaplaincy 
is emerging as the profession best fit to take the lead in providing 
for the spiritual dimension, of care.28,29,30 One conceptualization 
of modern healthcare chaplaincy is that the chaplains are able and 
willing to be the spiritual care lead on the palliative care team. 
They are trained to help patients and families of any faith or no 
faith deal with issues within the spiritual domain of care. As dis-
cussed, the professional chaplain achieves this goal by focusing 
on helping the patient or family member discover his or her own 
spiritual resources and assist with utilizing those resources. While 
Job’s friends eventually gave in and tried to “help” by providing an 
answer, their initial instinct was to just be with Job in silence and 
let him express his suffering; this is what a professional chaplain 
today would try to do.

In the process of professionalization, healthcare chaplaincy in 
North America has acquired more of the hallmarks of a profes-
sion, including credentials for certification, a code of ethics, and 
standards of practice.31 There has recently been much debate in 
the field about the advisability or even the possibility of build-
ing an evidence base for chaplaincy communication, with some 
arguing that building evidence and systematically improving the 
quality of chaplaincy communication is necessary for its status as 
a profession and will help patients32,33,34 and others raising the 
danger that this process will rob spiritual care of an essence that 
enables it to provide the benefit it does.35

Chaplaincy has developed its own training model focused 
around communication issues, including reflective listening 
and creating space for patients to express themselves safely and 
find their own meaning and comfort. This method, called “clini-
cal pastoral education,” is described in depth in Chapter  37. 
Although many of these issues are not characterized this way in 
chaplaincy circles, they involve such issues as the chaplain being 
primarily a receiver rather than a sender of communication as 

Wittenberg-Lyles has described. Self-disclosure is generally mini-
mized in favor of having patients or family members talk about 
themselves. Likewise, advice-giving or teaching is minimized 
unless specifically requested. The discipline of when to keep silent 
is also important.36 Students also concentrate on understanding 
and minimizing the ways their styles of communicating actually 
impede communication between themselves and the patient.

Although Afifi’s precise categories are not generally named 
in chaplaincy training, most of the same concepts apply.37 For 
instance, touch is a very important and often difficult to negotiate 
nonverbal communication technique. On the one hand, chaplains 
recognize the power of touch. In some traditions it is believed that 
“laying on of hands” has the power to heal or to literally transmit 
healing energy. On the other hand, in some cultures touching, 
especially between sexes, is highly restricted and could be offen-
sive. Likewise, space, especially between people, is highly culture 
sensitive, and chaplains are taught to approach people with cau-
tion and remain aware of their apparent comfort level regarding 
the distance between them. Normal chaplaincy practice is to be 
at eye level with the patient, which, if the patient is lying down in 
bed, means sitting or kneeling if necessary. Chaplains are taught 
to be aware of the power differential between themselves and the 
patient so not to add to what is unavoidable in that regard. Clothing 
or uniform is also important. Wearing clothing associated with 
one’s faith group, such as the collar of a Christian clergyperson, on 
the one hand helps communicate to the patient who the visitor is. 
On the other hand, the collar can be a barrier to communication 
between the chaplain and non-Christians. Some Jewish female 
chaplains wear a yarmulke at all times. While this is a non-issue 
for almost all patients, it can be highly offensive to observant Jews, 
as only men are supposed to wear a yarmulke in that tradition. 
Finally, while chaplains need to obey all infectious disease restric-
tions, they must be very aware of the barriers to communication 
imposed by artifacts like masks, gowns, and gloves.

The Problem of Definition
DeVries and colleagues have described some of the problems with 
definition in chaplaincy that make communication difficult.38 
They point out that since chaplaincy is not yet fully regarded as 
a profession, others are free to define who can use the title and 
also what those people can do. It is then very difficult for those 
to whom chaplains relate, whether they be patients, family mem-
bers, or members of other disciplines, to know precisely what a 
chaplain is. VandeCreek also points out the problems related to 
a lack of a definition of spiritual care and how definitions shared 
with hospital administrators, clinicians (especially nurses), and 
patients can affect the contributions that chaplains can make.39 
The Association of Professional Chaplains in the United States has 
taken several steps to improve this situation, including defining a 
set of qualifications for being called a “Board-Certified Chaplain” 
and defining several sets of Standards of Practice, each tailored to 
a different care setting.40

Most of the definitions are aimed at clearly differentiating terms 
that are often confused or used interchangeably such as “religion” 
and “spirituality” or “spiritual care,” “chaplaincy care,” and “pas-
toral care.” Definitions that now have gained some acceptance in 
the field are summarized in Table 9.1. Figure 9.1 is a graphic repre-
sentation of the relationships between a number of these concepts.
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The Problem of Scope
Since a clear description of what chaplains do is lacking and the 
term poorly defined, even by chaplains, there is much room for mis-
communication about the scope of chaplains.41 Patients and fami-
lies often perceive chaplains as presiding over end-of-life situations 
and thus may be very concerned if a chaplain visits unannounced. 
When chaplains do try to communicate about what they do, they 
often use jargon such as “being present” and “being with the patient 
where they are,” which sometimes confuses patients, families, or 
other staff. Especially in the environment in which productivity 
and adding value are so important, chaplains often do not commu-
nicate well what they produce. Many chaplains are trying to reduce 
the perception that they deal only with religious issues by using the 
term “spiritual care” more often. However, again, without defining 

“spiritual care,” this shift is not clear and actually may communi-
cate to people who want “religious services” that this is not what 
chaplains do.42 The matter is made worse by the fact that very rarely 
do any two chaplains, even within the same institution, define what 
they do in the same words. This variation in communication means 
that staff may get used to one chaplain and understand what he or 
she does, but the next one may do things differently, possibly in a 
way not to their liking.

Finally, even if chaplains as a profession come to a common 
understanding of what they do, they must translate that into the 
medical language of the team and use medical processes. For 
instance, most members of the medical team use diagnostic ter-
minology to describe what is going on with the patient and com-
municate about the treatment plan. Chaplains have resisted this 
“medicalizing” of what they do, but one list has been developed 
by the National Comprehensive Cancer Network (NCCN) in the 
United States. “Diagnoses” include guilt, hopelessness, grief, con-
cerns about death and afterlife, conflicted or challenged belief sys-
tem, loss of faith/doubts, concerns about meaning/purpose in life, 
concerns about relationship to deity, conflict between religious 
beliefs and recommended treatment, and conflict with/loss of 
religious community.43

The lack of specificity of role has opened the door for conflicts 
with other disciplines such as social work.44 However, all pallia-
tive care models include spiritual care and have begun to work 
toward a better definition of chaplains’ scope of practice and 
how that relates to the roles of other disciplines.12,43 Leveraging 
the generalist-specialist model generally used in healthcare, the 
professional chaplain’s role is to be the spiritual care specialist on 
the team, with all other members of the team being spiritual care 
generalists. Thus all members of the team would be expected to 
communicate with patients and family members about spiritual 
issues at some level, but they would refer to the chaplain for more 
complex issues.

There is no accepted taxonomy of chaplaincy interventions 
with patients and families especially as tied to assessments and 
outcomes. In the United States, Peery has proposed an exten-
sive list that covers the scope of what chaplains do focusing on 
interventions that rely on relationships such as “facilitating” and 
“enabling.”45 A large sample gathered in New York City of chap-
lain’s self-reported interventions generally confirmed this list.9 
Massey and colleagues in the Chicago area involved almost 60 
chaplains in developing and testing for validity a list of what chap-
lains do focusing on the ICU.10 The list was divided into effects, 
methods, and interventions. Again, most of the effects could be 
characterized as the products of relationships such as “helping 
someone feel comforted” and “lessening the feelings of isolation.” 
Many of the interventions chaplains do to achieve these effects fall 
under the general rubric of reflective listening and emotional sup-
port. However, Piderman and colleagues at Mayo Clinic studied 
a highly religious population and found that the two major rea-
sons patients there wanted chaplains to visit were to “remind me 
of God’s care and presence” and “provide support for family and 
friends.” This is quite a different finding than the other studies.46

Internationally, a list produced in England is much more 
task-oriented in that it includes many more activities focused on 
the delivery of religious services.35 This finding may reflect the 
chaplaincy system in the United Kingdom, which is still much 
more denominational than it is multifaith focused. Showing the 

Community

Health Care

Emotional
Care

Spiritual Care

Chaplaincy
Care

Pastoral
Care

Figure 9.1 Relationship of spiritual care concepts
Developed by David Fleenor, BCC, and George Handzo, BCC.

Table 9.1 Definitions

Religion An organized system of beliefs, practices, rituals, and 
symbols designated (a) to facilitate closeness to the sacred or 
transcendent (God, higher power, or ultimate truth/reality) 
and (b) to foster understanding of one’s relationship and 
responsibility to others living in a community65

International 
defintion of 
spirituality

A dynamic and intrinsic aspect of humanity through which 
persons seek ultimate meaning, purpose, and transcendence 
and experience relationship to self, family, others, community, 
society, nature, and the significant or sacred66

Spiritual 
Care

That care which recognizes and responds to the needs of the 
human spirit when faced with trauma, ill health, or sadness 
and can include the need for meaning, for self-worth, to 
express oneself, for faith support, perhaps for rites, prayer, or 
sacrament, or simply for a sensitive listener67

Chaplaincy 
Care

Care provided by a board-certified chaplain or by a student in 
an accredited clinical pastoral education program68

Pastoral Care Now understood as a term that comes out of the Christian 
tradition and generally describes the care given by a faith 
leader to members of his or her community69.

Spiritual 
Assessment

A more extensive (in-depth, ongoing) process of active 
listening to a patient’s story as it unfolds in a relationship 
with a professional chaplain and summarizing the needs and 
resources that emerge in that process70
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variation by country, surveys of cancer patients in Israel reveal 
that those who use chaplaincy services focus on spiritual inter-
ventions such as meditation and request religious services much 
less often than in the United States or United Kingdom.47 Kelly 
and colleagues in Scotland have leveraged the power of listening 
by placing chaplains in community clinics to do “Community 
Chaplaincy Listening.”48 Research on this intervention is ongo-
ing, but results to date seem to indicate that patient and physician 
satisfaction is high, which is notable given the very secular nature 
of the country; some tangible results may be fewer physician vis-
its and a reduction in need for anxiety medication. The project 
also demonstrates the usefulness of this kind of intervention in 
the outpatient setting, as has been shown elsewhere in a palliative 
care setting.49

Professional chaplains do not generally engage in teaching 
patients about belief unless the patient specifically asks for it. Any 
intervention a chaplain would make under the broad category of 
counseling is, likewise, focused on helping the patients and fam-
ily members come to their own understandings and conclusions, 
rather than giving them answers.

The chaplain’s skill in communication and emphasis on listen-
ing and nonjudgmental presence comes into play when helping 
patients and caregivers deal with spiritual distress. The chaplain’s 
primary goal in these situations is to help patients find their own 
meaning and discover their own resources through listening to 
and reflecting on their individual life story. The chaplain might 
use appropriate readings or music to assist in this process. For 
patients who would like ongoing counseling, the chaplain might 
refer to community resources such as community clergy, pastoral 
counselors, or spiritual directors.

All chaplains are also trained in religious interventions. These 
fall into two categories. The first type of intervention is those 
that the chaplain performs as a clergyperson with a person of 
his or her own faith group. In this case, the chaplain operates as 
a clergyperson of that faith group. The second type of interven-
tion does not necessarily require the chaplain and the patient to 
be of the same faith group. For instance, professional chaplains 
are trained to pray with people of any faith. They can often read 
from the patient’s sacred texts or help the patient find music or 
other spiritual resources. Chaplains occasionally officiate at wed-
dings and funerals—sometimes for patients of their own faith and 
sometimes not. The relationship issue is also apparent here in that 
families often choose a chaplain of another faith to do a funeral 
for a loved one. This is often the result of a close relationship they 
perceive the chaplain to have had with the patient or the fact that 
it was the chaplain who was present with them when their loved 
one died and immediately after.50

Emerging Best Practice
One of the major changes in professional healthcare chaplaincy 
is the issue of outcomes and accountability. Since chaplaincy has 
been about relationships as opposed to tasks, it has been diffi-
cult to talk about what outcomes might be important. However, 
without specific outcomes, chaplains cannot communicate what 
they produce to the healthcare team. In response, Lucas posited 
a model now called Outcome-Oriented Chaplaincy in which the 
patient is actively engaged in deciding outcomes and determining 
to what extent those outcomes are met.51,53 Thus communication 

between the chaplain and the patient on the issue of outcomes is 
essential. In this emerging system, relationships are means to gen-
erate outcomes that align with the rest of the care plan.

Another change has been the focus on spiritual distress and 
spiritual needs rather than simply on the desire of a patient to 
talk to a chaplain. This change also is related to outcomes and 
accountability focused on meeting spiritual need and reducing 
spiritual distress. This shift is facilitated by the documentation 
of the self-reported spiritual distress, which has exceeded 90% in 
at least one sample,17 and of the interconnectedness of spiritual-
ity as a part of the lives of many patients, especially near the end 
of life.52 Gaudette has documented a relationship of anxiety to 
spiritual distress in palliative care patients.53 Part of the problem 
remaining for documentation of outcomes is that while “spiritual/
religious practices” are high on the list of spiritual needs, the two 
most mentioned needs were “love and belonging” and “meaning 
and purpose,” which are very hard to measure as outcomes.54 They 
do, however, reinforce the basic relational nature of chaplaincy.

This focus on spiritual needs and spiritual distress has also 
placed an emphasis on screening for spiritual distress and includ-
ing spiritual issues in a patient’s complete history. Both spiri-
tual screening and history tools have focused on discovering the 
importance of spirituality for the patient and to what extent spiri-
tual coping is helping the patient at that moment.15,55 The goal is 
to help those who need assistance receive it as soon as possible.

The issue of documentation raises the issue of confidentiality. 
Some chaplains do not chart their conversations with the patient 
because they say these are “protected” by clergyperson confiden-
tiality, and therefore they cannot document anything they learn 
from the patient. Historically, “clergy confidentiality” refers to 
the information that someone seeking forgiveness shares with a 
clergyperson within the context of ritual confession. It has also 
often been understood as part of a pastoral relationship in which 
someone seeks religious counsel from his or her community’s 
leader in the areas of marriage or child-rearing. While every US 
state has different understandings of what “clergy–communicant” 
confidentiality is and how it is to be determined and protected, it 
is typically applicable to religious community relationships when 
a clergy/religious leader is employed by the congregation/syna-
gogue/temple and serving in the role as pastor, rabbi, priest, and 
so on. Thus it is much different than most conversations between 
a patient and a healthcare chaplain.

Nevertheless, many patients and chaplains do not understand 
the difference between confidential clergy communication and 
normal communication with a chaplain and expect a higher level 
of confidentiality from the chaplain than they expect from other 
members of the healthcare team. Further, many chaplains are not 
trained in how to document conversations and do not understand 
what information is included or, more important, what informa-
tion should be left out. For example, the chaplain may not under-
stand that, while it might be helpful to document that the patient 
had a conversation with the chaplain about past events that the 
patient considered sinful, it would generally be not only improper 
but useless to document the nature of that sinfulness.

One way to negotiate what really is a potential problem for 
patients is to bring the patient into the decision-making process of 
what information should be documented and what should be left 
out. A chaplain might seek the patient’s permission to document 
in the following way.
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Chaplain (to patient): Mrs. S, we have talked about a lot issues 
in this visit that seem very important to you, including issues 
that are important to you as you make decisions about your 
care. I think that the other people caring for you on this health-
care team would very much like to know about these issues so 
they can also take them into account and respect them as they 
discuss your care with you. It would help if I could write about 
these issues in your medical record so the other members of the 
team could read about them. I assure you that only those actu-
ally taking care of you will read this material. Would it be okay 
if I did that?

Chaplain as Member of the Healthcare Team
Healthcare, especially in palliative care, is becoming transdisci-
plinary, which means that all members of the team will be trained 
to participate in the patient’s care across all domains. In particu-
lar, all caregivers will have a role in spiritual care. As previously 
stated, the chaplain is the spiritual care specialist on the team, and 
all others are spiritual care generalists.

The importance of the generalist role in making referrals to 
chaplains has been highlighted by Fitchett and colleagues, who 
found that those who have the greatest spiritual need are the least 
likely to request a chaplain.56 Grossoehme describes nurses and 
chaplains as collaborators in the delivery of spiritual care, with 
chaplains helping nurses to more fully succeed in their role.57

The chaplain as spiritual care specialist has several distinct roles 
on the team; perhaps the most important is the chaplain’s role as 
subject matter expert. Other disciplines, especially nursing, have 
communication with patients around spiritual issues such as for-
giveness but often have no particular training in how to deal with 
this material.58 Chaplains can help other disciplines build skill 
and confidence in spiritual communication.

Another component of communication with patients and fami-
lies involves understanding the family’s culture that guide spiri-
tual beliefs and practices. In the United States, the chaplain is 
often regarded as the “culture broker” on the team.59 As the cul-
ture broker, the chaplain assists the patient, family, and health-
care team navigate any cultural, ethnic, or religious issues that 
may hinder communication between and among them. They can 
also assist the institution and staff in becoming more friendly and 
accommodating to patients, family members, and staff from vari-
ous cultures in the community. Because chaplains are experts in 
helping people identify and articulate their beliefs, they can also 
aid healthcare team members in accommodating those beliefs and 
various cultural practices. It is also part of the chaplain’s role to 
be aware of and in relationship with the religious resources in the 
community, which can be called on as needed.

One specific area of care that often involves both teaching staff 
and dealing with cultural issues falls in the broad category of ethi-
cal issues. These also could be considered to fall within the NCCN 
diagnosis of “conflict between religious beliefs and recommended 
treatment.” Sometimes this conflict between the healthcare team 
and the patient/family is caused by miscommunication or incom-
plete communication—especially when bad news is involved. 
In some of these situations, the chaplain can be the translator 
between medical language and lay language. The chaplain can 
help the patient process bad news both cognitively and emotion-
ally so that conflicts are not based on misunderstandings or lack 
of understanding of the information being communicated.

Because chaplains are seen as religious people, patients may feel 
they are more neutral or trustworthy than others on the healthcare 
team. One particular opportunity for this chaplain role can be in 
helping facilitate family meetings. The chaplain may be, especially 
for the family in which religion is important, the most appropriate 
facilitator for the meeting. Another opportunity arises when there 
is a conflict between what the healthcare team perceives as the 
best interests of the patient or even the expressed interests of the 
patient and the expressed wishes of the family.60 An underutilized 
role of the chaplain is as communication facilitator between faith 
communities/institutions and his or her healthcare colleagues. 
This can lead to improved relationships between religious institu-
tions and healthcare institutions. A particular service that would 
benefit both congregations and hospitals would involve the chap-
lain conducting events that help members understand and start 
to think about advance directives and other treatment decision 
issues.61

A particular instance of conflict between the team and the fam-
ily occurs when the family wants to continue treatment in hopes 
of a miracle in the face of the healthcare team’s clearly communi-
cated recommendation that all aggressive treatment be discontin-
ued. This situation often requires extreme sensitivity to keep the 
family’s trust while helping them come to terms with the certainty 
of their loved one’s death. As part of this strategy, Hess has posited 
a collaborative model of divine intervention that can be useful, as 
God is seen working both through faith and through medicine.62 
Cooper has posited the AMEN model (Affirm, Meet, Educate, No 
matter what), which also partners with the patient toward a solu-
tion rather than risking creating an adversarial relationship.63 In 
both cases, the chaplain’s skill in relationship-building and help-
ing families work through their values and beliefs may be critical.

It is also important to recognize barriers to this kind of chap-
lain role. One study found that the major barrier identified by staff 
is training.23 Thus the role of the chaplain as trainer is critical. 
There also can be issues with power dynamics and trust stemming 
from the perception that chaplains are not clinically trained as are 
those in other disciplines. While this differentiation is less true 
than previously, the chaplains often are not proficient in speaking 
or understanding medical language. Chaplains need to speak both 
“medical” and “spiritual.”

Finally, chaplains are unique on the team in that it is not only 
permitted but encouraged for them to provide professional care 
within their scope of practice to other members of their team. This 
puts chaplains in something of a dual role in relationship to the 
rest of their team that has to be carefully negotiated but also rec-
ognizes that spirituality is a major support for many staff as well 
as for many patients and family members.64

Conclusion
Communication is foundational to professional healthcare chap-
laincy and essential for building a trusting relationship between 
the chaplain and the patient or family caregiver. Unlike other dis-
ciplines or even community clergy, the healthcare chaplain is pri-
marily a listener rather than an information provider. The goal is 
for patients to discover their own spiritual and religious resources 
and utilize them in the service of their healing. In the process, the 
chaplain can facilitate communication between the patient/family 
and the team on care planning and other issues.
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Introduction
The practice of palliative care is emerging as a critical component 
in contemporary healthcare, which increasingly seeks to address 
patients’ quality of life issues concurrently with management of 
medical or physical symptoms.1 Originally viewed as relevant 
primarily in treating suffering at the end of life, palliative care is 
now increasingly viewed as encompassing a broader continuum 
in the treatment of chronic and progressive illnesses. This expan-
sion beyond the end-of-life phase appears to be partially fueled 
by changing demographic trends, including a rising older popu-
lation with chronic health conditions that necessitate increased 
palliative care services. Further, advances in modern medicine 
have increased the timeframe from onset of a progressive health 
condition to death with a course that is often punctuated by epi-
sodes of acute illness and partial recovery, requiring palliative 
care interventions.2

Within this evolving context, the World Health Organization 
(WHO) revised its original definition of palliative care to:  “the 
active total care of patients whose disease is not responsive to 
curative treatment. Control of pain, of other symptoms, and of 
psychological, social, and spiritual problems is paramount. The 
goal of palliative care is achievement of the best quality of life for 
patients and their families.”3 Such a definition, with its focus on 
symptom reduction and optimal quality of life, invites contribu-
tions from a range of healthcare disciplines, including psycholo-
gists. Traditionally, physicians, nurses, social workers, and the 
clergy have been members of the interdisciplinary palliative care 
team in a typical hospice setting, while psychologists often pro-
vided concurrent care to the same patient population from differ-
ent settings.

Psychologists are trained and involved in the provision of 
interventions to individuals with chronic medical illnesses such 
as heart disease, AIDS, cancer, dementia, and chronic pain.4 The 
recent expansion of palliative care presents exciting opportuni-
ties for contributions from psychologists who are already skilled 
in addressing many of the psychological challenges encountered 
by patients with progressive, debilitating disease. In 2008, the 
National Consensus Project for Quality Palliative Care updated 
quality care guidelines to include psychological and psychiatric 
aspects of care for optimal quality of life outcomes. The guidelines 

recommend assessment and treatment of psychological reactions 
such as stress, anticipatory grieving, and poor coping, as well as 
psychiatric diagnoses such as depression, anxiety, and delirium, 
based on the goals and needs of the patient.5 Psychologists, by 
training, are poised to work within the interdisciplinary team to 
meet these essential aspects of quality palliative care.

Psychologists in the palliative setting work with the patient, 
the family, and the interdisciplinary team to mitigate psycho-
logical factors that elicit suffering or interfere with medical 
therapies and aim to facilitate coping and improve symptom 
management. This approach is distinct from psychologists 
in a primary care setting where the focus is behavioral pre-
vention or management of disease, or the mental health set-
ting in which the focus is long-term treatment for psychiatric 
disorders.6 In the palliative care setting a psychologist does 
not typically provide treatment with the intent of “curing” or 
resolving the psychiatric condition; instead treatment is under-
taken for other purposes, such as improving treatment  adher-
ence, facilitating sound decision-making around treatment  
choices, assisting the interdisciplinary team with behavioral man-
agement, and reducing psychosocial complications that could 
prolong hospitalization.

A key component of the psychologist’s role in a palliative care 
program is that of a contributing member to the larger interdis-
ciplinary team focused on shared palliative care goals for the 
patient and family.7 As a member of the interdisciplinary team, 
psychologists have both unique and overlapping functions with 
other members who may also provide psychosocial support and 
interventions, although perhaps under different circumstances 
and with a different focus.8,9

Although psychologists may have some roles and skill sets that 
overlap with other team members, they also bring specialized 
knowledge and expertise in psychological constructs and theo-
retical frameworks that view the patient as an interactive member 
of larger systems (e.g., family, community, and the healthcare sys-
tems, etc.).10,11 The patient is understood as having the capacity 
to both influence and be influenced by the various dynamics in 
his or her internal or external environment but also as in need of 
assistance to realize the various options. With this background, 
the psychologist’s role extends beyond assessment and treatment 
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of the patient to include educating team members on how best to 
understand and manage the patient’s manifestation of psychologi-
cal and behavioral difficulties.10,11

The key roles a palliative care psychologist contributes to the 
interdisciplinary team are

1. To conduct comprehensive assessments of the patient and 
family.

2. To provide targeted short-term treatment to address specific 
concerns of relevance in a palliative care setting.

3. To provide education and support to the patient’s family or car-
egivers congruent with the palliative care goals.

4. To contribute to the optimal functioning of the interdiscipli-
nary care team, which may involve communication, education, 
support, and facilitation of self-care.

Key Role #1: Provision  
of Assessment Services
Assessment Aims
Psychologists typically conduct assessments after another mem-
ber of the interdisciplinary team (e.g., physician, social worker, 
etc.) has identified concerns about the patient’s psychosocial 
health. The initial assessment focuses on identifying the patient’s 
primary biological, psychological, and social concerns and detail-
ing the associated symptoms, duration, and situational factors 
that contribute to the difficulties that have been identified by the 
palliative care team. Such descriptive information leads to diag-
nostic clarifications, including differentiation between normal 
responses to stressors that may improve with limited intervention 
versus meeting criteria for psychiatric conditions that warrant 
more intense treatment approaches.10–12

Patients with complex presenting problems require the psy-
chologist’s assessment to be comprehensive enough to pinpoint 
the underlying beliefs, conflicts, and dynamics driving the dis-
tress and other symptoms that the patient outwardly expresses to 
the world. The assessment must also remain sufficiently focused 
on specific problems in order to formulate interventions that are 
targeted and relevant to the patient’s current health status.

Among the myriad of troubling biopsychosocial factors that may 
be revealed via the comprehensive assessment, the psychologist 
needs to identify and prioritize which specific problems may be a 
target for intervention while the patient is under the care of the pal-
liative team. In the course of this determination, the psychologist 
will consider programmatic and interdisciplinary team objectives so 
that treatment goals are aligned and synergistic with interventions 
from other team members. Further, in assessing patients referred 
by other members of the palliative care team, the psychologist may 
need to periodically assess team expectations of his or her role with 
the patient, as it may be necessary to address any unrealistic expec-
tations such as desiring a previously antagonistic patient to become 
the “model” participant after short-term psychological intervention.

Assessment Approaches
Assessment may involve a combination of interview and self-
report questionnaires. Psychological assessment that is intended 
as systematic or routine screening of a large number of patients 

generally employs validated questionnaires with previously 
established “cut-off” scores or key items that serve as “red flags” 
to signal further assessment.13,14 In contrast, the comprehensive 
assessment of a patient conducted by a psychologist is conducted 
as part of an interpersonal interview process that is also intended 
to establish a therapeutic relationship with the patient.

The comprehensive assessment may require more than one 
provider–patient visit and may also involve communication with 
the patient’s family or primary caregiver. In the case of young chil-
dren, the very sick, disabled, or elderly, the psychologist’s primary 
source of information is often someone other than the patient. In 
addition, while the patient’s well-being is always of central impor-
tance, psychologists may also assess the needs and coping abilities 
of primary caregivers in order to understand how their function-
ing may impact the patient’s adjustment. Depending on the rea-
sons for referring the patient for psychological assessment, the 
psychologist may also consider bedside nurses or other healthcare 
providers as sources of information to understand the specific 
triggers that might be exacerbating the patient’s difficulties.

Psychologists may incorporate a more extensive psychometric 
approach in situations requiring integration of objective data that 
can be compared against population norms, such as in evaluat-
ing neurocognitive dysfunction, comparing a patient’s symptoms 
or functional status to specific patient populations, or decipher-
ing personality and behavioral traits to estimate the patient’s 
risk for psychosocial complications such as noncompliance with 
complex medical regimens, and so on. In the cancer setting, in 
which screening for psychosocial distress is now considered the 
sixth vital sign in patient assessment, preliminary data suggests 
it is feasible to detect interval changes in distress among end-of-
life patients with standardized screenings.15 Measuring interval 
changes using psychometric tools was thought to be more infor-
mative than relying on a distress level obtained from a single 
assessment.16 Psychologists are versed in the tradition of behav-
ioral measurement and consider issues such as the measure’s 
validity, reliability, sensitivity, specificity, and applicability as they 
integrate the patient’s data for clinical purposes.13

Assessment Domains
In addition to identifying the patient’s symptoms (fear, worry, 
guilt, loneliness, anger, pain, sleeplessness, etc.) and specific con-
cerns (“I might die,” “I am a burden on my husband,” “I have no 
control,” “the nurses don’t like me,” etc.), psychologists assess a 
broad range of areas deemed helpful in understanding the indi-
vidual patient’s psychosocial risk and protective factors that may 
contribute to health outcomes. The following are key domains of 
assessment to gain a comprehensive picture of the patient’s func-
tioning within the context of self, family, community, and the pal-
liative care setting:
♦ The patient and family’s premorbid functioning including prior 

medical and psychiatric illness, substance use history, and identi-
fication of psychological vulnerabilities such as tendency to cope 
by aggressive acting out or self-blaming depressive thoughts and 
the like, as well as lifestyle activities, degree of self-sufficiency, 
and developmental status for disabled or pediatric patients

♦ The patient or family’s health literacy and ability to understand 
medical language and make informed decisions related to the 
patient’s health
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♦ The patient’s perceptions of his or her illness trajectory, includ-
ing level of optimism versus pessimism regarding his or her 
ability to adapt, as well as level of motivation and engagement 
for self-care and adherence to medical therapies

♦ The patient and family’s perception of the patient–healthcare 
team communication, responsiveness, and relationship, includ-
ing comfort in making requests

♦ Information about family constellation and history including 
cultural and spiritual background; relationships with partners, 
siblings, and/or parents; and information about past trauma or 
stressful life events

♦ Information about patient and family resources, including 
socioeconomic and occupational status; English-language pro-
ficiency of relevant caregivers; acculturation level of immigrant 
families; access to resources such as insurance, housing, assis-
tance with daily living activities if needed, and so on.

♦ The extent of social support available to the patient and family 
from the spouse, children, extended family, or the community 
in which the patient resides

♦ The patient and family’s responsiveness and ability to benefit 
from standard treatment approaches

Case Example of Assessment Focused  
on Psychiatric Diagnosis
Bob, a 32-year-old patient with refractory leukemia, was trans-
ferred from an outside hospital for a clinical trial in prepara-
tion for bone marrow transplant. Bob was initially pleasant but 
quickly became agitated and accused nurses of laziness, com-
plained about inadequate care by personal care assistants, and 
frequently demanded to see the floor supervisor to complain. 
After he had “fired” several nurses and demanded one-to-one 
nursing care, psychology was consulted to assist with Bob’s dif-
ficult behavior. When the psychologist assessed Bob, she observed 
very rapid and pressured speech. He perseverated on what he felt 
was the incompetence of staff and feelings of injustice related to 
his care both at his previous hospital and during his current hos-
pitalization. He had difficulty answering the psychologist’s ques-
tions and his thoughts would go on tangents, but he would resist 
redirection. Bob moved his legs and arms constantly and spoke 
in a very loud voice, contributing to the perception that he might 
be or become aggressive. He believed that he was given cancer 
by God so that he might be able to save his family and spoke of 
the influence he hoped to have on his family’s errant behavior. 
His caretaking team interpreted Bob’s behavior as rude, enti-
tled, and purposeful and therefore responded to his outbursts 
and demands in an argumentative fashion, further escalating 
his behavior. The results of the psychological assessment, how-
ever, suggested that Bob was suffering from a coexisting psychi-
atric illness. The psychologist worked to educate nursing on the 
nature of what appeared to be a manic episode of bipolar disor-
der, which included helping the team to differentiate his agitated 
and demanding behavior from mere entitlement and disrespect. 
Working with the nursing team, a plan was put into place that 
included education on ways to interact with Bob to reduce his 
agitation and prevent escalation of behavior. The psychologist 
also discussed Bob’s symptoms with the larger healthcare treat-
ment team and recommended delay of the planned treatment of 

a bone marrow transplant until his symptoms were under better 
control. This recommendation considered the patient’s safety by 
highlighting psychological factors that could negatively impact 
his ability to undergo a complex medical procedure while also 
considering the well-being of other patients and staff. Following 
communication of the assessment-derived recommendations, 
the psychologist remained available to the medical and nursing 
teams and worked with Bob in person and by phone to manage 
his agitated state. Unfortunately, Bob refused to engage in ongo-
ing management of his manic symptoms and was therefore not 
eligible for transplant.

Key Role #2: Provision of Treatment Services
Psychologists provide evidence-based psychotherapy to reduce 
suffering and manage symptoms. They treat emotional difficul-
ties such as depression, anxiety, and posttraumatic stress disorder. 
Within the palliative care setting, they manage the impact of these 
emotional factors on physical symptoms such as pain, nausea, poor 
sleep, and fatigue. Best-practice techniques such as motivational 
interviewing, mindfulness techniques, and cognitive-behavioral 
skills, including cognitive restructuring, relaxation, and guided 
imagery exercises, are among the tools that are part of a psycholo-
gist’s training used in the palliative care of patients.4,6

Psychologists, by training, are focused on creating a strong ther-
apeutic relationship with patients that encourage them to disclose 
and articulate their innermost thoughts and needs without shame 
or fear of censure. The therapeutic relationship is the basis for 
trust in treatment and fosters an environment that demonstrates 
the desire of the psychologist and, by extension, the team, to sup-
port the patient as he or she strives to grieve, adjust, and come to 
terms with the confines of illness. Psychologists “walk with” the 
patient as he or she processes and transitions through the evolving 
illness trajectory and help ground the patient by focusing on the 
established treatment goals.

Typically, patients work with the psychologist to address prob-
lems with adjustment to illness. Challenges with adjustment are 
often characterized by anxiety about treatment or existential con-
cerns and depressive symptoms, including decreased motivation, 
tearfulness, and sadness. Some patients also exhibit problematic 
behaviors that interfere with treatment such as problems with 
compliance or acting out.10–12 Treatment by the psychologist in 
the palliative care program is typically short term with a dura-
tion ranging from a single session to multiple visits across several 
weeks delivered by the bedside and focused on goals that are rel-
evant/feasible for the patient to achieve.

Goal-Setting and Problem-Solving
Psychological interventions in palliative care are targeted 
to address specific problems and have well-defined goals. 
Goal-setting is a collaborative process with the patient and fam-
ily that allows the palliative care team to ensure that the patient’s 
preferences and values are at the center of care and creates a shared 
mission for all involved. Goals are best achieved when they are 
specific, realistic, and time-limited. Once set, these goals can be 
modified based on the changing needs of the patient. It is also use-
ful to break down larger goals into component parts, which helps 
give the patient a sense of accomplishment and empowerment 
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with each meaningful success. Smaller goals also allow patients 
to pace themselves appropriately, making it more likely that he or 
she will be successful.12

Once goals are defined, the team can then focus on helping the 
patient in solving problems and addressing barriers that impede 
progress toward a particular goal. Some patients may have ade-
quate premorbid problem-solving skills but difficulty drawing on 
that knowledge due to stress or cognitive changes related to their 
illness. Others may lack strategies for solving problems even prior 
to illness and therefore require explicit assistance. Through mod-
eling, support, and directive instruction, psychologists can help 
patients learn and apply problem-solving skills.17 Once learned, 
these strategies empower patients with a greater sense of control 
and confidence and reduce the feeling of being overwhelmed.12

Psychotherapy
The psychologist draws from a number of evidence-based theo-
retical frameworks of human behavior to shape and deliver the 
interventions to the patient, as well as to help patients understand 
how the treatments will benefit them. The following are common 
approaches used in the palliative care setting.

Cognitive Behavioral Therapy
The goal of cognitive behavioral therapy in the course of advanc-
ing illness is to utilize tools that can modify dysfunctional think-
ing and behavior that have been known to increase emotional 
distress.12,17 These interventions have been found to be useful in 
treating anxiety and depression and in symptom management in 
palliative care settings.18,19 Although these types of interventions 
have been found to be successful, it is important to note that as a 
patient’s illness progresses, he or she may be unable to engage in 
behavioral interventions or in this type of cognitive exploration 
due to increasing fatigue and frailty, changes in mental status, and 
rapidly increasing physical symptoms.12

Existential Psychotherapy
Existential therapy is focused on helping patients confront the 
basic struggles of being human. According to existential therapists, 
the challenges of human existence are the inevitability of death, 
the ultimate freedom that comes from the need for structure and a 
sense of being grounded, our inherent isolation, which means that 
humans come into the world alone and will ultimately leave alone, 
and the desire to find meaning for how and why one should live the 
life that one is given.20 In a palliative care setting the psychologist 
will help the patient confront these struggles by defining the mean-
ing of his or her life in order to find an acceptance of death. Patients 
who are able to reach a state of peaceful awareness of their impend-
ing death have been found to experience lower rates of psychologi-
cal distress, higher rates of advance care planning, better quality 
of death as reported by their caretakers, and better physical and 
psychological outcomes for their caregivers.21 Several therapeutic 
approaches have been developed to help patients develop insight 
related to the meaning of their lives, including dignity therapy and 
meaning-centered psychotherapy.22,23

Psychotherapy at the End of Life
As patients begin to prepare for the end of their lives, psycholo-
gists can work with them to help them achieve what Farber and 
Farber describe as a respectful death.24 The Respectful Death 
Model of Care seeks to develop a relationship between providers, 

patients, and families that is based on the agreement that profes-
sionals will care for the patient and family up until death and into 
bereavement, that the patient and family will be invited to bring 
up all topics of importance to them whether medically related 
or not, and that all parties will remain conscious of the patient 
and family experience and the meaning of the care to the provid-
ers as it changes within in the context of a progressing illness.25 
Psychologists are also able to help identify important issues for the 
patient, including what aspects of treatment the patient feels can 
protect his or her dignity, how the patient wants to spend the time 
that remains, and what important aspects of the dying process 
the patient wants to control. In addition, a psychologist can assist 
patients in communicating effectively with the family to address 
unresolved problems, including those that center on challenges 
with forgiveness, separation, and loss.25,26

Case Example of Short-Term, Goal-Oriented,  
Cognitive Behavioral Therapy, and Existential  
Therapy Interventions
Amy, a 39-year-old with lymphoma, was initially seen for psycho-
therapy on an outpatient basis to prepare for a stem cell transplant. 
The patient shared that she was experiencing a great deal of anxiety 
about her treatment choices. The psychologist worked with Amy to 
help her make a list of pros and cons, which helped her to decide 
to move forward with the process. Amy was also taught to record 
her worries about transplant and to challenge unrealistic concerns 
with the facts that she had learned about the transplant process. 
Unfortunately, prior to the initiation of her transplant, Amy was 
admitted to the hospital with dysphasia, vision problems, and 
increasing difficulty hearing on the left side due to progressive dis-
ease involving multiple cranial nerves. Due to these physical limita-
tions, she had to be taken off her antidepressant medications, which 
caused an increase in anxiety related to withdrawal. The patient 
was also placed on steroids, which further increased her symptoms 
of anxiety. While the psychiatrist worked on providing psychotro-
pic interventions to assist with anxiety control, the psychologist 
worked with her by teaching relaxation and meditation techniques 
to address anxiety and decrease physical discomfort. A  focus on 
problem-solving helped Amy identify activities that would assist 
her in gaining a greater sense of control, including helping her set a 
visitation schedule for family that would offer her the greatest level 
of support during the most difficult periods of the day. She also ben-
efited from the ability to set daily goals that were attainable and 
helped her to feel that she was working toward getting out of the 
hospital in order to continue to receive hospice services at home. 
During this time, Amy expressed many existential concerns as she 
prepared to transition to hospice. The psychologist coordinated care 
with the chaplain to begin to address these worries by focusing on 
meaningful relationships for the patient and on important conver-
sations and interactions that she wanted to have with family and 
friends. One particularly helpful set of conversations focused on 
helping the patient to share her funeral wishes with her closest fam-
ily member.

Case Example of Assessment/Intervention by a Palliative 
Psychologist as Part of an Interdisciplinary Pediatric Team
Alex, a 25 year-old male who had received a bone marrow trans-
plant to treat acute lymphocytic leukemia, was admitted to the 
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hospital several months posttransplant for “ failure to thrive.” He 
complained of nausea, was not eating, and was losing a great deal of 
weight. The medical team presumed the cause was graft versus host 
disease, a possible risk of transplant in which the engrafted bone 
marrow cells attach to the recipient. The clinical social worker noted 
additional symptoms of anhedonia and social withdrawal and 
asked the medical team to consult psychology to rule out the pos-
sibility that depression might be contributing to the patient’s pre-
sentation. During a clinical interview, the psychologist discovered 
grief related to the loss of a romantic relationship and additional 
symptoms of depression. Alex initially tried to hide these symptoms 
partially due to anger but eventually revealed that he felt he had 
no control over his life and was worried that he would not be able 
to make it to his sister’s wedding one week later. He additionally 
had a conditioned response of gagging when in the presence of food, 
contributing to the perception of nausea and actual weight loss. 
Describing the nature of Alex’s depression to his physician, work-
ing with the patient and physicians to establish a team approach to 
medical decision-making, and using behavioral methods to reduce 
negative responses to food resulted in avoiding unnecessary tests, 
early discharge, and, most important, Alex’s attendance at his sis-
ter’s wedding.

Key Role #3: Involvement  
With Patients’ Family Systems
Family is an important resource for the patient’s psychosocial 
adjustment to the illness trajectory. As such, it is valuable to assess 
and understand the family’s dynamics, belief systems, and cul-
tural factors. Culturally defined health beliefs and practices may 
explain behaviors such as nonadherence to prescribed therapies, 
the extent and quality of involvement with the patient’s care or 
treatment decisions, and relationships with healthcare staff.27 In 
addition, while the patient’s well-being is always of central impor-
tance, psychologists may need to assess the needs and coping skills 
of primary caregivers in order to understand how their function-
ing may impact the patient’s adjustment. The patient’s illness can, 
over time, strain family relationships, and partners or siblings 
of pediatric patients may experience feelings of neglect or loss of 
companionship, with subsequent impact on the patient’s adjust-
ment.28 By the same token, family members have also expressed 
that the illness experience resulted in an increased closeness.29

Supporting Patient–Family Communication
Communication in families with a member suffering from a 
life-impacting or life-limiting illness often take on a unique 
pattern influenced by many factors but particularly by the age 
of the patient and the culture of the family. Often family mem-
bers and patients are aware of the likelihood of death but do not 
discuss their fears or concerns with one another. This has been 
described at the “law of double protection.”30 This pattern of 
mutual isolation and protection may be present in varied patient 
groups, including pediatric cases and the elderly. Loving and 
well-meaning families avoid discussion of the reality of the ill-
ness and death for fear they will upset their loved one and dis-
courage them in a way that will cause loss of hope and the will 
to live. Some cultures believe that discussing death invites death 
itself through discouragement and loss of will. Often it is felt that 

avoiding such painful topics also helps avoid emotional pain, but 
too often such avoidance invites a sense of isolation. Another 
cultural phenomenon in the discussion of life-threatening ill-
ness is the “third person” phenomenon in which families cannot 
bring themselves to address anxieties regarding probable death 
with the patient directly but instead invite others such as friends 
or healthcare providers to do so to assure their loved one’s peace 
and to ease discomfort without violating cultural norms or risk-
ing conflict.

The palliative psychologist has a powerful opportunity to assess 
the patient’s anxiety, explore taboos regarding open discussion of 
death and dying, and work with the patient and family toward 
communication aimed at reducing anxiety, increasing aware-
ness of the patient’s wishes, and facilitating meaningful interac-
tions between family members. To do so requires rapport with the 
patient and family and skill in eliciting the patient and family’s 
understanding of the seriousness and probable outcome of the 
illness and assessing differences in evaluation between the fam-
ily and the medical care team. Often families are acutely aware 
of the medical team’s beliefs about the seriousness of the patient’s 
illness or the possibility of futility of care but prefer to “remain 
positive” or wait for a positive change in the patient’s situation due 
to faith. The psychologist can facilitate communication between 
the medical team and family toward increased understanding of 
both perspectives and active consideration of the patient’s goals 
and wishes. The psychologist in such emotionally charged situ-
ations is called upon to tolerate strong emotions while assisting 
others to do the same, while guiding the patient and family toward 
meaningful discussions in a culturally sensitive way.

These discussions can become challenging to navigate within 
the end-of-life context; psychologists work to help patients process 
and communicate their preferences and needs to the family and 
medical team. As such, they assess the patient’s awareness, beliefs, 
and fears with regard to his or her illness. Although patients may 
not talk about the gravity of their illness, they are often aware and 
sometimes fearful of illness and death. Psychologists can help 
patients by encouraging the expression of emotion rather than 
stifling it. Often, caring family members and even some profes-
sionals see a patient’s sadness or anger and try to calm them with-
out first understanding the concerns or frustration that brings out 
the emotion. Providing means of emotional expression through 
therapeutic interactions can result in a decrease in distress as well 
as very meaningful and comforting conversations. For children, 
these interactions would include play, art, storytelling, and other 
means of working with them at their level of expression.

Psychologists can also look for opportunities for patients to 
exert control and gain a sense of mastery in their environment. 
Opportunities for making decisions, voicing wishes, and exercis-
ing appropriate control can reduce feelings of hopelessness, bol-
ster a sense of self-efficacy, and improve mood and adjustment. 
Helping family members learn how to support patients as they 
work to maintain a level of independence can also be extremely 
important for both adults and children.

Case Example of Treatment of Family  
Dynamics With Adult Patients
Carolyn was a 64-year-old female diagnosed with metastatic 
lung cancer. She was referred for psychotherapy to address 
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symptoms of depression. When the psychologist met with both 
she and her husband, it was revealed that Carolyn was very 
angry about her recent diagnosis as she had just retired and 
was looking forward to a new beginning after a difficult time 
in her marriage. She described herself as a private person and 
shared the resentment she felt that others were so distressed by 
her diagnosis that they were not able to consider that she might 
want to keep aspects of her treatment private and might want 
to spend time with others focused on topics other than cancer. 
She was particularly angry with her husband whom she felt was 
encouraging ongoing prayer and conversation about her illness 
despite her resentment. Couples counseling techniques focused 
on improving communication were utilized to help the patient 
and her husband understand how this diagnosis had impacted 
them as a unit and as individuals. Each of them explored ways to 
better support one another and themselves. Carolyn’s husband 
was able to acknowledge his fears about losing his wife and how 
those fears had inf luenced his desire to push her to act as if she 
were well despite how she might have been feeling. Both Carolyn 
and her husband were able to recognize how her prognosis had 
impacted their daily interactions and were able to change some 
problematic patterns of interacting that had begun to develop 
since her initial diagnosis. As a couple they were able to focus 
on short-term goals that would allow them to enjoy their time 
together within the bounds of the patient’s physical limitations. 
The two were able to begin discussions about Carolyn’s desires 
for her care at the end of life so that she could feel comfortable 
that her wishes would be respected while her husband gained a 
clearer understanding of her needs. During the course of treat-
ment, it became clear that Carolyn’s husband was not taking 
care of his own emotional and physical needs. Through counsel-
ing he was able to understand the importance of self-care in his 
role as caregiver and obtained appropriate medical care. He was 
also able to recognize unhealthy patterns of coping and was able 
to engage in new strategies.

Case Example of Navigating Family  
Dynamics With Pediatric Patients
The psychologist was called to see an 11-year-old child diagnosed 
with advanced cancer because she was having frequent, recurring 
nightmares resulting in refusal to sleep, daytime sleepiness, and 
increased distress and anxiety. Further, the palliative physician 
needed information to help differentiate her daytime sleepiness 
from avoidance of sleep at night versus overmedication for pain. 
The psychologist’s assessment revealed that the child internalized 
and avoided expressing both physical and emotional symptoms of 
discomfort, possibly resulting in the disturbing dreams. Education 
regarding the normal pattern of communication within families 
of seriously ill children and recommendations for eliciting and 
exploring the patient’s current awareness of her illness, beliefs 
about their cause, general fears and concerns, as well as fears and 
concerns about death was provided to the family and the medi-
cal team. A plan was developed for both individual therapy with 
the psychologist to explore concerns and wishes and training of 
the family to increase their ability to tolerate difficult emotions 
and begin to explore the child’s concerns as a means of providing 
comfort.

Key Role #4: Psychologist as an Integrated 
Member of the Interdisciplinary  
Palliative Care Team
Communication Around Patient Care Issues
Communication between members of the interdisciplinary 
team that is characterized by mutual trust and respect is essen-
tial for quality patient-based care and coordinating end-of-life 
related care. Psychologists contribute to this process by com-
municating with other members about their patient-related 
interactions and also by making themselves readily available 
to other providers for discussion. Psychologists are involved in 
regular meetings with palliative team members and psychoso-
cial rounds that are useful for sharing medical and psychosocial 
information in order to develop a unified treatment approach 
and care plan for patients and families. Based on these inter-
actions with the interdisciplinary team and their interactions 
with the patient, psychologists can become aware of the need 
for enhanced or changed communication and can work with 
the relevant parties toward such changes. Ongoing commu-
nication about patient-related issues with other members also 
serves to facilitate “synergy” in the delivery of intervention ser-
vices and minimize inadvertently working at cross-purposes. 
Communication within the interdisciplinary team may also 
result in more efficient use of psychosocial services as increased 
awareness of interventions being offered by other providers 
allows the psychologist (or other providers) to provide more 
targeted treatments or sometimes be more able to attend to the 
needs of family members.

Provision of Education as a Team Member
A psychologist’s role as a member of the interdisciplinary team 
may involve providing education to other members in various 
forms. He or she can help the team to recognize how psychologi-
cal and behavioral factors are impacting a patient who is being 
cared for by the team. Often, understanding the reasons under-
lying problematic behavior from challenging patients can help 
team members retain compassion and better tolerate “problem-
atic” patients. A psychologist’s education includes helping team 
members learn to assess psychological and psychiatric issues and 
to recognize behaviors and family dynamics that could impact 
the treatment being provided. Most important, the psychologist 
can help the team recognize how these challenges are interfering 
with reaching goals set by the patient and family and can propose 
strategies for the team to better meet the needs of the family unit. 
Psychologists also participate in more explicit forms of education 
activities ranging from training other providers in specific skills, 
such as relaxation training, to offering seminars on behavioral 
methods to assist with sleep, fatigue, pain, treatment adherence, 
provider stress management, patient–provider communication, 
and so on.4,10–12

Provision of Staff Support and Facilitation  
of Self-Care as a Team Member
Compassionate individuals who value meaningful interactions 
are typically attracted to working in the palliative health set-
ting; however, these are also the palliative care providers who 
are at risk for high occupational stress and burnout precisely 
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due to the nature of the work to which they are drawn. Constant 
exposure to death, inadequate time with dying patients, grow-
ing workload, increasing number of deaths, communication 
difficulties with the patient and family, and inadequate coping 
with elicited emotions such as grief, depression, and guilt in car-
ing for patients can lead to compassion fatigue and vicarious 
trauma.31–34 Psychologists are able to assist providers in recog-
nizing their personal needs for support and help normalize the 
emotional responses elicited in caring for very sick or terminal 
patients and their families.

The factors involved in mitigating the impact of stress are 
generally twofold. The first category is comprised largely of per-
sonal protective characteristics or choices that support emo-
tional well-being such as self-awareness, cognitive mindset, and 
behavioral choices to engage in practices to promote well-being. 
The second category is comprised of factors influenced by the 
environment, including training and education, atmosphere or 
culture of the workplace and team, and psychological interven-
tions aimed at promoting mindfulness and attention to grief. 
The psychologist can play a valuable role in developing strate-
gies to impact the functioning of the interdisciplinary palliative 
care team and the well-being of its members. Using their train-
ing in the impact of cognitive beliefs on emotions and behavior, 
psychologists may engage providers in cognitively reframing 
stressful events to a more empowering perspective. For exam-
ple, helping the provider refocus on the personal values being 
served by caring for patients can enhance a sense of purpose 
and improve job satisfaction.35 The psychologist may further 
facilitate stress management among members of the palliative 
care team by fostering an environment where the team acknowl-
edges and supports each other to reduce provider burnout issues. 
Toward this end, the psychologist may initiate meetings for the 
team to pause and acknowledge stress or conflict among mem-
bers and assist the team toward problem-solving and conflict 
resolution.

Case Example of Facilitation of Communication  
Among Team Members
A disagreement among team members over the management of a 
particular patient’s pain was discovered during sign-out. The two 
physicians had had similar disagreements regarding the philosophy 
of pain management previously, and this discussion was quickly 
moving toward polarizing the two parties. Discussion of specific 
cases was leading to personalization on part of the physicians and 
impacting both their frustration and the cohesiveness of the team. 
Recognizing the conflict and the impact on the team, the physicians 
invited the palliative psychologist to assist them in resolving the 
conflict. To minimize depersonalization, the discussion focused on 
managing differences in pain management practices during trans-
fers of patient in general rather than the specific case. The physi-
cians and psychologist identified ways the entire team could support 
the physicians in working with patients with challenging pain, per-
sonalities, or family dynamics. Communication regarding values in 
patient pain management resulted in greater understanding and 
healthy debate rather than personalization. Tension between the 
physicians was reduced, understanding of the challenges in working 
with difficult situations increased, and team interdependence led to 
greater engagement among team members.

Palliative Psychology Training  
and Competencies
Psychologists working in palliative care begin their training  
by obtaining a doctoral degree (PhD or PsyD) in psychology.  
The focus of the programs is on the diagnosis of mental health 
conditions, assessment of neurobehavioral and personality factors, 
and the provision of mental health services to a range of patient 
populations. It is typically at the postdoctoral level that psycholo-
gists begin to specialize in a specific area of practice beyond the 
basic emphasis on either clinical or counseling psychology. While 
the first set of skills is typically clear, with approved training pro-
grams and licensure requirements for psychologists, there is little 
guidance on the range of specific skills needed to work in pallia-
tive care programs and little or no widely available certification 
process. A number of psychology doctoral programs have special-
ized tracks that focus on health psychology or related competen-
cies in preparation for working in medical settings. More recently, 
postdoctoral training programs focused on training opportuni-
ties for psychologists in palliative care have been developed, such 
as those offered through the Veterans Administration, The Ohio 
State University Medical Center, and James Cancer Hospital.36 
Psychologists can also obtain preparation to work in palliative 
care programs through a number of web-based training programs, 
such as those offered by Education in Palliative and End-of-Life 
Care,37 the California State University Institute for Palliative Care 
(San Marcos),38 the University of Washington Center for Palliative 
Care Education (HIV/AIDS specific),39 and the National Hospice 
and Palliative Care Organization (pediatric specific).40

Challenges and Future Directions
Psychologists’ ability to substantially contribute toward quality 
care of patients and families in palliative medicine is increas-
ingly recognized, with practice guidelines from the National 
Consensus Project recommending that interdisciplinary teams 
be able to meet the psychological and psychiatric symptoms of 
patients in the palliative care setting. Challenges for the disci-
pline of psychology in palliative care include organizational and 
financial resources and insurance reimbursement issues that 
limit the availability of psychologists designated to palliative care 
programs. Further, high volume in medical centers may reduce 
the availability of psychologists to even those patients who are 
referred for such services.

Over the next decade we anticipate continued evolution of the 
psychologist’s role in palliative care. Palliative psychologists will 
continue to clarify and define their contributions separate from 
other members of the palliative team, as well as from other psy-
chologists who provide assessment and treatment services to 
patients with chronic health issues in medical settings.

Future directions for psychologists should include integra-
tion of clinical research to empirically determine the models 
of care and intervention that are optimally efficacious so as to 
replace the models that are only marginally successful in meet-
ing patient, provider, and institutional objectives. Further, 
given the changing healthcare systems where resource allo-
cation requires increased justification, it will be important to 
demonstrate clear medical or financial benefits of psychosocial 
involvement.
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CHAPTER 11

Cultural Humility
Kathryn Neubauer, William Dixon,  
Rosalie Corona, and Joann Bodurtha

Introduction
In the next 50  years, nearly half of the US population will no 
longer be white, non-Hispanic.1 In 2013, 19 of the 25 largest US 
counties were majority-minority.2 The need to provide health ser-
vices to patients of diverse cultures and languages will continue 
to increase. For example, by 2060 Latinos are estimated to make 
up 31% of the US population.1 The Asian American population 
also continues to experience significant growth. Given these 
demographic changes, enhanced appreciation of the values, social 
practices, rituals, and forms of expression that persons of varied 
race/ethnicities, geographies, religions, socioeconomic status, and 
other group identities bring to the table also needs to grow.3 If cul-
ture and behaviors are recognized as essential elements of health 
and disease, a workforce that is open to understanding and work-
ing with the unique, shared, and differing attributes of patients 
and families is essential.

While exploring cultural generalizations may provide an 
opportunity to learn more about others, stereotyping can inhibit 
that knowledge. Diversity within a group is often greater than it is 
between groups. As such, empathy and individual consideration 
must always provide the underpinnings to relationships within 
the delivery of healthcare. Technological developments in com-
munication and transportation may facilitate connections around 
the world for many, but cultural codes, family traditions, and 
experiences continue to powerfully influence daily life, systems of 
care, available options, and individual choices.4–6 Cross-cultural 
encounters benefit from a patient focus that is not prescribed by 
an ethnic group focused pedagogy or jumping to conclusions.7 
As Brody and Hunt stated, “Every physician-patient encounter is 
a cross-cultural exercise—even if the physician grew up on the 
same street in the same town.”8

Some have suggested that the assimilation of the “melting pot” 
in the United States has transitioned to a “salad bowl” of diver-
sity impacted by ongoing migration, pre- and post-migration 
stressors, and varied degrees of assimilation and acculturation.9 
Healthcare providers need to better understand others’ values and 
behaviors, as they affect many of the expectations providers have 
about patient and family communication. For example, initiating 
questions and making eye contact can vary remarkably and shape 
interactions especially in stressful times.

The potentially vulnerable stages of life in which palliative 
care takes place require self-awareness across all modalities of 

communication used to engage the uniqueness of cultures to 
deliver quality care.10 Cultural humility does not provide a recipe 
for handling all situations, but it does provide an umbrella frame-
work for the varied terms and communication behaviors that 
demonstrate respect for the role of culture in all of our lives. For 
cultural awareness and sensitivity antecedents to cultural humil-
ity, see definitions in Box 11.1).9,11–15

The co-existing framework of competencies, potentially 
implying a mastery of what is a lifelong learning process, has 
also evolved to incorporate the ongoing process of developing 
self-awareness, knowledge, and skills in order to be able to apply 
them in culturally diverse individual and organizational situa-
tions.16 Curricula and resources have been developed that include 
specialty-focused materials, courses, models, immersion experi-
ences, distance learning, simulations, and other approaches.17–19 
This chapter describes the historical background of cultural 
humility, provides insights into cultural perspectives and related 
challenges in palliative care, and presents a perspective on the 
agenda for moving forward. Also included are a skills guide 
showcasing exemplary practices, exercises, and educator tools.

Historical Background
Cultural humility provides a framework encouraging enhanced 
patient/family–provider communication that is known to sup-
port improved care.20 The multiple impacts of culturally aware 
communication and connectedness in improving health out-
comes and reducing health disparities are receiving increasing 
emphasis.21–23 Healthcare disparities, “differences in access to or 
availability of facilities and services, and the variation in rates  
of disease occurrence and disabilities between socioeconomic 
and/or geographically defined population groups,” can arise 
from differences in race, ethnicity, culture, socioeconomic status, 
sexual orientation, insurance coverage, and much more.24 When 
race/ethnic discordance between provider and patient/family is 
present, it has been shown that provider–patient communica-
tion is less open, and the provider is less likely to give patients 
choices and control over their medical care and/or responsibility 
for their health decisions.25 This is true even when controlling 
for education level of the patient. Differences in expectations and 
preferences, influenced by religion, race, culture, and geography, 
may impact providers’ and patients’ approaches to end-of-life 
discussions.26
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Healthcare providers may have unintentional personal biases 
and beliefs that influence their practices.27 Biases are found 
across a range of healthcare providers. In a survey completed 
by nurses about challenges to culturally appropriate care, three 
common challenges emerged: the extent of diversity, the lack of 
resources to provide the most appropriate care, and caregiver’s 
personal beliefs and biases.28 This study and others demonstrate 
the many factors contributing to healthcare providers’ unin-
tentional biases. The patient/family’s ethnic, cultural, and per-
sonal background influences the interpretation of symptoms, 
understanding of the disease, and expectations of treatment. 
Healthcare providers may lack an understanding of cultural, 
ethnic, and personal backgrounds and how they affect disease 

and treatment.29 Healthcare providers are tasked with navi-
gating the complex interplay of their patients’ conceptions of 
health and disease with their own beliefs and values.30 As local 
and national concerns about health disparities increase, differ-
ent models and frameworks have been proposed to help educate 
healthcare providers in this area.

Cultural Competency
In the early 1990s, initial efforts to address cultural and ethnic 
healthcare disparities focused on training healthcare providers to 
demonstrate enhanced cultural competency. The Merck Manual 
of Diagnosis and Therapy presented its first “Cross-Cultural 
Issues in Medicine” chapter in 1992.31 In an important 1996 edi-
torial, Lavizzo-Mourey and Mackenzie conceptualized cultural 
competence as the inclusion and integration of health-related 
beliefs and cultural values, disease incidence and prevalence, 
and treatment efficacy in the healthcare for all patients.32 The 
authors emphasized the importance of knowing distinct cultural 
beliefs and values and the incidence and prevalence of certain 
medical conditions in various populations. Similar definitions 
and descriptions of cultural competence were soon developed by 
others.29,32–34

Curriculum guides were developed, including the Society of 
Teachers of Family Medicine’s endorsement of “Recommended 
Care Core Curriculum Guidelines on Culturally Sensitive and 
Competent Health Care.”35 In 2000, the Office of Minority Affairs 
in the US Department of Health and Human Services issued 
National Standards for Culturally and Linguistically Appropriate 
Services (CLAS) for healthcare organizations that received federal 
funds (https://www.thinkculturalhealth.hhs.gov/content/clas.
asp).36 Although private providers were not required to adhere to 
these standards, they were strongly encouraged to adopt them.37 
In 2001 the National Association of Social Workers published the 
NASW Standards for Cultural Competence in Social Work Practice, 
which is based on the 2000 policy statement “Cultural Competence 
in the Social Work Profession” from the NASW policy. This was 
the first publication to define the standards of cultural compe-
tence in social work. Sue and Sue’s first edition of Counseling the 
Culturally Diverse:  Theory and Practice became a widely used 
resource in psychology and the social sciences with emphasis on 
the therapists’ own awareness of their assumptions, values, and 
biases; understanding of the worldview of culturally diverse cli-
ents; and the development of appropriate intervention strategies 
and techniques.38 The American Psychological Association also 
set standards for cultural competence and diversity in guiding the 
professional activities of psychologists.39

Attention to the underlying causes of health disparities 
increased over this time period. A 1999 article in the Journal of 
the American Medical Association found that African American 
patients participated less in visits with white doctors than white 
patients did.25 In 2000, undergraduate and graduate medical 
education programs began to address this issue more formally as 
medical education accreditation committees began requiring that 
all students be exposed to and learn to treat patients from cul-
tures different than their own.33 The federal government issued 
its first “National Healthcare Disparities Report” in 2003 provid-
ing a broad overview of the disparities spanning different racial, 
ethnic, and socioeconomic groups. The government continued to 

Box 11.1 Terms Central to Culture and Healthcare9,11–15

Cultural awareness—An essential skill in the provision of 
culturally appropriate services, cultural awareness entails an 
understanding of how a person’s culture may inform his or her 
values, behavior, beliefs, and basic assumptions.11

Cultural brokering—Cultural brokering has been defined as 
“bridging, linking or mediating between groups or persons of 
different cultural backgrounds to effect change.”12

Cultural competence—On the individual level, cultural com-
petence has been defined as “the act whereby a healthcare 
professional develops an awareness of one’s existence, sensa-
tions, thoughts, and environment without letting these factors 
have an undue influence on this for whom care is provided.”13 
Cultural competency is the acceptance and respect for differ-
ence, a continuous self-assessment regarding culture, an atten-
tion to the dynamics of difference, the ongoing development 
of cultural knowledge, and the resources and flexibility within 
service models to meet the needs of minority population.14

At the organization level, cultural competence requires that 
organizations
♦ have a defined set of values and principles and demonstrate 

behaviors, attitudes, policies, and structures that enable them 
to work effectively cross-culturally.

♦ have the capacity to (a)  value diversity, (b)  conduct 
self-assessment, (c)  manage the dynamics of difference, 
(d)  acquire and institutionalize cultural knowledge and 
(e) adapt to diversity and the cultural contexts of the com-
munities they serve.

♦ incorporate the above in all aspects of policymaking, admin-
istration, practice, and service delivery and involve system-
atically consumers, key stakeholders, and communities.

Cultural safety—“an environment that is spiritually, socially 
and emotionally safe, as well as physically safe for people; 
where there is no assault challenge or denial of their identity, 
of who they are and what they need. It is about shared respect, 
shared meaning, shared knowledge and experience of learning 
together.”15 (p213)

Cultural sensitivity—Cultural sensitivity is a set of skills that 
enables a person to learn about and get to know people who are 
different from him or her, thereby coming to understand how to 
serve them better within their own communities.9
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produce these reports and began tracking progress on resolving 
these disparities.40

The cultural competency perspective emphasizes the impor-
tance of all providers having the knowledge, awareness, and 
skills to address the concerns of persons of varied cultural back-
grounds. Medical schools have increased the number of lectures 
and courses dedicated to teaching students about cultural norms, 
beliefs, and illnesses specific or common in certain cultures.34,41 
Immersion programs, where health professional students do a 
clinical rotation either internationally or in a locally native pop-
ulation, have become more common. In 1982, only 6% of medi-
cal students did an international immersion program compared 
to 38% in 2002.34 Likewise, nursing schools started programs to 
help diversify both faculty and student populations.42,43 In 1999, 
the textbook Transcultural Concepts in Nursing Care focused on 
theories, models, and recent research into transcultural nursing 
care.44 Training often focused on helping healthcare providers 
understand differences among racial/ethnic groups and develop-
ing skills and awareness for addressing those differences in health-
care settings (see Table 11.1 for examples of differences targeted in 
cultural competency training).

Cultural Humility: Background  
and Training Tools
Cultural competency training was designed to increase knowl-
edge and alter behaviors, but in many care settings providers paid 
variable attention to attitudes involved in patient–provider and 
family–provider relationships.45 Education directed at compe-
tencies in more hierarchical settings and traditions often accen-
tuated factual data for each racial/ethnic/and cultural group 
with discrete end points, such as the context of an examination. 
Knowing which medical conditions are more prevalent in cer-
tain cultures or the beliefs of the majority of that culture does not 
translate into understanding how patients’ personal backgrounds 
and cultures influence what they value in their medical care.45 
Additionally, healthcare providers knowledgeable about differ-
ent cultures and races/ethnicities may assume they know what 
is important to a patient of a specific racial/ethnic group or cul-
ture and not take into account his or her individual background 
and history. Perhaps most important of all is that communication 

training is devoid of accommodating the individual in cultural 
competence.

For this reason, education, though still variable across dis-
ciplines, institutions, and instructional units, has increasingly 
integrated the concept of cultural humility in cultural compe-
tence training.46 Tervalon and Murray-Garcia’s seminal paper 
was ultimately pivotal in the emergence of this broader umbrella 
framework identified as cultural humility, especially in physi-
cian training. Cultural humility places self-awareness at the 
forefront and suggests that even if providers know some facts 
about health and disease within a group, they must dialogue with 
the patient and family to know if those hypotheses are correct. 
Providers are encouraged to practice in a way that is open to learn 
from the patient about what their cultural background means to 
them. As an example, a social worker cannot define a Mexican 
American patient only by general facts learned about Mexican 
Americans. Rather, an individual patient’s culture is personal and 
will incorporate being Mexican American, a father, a husband, a 
night student, and many other aspects of his life. Cultural humil-
ity teaches that healthcare providers optimally allow each patient 
to inform the provider as to the important aspects of the patient’s 
personal culture, so that the healthcare provider and patient form 
a mutually respectful and humble partnership, working towards 
the patient’s better health. Tervalon and Murray-Garcia point 
to three important parts of cultural humility. The first describes 
lifelong learning and critical self-reflection, the second recog-
nizes and mitigates power imbalances in the patient–provider 
relationship, and the third discusses institutional consistency  
(see Table 11.2 for a list of skills to help achieve these goals).

Cultural humility involves teaching healthcare providers to 
be humble enough to admit they do not know about every cul-
tural group or how the different identity areas may intersect (e.g., 
how race/ethnicity may intersect with gender and socioeconomic 
status) and how these aspects affect their individual patients. 
Providers make a commitment to learn these aspects as they are 
encountered, with ongoing self-reflection. This includes being 
aware that their own personal beliefs and biases affect how they 
provide healthcare. This concept of unconscious bias is illustrated 
in a study that evaluated pain treatment in extremity fractures in 
Latino patients versus white patients with the same fractures. In 
this study, Latino patients were twice as likely as white patients to 

Table 11.1 Examples of Targeted Communication Patterns in Cultural Competency Training

Communication Patterns Examples

Communication style: Direct  
or indirect

Some cultural groups ascribe to a more direct communication style while others may employ a more indirect style of 
communication where the words chosen require interpretive understanding.

Nonverbal communication  
(e.g., eye contact, smiling, laughing)

In some Asian cultures, for example, smiling or laughing are viewed as signs of weakness or may convey embarrassment  
or shyness.

Physical distance in social 
interactions

In some cultural groups (e.g., Latinos, African Americans), maintaining a closer distance when communicating is important 
whereas other cultural groups (e.g., European Americans) may prefer and expect larger distances.

Silence Silence can mean different things for different people. For some silence may be an invitation for the listener to take a turn, 
whereas for others silence may signify an agreement, privacy, or respect.

Turn-taking In groups that adhere to a hierarchical family orientation, encouragement of speaking among children or individuals with a 
lower hierarchical status is not encouraged. In contrast, many American families encourage children to speak up and share 
their thoughts, feelings, and opinions.
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receive no pain treatment.47,48 In a follow-up study to determine 
whether the ethnic difference in adequacy of pain treatment was 
due to differences in healthcare provider pain evaluation, the study 
found no difference in healthcare provider pain rating between 
Latino and white patients. Despite no differences in how physi-
cian’s rated patients’ pain, for the same pain rating Latino patients 
received less pain medicine. Thus the study results suggest there 
must be another reason for pain treatment differences, including 
potential implicit and explicit biases.48 Two strengths of cultural 
humility include the provider avoiding assumptions about the 
patient/family and also avoiding culturally biased treatment.

Cultural humility requires healthcare providers to recognize 
the power imbalances inherent in every patient–provider rela-
tionship, as well as within families. Culture, race/ethnicity, lan-
guage, sexual orientation, ability/disability, socioeconomic status, 
and position inextricably impact this relationship. Awareness 
of power differentials, community participation, and collective 
decision-making may receive more emphasis in cultural humil-
ity training. Providers need to be both teachers and students in 
this relationship and recognize that they are still learning about 
their patients’ beliefs and attitudes and how these influences 
affect patients’ views on their medical treatments. Tervalon and 
Murray-Garcia also call on healthcare institutions to recognize 
imbalances and reflect on their practices and demographics to 
better serve their communities. Family medicine education has 
particularly championed the adoption of the cultural humility 
framework.8,49 Others have been strong advocates for humil-
ity as a critical element in the training of global healthcare 
professionals.42,50

Cultural Humility and Palliative 
Care: A Self-Awareness Perspective
Cultural humility is central to palliative and end-of-life care. 
Quality palliative care must attend to provider–patient/fam-
ily cultural, ethnic, and personal differences. In “Strategies for 
Culturally Effective End-of-Life Care,” Crawley et al. posit that 
in end-of-life care there may be “values and social expectations 
that are so ingrained in physicians as to be unquestioned but may 
be alien to patients from different cultural backgrounds.”51(p673) 
The palliative care team needs to ensure its members’ practices 
are rooted in sensitivity to individual and family cultural and 
personal beliefs when engaging end-of-life decisions. Palliative 

care requires that the patient–provider relationship is a dynamic 
human-to-human relationship.52 Mitigating power imbalances 
is especially important, necessitating that the patient become 
the teacher and the provider become the learner to optimize 
end-of-life care.

Within the context of palliative care, healthcare providers may 
want to explore their own attitudes and beliefs about illness and 
dying. Considering this from the perspective of one’s family can 
be a good starting point. For example, questions providers can 
ask themselves may be:  What does my family believe happens 
to an individual after death? How are those who have passed 
remembered or considered in the family? What are my fam-
ily’s rituals or preparations for dying? They should also consider 
generational differences in these attitudes and beliefs. For exam-
ple: Do children and adults in my family have different expec-
tations and beliefs? How did my beliefs change or remain the 
same as I got older? In addition to considering generational dif-
ferences, providers should consider whether beliefs and attitudes 
may differ between men and women. Are certain behaviors done 
differently in the different contexts? Other contextual factors are 
also important, and may prompt question such as: How does my 
cultural upbringing intersect with my gender and religiosity in 
influencing my beliefs and behaviors? Again, there is great inter-
sectionality here, and continuing to add layers will help provid-
ers recognize their own attitudes and beliefs. Practicing cultural 
humility also requires providers to be open to an ongoing pro-
cess. Attitudes may shift based on each family and each patient/
family encounter.

Cultural humility and the commitment to address power imbal-
ances in the patient–provider dynamic requires lifelong dedica-
tion to self-evaluation and critique.45 Every person receiving care 
represents a fragment of the culture that has informed and shaped 
who they are. When facing serious or life-threatening illness such 
as cancer, the individual and family will face a staggering amount 
of medical information, numerous clinical encounters, and many 
decisions. Effective cross-cultural communication among these 
seriously ill adults, their families, and healthcare providers is 
critical for effective pain management, discussions of death and 
dying, improved symptom management, emotional adjustment, 
greater patient and family satisfaction with care, as well as pro-
vider perceptions influencing dignity at end of life.53,54 Becoming 
a student of the patient and not separating from his or her suffer-
ing is the goal.55 For example

Table 11.2 Cultural Humility Concepts With Exemplary Tool/Skill

Cultural Humility Concept Cultural Humility Tool/Skill Example

Self-awareness Use open-ended questions to learn more about a family’s perceptions about illness, treatment decisions, death/dying to allow for 
more in depth response.

Observe family interactions (e.g., Who attends the meetings with the healthcare provider and what is their relationship to one 
another? Who does the talking “for” the family and does that person encourage opinions from others?)

Learn to rephrase to show you are listening to what someone has shared with you.

Engage in reflective journaling to develop self-awareness and recognition of changing world views.

Power imbalances Observe family interactions to gain some insight into whether family dynamics are hierarchical, which may suggest some power 
imbalances within the family.

Ask open-ended questions to better understand the patients’ and their families decision-making preferences
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When a Cambodian hospice patient was asked if he had pain, he pointed 
to his heart. The clinician assumed that the patient was having cardiac 
pain and further assessment and treatment focused on eliminating the 
cardiac pain, without effective results. Upon further discussions with 
the family, the healthcare providers learned that the patient’s “heart 
pain” referred to his health and how painful it was to both he and his 
family to see him so ill, as well as his worries about his family and the 
burden his illness placed on them. For Cambodians, the heart symbol-
izes love, kindness, willingness to help others, and health.56

The assumed meaning of the hand over the heart represents an 
example of underdeveloped cultural humility in narrowly defin-
ing heart pain in biologic terms.

Sharma et  al. discusses the importance of the following in 
cross-cultural family meetings in which the patient, family, and 
healthcare team members may all come from different cultural 
backgrounds:
♦ Explicitly assessing patient and family preferences related to 

the communication of “difficult news,” including the right of 
informed refusal

♦ Exploring the family’s preferred role in decision-making (indi-
vidual autonomy vs. family-centered decision making)

♦ Exploring patient and family values and preference, including 
religious and spiritual beliefs that may impact end-of-life pref-
erences, filial roles, respect for authority, and attitudes toward 
advance directives

♦ Understanding and supporting the family’s treatment decisions 
(including accommodating desires for more aggressive care and 
use of respectful negotiation when this is contraindicated)

♦ Using of compassion, kindness, and respect to help build trust57

Cultural humility also takes into consideration the importance 
of health literacy. Health literacy is

the degree to which individuals have the capacity to obtain, process, 
and understand the basic health information and services needed 
to make appropriate health decisions. It is influenced by multiple 
factors, including patient-provider communication skills, patient 
knowledge of health topics, culture, requirements of the health care 
system, situation and context, disabilities.58(p3)

Brain death may look different from the perspectives of a neurol-
ogy textbook and the Internet, yet cultural humility in assess-
ing the use of different information sources may impact shared 
decision-making.

Time, openness, and a nonjudgmental presence are required 
in order for providers to more fully listen to what is central and 
sacred to patients. Assessing the patient and family’s physiologi-
cal, emotional, and spiritual needs allows the palliative care team 
to know the person and not just the disease. Hearing the patient’s 
story is not equivalent to taking a medical history.59 The story of a 
patient and family can quickly be diminished once the healthcare 
conversation turns to symptoms, disease, and tests and focuses 
less on the person as a whole.

The language a healthcare team uses with patients and fami-
lies is central to considerations of cultural humility. The meanings 
of “hospice” and “palliative care” may be confusing to patients 
and families or may include erroneous information. All mem-
bers of the palliative care team can assist in making sure that 
words are understood with clarifying questions and repeat visita-
tion. Language differences can span the continuum of a different 

lexicon to the different uses of the same lexicon. The utilization of 
trained interpreters or cultural brokers can increase patient satis-
faction by interpreting and assessing patient and family needs.58 
Using family members as interpreters can confuse their role in 
the family unit and raise issues of confidentiality and legality in 
federally funded healthcare. Additionally, family members may 
not know how to interpret medical information the healthcare 
provider is trying to convey, and/or they may modify such infor-
mation to protect the patient. Instead, when family members are 
present who speak both languages, they may be asked to supple-
ment the primary translation and support the patient and other 
members of the family.58 Providers need to be discerning about 
how family involvement can shape any patient interaction.

Barriers to Cultural Humility  
Training and Awareness
Any concept such as cultural humility that includes empathy, 
communication, teamwork, and lifelong learning has built-in 
challenges that need to be considered by those who work in pal-
liative care. First, learners may have had limited experiences with 
other cultures in what is intrinsically already a difficult and stress-
ful task.60 Second, many providers lack training in end-of-life 
care, even if healthcare workers deal with death in their practice. 
Third, there are time and practical constraints for conversations 
with patients and families. And finally, racism, religious hege-
mony, and multiple cultural prejudices continue to exist.61

Training is appropriately offered as one strategy to address some of 
these challenges to the practice of cultural humility, but it has its own 
issues. For example some students may deny, minimize, or resist cul-
tural influences in healthcare. Raising awareness and changing atti-
tudes may be more difficult for students resistant to a discussion of 
diversity, bias, and social problems that exist.62 In addition, health-
care profession students’ resistance may be influenced by the timing 
and the context in which they are taught cross-cultural communica-
tion skills. For medical students, these skills are usually presented in 
first- or second-year medical school courses at a time when students 
may not have had sufficient patient contact, may not recognize the 
value of these skills in optimizing healthcare for all patients, or may 
have had little opportunity to practice these skills.62,63

Healthcare providers may not have thought much about their 
own deaths and/or done much death-inventory work. Treating and 
palliating patients and families may be difficult for oncologists who 
lack experience and observation of end-of-life communication 
strategies across cultures.64 The American Medical Association 
and the National Medical Association have consistently called for 
improvements in the cultural competency of healthcare providers 
with CLAS standards providing a framework for the development 
of continuing medical education and medical school curricula.36 
Additionally, in 2010 the Joint Commission released standards 
to encourage effective communication, cultural competence, 
and patient- and family-centered care.65 Accreditation standards 
govern the majority of health profession programs and include at 
least one cultural competency goal in the curricular expectations. 
While these requirements vary by discipline, more clinical pro-
grams generally incorporate cultural competency into multiple 
program aspects. Cultural humility must also be added to the cur-
riculum to enhance communication among healthcare providers, 
patients, and families.
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In order for healthcare providers to receive cultural humil-
ity communication training as well as have time for self-
ref lection, they may have to take time away from patients. The 
cost of time away from seeing patients and lack of incentive 
to participate pose a major barrier to healthcare providers’ 
availing themselves of such training. In addition, healthcare 
providers may have the misconception that patient-centered 
communication results in longer patient visits when, in fact, 

effective communication may result in shorter, more effi-
cient visits.66,67 Medical interns spend just 12% of their time 
examining and talking with patients and more than 40% of 
their time behind a computer. Indeed, the study found interns 
spent nearly as much time walking (7%), as they did caring 
for patients at the bedside.68 See Table 11.3,69 Box 11.2,70–72 
11.3,73,74 11.4,19,37,49,52,75–79 and 11.580 for resources for teach-
ing cultural humility.

Table 11.3 Exercises and Instructions for Instructors, Examples, and Potential Tools

Information Goals Website

Organizations and 
programs

Value diversity; cultural self-assessment; manage dynamics of difference; institute cultural knowledge; 
adapt to diversity

http://nccc.georgetown.edu/
information/organizations.html

Providers and 
practitioners

Acknowledge cultural differences; understand own culture; engage in self-assessment; acquire cultural 
knowledge and skills; view behavior within a cultural context

http://nccc.georgetown.edu/
information/providers.html

Faculty and trainers Understand and articulate the rationale for cultural and linguistic competence; elicit “buy-in” from 
faculty, staff, community; incorporate into curricula and training programs; contribute to body of 
knowledge for competence

http://nccc.georgetown.edu/
information/faculty.html

Families, youth, and 
communities

Advocate for themselves, families, and communities; build and sustain consumer demand for 
culturally and linguistically competent service systems; serve as a source of knowledge and support; 
continue to learn; partner with providers, policymakers, and other families; participate in governing 
boards; participate in research

http://nccc.georgetown.edu/
information/families.html

Projects and Initiatives Children and Youth with Special Health Care Needs, The National SUID/SIDS Project, Division of 
MCH Workforce Development, Child and Adolescent Mental Health

http://nccc.georgetown.edu/
projects/index.html

Distance Learning Assist in incorporating cultural and linguistic competence into users’ work; provide areas of defined 
areas of knowledge, skills, and awareness; offer articles, publications, other multimedia resources, 
self-discovery strategies

http://nccc.georgetown.edu/
distance.html

Self-Assessments Lead to development of short- and long-term goals, measurable objectives; identify fiscal and 
personnel resources and enhanced community partnerships; provide a vehicle to measure outcomes

http://nccc.georgetown.edu/
resources/assessments.html

Date Vignettes Help increase understanding of racial and ethnic disparities in achieving the Maternal and Child 
Health Bureau’s Six Core Outcomes for Children and Youth and Special Health Care Needs

http://nccc.georgetown.edu/
data_vignettes/index.html

Note. National Center for Cultural Competence materials (http://nccc.georgetown.edu/).69

Box 11.2 Guides to Teaching Cultural Humility Online70–72

♦ Teaching Cultural Humility and Competence: A Multidisciplinary Course for Public Health and Health Services Students70

•	 http://jdc.jefferson.edu/cgi/viewcontent.cgi?article=1027&context=hplectures
♦ Teaching Cultural Humility and Competence. Lessons Learned from Developing and Teaching a Multi-Disciplinary  

Online Course71

•	 Interdisciplinary	course	to	teach	cultural	humility.	Describes	the	goals	of	the	course,	how	they	went	about	creating	the	course,	
and the pilot study.

•	 The	website	describes	the	course	in	detail	and	includes	a	thorough	summary	PowerPoint	presentation.

•	 http://dx.confex.com/dx/10/webprogram/Paper2888.html
♦ Teaching Cultural Humility72

•	 PowerPoint	presentation	on	how	to	apply	different	technologies	to	teaching	cultural	humility	online.

•	 Objective	is	to	“apply	the	Process	of	Cultural	Competence	in	the	Delivery	of	Health	Care	Services	to	teaching	clinical	professional	
cultural humility.”

•	 http://coltt2011.pbworks.com/f/Teaching%20Cultural%20Humility%20On%20Line%20Notes.pdf

http://nccc.georgetown.edu/information/organizations.html
http://nccc.georgetown.edu/information/organizations.html
http://nccc.georgetown.edu/information/providers.html
http://nccc.georgetown.edu/information/providers.html
http://nccc.georgetown.edu/information/faculty.html
http://nccc.georgetown.edu/information/faculty.html
http://nccc.georgetown.edu/information/families.html
http://nccc.georgetown.edu/information/families.html
http://nccc.georgetown.edu/projects/index.html
http://nccc.georgetown.edu/projects/index.html
http://nccc.georgetown.edu/distance.html
http://nccc.georgetown.edu/distance.html
http://nccc.georgetown.edu/resources/assessments.html
http://nccc.georgetown.edu/resources/assessments.html
http://nccc.georgetown.edu/data_vignettes/index.html
http://nccc.georgetown.edu/data_vignettes/index.html
http://nccc.georgetown.edu/
http://jdc.jefferson.edu/cgi/viewcontent.cgi?article=1027&context=hplectures
http://dx.confex.com/dx/10/webprogram/Paper2888.html
http://coltt2011.pbworks.com/f/Teaching%20Cultural%20Humility%20On%20Line%20Notes.pdf


Box 11.3 Guides to Teaching Cultural Humility Through Writing or Self-Reflection73,74

♦ Teaching Cultural Sensitivity Through Literature and Reflexive Writing73

•	 Physician	educator	at	Loyola	explains	a	course	on	teaching	cultural	sensitivity

•	 http://virtualmentor.ama-assn.org/2007/08/medu1-0708.html
♦ Reflective Journaling and Development of Cultural Humility in Students74

•	 Teaches	students	through	journaling	in	an	immersion	program	with	a	low	socioeconomic	and	diverse	cultural group
♦ Are You Practicing Cultural Humility? The Key to Success in Cultural Competence (California Health Advocates, Medicare: Policy, 

Advocacy and Education; April 2007)

•	 Exercises	in	self-reflection

•	 Defines	cultures	and	discusses	cultural	humility	and	Tervalon	and	Murray-Garcia

•	 www.cahealthadvocates.org/news/disparities/2007/are-you.html
♦ Cultural Humility Considerations in Health Outreach to Address Obesity and Overweight.

•	 Self-reflection	questions

•	 Importance	of	cultural	humility	in	counseling	and	patient	education

•	 http://outreach-partners.org/resources/outreachconnection/74

Box 11.4 Guide for Integrating Cultural Humility into Clinical Rotations for Providers9,37,49,52,75–79

♦ The American Psychological Association (APA) offers the Cultural Formulation Interview (including the Informant version) and 
the Supplementary Modules to the Core Cultural Formulation Interview for further research and clinical evaluation. They should 
be used in research and clinical settings as potentially useful tools to enhance clinical understanding and decision-making and not 
as the sole basis for making a clinical diagnosis. Additional information can be found in DSM-5 in the Section III chapter “Cultural 
Formulation.” The APA requests that providers and researchers provide further data on the usefulness of these cultural formulation 
interviews at http://www.dsm5.org/Pages/Feedback-Form.aspx.19

•	 Measures: Cultural	Formulation	Interview

•	 Rights	granted: This	material	can	be	reproduced	without	permission	by	researchers	and	by	providers	for	use	with	their	patients.	
Rights holder: American Psychiatric Association

To request permission for any other use beyond what is stipulated above, contact: http://www.appi.org/CustomerService/Pages/
Permissions.aspx
♦ Bridging the Gap: A Curriculum to Teach Residents Cultural Humility.49

•	 Second-year	family	medicine	resident	yearlong	diversity	curriculum

•	 Includes	multiple	elements	(e.g.,	diversity	bingo,	book	discussion,	panel	discussions,	simulated	patients,	home	visits,	The	Color	
of FearTM video)

♦ Towards Cultural Competency in End-of-Life Communication Training.75

•	 Geriatric	fourth-year	medical	student	clerkship

•	 Palliative	care	based	and	“fosters	cultural	sensitivity	and	humility”

•	 Communication	workshop	for	culturally	responsive	palliative	care	and	end-of	-life care

•	 Includes	role-playing	and	feedback	on	breaking	bad	news	and	withdrawal/withholding	treatment
♦ Transcultural Nursing: Assessment & Intervention76

•	 Gives	models	for	assessment	and	intervention	for	caring	for	diverse	patients
♦ Clinical Practice Guidelines for Quality Palliative Care.77

•	 National	Consensus	Project	for	Quality	Palliative Care

•	 Applicable	to	all	medical	providers

•	 http://www.nationalconsensusproject.org/NCP_Clinical_Practice_Guidelines_3rd_Edition.pdf
(continued)
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Box 11.5 National Standards for Culturally and Linguistically Appropriate Services in Healthcare80

Standard 1: Healthcare organizations should ensure that patients/consumers receive from all staff members effective, understandable, 
and respectful care that is provided in a manner compatible with their cultural health beliefs and practices and preferred language.

Standard 2: Healthcare organizations should implement strategies to recruit, retain, and promote at all levels of the organization a 
diverse staff and leadership that are representative of the demographic characteristics of the service area.

Standard 3: Healthcare organizations should ensure that staff at all levels and across all disciplines receive ongoing education and 
training in culturally and linguistically appropriate service delivery.

Standard 4: Healthcare organizations must offer and provide language assistance services, including bilingual staff and interpreter 
services, at no cost to each patient/consumer with limited English proficiency at all points of contact, in a timely manner during all 
hours of operation.

Standard 5: Healthcare organizations must provide to patients/consumers in their preferred language both verbal offers and written 
notices informing them of their right to receive language assistance services.

Standard 6: Healthcare organizations must assure the competence of language assistance provided to limited English proficient 
patients/consumers by interpreters and bilingual staff. Family and friends should not be used to provide interpretation services 
(except on request by the patient/consumer).

Standard 7: Healthcare organizations must make available easily understood patient-related materials and post signage in the lan-
guages of the commonly encountered groups and/or groups represented in the service area.

Standard 8: Healthcare organizations should develop, implement, and promote a written strategic plan that outlines clear goals, policies, 
operational plans, and management accountability/oversight mechanisms to provide culturally and linguistically appropriate services.

Standard 9: Healthcare organizations should conduct initial and ongoing organizational self-assessments of CLAS-related activities 
and are encouraged to integrate cultural and linguistic competence-related measures into their internal audits, performance improve-
ment programs, patient satisfaction assessments, and outcomes-based valuations.

Standard 10: Healthcare organizations should ensure that data on the individual patient’s/consumer’s race, ethnicity, and spoken and writ-
ten language are collected in health records, integrated into the organization’s management information systems, and periodically updated.

Standard 11: Healthcare organizations should maintain a current demographic, cultural, and epidemiological profile of the com-
munity as well as a needs assessment to accurately plan for and implement services that respond to the cultural and linguistic char-
acteristics of the service area.

Standard 12: Healthcare organizations should develop participatory, collaborative partnerships with communities, and utilize a 
variety of formal and informal mechanisms to facilitate community and patient/consumer involvement in designing and implement-
ing CLAS-related activities.

Standard 13: Healthcare organizations should ensure that conflict and grievance resolution processes are culturally and linguisti-
cally sensitive and capable of identifying, preventing, and resolving cross-cultural conflicts or complaints by patients/consumers.

Standard 14: Healthcare organizations are encouraged to regularly make available to the public information about their progress 
and successful innovations in implementing the CLAS standards and to provide public notice in their communities about the avail-
ability of this information.

From: National Standards for Culturally and Linguistically Appropriate Services in Health Care; US Department of Health and Human Services Office of 
Minority Health, March 2001.

♦ NASW Standards for Cultural Competence in Social Work Practice.37

•	 http://www.socialworkers.org/practice/standards/NASWCulturalStandards.pdf
♦ Initiative for Pediatric Palliative Care: An Interdisciplinary Educational Approach for Healthcare Professionals52

♦ Integrating Cultural Competency and Humility Training into Clinical Clerkships: Surgery as a Model.78

•	 Cultural	humility	training	in	third-	and	fourth-year	medical	students	directed	to	clerkship	directors	and	curriculum	committees

•	 Proposed	first-	and	fourth-year	medical	student	cultural	competency	and	cultural	humility	survey	evaluations	to	assess	cultural	
competency and cultural humility training provided by the medical institution.

♦ Cultural Humility Task Force at San Francisco General Hospital Department of Psychiatry

•	 Gives	example	of	institution	teaching	cultural	humility

•	 “Provides	leadership	to	the	department	in	maintaining	a	focus	on	the	importance	of	future	in	clinical	work;	and	to	advance	the	
importance of cultural humility through organizing trainings, workshops and culturally focused seminars.”

•	 http://psych.ucsf.edu/sfgh/chtf/

Other resources
♦ Twelve Tips for Teaching Diversity and Embedding it in the Medical Curriculum.79

Box 11.4 Continued
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Conclusion
The larger exigencies of healthcare are at the nexus of both cul-
tural humility and palliative care. These include establishing trust 
relationships in evolving administrative structures and stressful 
times, listening and legislating effectively in polarized media and 
political environments, addressing the needs of changing fami-
lies and migration with constrained resources in underresourced 
communities, and growing diversity in the workforce.81–89 The 
gap between diversity in the palliative care workforce, its involved 
disciplines, and the increasingly diverse mix in the US population 
has been well-recognized, particularly by nursing.16 The American 
Academy of Hospice and Palliative Medicine is seeking to address 
diversity and cultural issues through committee, programmatic, 
and communication work.90 The relatively slow pace of change in 
organizational structures, especially at the leadership level, may 
require an additional level of commitment and cultural brokering 
to effect change. Additionally, individual provider knowledge and 
familiarity with cultural humility varies just as widely as provider 
understandings of palliative care communication. The framework 
of cultural humility essentially provides a path forward toward 
resilience in times of difficulty, rapid change, compounding eco-
nomic costs, and conflicts.
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CHAPTER 12

Health Literacy  
and Communication 
in Palliative Care
Wen-ying Sylvia Chou, Anna Gaysynsky, 
and Alexander Persoskie

Introduction
Palliative care—patient and family-centered care that opti-
mizes quality of life by anticipating, preventing, and treating 
suffering—needs to be integrated into the care of all serious ill-
nesses in order to reduce pain and distress and ensure that the 
physical and psychosocial needs of patients and caregivers are 
addressed. However, there are significant obstacles to the deliv-
ery of patient-centered palliative care, with many of these chal-
lenges arising from communication problems and the fact that the 
healthcare system assumes too much concerning the health lit-
eracy of individuals. Palliative care communication requires not 
only that patients and caregivers have an adequate understand-
ing of the condition and their medical options but also that the 
healthcare system is ready and equipped to optimally accommo-
date various health literacy levels and elicit and respond to the 
values of patients and caregivers.

To date, health literacy definitions abound and vary greatly 
in scope. This chapter follows the US Department of Health and 
Human Services definition of health literacy as the “degree to 
which individuals have the capacity to obtain, process and under-
stand basic health information and services needed to make 
appropriate health decisions.”1 Assessing health literacy calls for a 
consideration of an individual’s ability in relation to the complex-
ity of the tasks at hand, as well as the context-specific demands 
placed on their “functional literacy.”2 In other words, throughout 
this chapter, health literacy is discussed not only as a patient- or 
caregiver-level characteristic but also as an attribute of the health-
care system as a whole.

Limited health literacy is a major issue in the United States. It 
is estimated that nearly half of all American adults have limited 
health literacy.3 In the United States, prevalence of low health lit-
eracy is highest among racial/ethnic minorities, those with lim-
ited education, the elderly, and people with certain disabilities.4,5 
However, limited health literacy affects people from all walks of 
life and across socioeconomic levels.5 Having limited health liter-
acy hinders individuals’ ability to access and navigate the health-
care system, make appropriate health decisions, and act on health 

information. The deleterious impact of limited health literacy has 
been documented across a variety of health domains, and pallia-
tive care is no exception. For instance, patients with limited health 
literacy may lack knowledge about medications and other modes 
of treating chronic pain,6 which may lead to suboptimal pain 
management.

Using a multilevel ecological framework, this chapter first 
highlights connections between health literacy and palliative 
care across a wide variety of health areas, including (a) palliative 
care utilization; (b) communication between providers, patients, 
families and other caregivers; and (c)  self-care and caregiving 
outside the clinical setting. Examples of health literacy interven-
tion efforts, including tools and approaches at multiple levels of 
influence, are then highlighted. The chapter concludes with a dis-
cussion of research and practice priorities around palliative care 
communication, including the role of technology and new media, 
patient navigation, and expanding the focus of palliative care ser-
vices and research beyond advanced cancer.

The Role of Health Literacy in Palliative  
Care Communication
In what ways does health literacy affect palliative care? To what 
extent is health literacy accountable for disparities that exist in 
patients’ palliative care preferences and decisions? How can it 
help explain and address disparities in palliative care outcomes? 
We have adapted and modified Paasche-Orlow and Wolf ’s health 
literacy conceptual framework,2,7 which considers limited health 
literacy not merely as an individual-level problem affecting the 
patient or caregiver but as a challenge facing healthcare providers 
and health systems in effectively communicating with patients. 
Specifically, this view of health literacy incorporates more 
than the individual’s cognitive and functional skills in health-
care decision-making; it also takes into account the contextual 
demands placed on the individual by a specific clinical condition, 
the communication characteristics of medical culture, and the 
way clinical services are structured.8
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Such an approach recognizes that limited health literacy is not 
just a product of individual deficits. It also reflects healthcare 
trends toward greater patient engagement in care (which requires 
that patients and caregivers have the ability to obtain, analyze, 
and act on complex health information), the increasing special-
ization and fragmentation of care, and the increasing complexity 
of medical treatments. In light of this, health literacy interven-
tions must move beyond efforts intended to address individuals’ 
abilities to consider the complexity of tasks required of patients 
and families, the ability of providers to engage with patients, and 
other features of the community and healthcare system that sup-
port patient-centered care.

Paasche-Orlow and Wolf ’s original framework suggested three 
points in the healthcare process that were affected by health lit-
eracy. Considering palliative care, we have modified the frame-
work to include the following topics: (a) access to and utilization 
of palliative care, (b) clinical interactions in palliative care, and 
(c)  self-care and caregiver support. In this section, we discuss 
salient factors and exemplary research to date in each of these 
domains.

Access to and Utilization of Palliative Care
Limited health literacy may impede individuals’ access to and uti-
lization of palliative care services, resulting in unnecessary suf-
fering. At the most basic level, lack of knowledge about available 
hospice and palliative care services means patients do not request 
or access these services.9 Educating individuals about the role and 
function of palliative care, and addressing common misconcep-
tions regarding these services, may be one of the simplest ways 
to facilitate access to palliative care and reduce disparities in the 
utilization of these services.9,10

Limited health literacy can also hinder palliative care use in less 
direct ways. For instance, research indicates that financial con-
siderations (as opposed to true patient preferences) keep many 
low-income individuals from utilizing palliative care services.10 
Many individuals lack the health literacy necessary to understand 
available healthcare coverage options, which may prevent them 
from taking advantage of Medicaid or other programs for which 
they are eligible.2 In effect, the inability to navigate the compli-
cated insurance and healthcare systems may make palliative care 
inaccessible.

Even when palliative care is accessible and affordable, limited 
health literacy can still prevent individuals from obtaining ser-
vices. Poor information exchange and impaired decision-making 
have been shown to be a direct result of limited health literacy.11,12 
In order to make palliative care decisions that are in line with their 
values, patients need to process a wealth of information, includ-
ing accurate prognostic information, the meaning and value of 
palliative care, the types of services that are available, as well as 
the costs and benefits of their other options.13 Many critically 
ill patients have inadequate knowledge and unrealistic expecta-
tions regarding care, may be unclear about their personal values 
and how these relate to different treatment options, and may have 
inadequate support resources to facilitate decision-making.14

In addition to individual-level characteristics, factors within 
healthcare systems can also impact palliative care access and uti-
lization for patients with limited health literacy. To begin with, 
healthcare systems are complex, and navigation requires a level 

of literacy that most patients do not have. Healthcare settings 
are uncomfortable and potentially threatening environments in 
which help-seeking could expose patients’ reading and commu-
nication difficulties, leading to stigmatization and even shame.15 
Complicated forms, unclear verbal directions, signage and plac-
ards, as well as written materials containing advanced vocabulary 
and medical jargon all create barriers to care.7 For example, stud-
ies suggest that the legal language of standard advance directives 
may pose a barrier to the completion and understanding of these 
forms,16 potentially preventing individuals from receiving the 
type of care they desire at the end of life.

Clinical Interactions in Palliative Care
Limited health literacy is linked to poor patient–provider commu-
nication, in part due to insufficient or inaccurate understanding 
of the illness.1 Limited health literacy is also associated with lower 
patient participation and less engagement in decision-making.2,17 
Specifically, individuals with limited health literacy have been 
observed to ask fewer questions and receive less information 
during clinical interactions, due to fear, embarrassment, or low 
self-efficacy.17

Shame can also induce individuals to attempt to hide their lim-
ited literacy from providers (e.g., by claiming to have forgotten 
their reading glasses)18 and to feign understanding of important 
information. As one teenage patient commented, “[health profes-
sionals] never explain anything properly. It’s always their own big 
words and I just say, ‘Yeah, okay’ and I go home and I’m like, ‘I 
don’t know what that meant.’ ”15 It can therefore be extremely dif-
ficult for providers to both identify patients who have poor health 
literacy and recognize when these patients have failed to compre-
hend a critical piece of information.

Many approaches to assessing health literacy have been pro-
posed, including the Rapid Estimate of Adult Literacy in Medicine, 
the Test of Functional Health Literacy in Adults, and the Newest 
Vital Sign (NVS).19 One study also suggested that a simple ques-
tion such as “How confident are you filling out medical forms by 
yourself?” can be used to identify patients with limited or mar-
ginal health literacy skills.19 However, formal assessments of 
health literacy are usually reserved for research purposes and not 
conducted as part of routine clinical interactions.20 Additionally, 
although one study found no evidence that assessing patient lit-
eracy with the NVS caused patients to feel ashamed,21 it is impor-
tant that these tools be deployed in a sensitive manner in order 
to avoid inadvertently causing harm to patients. Alternatively, 
providers and health systems can put measures in place that can 
help all individuals—not just those with low literacy—to better 
understand health information, thereby eliminating the need to 
assess the capabilities of individual patients.

These efforts are important because characteristics of health-
care providers and the healthcare system as a whole contribute 
to suboptimal patient–provider communication. For example, 
implicit and explicit biases can prevent providers from engaging 
in patient-centered communication even when they are aware of 
a patient’s level of health literacy. Studies have shown that pro-
viders may perceive patients who have limited health literacy as 
incompetent or uninterested and therefore provide them with less 
information and attention.17 Providers’ use of complex medical 
jargon and unclear presentation of numerical information can 
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further impede communication.7,22 The findings of one study per-
fectly encapsulate the extent of the communication chasm that 
exists between providers and patients: even when physicians in 
this study believed they were using “everyday language” to com-
municate, patients did not perceive this to be the case.1

Communication problems can result in a misalignment of goals 
and knowledge between providers and patients/caregivers. In pal-
liative care, common areas of misalignment stemming from poor 
communication include discrepant understandings of diagnosis 
or prognosis, differential understanding of treatment options, and 
misunderstanding of patient preferences. These differences have 
been well documented in the literature. For example, Quirt et al. 
found that only 64% of patients with advanced cancer agreed with 
their physician about the extent of their disease, and in those cases 
where there was disagreement, most patients underestimated the 
extent of their disease.23

Even more alarming is the observation that providers may 
be communicating prognostic information in such a way that 
patients fail to realize a discussion is even occurring. For instance, 
Curtis et al. reported poor concordance in end-of-life discussions 
between patients with AIDS and their physicians, with physicians 
believing they had delivered prognostic information more fre-
quently than patients perceived they had received it.24 Similarly, 
another study of patients with terminal illness found that in 46% 
of patient/clinician pairs the clinician reported having commu-
nicated the fatal nature of the disease, while the patient reported 
that no such discussion occurred.25 Poor understanding of dis-
ease status can be especially detrimental to decision-making at the 
end of life, whereby election to receive aggressive life-prolonging 
measures (vasopressor support, additional chemotherapy, cardio-
pulmonary resuscitation, etc.) can further diminish quality of life 
and dignity.13

This lack of concordance between patients and providers is not 
limited to prognosis:  misunderstandings regarding treatment 
goals frequently occur as well. For example, in an Australian study 
of cancer patients, only 60% of patients were able to correctly state 
the goal of their treatment, with 17% of patients receiving pal-
liative therapy incorrectly believing their treatment would either 
cure or prevent the recurrence of their cancer and 32% of patients 
receiving curative care believing their treatment was palliative in 
nature. This was in stark contrast to the perceptions of the physi-
cians in this study, who believed that nearly all of their patients 
understood both their diagnosis and the type of treatment they 
were receiving.26

Health providers also frequently have misperceptions regarding 
their patients’ wishes and have difficulty in judging patient prefer-
ences.27 For example, in Haidet et al.’s study of metastatic cancer 
patients, physicians incorrectly identified patients’ cardiopul-
monary resuscitation preferences in 30% of cases, and there was 
surprisingly little difference in ability to correctly identify patient 
preferences between physicians who reported having had discus-
sions about prognosis with their patients and those who did not.28

Self-Care and Caregiver Support in Palliative Care
A great deal of palliative care occurs outside the walls of the clinic, 
where patients, families, and other caregivers take on important 
tasks such as symptom management and medication adminis-
tration.29 Individuals with limited health literacy tend to have 
less practical and instrumental knowledge and may not possess 

the skills needed for the day-to-day management of serious ill-
ness. They may have limited knowledge and understanding of 
symptoms, biometric data, and medication dosage and may be 
unable to carry out a healthcare plan, make appropriate decisions, 
and seek medical attention when needed. Compounding these 
self-care challenges is the fact that limited health literacy patients 
are also more likely to rely on care and support from family and 
friends who themselves have inadequate health literacy and do 
not have the resources or knowledge to properly assist in palliative 
care tasks.2

Providers and the overall healthcare system may further con-
tribute to difficulties with patient self-care and caregiving at the 
end of life. Once patients leave the clinical care setting, many 
hospital-based palliative care teams cease to play active roles in 
patient care, such that any gaps in discharge planning or transi-
tioning to home care create problems for families that they must 
face without adequate support.30 Caregivers of terminally ill 
patients frequently report the need for more support and infor-
mation as they take on an increasing number of complex tasks. 
However, this information is often not provided, leaving caregiv-
ers inadequately prepared for their roles.31

Another system-level barrier to self-care and caregiving 
for individuals with low health literacy is the growing use of 
technology-mediated communication, such as the use of online 
prescription refills and mobile symptom-monitoring tools, in 
clinical settings. Healthcare systems adopting these commu-
nication platforms may not be mindful of the additional chal-
lenges these tools may generate for patients with limited health 
literacy, particularly in accessing and successfully using these 
technologies.32

Addressing Health Literacy in Palliative 
Care: Strategies and Tools
As health literacy barriers have come to the forefront of the US 
public health agenda, researchers, healthcare providers, and 
actors in both the public and the private sectors are amassing a 
toolkit of approaches to address health literacy across care set-
tings. The following is a summary of the key tools and strate-
gies for enhancing health literacy being implemented at multiple 
levels of the social-ecological model that have the potential to 
enhance the utilization, quality, and equity of palliative care 
services.

Tools Aimed at Patients and Caregivers
At the most basic level, minimizing the negative impact of lim-
ited health literacy requires tailoring the format and modal-
ity of information presentation. General principles have been 
proposed for health-literate communication, most of which 
apply to palliative care. According to these guidelines, infor-
mation should be clear, brief, free of medical jargon, and 
focused on actionable information relevant to patients’ con-
cerns.1 Materials should also be linguistically and culturally 
sensitive and developed with the help of members of the target 
population. In terms of written information specifically, health 
literacy scholars have focused on increasing readability, for 
example through the use of short sentences and paragraphs,33 
ample white space, large font sizes, and text-enhancing graph-
ics and illustrations.1
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Studies suggest that patient education materials designed 
according to these principles are more acceptable to patients 
across the continuum of health literacy. For example, one study 
compared a standard advance directive—written at a 12th-grade 
reading level—with one redesigned to enhance readability. The 
redesigned version was written at a 5th-grade reading level, used 
a larger font, contained graphics, and incorporated input from 
patients and providers. The document was judged by all partici-
pants—particularly those with low health literacy—to be easier 
to understand and more useful for end-of-life decision-making. 
These alterations also increased utilization: individuals who were 
presented with the redesigned form were more likely than those 
presented with a standard form to complete an advance directive 
6 months poststudy.16

However, improving readability does not necessarily eliminate 
knowledge gaps associated with limited health literacy. For exam-
ple, in the advance directive study discussed previously, both the 
standard and the redesigned document led to similar knowledge 
gains about advance directive topics.16 As Davis and colleagues 
observe, “simplifying materials makes them more appealing, less 
frightening, and easier to read; however, when used alone, a sim-
ply written pamphlet or consent document does not significantly 
improve patient comprehension nor does it adequately inform.”1 
Addressing limited health literacy requires moving beyond the 
layout of written materials.

Nonprint presentation formats such as audio and video record-
ings have been found to be effective in palliative care communi-
cation, particularly with complex issues such as prognosis and 
treatment preferences.34,35 For example, one study demonstrated 
the utility of a video format in eliciting patient preferences for 
advance care related to dementia:  when the individuals in the 
study were presented with a verbal description of advanced 
dementia and three available care options (life-prolonging, lim-
ited, or comfort care), only 50% of participants expressed a pref-
erence for comfort care.34 However, after the same participants 
viewed a video depicting a patient with advanced dementia and 
the different treatments associated with the three care options, 
89.2% stated a preference for comfort care.34 Viewing this video 
also eliminated the tendency for African Americans, Latinos, 
and those at lower educational levels to opt for life-prolonging 
care at greater rates.35 These results suggest that video formats 
may enhance understanding of end-of-life care options, including 
palliative care.

Strategies have also been proposed to facilitate patient under-
standing of medical information received during clinical 
encounters, including recording medical consultations for later 
review, providing visual aids, and encouraging patients to have 
a preferred support person present for important discussions.36 
Depending on the context, specific communication tools may 
also be available, such as question prompt lists, which are struc-
tured lists of questions patients can use during consultations with 
providers. Question prompt lists have been found to facilitate 
patient–provider communication and empower patients when 
having difficult conversations around prognosis and end-of-life 
issues.37

Another critical tool that may aid critically ill individuals in 
making treatment decisions is the patient decision aid (PtDA). 
PtDAs contain structured and personalized information about 
treatment options, with the aim of facilitating communication 

and reducing decision burden.14,38 Despite the potential of PtDAs 
to help people with low health literacy, however, a recent review 
concluded that PtDAs are typically designed without special 
attention to the needs of these individuals (e.g., very few PtDAs 
are explicitly tested with limited health literacy populations or 
designed to conform to literacy criteria).39 The review offered 
recommendations for making PtDAs more accessible and com-
prehensible for low health literacy individuals: for example, ensur-
ing that they are written at or below the 8th-grade level, using a 
“higher is better” frame, and displaying numerical information in 
tables or pictographs rather than as part of the text.39

Patient navigators—trained, culturally competent personnel 
who help patients and families address barriers to healthcare—
offer another approach to address limited health literacy at the 
level of patients and their family. The unique skills and functions 
of navigators allow them to address the needs of limited health 
literacy individuals, for example by providing patient education 
in a manner that is culturally sensitive, supportive, and empow-
ering.40 Furthermore, navigators are poised to address health 
literacy across the entire care continuum, from educating the 
community about palliative care before a health crisis occurs to 
helping individuals overcome barriers to access and utilization of 
palliative care services by acting as advocates once patients are 
in a health system.40 In doing so, navigators can help ensure that 
palliative care is “appropriately integrated from diagnosis on and 
not considered a secondary form of care.”41

While most of the strategies discussed here are framed in terms 
of improving care for patients, it should be noted that many of 
these strategies can also help caregivers with limited health lit-
eracy. Caregiver support in palliative care is especially vital 
because caregivers are often required to take on complex medi-
cal tasks with inadequate information or training.42 Group-based 
education programs on caregiving and coping with loss have been 
shown to be effective in fulfilling caregivers’ unmet needs and 
improving their care competence and preparedness.29 Ultimately, 
these types of interventions may improve not only the palliative 
care received by patients but also the physical, mental, and psy-
chosocial health of caregivers.

Tools at the Care Setting Level
Increasing recognition of the fact that health literacy arises as 
much from the demands of the healthcare system as from indi-
viduals’ limitations has prompted providers, researchers, and 
health systems to begin evaluating and implementing system-level 
changes needed to achieve organizational health literacy.43 Several 
best-practice recommendations have been suggested for provid-
ers in communicating with limited health literacy patients. One 
resource encourages providers to plan sufficient time for consul-
tations, slow down their rate of speech, use short sentences and 
familiar words, limit the information they provide to a maximum 
of three main points when possible, and allow patients to record 
the exchange so they can review what was said at a later time.5

Communication of prognostic information and treatment 
options remains a significant challenge in palliative care. A part 
of this challenge stems from numeracy demands in clinical inter-
actions. Since verbal descriptions of probability (e.g., unlikely, 
possible, almost certain) are subject to different interpretations, 
communicating probabilistic information generally requires 
the use of numbers.44 However, many limited health literacy 
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patients and caregivers have difficulty understanding and using 
numeric information, making it imperative for providers to follow 
evidence-based practices for enhancing patient comprehension of 
this information.45

The literature on risk communication emphasizes the fact that 
the numeric format in which information is presented can either 
facilitate or hinder patient comprehension.46 For example, prob-
abilistic information presented as a frequency (e.g., “3 out of 10 
patients experience side effects”) is generally easier to comprehend 
than that presented as a percentage (e.g., “30% of patients expe-
rience side effects”).47 Additionally, when comparing treatment 
options, risks described in terms of their absolute levels (e.g., “the 
number of patients who experience the side effect would increase 
from 1 in 1,000 to 2 in 1,000”) are preferable to those described in 
terms of relative levels (e.g., “the risk would double”), as the latter 
may lead patients to overestimate the magnitude of the risk differ-
ence.47 Healthcare providers should also use a consistent denomi-
nator when comparing risks (e.g., “1 in 100” vs. “10 in 100”) to 
avoid confusing patients.48

Supplementing numeric data with graphs or other visual dis-
plays has been found to facilitate comprehension of this informa-
tion.47 The type of visual display used depends on the nature of the 
information to be presented. For example, bar graphs are useful 
for making comparisons between different risk levels, line graphs 
are well suited for showing temporal trends in risk, and picto-
graphs (also called icon arrays or image matrices) displaying, for 
example, the ratio of affected to unaffected individuals are best for 
conveying the probability of a single risk or benefit.44,46 However, 
because pictographs display the number of people affected (i.e., 
the numerator) in addition to the number unaffected and use a 
frequency rather than probability format, they are usually the 
favored visual format for presenting risk information.46

Providers should also be mindful of the fact that the way they 
describe, or “frame,” treatment options can have a profound effect 
on the choices made by patients and caregivers. For example, 
patients tend to perceive treatments more positively when out-
comes are described in terms of survival rates as opposed to death 
rates,45 and such effects are more common in patients who are less 
numerate.49 Therefore, when opposite but equivalent frames exist 
for quantifying an outcome, providers are encouraged to pres-
ent risk information using both frames to avoid biasing patients’ 
decisions.48

While it is important that providers follow best practices for 
presenting information, it is equally important that they assess 
whether the information was indeed communicated effectively. 
One approach to evaluating whether information was imparted 
successfully is to ask patients, “What is your understanding of 
your illness?” Research suggests that patients who respond without 
naming their diagnosis or describing prognosis tend to have a poor 
understanding of their condition.50 Another related, well-used 
method for evaluating patient understanding is the “teach-back” 
method, where a patient is asked to explain discussed information 
to the clinician. Note that this method is meant only to help pro-
viders gauge how well they are communicating and should not be 
used as a test of patient knowledge.

Even when best practices in risk communication are employed 
and/or patients have adequate health literacy and understand 
the information provided, patients and caregivers can still feel 
overwhelmed and have difficulty making appropriate decisions, 

given the inherently uncertain nature of disease trajectories and 
treatment paths. Particularly in end-of-life contexts, information 
about prognosis and treatment options may be hard for patients 
and caregivers to accept and process. In attempting to be infor-
mative, providers may end up presenting patients with too much 
information (e.g., too many numbers, too many choices); instead, 
they should consider focusing only on information most critical 
to patients’ decision-making.45 In order for us to move toward 
true patient-centered palliative care, it is important that provid-
ers avoid overwhelming patients and caregivers with a barrage 
of information and instead seek to understand the priorities and 
values of patients and their families (e.g., quality vs. quantity of 
life) and explain how they might best achieve their goals, given the 
options available.13

Incorporating health literacy into medical training is another 
important method for improving patient–provider communica-
tion in the palliative care context. Some have suggested including 
health literacy training in accreditation standards for medical edu-
cation and testing for health literacy awareness in board examina-
tions.51 One promising training program carried out in Canada in 
2008 aimed to provide physicians with the skills and confidence 
they needed to support patients in making decisions regarding 
place of care at the end of life.52 The intervention consisted of an 
online tutorial describing decision-support principles and case 
studies, a skill-building workshop involving role-play and expert 
feedback, and a follow-up call to reinforce workshop principles.52 
Compared to a control group, clinicians in the training program 
were able to provide higher quality decision support and address 
a greater number of patient needs postintervention.14 However, 
more research is needed to test the effectiveness and feasibility of 
particular training regimens, including Internet-based programs.

As a complement to provider training, healthcare organizations 
can employ specialized counselors to improve communication 
with patients (especially those with low health literacy) regard-
ing palliative care services. One large hospital in Georgia has 
pioneered a new approach to palliative care provision by giving 
counselors a central role on palliative care teams.53 In this model, 
counselors initiate contact with patients and families, discuss care 
options using health literacy principles, attend to the psychoso-
cial needs of patients/caregivers, and coordinate clinical visits 
to ensure continuity of care. Trained counselors can adequately 
address end-of-life needs because they do not face the same time 
constraints and competing priorities that prevent healthcare pro-
viders from focusing on communication and patient education. 
Early evidence indicates that this approach is effective, particu-
larly in terms of reducing conflict, communication deficits, and 
knowledge gaps.53

More broadly, assessing an organization’s response to health lit-
eracy needs is an important step toward improving care quality.43 
The Office of Disease Prevention and Health Promotion offers sev-
eral tools to help health organizations meet the needs of low liter-
acy populations. For example, a self-assessment tool for hospitals 
and health centers includes an action plan for reducing literacy 
barriers that can help organizations decrease the health literacy 
demands experienced by patients in these settings.54 In conduct-
ing these types of audits, organizations should also evaluate the 
existence of system-level supports that can make services more 
health literate, such as the provision of sufficient time for consulta-
tions and the presence of incentives for excellent communication 
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with patients.8 Finally, rather than viewing limited health literacy 
as the “exception to the rule,” health organizations should adopt 
universal precautions (e.g., eliminating meaningless choices, sim-
plifying forms) that reduce the cognitive burden placed on all 
patients and ensure the comprehension of key information. Such 
strategies would benefit patients at all levels of education and 
literacy.8

Tools at the Community Level
As people interact with medical topics more frequently outside 
of healthcare settings, unique opportunities exist at the com-
munity level for improving health literacy related to palliative 
care. For example, many Americans, particularly those from a 
lower socioeconomic background, get their health information 
from television.1 The media play an important role in educat-
ing the public about various health topics, including end-of-life 
issues,55 and therefore have the potential to impact knowledge 
and attitudes about palliative care. The public health commu-
nity can leverage the reach and influence of the news and enter-
tainment media to better inform the public about palliative care 
services.

Leveraging existing social networks (e.g., faith-based organi-
zations, work places, community centers, etc.) may be another 
effective way to communicate information about palliative 
care to the public.56 One way to do this involves working with 
community-based organizations to host educational meetings and 
providing materials on palliative care for the organizations to dis-
tribute to their members. This approach has the benefit of reaching 
individuals (who may later become caregivers or patients) that are 
unaware of palliative care and who would not seek out this infor-
mation on their own. Moreover, this strategy allows the materi-
als to be tailored for the health literacy level and culture of the 
population served by each organization.57 Faith-based organiza-
tions, in particular, offer a promising venue for community-based 
palliative care education. Religious leaders are often called upon 
in end-of-life situations, but many of these leaders are not suffi-
ciently knowledgeable about palliative care services.58 Partnering 
with clergy and providing them with education and training in 
the area of palliative care is a promising approach for reaching 
individuals in the community.55

Tools at the National and State Policy Level
Because of the enormous public health and economic costs asso-
ciated with low health literacy, policymakers have been asked 
to address health literacy through a range of interventions.43,59 
One approach open to policymakers is realigning payment sys-
tems so they incentivize organizations and providers to address 
health literacy issues.8 This might be done by providing reim-
bursement for time devoted to culturally competent patient 
education or by providing liability insurance discounts to pro-
viders who receive training on patient-centered communication 
techniques.60 According to Paasche-Orlow and Wolf, incen-
tives that encourage entire organizations to address health lit-
eracy issues (e.g. rewards for investing in education and patient 
self-management technologies) are also needed.8 In the United 
States, it has also been suggested that moving away from the 
fee-for-service model altogether would go a long way toward fos-
tering patient-centered communication in all aspects of health 
(including palliative care).60

One of the other tools available at this level is the legislation 
and implementation of training and care standards in health 
settings. For example, several US states have mandated the 
training of health professionals in cultural competence; mak-
ing health literacy training a requirement for all health profes-
sionals in the same way could have significant implications for 
patient–provider communication and quality of care.7 However, 
the evidence base on the effectiveness of such initiatives is cur-
rently lacking, and a more rigorous assessment of these policies 
is called for.7

Policymakers can also affect change through their funding 
decisions. Increased funding for multidisciplinary research on 
communication and health literacy is needed in order to stimu-
late the development of effective interventions and to generate an 
evidence base for eliminating health disparities.51,59 The govern-
ment could also advance research in this field by appropriating 
funds to establish centers of excellence as test-beds and early 
adopters of innovations to improve health literacy.59 Further 
research in this area is especially vital in the context of palliative 
care, where relatively little work on health literacy has been done 
to date.

More generally, increased support for safety-net hospitals and 
clinics that serve low health literate individuals is important to 
ensure that services and training are adequate to address this 
population’s needs.8 Clinics and agencies that care for vulnerable 
populations, such as the Ryan White Care Act Programs and the 
Indian Health Service, would benefit from specialized funding to 
implement proven interventions and best practices for improving 
health literacy.59

Taking a long-term perspective, state policies related to educa-
tion can help ensure that future generations are better equipped 
with the foundational skills required to successfully navigate the 
healthcare system and make appropriate medical decisions. To 
this end, health literacy standards should be incorporated into 
learning goals and assessments across all levels of the education 
system.51 Given that educational attainment has long been linked 
with health outcomes, improving the quality of education should 
be recognized as integral to public health.7

Outside the formal education system, adult education classes 
and public libraries also have untapped potential for increasing 
the health literacy of the public and educating those most in need 
about important health issues.3,61 Introducing palliative care top-
ics in these settings, and long before important decisions need to 
be made, can help make future discussions less uncomfortable 
and prepare individuals to identify preferred and appropriate care 
for themselves and their loved ones when the need arises.

Priorities in Research and Practice
The last section of this chapter is devoted to a discussion of current 
gaps and emerging areas that deserve further attention in pallia-
tive care communication research and practice. They include con-
siderations for using technologically mediated communication, 
increasing access to and acceptability of palliative care, and mov-
ing research and practice beyond cancer care settings. However, 
it is important to remember that underlying all of these efforts 
should be a focus on ascertaining patient values throughout 
the care process, so that we can alleviate unnecessary suffering 
through patient-centered palliative care.
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Considering Emerging Technologies and Media
The growth of the Internet, mobile technology, wearable censors, 
and social media has created new opportunities for communicat-
ing about health, improving health literacy, as well as interacting 
with the healthcare system, and these opportunities also extend 
to palliative care communication and service delivery. The overall 
US Internet access rate is estimated to be at 87%, and the Internet 
serves as a common source of health information.62 While the 
Internet provides rapid access to a large amount of information, 
effectively engaging with online health information requires ade-
quate health literacy.1 Simply supplying palliative care information 
or enabling online access to such information would not necessar-
ily help those with limited health literacy; in fact, it may exacerbate 
disparities if individuals with limited literacy find online infor-
mation confusing or overwhelming. Furthermore, user-centered 
design is crucial for ensuring that technology-mediated tools are 
accessible, beneficial, and equitable. Czaja et al. found that even 
well-educated seniors with prior computer experience had diffi-
culty navigating and accessing information on the Medicare web-
site and concluded that less computer literate individuals could 
be expected to experience even greater difficulty using the site.63

Despite these challenges, new technologies do offer opportuni-
ties for delivering health literate interventions. Technologies such 
as automated telephone calls/reminders, integrated electronic 
health record systems, and computerized agents can facilitate 
patient education and improve care in a cost-effective way.7 For 
instance, in a pilot study on the use of a computerized conversa-
tional agent during the informed consent process, Bickmore et al. 
found that limited health literacy patients preferred using technol-
ogy for this purpose and gained an equivalent amount of knowl-
edge regardless of whether they used the technology or spoke to 
a real person.64 However, much more work remains to be done in 
this area to identify the specific features of technology-mediated 
innovations that patients and their families find useful and 
engaging.2

Emerging social media platforms—characterized by the mul-
tidirectional flow of user generated content—enable individuals 
to exchange health information, including information related to 
palliative care such as methods for pain management, end-of-life 
options, and bereavement. More generally, research indicates that 
patients use social media sites to exchange medical information 
and discuss their illnesses and treatments.65 It is important for 
researchers to explore the content and communication processes 
in these peer-to-peer exchanges and to leverage the spaces “where 
people are,” as these methods can generate insight about the lived 
palliative care experiences of patients and their loved ones. For 
example, a review on the use of blogs in the palliative care context 
found that critically ill patients used blogs to exchange both emo-
tional support and information with other people who were in 
similar situations and that, for at least some patients, the process 
of blogging was empowering.66

Increasing Access to and Utilization of Palliative Care
Increasing appropriate use of palliative care is vital, as it has been 
shown to enhance patient quality of life, improve symptom man-
agement, reduce the number of tests and procedures endured, and 
increase the satisfaction of patients, providers, and family care-
givers.67 One possible way to achieve this is by increasing the use 

of patient navigators, as described earlier. Hauser et al. recom-
mend that navigators receive specific training in palliative care in 
order to enable them to assist patients and their families at more 
advanced stages of disease.41 Examples of the types of services 
patient navigators might provide include screening patients and 
caregivers for symptoms like pain or depression, initiating discus-
sions around advanced care planning, and providing timely refer-
rals to needed palliative care services.

Employing navigators who can effectively communicate with 
patients is especially important because of the way palliative care 
is currently discussed, which may itself pose a barrier to the use 
of these services. Even the very term “palliative care” is ambigu-
ous, as few individuals are aware of the broad range of services 
it covers,68 and many associate it with death and dying. Indeed, 
the in-depth interviews conducted by Kendall et al. suggest that 
patients find palliative care unacceptable because, in their minds, 
the concept is inextricably linked to imminent death.69 Some 
research suggests that patient narratives, or “role-model stories” 
that describe the positive experiences real individuals have had 
with palliative care can improve knowledge and attitudes toward 
this type of care and may also aid low health literacy individuals 
with the recall of important health information.38,70

There have also been calls to “rebrand” palliative care and avoid 
complicated, official medical terminology in discussions of this 
topic with lay audiences.71 One suggestion has been to replace the 
term “palliative care” with the term “supportive care” because this 
phrase may have fewer undesirable connotations. In fact, one sur-
vey showed that many US providers perceive the term “palliative 
care” to be a barrier to referral (because they believe that it leads to 
patient distress) and would be more inclined to refer a patient with 
early-stage cancer to a service named “supportive care.”72 Indeed, 
after the Cleveland Clinic changed the name of its outpatient pal-
liative care center to the Supportive Care Center, patient refer-
rals to the center grew by 41% and the average timing of referrals 
increased from 4.7 to 6.2 months before death.73

Moving Beyond Cancer Care Settings
Most palliative care studies to date, including those on health 
literacy, focus on patients with cancer.74 This may be a result of 
the relative abundance of research funding for cancer compared 
to other diseases, or it may simply reflect the reality of palliative 
care utilization: approximately half of patients receiving hospice 
and palliative care services have cancer diagnoses.9 Research 
is needed to develop appropriate palliative care services for 
non-cancer patients and to better communicate the benefits of 
palliative care to these patients and their families.75 These efforts 
are especially important because different diseases follow differ-
ent trajectories and require different services and communica-
tion approaches.76

Additionally, compared to cancer, the public may be less 
informed about other diseases and may have a different set of 
expectations around living and dying from these conditions, 
necessitating targeted educational efforts to increase utilization of 
palliative care services in patients with these diseases. These reali-
ties also mean that providers and the healthcare system as a whole 
need to focus on individual patients and families, rather than on 
diseases—eliciting goals, values, and preferences and empowering 
patients to make informed decisions.76 In this way, all patients, 
regardless of literacy level or diagnosis, will be able to choose the 
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type of care that reflects what they truly want and obtain services 
that will reduce their suffering and distress.

Lessons from Recent Caregiving Experiences
We wrote the final version of this chapter while accompanying 
a dear friend on her end-of-life journey. Her experience of liv-
ing with advanced cancer and desperately seeking treatment 
options underscored the complexity of palliative care decisions 
and the enormous health literacy demands placed on patients 
and caregivers by the healthcare system. This young and bril-
liant scientist, barely in her 30s and at the height of her career, 
was thrown at the mercy of a fragmented healthcare system 
upon diagnosis and, subsequently, recurrence. Being armed with 
advanced degrees, self-efficacy, insurance coverage, and a highly 
health-literate support network did not shield her from the seri-
ous problems patients encounter when the traditional disease 
treatment model no longer serves their needs. In fact, communi-
cation breakdowns at multiple levels and at various points of care, 
as well as challenges encountered during transitions between dif-
ferent treatment settings, left us wondering about the additional 
burdens limited health literacy imposes on individuals and their 
loved ones in similar situations.

Aspects of this real-world cancer journey are highly relevant to 
our discussion of health literacy and palliative care, and we hope 
that by citing this experience we can begin to elucidate some of 
the tremendous challenges in reconciling a theoretical definition 
of “patient-centered palliative care” with the practical delivery 
of care that truly reflects and respects patient values. First, for 
a young, previously healthy individual whose expressed goal is 
to continue any and all possible treatment paths in order to buy 
more time, discussing the possibility of palliative care or hos-
pice is enormously challenging. There is no clear “right time” to 
have a conversation about palliative care options in this kind of 
situation, and there can be resistance on multiple levels (from the 
patient, caregivers, and even the clinical care team) to initiating a 
patient-centered conversation about palliative care.

Exacerbating this problem is the fact that, in advanced dis-
eases, a large number of providers from different disciplines (e.g., 
oncology, radiology, nutrition) and even different institutions are 
typically involved in care. Patients commonly do not have a single 
point of contact, and no single provider is responsible for com-
municating with the patient or initiating difficult palliative care 
conversations. Delivering prognostic news and discussing disease 
outlook is admittedly difficult, even for experienced providers, but 
the fact that this aspect of the job is rarely well defined or clearly 
delegated inhibits important discussions from taking place and 
prevents critically ill individuals from utilizing palliative care ser-
vices that may improve their quality of life.

As stated earlier, we believe that in order to deliver true 
patient-centered care that is in line with patient preferences, com-
munication efforts that aim to elicit and optimally respond to 
patient and caregiver values and priorities are crucial. However, 
it is important to point out that the reality of an advanced disease 
entails many uncertainties, and there are important differences 
across patients in terms of their values and goals. These realities 
can lead to a significant amount of tension between respecting 
patient preferences and attempting to provide palliative care when 
curative options are no longer available.

Conclusion
In conclusion, as Dr.  Atul Gawande articulated in a New  York 
Times article in 2014, “in medicine and society, we have failed to 
recognize that people have priorities that they need us to serve 
besides just living longer. … And the best way to learn those pri-
orities is to ask about them.”77 His reflections point to the impor-
tance of communication about palliative care and the role health 
literacy plays in this process. To deliver care that reflects the val-
ues and preferences of patients and their loved ones, the health-
care system must support and enable providers (whether they 
are physicians, nurses, or patient navigators) to ascertain their 
patients’ understanding of health and disease, as well as their 
goals, fears, and priorities. Engaging in this process with vulner-
able, low health literacy patients is even more challenging—and 
even more necessary—if we hope to achieve the goal of effective, 
patient-centered, and equitable palliative care.
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Appendix A  
Health Literacy Considerations for Special 
Populations
Individuals With Limited English Proficiency
In the United States, people with limited English proficiency (LEP) 
are also more likely to have lower health literacy, and individuals 
with both LEP and low health literacy are a particularly vulnerable 
group.1 However, few patient-education materials in the United 
States have been translated into languages other than Spanish, 
despite the large population of immigrants from Asia and other 
places, effectively making crucial health information inaccessible 
to these populations. Conversely, merely translating materials is 
not sufficient either, as many LEP individuals have limited lit-
eracy in their native language as well.2 LEP patients also report 
having more difficulties communicating with medical providers.2 

Usually, this problem is addressed through the use of interpreters 
who translate the provider’s instructions. However, health literacy 
is rarely taken into account during this process, with the result 
that the verbatim translations are still often too complex and full 
of jargon.2 For effective communication to take place, literacy and 
language barriers need to be addressed concurrently.

As the LEP population in the United States continues to grow, 
efforts to address language and literacy barriers in the healthcare 
setting will only become more vital.1 In the palliative care context 
specifically, where word choice is crucial, if translations (of writ-
ten or oral information) are not executed thoughtfully, they may 
actually increase communication barriers. For instance, the word 
hospicio in Spanish is commonly understood as “orphanage” or 
“place for poor people”3 and does not convey a positive, or even 
neutral, message about hospice as a setting for end-of-life care.

Incarcerated Individuals
There is a high level of morbidity and mortality among the US 
prison population, as well as an increasing number of older 
inmates, which makes the need to address palliative care in the 
correctional setting especially pressing.4 Providing quality pallia-
tive care is challenging even under the best circumstances but is 
even more so in the prison setting. Among the challenges in this 
environment is the fact that many inmates have cognitive deficits, 
learning disabilities, and very low levels of literacy:  it has been 
estimated that close to two-thirds of inmates lack basic literacy 
skills.5 Beyond low levels of general literacy, inmates have also 
been shown to have little knowledge of basic medical terminology, 
anatomy, or therapeutic procedures, which inhibits their ability to 
communicate effectively with their providers, make appropriate 
healthcare decisions, and advocate for care that is aligned with 
their values.5

The very limited understanding of disease held by many 
incarcerated individuals combined with the lack of trust prison 
inmates have in the correctional system as a whole (including pro-
viders who work in these settings) presents a serious barrier to 
providing palliative care in the prison context. In the words of one 
prison doctor, inmates expect to be cured when they are sick and 
when they are told that a cure is not possible, “their first thought is 
that the department just doesn’t want to spend the money.”4 This 
attitude and lack of trust also pushes the prisons themselves to 
provide aggressive care (even when it is futile and possibly even 
unwanted) in their attempt to protect themselves from accusa-
tions that they are denying treatment to ill inmates.4 Initiatives to 
educate inmates about health and palliative care will be crucial for 
members of this population to be able to make informed choices 
about their care. Intervention planners also need to be aware that 
the circumstances of the inmate population differ significantly 
from those of the free-living population, and solutions need to be 
specifically designed to suit their unique needs. For instance, an 
issue unique to the prison context is the fact that inmates have very 
restricted Internet access, which limits their ability to obtain their 
own information on medical topics, including palliative care.4

Individuals With Disabilities
Individuals with communication disorders—such as impaired 
hearing or eyesight and aphasia—face special health literacy chal-
lenges. Communication barriers for persons with disabilities 
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have been well documented.6 For instance, one study identified 
limited literacy and language skills, as well as limited access to 
health practitioners fluent in sign language, as barriers to receiv-
ing appropriate palliative and end-of-life care for members of the 
deaf community in Canada.7 Another issue for this population is 
that frequently used idioms and many advanced medical terms 
do not have equivalent counterparts in sign language, which 
makes explaining concepts related to palliative care especially 
challenging.7

Having a visual impairment can also hinder individu-
als from obtaining and processing health information and 
navigating the healthcare system (e.g., due to the inability 
to read signage in a medical office). In the United States, the 
Americans with Disabilities Act was designed to ensure that 
individuals with disabilities (as well as low English proficiency) 
have access to health information and assistance in healthcare 
settings; nevertheless, barriers for these populations continue 
to exist.6 Clearly, healthcare systems need to make additional 
efforts to better accommodate the needs of individuals with 
disabilities—for instance by providing health materials and 
forms in different formats (such as Braille, large-print, and 
auditory).8

Individuals With Cognitive Impairments
Cognitive issues can complicate communication and 
decision-making around palliative care. For example, people 
with severe dementia lack the capacity required to make deci-
sions about their care and treatment near the end of life.9 
Therefore, discussions and decisions around palliative and 
end-of-life care need to occur as early as possible in the disease 
trajectory—while these individuals are still able to communicate 
their preferences.9 Additionally, cognitive impairment is not an 
issue limited to patients suffering from Alzheimer’s and simi-
lar diseases; many palliative care patients (including those with 
cancer) exhibit evidence of cognitive impairment, and this has 
important implications for the delivery of quality care, for exam-
ple in regard to the recognition and management of symptoms.10 
Therefore, it is crucial to initiate conversations about palliative 
care as early as possible, regardless of the patient’s diagnosis.
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Appendix B  
List of Key Health Literacy Resources
General

Health.gov Website
http://www.health.gov/communication/literacy/
This section of the health.gov website features a variety of content 
related to health literacy, including tools, research, and resources.

Centers for Disease Control and Prevention Website
http://www.cdc.gov/healthliteracy/index.html
The Centers for Disease Control and Prevention hosts a site 
devoted to health literacy, which provides information about 
health literacy and tools for improving public health practice 
through the application of health literacy principles.

National Action Plan to Improve Health Literacy
http://www.health.gov/communication/HLActionPlan/pdf/
Health_Literacy_Action_Plan.pdf
This report, from the US Department of Health and Human 
Services, provides a blueprint for improving the way health 
information is communicated to the public and ensuring that 
Americans obtain the literacy skills they need to help them live 
healthier lives. The action plan outlines seven goals designed to 
improve health literacy in the United States, along with sugges-
tions for strategies to achieve these goals.

Health Literacy: A Prescription to End Confusion
www.iom.edu/report.asp?id=19723
This report by the Institute of Medicine reviews the scientific 
knowledge base related to health literacy and provides recommen-
dations for creating a more health-literate society.

Health Literacy Interventions and Outcomes: An 
Updated Systematic Review
http://www.ahrq.gov/research/findings/evidence-based-reports/
er199-abstract.html#Report
This systematic review by the Agency for Healthcare Research and 
Quality summarizes evidence regarding the impact of health lit-
eracy on healthcare service use and health outcomes and evaluates 
the effectiveness of interventions designed to improve outcomes 
among individuals with low health literacy.

Simply Put
http://www.cdc.gov/healthmarketing/pdf/Simply_Put_082010.
pdf

 

 

 

 

 

http://www.health.gov/communication/literacy/
http://www.cdc.gov/healthliteracy/index.html
http://www.health.gov/communication/HLActionPlan/pdf/Health_Literacy_Action_Plan.pdf
http://www.health.gov/communication/HLActionPlan/pdf/Health_Literacy_Action_Plan.pdf
http://www.iom.edu/report.asp?id=19723
http://www.ahrq.gov/research/findings/evidence-based-reports/er199-abstract.html#Report
http://www.ahrq.gov/research/findings/evidence-based-reports/er199-abstract.html#Report
http://www.cdc.gov/healthmarketing/pdf/Simply_Put_082010.pdf
http://www.cdc.gov/healthmarketing/pdf/Simply_Put_082010.pdf


CHAPTER 12 health literacy and communication in palliative care 101

This guide from the Centers for Disease Control and Prevention 
provides practical strategies for creating materials that are easy to 
understand and accessible.

Toolkit for Making Written Material Clear and Effective
https://www.cms.gov/WrittenMaterialsToolkit/
This resource from the Centers for Medicare and Medicaid 
Services provides information on making written materials easier 
for people to read, understand, and use.

For Health Providers/Organizations
American Medical Association Website
http://www.ama-assn.org/ama/pub/about-ama/ama-foundation/
our-programs/public-health/health-literacy-program.page
The website of the American Medical Association contains infor-
mation on the way health literacy affects diagnosis, treatment, and 
patient safety and also provides resources for providers and orga-
nizations seeking to learn more about the topic.

AHRQ Health Literacy Universal Precautions Toolkit
http://www.ahrq.gov/professionals/quality-patient-safety/
quality-resources/tools/literacy-toolkit/index.html
This toolkit, prepared for the Agency for Healthcare Research and 
Quality, allows providers to assess and improve the health literacy 
of their services.

Health Literacy Online
http://www.health.gov/healthliteracyonline/Web_Guide_
Health_Lit_Online.pdf
This guide, produced by the Office of Disease Prevention and 
Health Promotion, provides tips for creating user-friendly 
websites and delivering online health information in an 
effective way.

Health Resources and Services Administration Website
http://www.hrsa.gov/publichealth/healthliteracy/
This website offers information about health literacy as well as 
a free, online training course titled “Effective Communication 
Tools for Healthcare Professionals,” which addresses cultural sen-
sitivity, health literacy, and limited English proficiency.

Advancing Effective Communication, Cultural 
Competence, and Patient- and Family-Centered 
Care—A Roadmap for Hospitals
http://www.jointcommission.org/assets/1/6/
ARoadmapforHospitalsfinalversion727.pdf

This guide from The Joint Commission provides recommen-
dations to assist hospitals improve the way they communicate 
with patients, including addressing their health literacy needs.

For the Public
Mayo Clinic Website
http://www.mayoclinic.org/patient-care-and-health-information
The Mayo Clinic hosts a website that provides a wealth of 
easy-to-understand information on a wide array of health and 
medical topics, including palliative care (http://www.mayo-
clinic.org/tests-procedures/palliative-care/basics/definition/
prc-20013733)

The Ohio State University Medical Center Website
https://patienteducation.osumc.edu/Pages/Home.aspx
This website features materials on thousands of health-related top-
ics (including end-of-life issues), all written below the 8th-grade 
reading level.

Literacy Assessment Tools
Newest Vital Sign
http://www.pfizerhealthliteracy.com/physicians-providers/
newest-vital-sign.html
This screening tool identifies patients at risk for low health literacy. 
The NSV takes only a few minutes to administer and is therefore 
suitable for use in clinical settings (a Spanish-language version of 
the tool is also available).

Rapid Estimate of Adult Literacy 
in Medicine–Short Form
http://www.ahrq.gov/populations/sahlsatool.htm
The REALM–SF is a seven-item word-recognition test that can 
provide clinicians with an assessment of patients’ health liter-
acy level. The REALM–SF has been validated and field tested in 
diverse research settings.

Test of Functional Health Literacy in Adults
http://www.peppercornbooks.com/catalog/information.
php?info_id=5
The TOFHLA measures the functional health literacy level of 
patients (including their numeracy and reading comprehen-
sion abilities) using real healthcare materials (e.g., instruc-
tions for diagnostic tests). However, although the TOFHLA is 
comprehensive, it may be too lengthy for use in routine clinical 
encounters.
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Introduction
The purpose of this chapter is to provide an overview of how 
written communication can support the needs of palliative care 
patients. There is growing awareness that a patient-centered 
perspective is valuable for all patients, but it is all the more 
important in the palliative care setting, where fundamental exis-
tential choices about how to live, maintain quality of life, and 
die are often compromised. Palliative care has evolved as a dis-
cipline that primarily emphasizes or assumes live interactions.1 
However, as we illustrate in this chapter, written printed materi-
als and online communication are also very important aspects of 
patient-centered palliative care. We illustrate how written commu-
nication can support the needs of palliative care patients via three 
text types:  professional–patient emails, end-of-life leaflets, and 
online patient–patient forums. Throughout the chapter we also 
focus, where relevant, on the provision of patient-centered writ-
ten materials for caregivers. By “caregivers” we mean the “fam-
ily, informal caregivers, and friends” of palliative care patients.2 
Following a discussion of how the three text types can support 
patient-centered palliative care, we address the question of health 
literacy in relation to the three text types, considering how they 
may support patient empowerment. The chapter concludes with 
recommendations intended to support healthcare professionals 
in optimizing palliative care communicative practice and sugges-
tions for future research.

The Importance of Patient-Centered  
Texts for Patients
Palliative care has been defined by the National Consensus Project 
(NCP) for Quality Palliative Care3 as follows:

Palliative care means patient and family-centered care that opti-
mizes quality of life by anticipating, preventing, and treating suf-
fering. Palliative care throughout the continuum of illness involves 
addressing physical, intellectual, emotional, social, and spiritual 
needs and to facilitate patient autonomy, access to information and 
choice. [our italics]

In this characterization of palliative care, which we draw on 
throughout this chapter, the focus on meeting the heterogeneous 
needs of patients and on facilitating autonomy, access to informa-
tion, and choice clearly reflects the health communication para-
digm of patient centeredness. In the palliative care setting, where 
patients’ needs are often particularly complex and profound, 
autonomy is at stake through medicalization, pain, and weak-
ness, and treatment options may be few or nonexistent, the value 
of patient centeredness as a supportive and empathetic approach 
to health communication4 is clear. Indeed, patient centeredness 
has been described as an ethical approach to health communica-
tion5 that can address the humanistic lacunae of biomedicine.6 As 
a health communication paradigm, patient centeredness under-
lines the centrality of individual patients’ needs and perspec-
tives,7 where the patient is theorized as a person whose human 
needs should be met in the clinical situation.8,9 Just as palliative 
care aims to “facilitate patient autonomy, access to information 
and choice,” patient centeredness underlines the importance of 
providing patients with clear information about their illness and 
its treatment,10 as well as healthcare professionals sharing power 
and responsibility to enhance patients’ autonomy and choice.7,11 
As pointed out by the NCP, palliative care is relevant throughout 
the continuum of an illness, but patients’ needs and their possi-
bilities for autonomy do change in line with the trajectory of a 
progressive illness.

Although patient centeredness has mainly been associated 
with the clinical situation,12 there is increasing awareness that 
patient centeredness is a health communication paradigm that is 
also relevant for written communication.13 Research shows that 
patients who receive one-way written communication want to be 
addressed in ways that respect their perspectives and acknowl-
edge their needs.14 In the palliative care context, this would mean 
that attempts should be made to meet patients’ psychosocial needs 
in written communication,6 characterized by the NCP3 as intel-
lectual, emotional, social, and spiritual. Moreover, we argue that 
patient-centered texts may even support patients’ physical needs, 
particularly for pain relief or symptom control. This is because 
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through improved knowledge, patients may be able to identify 
other possibilities for care that would ease symptoms such as pain. 
Also, greater choice and autonomy, which are associated with 
patient-centered communication, can result in the experience of 
fewer symptoms and better quality of life.15 Before we examine 
written texts for palliative care patients and their caregivers, con-
sidering how they may meet their complex needs, we first address 
the concept of health literacy.

Health Literacy and Written  
Palliative Care Communication
Health literacy is very relevant for written health communica-
tion generally, particularly given the established causal relation-
ship between low health literacy levels and poor health16 and 
because it is a necessary prerequisite for patient engagement and 
empowerment.17

Health literacy is often viewed as a quantifiable construct that 
can be measured through tests such as the Test of Functional 
Health Literacy in Adults (TOFHLA) or Rapid Estimate of Adult 
Literacy in Medicine (REALM).18 However, we argue that taking 
a patient-centered approach, which entails seeing health literacy 
as a dynamic, situated construct, is preferable. First, an individual 
patient’s health literacy level is likely to alter depending on sub-
ject matter, as individuals who are motivated to know as much 
as possible about their own or their loved one’s condition equip 
themselves with specialized medical terminology.19 Second, psy-
chological factors may affect the measurement of health literacy 
levels, as emotional involvement when one’s own health is at stake 
can negatively affect one’s ability to understand written texts.20

Although we argue that a patient’s health literacy level may 
fluctuate relative to contextual and personal circumstances, we 
acknowledge that there are lower and higher health literacy lev-
els that are reflective of patients’ linguistic abilities, engagement, 
and even the state of their health. Given that lower health literacy 
can bar patients from accessing important information and sup-
port, patients with lower health literacy levels need particular 
focus in palliative care communication. Thus, later in this chap-
ter, we include a discussion of how the various written text types 
discussed in this chapter might operationalize a patient-centered 
approach to health literacy.

Text Types for Written Palliative  
Care Communication
Compared to oral health communication, written health com-
munication has received limited research attention.21 However, 
in recent years, research into written health communication has 
gained momentum in line with greater societal focus on patient 
empowerment, patients’ desire for more information and their 
increased access to it on the Internet, as well as the growing preva-
lence of the idea that care is discursively coproduced between 
patients and healthcare professionals.22 Clerehan21 has argued for 
a tripartite division of written health communication:

1. One-to-one: for example, a healthcare provider responds to the 
needs of an individual patient (known or unknown to them)

2. One-to-many: for example, a healthcare provider communicates 
to a group (who may, for instance, have a disease in common)

3. Many-to-many: for example, a bank of providers share advice 
or responses to a group (usually online)

In this chapter, we discuss in turn three text types that reflect 
these three categories. The first is email communication between 
a healthcare professional and a patient (or caregiver); the second 
exemplifies one-to-many communication via end-of-life leaflets; 
and the third illustrates an example of many-to-many commu-
nication, exemplified through online patient–patient forums for 
palliative care patients. Specifically, we examine which of the 
needs of palliative care patients outlined in the NCP definition3 
can be met by these text types. This means that for each text type, 
we discuss only the patient needs that can be addressed by the 
text type in question. We structure the discussion to illustrate the 
positive qualities of each text type in relation to meeting patients’ 
needs before illuminating potential pitfalls. After the discussion 
of the three text types, we then explore patient empowerment and 
health literacy relative to these text types.

One-to-One Communication  
in Palliative Care: Email
Email is increasingly being integrated into provider–patient 
communication, including in the palliative care setting.23 It can 
provide a supportive communication channel for terminally 
ill patients,24 and both patients and healthcare professionals 
agree that it can be especially valuable for patients with chronic 
diseases25–27 as it facilitates two-way updates and monitoring that 
can improve the quality of care.27–29

In our integrative literature review on the advantages and dis-
advantages of email communication for patients generally,30 we 
found that patients identify numerous advantages with email, 
including improved convenience and access, more frequent and 
better informational exchanges, freedom from the medical gaze, 
and the potential to level out power imbalances. We also identified 
a number of primarily medium-related disadvantages for patients. 
In the following, we discuss how email may specifically address 
palliative care patients’ needs.

Addressing Physical Needs
As argued in the introduction to this chapter, written communi-
cation may support palliative care patients’ physical needs indi-
rectly. For example, access to expert biomedical knowledge and 
advice between scheduled clinical encounters is vital for patients 
with cancer.31 Patients are often concerned about physical symp-
toms and treatment side effects, particularly as side effects may 
worsen after patients are discharged from the hospital.32 Email 
can thus indirectly support patients’ physical needs as it makes 
prompt communication with healthcare professionals possible.33

Addressing Intellectual Needs  
and Access to Information
Studies of cancer patients’ use of email have found that infor-
mational needs that are unmet in the offline encounter can be 
addressed by email.32,34 As email increases accessibility,23–25 it 
can lead to greater two-way information flow between healthcare 
professional and patient. This is especially relevant for palliative 
care patients, who have a “continuous need to have their symptom 
experience confirmed, explained, and understood as something 
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‘normal’ and especially as a ‘side effect’ of medication and not 
a sign of relapse or sensations unrelated to the disease.”34(p111) 
Email offers the possibility of not only more frequent communi-
cation between patient and healthcare professional but also more 
patient-centered communication. First, email offers patients the 
opportunity to express thoughts, articulate concerns, and ask 
questions without the tight time constraints of the face-to-face 
encounter.23,31 This might be especially relevant in relation to 
sensitive or embarrassing issues as patients may feel more com-
fortable expressing themselves in writing than in the face-to-face 
consultation.24,25,34 Second, email can be very valuable when 
speech is problematized as in Kagan et  al.’s study35 of cancer 
patients’ use of email after neck or head surgery. Third, having a 
written record aids recall, both for the patient and the healthcare 
professional,33,35 and can improve communication with caregiv-
ers.25,29,31 A written record supports patients who may find it hard 
to understand or write down accurately what healthcare profes-
sionals say in clinics or over the phone,31,36 and patients appreci-
ate being able to print out a hard copy to which they can refer.36 In 
this way, email can have a positive effect on the clinical follow-up, 
as it frees time for other matters.24

Studies have also found that email can be valuable to pallia-
tive care patients in relation to concerns they may have about the 
impact of their illness on their lives,34,37 reflected in questions 
such as “May I take a bath in the sea?’ or “May I play golf?”34 It 
is important to point out that the information requested here 
is very patient-specific and can hardly be anticipated in written 
mass-communicated materials.

Addressing Emotional Needs
There is increasing evidence that email can address palliative care 
patients’ emotional needs25,32,38 by “providing a medium through 
which patients can express worries and concerns, and physicians 
can be patient-centered in response.”39(p36) The written medium 
of email communication can also help caregivers express their 
concerns with a healthcare professional without the patient being 
present.29

David et al. in their study on the possibilities of meeting breast 
cancer patients’ psychosocial needs by using email for counseling 
showed that “email can establish communication with psycho-
socially disadvantaged breast cancer patients who are not being 
reached by conventional avenues of therapy.”38(p11) In another 
study, email helped a patient communicate about the suffer-
ing induced by her terminal illness after other communication 
modes had failed.24 Moreover, as email communication facilitates 
more frequent patient–provider communication, it can func-
tion as reassurance as some patients have reported that, having 
sent an email, they considered the responsibility to lie with their 
healthcare professional to a higher degree.37 Another advantage 
of email is that, because the patient can communicate away from 
an institutional setting, it may hinder further medicalization 
and pathologization of the patient, which can be important for 
patients’ sense of identity. Furthermore, Grimsbø et al.39 found 
email communication might make healthcare professionals bet-
ter at picking up on emotional cues and concerns as these may be 
more explicitly expressed by patients when they have to write their 
messages instead of speaking, and both parties have more time to 
express themselves and to respond.

Potential Pitfalls
As illustrated, email can contribute positively to patient-centered 
communication, but it has its limits. Not all patients have email 
access or sufficient computer literacy, and not all are physically 
able to use this form of communication, particularly in the ter-
minal stages of palliative care. Some patients do not find email 
advantageous because of worries about confidentiality,36 and 
others have expressed concerns about the lack of human contact 
as email can seem impersonal.25,36 Email communication can 
also lead to misunderstandings,25,35 which may not be corrected 
because the asynchronous nature of the medium makes it impos-
sible to give instant feedback.31,36 Because of its asynchrony, email 
is also unsuitable for urgent issues23 in palliative care, and delayed 
or missing email responses can have negative consequences for 
existing provider–patient relations.24 In Dilts et al.’s33 study, for 
example, cancer patients indicated that they would be unwilling 
to wait longer than 24 hours for a response to emails. Special con-
sideration also needs to be paid to healthcare providers’ concerns 
about overburdening and reimbursement. Safeguards in relation 
to patients’ expectations and providers’ conditions of the com-
munication need to be put in place at policy level to protect both 
patient and provider.

One-to-Many in Palliative  
Care: End-of-Life Leaflets
Numerous types of one-to-many text types exist, including texts 
related to medicines, diseases, procedures, and, unique to the pal-
liative care setting, end-of-life leaflets. We focus only on this lat-
ter type. Such texts are one of the most common ways in which 
family caregivers of palliative patients are provided with informa-
tion.40 The texts are produced by a variety of senders—for exam-
ple, palliative care organizations, psychological institutions, and 
hospices. They exist as online resources and printed leaflets, and 
they inform patients and caregivers about what to expect and what 
issues to be aware of when death is imminent. More specifically, 
they provide important information about the process of dying as 
well as directing patients’ and caregivers’ attention to important 
decisions that need to be made, which is valuable given modern 
society’s lack of understanding and tabooization of death.41

As Clerehan et al.42 assert, leaflets in general are an “impor-
tant adjunct” to oral communication with healthcare profession-
als, and they need to be useful and understandable for patients. 
However, in the case of end-of-life leaflets, ensuring their useful-
ness for all patients and caregivers may be difficult as their infor-
mational needs and abilities are unique and fluctuating. As Payne 
et al.43 point out, caregivers frequently need to obtain information 
about how to manage care or access services in circumstances that 
are personally challenging. The understandability of end-of-life 
leaflets is also paramount. End-of-life issues are both complex and 
emotive, so materials should be written in a way that promotes 
understanding.41 The stakes are high with this kind of communi-
cation: if caregivers do not understand the materials, they may not 
be able to provide adequate end-of-life care for their loved ones.40

Addressing Physical Needs
Although leaflets cannot meet palliative care patients’ physi-
cal needs directly, they do so indirectly. End-of-life leaflets for 

 

 

 

 

 



CHAPTER 13 patient-and family-centered written communication in the palliative care setting 105

caregivers play a very important role in providing information 
that relates to pain relief and other symptom management in the 
final stages of life.40

Addressing Intellectual Needs  
and Access to Information
Kehl and McCarty40 underline caregivers’ need for information 
and appropriate communication. In a study of 150 end-of-life 
leaflets from US hospices, 100 documents were found to con-
tain information about preparing for approaching death, 33 
contained information about signs and symptoms of approach-
ing death, and 9 described what to do at the time of death.40 
Kehl et al.44 in their description of the written materials used 
by hospices to prepare families for dying in the home setting 
found that more than 90% of the hospices studied had materi-
als that addressed the signs of impending death. At the same 
time, however, they identified information that was missing in 
these materials—information about symptoms that are distress-
ing to both patient and caregivers or that “may not be critical to 
the patient’s comfort, but can be especially distressing to fam-
ily members,”44(p970) suggesting that some informational needs 
were not addressed in this text type.

Addressing Emotional and Spiritual Needs
Quality information can benefit caregivers emotionally, as fam-
ilies that are better prepared for the passing of their loved ones 
have more confidence in their caregiving abilities and obtain bet-
ter closure, whereas lack of preparedness has been associated with 
complicated grief, anxiety, and depression.44 Of the 150 texts in 
their study, Kehl and McCarty40 found that only a few related to 
emotional and spiritual responses to dying (five documents) and 
approaching death awareness (three documents). Again, for such 
texts to be useful, they need to meet the emotional and spiritual 
needs of their intended audiences, such as addressing the emo-
tional impact of the responsibilities involved in 24-hour care-
giving. Not only should these lacunae in information provision 
be addressed, but end-of-life leaflets should also employ a more 
patient- and family-centered approach to the information pro-
vided, in line with a more patient-centered approach to palliative 
communication.44,45

Potential Pitfalls
The quality of end-of-life leaflets is not merely related to the use-
fulness of the content they convey; it is also closely related to 
their comprehensibility. Therefore such texts need to be “easily 
understood by families under high levels of stress to improve 
the experiences of both patients and families.”40(p248) Research 
using readability formulas demonstrates a discrepancy between 
the readability of written patient information and actual literacy 
skills in general.41 This is all the more worrying as many care-
givers are over 65 years old, and there is a correlation between 
older age and lower health literacy levels. This is further exac-
erbated by the physical and emotional stress of caregiving, as 
the impending death of a family member can negatively affect 
health literacy.40 Although hospice personnel may be available to 
answer questions, caregivers with poor reading comprehension 
may be embarrassed to ask for help with understanding end-of-
life leaflets.40

Many-to-Many Communication in Palliative 
Care: Online Patient–Patient Forums
Other than giving rise to email communication between health-
care professionals and patients, the Internet has also made it 
possible for palliative care patients and their caregivers to com-
municate with their peers via online forums. The patient forum 
is interesting to explore as it is a health communication medium 
that supports health communication without a professional nec-
essarily being present. In these forums, patients and caregivers 
can seek and receive condition-related information, advice, and 
support from others who have similar experiences, as well as share 
their own. Such forums have been welcomed by many patients but 
criticized by some healthcare professionals. In the following, we 
present how these forums might positively address patients’ and 
their caregivers’ needs before discussing potential pitfalls.

Addressing Physical Needs
Although Barak et al.46 point out that online forums primarily 
offer “relief and improved feelings” as opposed to clearly thera-
peutic effects, online may provide patients with specific advan-
tages in relation to their physical needs. Online forums make it 
possible for patients to access a repertoire of patient-tested tech-
niques with which to manage treatment.47,48 This links to the idea 
that patients have experiential knowledge49 that complements 
healthcare professionals’ biomedical knowledge. Moreover, in a 
similar way to email, online forums can be accessed by patients in 
their own homes, thus mitigating the effects of debilitating condi-
tions or deteriorating health.

Addressing Intellectual Needs  
and Access to Information
According to cancer e-patient Dave de Bronkert, “Patients know 
what patients need to know.”50 This underlines the immense 
potential of online forums to address patients’ intellectual and 
informational needs on sites where health information is shared 
and “decentralized” or detached from an expert source.51 Online 
forums are extremely valuable because of the ongoing, pressing 
need for high-quality information provision in the palliative care 
setting.46 They have also been found to help patients manage the 
extensive health-related information available online as patients 
provide other patients with advice on how to navigate and inter-
pret the vast array of sources,52 guiding participants toward key 
resources.53 In the early stages of palliative care, patients may ben-
efit from information from other forum participants on how best to 
navigate healthcare systems such as which clinic to attend, which 
professionals to consult, or which treatments to request or avoid. 
Indeed, the efficiency and patient centeredness of offline health 
consultations may increase as patients are better informed about 
what questions to ask, medical terms to use, and symptoms or side 
effects to mention to their healthcare provider.54 With regard to the 
quality of these forums, as Barak et al.46 observe, much of the infor-
mation is “not erroneous or harmful,” contrary to some healthcare 
professionals’ concerns.55–57 Significantly, Esquivel et al.58 found 
that only 10 of 4,600 postings on an unmoderated Internet cancer 
forum were false or misleading, and 7 of these false or misleading 
statements were corrected within an average of 4 hours and 33 min-
utes, suggesting that patients are capable of moderating sites.
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Caregivers of patients can also benefit greatly from online 
forums, as their ongoing need for relevant information may oth-
erwise not be met.51 As Kinnane and Milne point out, online 
forums are extremely beneficial to caregivers as “there is sharing 
of ‘helpful’ information, for example, web sites, reading materials 
and experiences.”2(p1132) Knapp47 also points out that in the pedi-
atric palliative care setting, online parent–parent communication 
might also improve parents’ understanding so that their offline 
communication with their children’s healthcare professional is 
improved. Thus online forums can provide caregivers with practi-
cal and specific information and experiences, which is supportive 
of patient- or caregiver-centered communication.

Addressing Emotional, Social, and Spiritual Needs
Online forums provide patients with many advantages regard-
ing the expression of their feelings about their illness and dis-
ease trajectory. A study of palliative care patients’ discourse in 
an online forum by Schwartz and Lutfiyya59 found that online 
forums give patients the opportunity to verbalize the signifi-
cance of their suffering in a confidential manner, thus avoiding 
boring, annoying, or worrying people in their offline surround-
ings.60 It has also been found that patients’ engagement in online 
patient–patient communication is motivated by their need to 
communicate with others experiencing similar problems—a 
need that is sometimes met with difficulty in offline settings. In 
this regard, it is relevant that online patient forums have been 
described as spaces where solidarity and positive regard are 
shown.61 In their study of participation in online forums, van 
Uden-Kraan et al.60 describe “emotional empowerment” as the 
process through which information is exchanged, emotional 
support is encountered, and recognition is gained by sharing 
experiences.

Forums can also address patients’ social needs as their ill-
nesses may increasingly restrict participation in offline social 
activities. Alemi et al. argue that “often, chronically ill patients 
intentionally disrupt these relationships, because they cannot 
meet the expectations of the group and because they seek new 
friends who have access to information about their illness.”62(p41) 
Ziebland and Wyke54 similarly argue that illness very often brings 
a sense of isolation and dislocation from the past and the future. 
In health-related social networks, online community members 
can indeed develop close relationships, sometimes referring to 
each other as “family.”63 They can derive emotional and social 
support and empowerment from sharing their health experi-
ences with other community participants.63 Caregivers also 
receive many social benefits from online forums where they are 
able to “provide and receive peer support.”2 Parents of pediatric 
palliative care patients who participate in online forums “may 
reduce feelings of isolation and increase emotional support and 
empowerment.”47(p70)

Spirituality has been defined as the ways humans satisfy the 
need to transcend or rise above the everyday materials or sensory 
experience64 and patients’ and their caregivers’ spiritual needs, 
which are recognized as being similar,65 can also be met in online 
forums. Specifically, caregivers receive “spiritual support” through 
prayers for the group or received from the group; both patients 
and their caregivers also receive messages of encouragement dur-
ing difficult times (such as health deterioration or death).2

Potential Pitfalls
Despite their many advantages, there are a number of limitations 
associated with online patient forums in the palliative care set-
ting. In the terminal stages of an illness, a patient may no longer 
be physically able to engage in online forums. This was a reason 
proposed for the observed low level of participation of pancreatic 
cancer patients in an online forum.66 Others have observed that 
there might be symptom restrictions to computer use for condi-
tions such as in the case of Parkinson’s disease.67 Similar to email 
communication, participation in online patient–patient written 
communication requires Internet access and computer literacy, so 
not all patients or caregivers can avail of online forums. Moreover, 
many of the existing forums are in English, which can be another 
exclusionary parameter. As for any written communication, the 
absence of nonverbal cues might lead to misunderstandings.67 It 
has also been argued that online relationships are less valuable 
than offline ones, that they detract from offline social involvement 
with friends,54 and that vulnerable patients might be affected by 
other members’ departure.67 These criticisms are, however, coun-
tered by Heidelberger et al.,63 who argue that online social health 
networks are an extension, not a replacement, of patients’ existing 
social networks.

Another concern with online forums relates to fears that patient 
forums propagate cyberchondria, hypochondria brought on by an 
imbalanced, unqualified reading of online biomedical informa-
tion,68,69 leaving patients anxious and possibly distorting their 
offline decisions.54 The negative impact of information in online 
forums has been documented: Sandaunet,70 for example, found 
that one of the reasons that breast cancer patients withdrew from 
an online self-help group was that they wanted to avoid exposure 
to worrying information about breast cancer.

Conclusion
As defined by the NCP,3 patient-centered palliative care should 
facilitate patient autonomy, access to information, and choice. 
These aims reflect the goals of patient empowerment,12 and 
empowerment is a very valuable outcome for palliative care 
patients who feel increasingly disempowered by their illness. Each 
of the three categories of written health communication described 
by Clerehan21 and exemplified in the three text types that we pre-
sented in this chapter have the potential to support the empower-
ment of patients and their caregivers. Patients find that emailing 
their healthcare professionals facilitates greater knowledge and 
understanding of their condition. Moreover, greater access and 
convenience mean that email communication is on patients’ 
terms to a far greater degree; patients gain in autonomy as email 
can help them express their individual concerns; and because of 
increased timely communication, patients may be better equipped 
to deal with their health situation. End-of-life leaflets can support 
both patient and caregiver as they have educational value, provid-
ing important information about the very difficult decisions, cir-
cumstances, and existential challenges around imminent death. 
Finally, with regard to patient forums, Bos et al.71 have argued 
that Web 2.0 supports the empowerment of patients by patients (as 
opposed to empowerment of patients by healthcare professionals, 
which is how patient empowerment is normally defined), reflected 
in the concept Patient 2.0 Empowerment. Active participation in 
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online forums can equip patients with greater competence to “tell 
their story,” which can help improve communication with health-
care professionals.54 Not only has receiving help from online 
forums been found to be empowering, but so too is sharing infor-
mation that can help others.46

We have also taken up the question of health literacy needs in 
relation to written materials for palliative care patients in this 
chapter. Our main argument is that it is important to make a dis-
tinction between communication for a mass audience and com-
munication between individuals. The target audience of texts such 
as end-of-life leaflets is large and heterogeneous. It is therefore not 
possible to tailor to patients’ and caregivers’ individual health lit-
eracy levels. While some argue that documents should be under-
stood by 90% of the population,72 we argue that they should be 
clear and understandable for all. We therefore recommend that 
written materials be produced using the skills of language, com-
munication, or document-design experts, as medical professionals 
may lack the skills required to produce optimally comprehensible 
texts.73–75 We suggest applying what Askehave and Zethsen have 
termed a lowest common denominator approach for texts intended 
for a mass audience, where the author must constantly question 
whether something can be simplified or explained.76 Like others 
who have problematized an overreliance on readability formulas 
because of issues of validity,21,77 we suggest that leaflets intended 
for a mass audience be user-tested and amendments made on the 
basis of patients’ feedback. In relation to end-of-life leaflets, it has 

been suggested that removing medical terms may improve the 
readability of these texts.40 However, this could mean that caregiv-
ers would not encounter the medical terms they need for effective 
communication with hospice staff, so a better suggestion may be 
to include medical terms in end-of-life leaflets and explain them 
within the text.40 In relation to individualized communication, 
such as email with patients, we suggest a more dynamic approach 
to health literacy. Although it is often recommended that medical 
terms be avoided when communicating with patients,78,79 some 
patients (such as some e-patients) have very high health literacy 
levels in relation to their specific condition.80,81 It would therefore 
be very valuable for a healthcare professional to tailor his or her 
communication to match the individual patient’s health literacy 
level; evidence suggests that healthcare professionals are able to 
align their terminology in email communication.82 A  similar 
suggestion is made by Wittenberg-Lyles et al.,83 who advocate an 
adaptive use of medical terminology in oral communication in 
the palliative care setting.

The findings presented in this chapter have a number of 
implications for professional practice (see also Table 13.1). As 
email communication with healthcare professionals can help to 
meet patients’ informational and emotional needs, we encour-
age healthcare professionals to engage in email communication 
with patients who express a wish for this while bearing in mind 
the potential pitfalls associated with this medium. Moreover, 
although healthcare professionals by definition are not involved 

Table 13.1 Summary of Key Learning Points for Palliative Care Health Providers

Patient- and family-centeredness A patient- and family-centered approach to written communication is invaluable in the palliative care setting for many 
communicative and ethical reasons. Is the text in question meeting patients’ and carers’ intellectual, emotional, social,  
and spiritual needs, as defined by the National Consensus Project?

Health literacy Although health literacy is generally regarded as a quantitative measure of a demographically defined group or a 
population’s health literacy skills, healthcare providers should
♦ be aware of the changing, situation-related, and highly individual nature of patients’ health literacy.
♦ try to ascertain the patient’s or family caregiver’s health literacy needs and preferences to maximize the quality of 

communication.
♦ communicate in accordance with the patient’s or carer’s health literacy needs and preferences, using the relevant  

text type.

One-to-one communication: Email In an age when email is increasingly used to correspond with patients, we encourage healthcare providers to
♦ engage in email communication with palliative care patients who express a wish for this, while bearing in mind the 

potential pitfalls associated with this medium.
♦ tailor their communication to match the individual patient’s health literacy level; an adaptive use of medical 

terminology is suggested.

One-to-many communication: End-of-
life leaflets

End-of-life materials should reflect patients’ and family caregivers’ needs, and thus we recommend
♦ that written materials be produced drawing on the skills of language, communication, and document-design experts.
♦ the application of a “lowest common denominator” approach to texts intended for a mass audience to ensure that as 

many patients and family caregivers as possible can access the text.
♦ relevant medical terms be included but explained in the text.

Many-to-many 
communication: Online 
patient–patient forums

Research indicates that palliative care patients derive many benefits from online forums, particularly in relation to 
empowerment and engagement, and that the knowledge on online forums is generally accurate. We encourage 
healthcare providers to
♦ visit relevant patient forums to gain insight into patients’ needs.
♦ inform palliative care patients about condition-related forums that may support their informational and 

relational needs.
♦ engage in open dialogue with patients about patients’ use of forums given the rise of e-medicine and the emergence 

of the palliative care e-patient.
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in patient–patient communication in online forums, we think it 
could be valuable for them to visit relevant patient forums to gain 
insights into palliative care patients’ needs. Encouraging patients 
to use these forums would also benefit patients, given the emo-
tional and social support and information that they can provide. 
By encouraging patients’ participation in online networks, health-
care professionals may learn sooner from their better-informed 
patients about relevant symptoms and worries, which could lead 
to more accurate diagnoses, treatment, and support, with signifi-
cant human and economic benefits. We also suggest that health-
care professionals engage in open dialogue with patients about 
their use of the Internet. As pointed out earlier, worries about 
cyberchondria and the biomedical accuracy of online health 
information have been voiced, but if patients communicate with 
their healthcare professionals about what they find online, many 
of these potentially negative aspects can be avoided.

The findings of this chapter also point toward future research 
avenues in written palliative care communication. Further 
research is required to ensure that leaflets meet patients’ and 
their caregivers’ needs in relation to the aims of patient cen-
teredness, patient empowerment, and health literacy, and in this 
regard, it would be particularly valuable to ask patients and their 
caregivers for their perspectives. Moreover, researchers have 
been slow to adopt the online patient forum as a locus of empiri-
cal investigation, probably because there is “little commercial or 
professional interest in evaluating ‘pure’ virtual communities 
and ‘unsophisticated’ peer to peer interventions such as mailing 
lists, as opposed to more complex interventions.”57(p3) However, 
patient forums provide a rich and authentic source of patients’ 
perspectives.

In this chapter, we presented three written text types, discussed 
their advantages and disadvantages in meeting patients’ and 
their caregivers’ needs, and considered them from the angles of 
patient centeredness, patient empowerment, and health literacy. 
Maintaining and consolidating the ongoing focus on patients’ and 
their caregivers’ needs and integrating patients to a greater extent 
into health communication is valuable not only because of ethical 
imperatives but also because palliative care patients, like chronic 
patients more generally, are an essential, but underused, resource 
in healthcare.80
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CHAPTER 14

Health Disparities
Susan Eggly, Lauren M. Hamel,  
Louis A. Penner, and Terrance L. Albrecht

Introduction
Accumulating evidence demonstrates that palliative care is a criti-
cal component of high quality, patient-centered care.1–3 The early 
introduction of palliative care for patients with life-limiting dis-
ease leads to significant improvements in patients’ quality of life 
and less aggressive care at the end of life.4 The use of treatments, 
services, and communication practices related to palliative and 
hospice care varies by patient population. Systematic variation in 
health status and/or healthcare by patient population represents 
differences and/or disparities between populations. Differences 
are genetic or biological factors associated with a specific popu-
lation or populations that affect the health risk or health status 
of that population’s members. Disparities, on the other hand, are 
systematic differences in the mental or physical health or health 
risks in which members of social groups, such as racial/ethnic 
minorities, systematically experience worse health or greater 
health risk than other groups. Such disparities may result from 
inequitable economic, political, social, communication, and/or 
psychological processes.5–8

Health disparities are well documented in many populations 
and medical contexts and have been the subject of research and 
policy for the past two decades.6,8–10 This chapter discusses pal-
liative care disparities that disproportionately burden adult mem-
bers of racial/ethnic minorities in the United States. The focus is 
on racial/ethnic minorities rather than other populations because 
the vast majority of existing research compares palliative care in 
non-Hispanic white populations with African American and, to 
a lesser extent, Hispanic and Asian populations.11 There are some 
exceptions, such as studies that examine patient race/ethnicity as 
well as other variables such as patient socioeconomic status and 
geographic location. For example, Nayar and colleagues stud-
ied days in an intensive care unit (ICU), emergency room visits, 
and inpatient admissions as indicators of the quality of end-of-
life (EOL) care among Medicare beneficiaries with lung can-
cer. Findings showed variation in the quality of care by patient  
race/ethnicity, socioeconomic status, and whether the patient 
lived in a rural or urban area.12 However, research on populations 
other than adult racial/ethnic minorities and on other specific 
aspects of palliative care is quite limited.

This chapter uses the term “palliative care” to refer broadly to all 
aspects of EOL care, including hospice. The majority of research 
on palliative care disparities is in hospice—a type of palliative care 
that emphasizes relief or symptom control rather than curative 

treatment, recommended for patients with a life-threatening ill-
ness who are anticipated to live for less than 6 months.13 Thus this 
chapter focuses largely on disparities found in hospice care.

The discussion begins with disparity patterns in various pal-
liative care domains among racial/ethnic groups, including 
the use of services; geographic or medical setting; pain man-
agement; disenrollment from hospice; populations other than 
African Americans, Hispanics, and Asians, including children; 
and advance directives. Next, the factors that contribute to these 
disparities are explored through the use of a conceptual model of 
societal, interpersonal communication, and individual factors. 
Finally, we review communication approaches and strategies that 
may mitigate disparities. The chapter concludes with a discussion 
of current research limitations, making recommendations for 
policy, practice, and future research.

Disparities in Palliative Care Use
Studies consistently show that minorities experience poorer access 
to healthcare than their white counterparts. Reasons for this 
include low socioeconomic status, distance from providers, insur-
ance type or lack of insurance, and health literacy.8,10 Not surpris-
ingly, this finding persists in the context of palliative care. Studies 
among Medicare beneficiaries have consistently demonstrated 
lower rates of hospice use among members of racial/ethnic minor-
ity groups than for whites across diagnoses, geographic areas, and 
settings of care, including nursing homes.11–18 Johnson et  al.11 
report that among Medicare beneficiaries who died in 2010, 45.8% 
of whites used hospice compared to 34% of African Americans, 
37% of Hispanics, 28.1% of Asian Americans, and 30.6% of Native 
North Americans. Most studies largely focus on cancer, given that 
cancer is the most common diagnosis for patients in hospice,19 but 
several studies of hospice use by patients with cardiovascular dis-
ease show similar disparities.14,18 For example, a study of 98,258 
Medicare beneficiaries with heart failure showed that African 
Americans and Hispanics were much less likely to use hospice 
than white patients, even after adjusting for income, urban dwell-
ing, severity of illness, and medical comorbidities.18

Consistent with research clearly showing that white patients 
are more likely to use palliative care, racial/ethnic minorities are 
more likely to receive aggressive, high-intensity care, as indicated 
by number of hospitalizations, use of an ICU and visits to an emer-
gency room at the end of life, and dying in a hospital. Smith et al.17  
examined racial/ethnic differences in the use of hospice and 
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high-intensity care at the end of life in 40,960 non-Hispanic 
white, non-Hispanic black, Hispanic, and Asian Pacific Islander 
Medicare beneficiaries with advanced cancer who died between 
1992 and 1999. High-intensity care was indicated by receipt of 
chemotherapy in the last 14  days of life and/or fewer than two 
hospitalizations, more than 14 days in the hospital, and admission 
to an ICU in the last month of life. Findings showed that 42.0% of 
white patients enrolled in hospice compared to 36.9% of African 
Americans, 32.2% of Asians, and 37.7% of Hispanics. Also, 
although disparities between white and Hispanic patients disap-
peared after adjustment for clinical and socio-demographic fac-
tors, higher proportions of African American and Asian patients 
received high-intensity care, as compared to white patients, even 
when these factors were controlled.

Researchers have also examined specific aspects of pallia-
tive care use, such as medical setting, geographic location, and 
socio-demographic status. For example, after controlling for 
demographics, diagnoses, function, patient preferences, and 
facility resources, nursing-home residents in facilities hav-
ing higher proportions of African American residents had 
greater odds of hospitalization.20 In a study of geographic and  
race/ethnic disparities in access to EOL care, Nayar et  al.12 
examined 91,039 Medicare beneficiaries with lung cancer who 
died in 2008. Findings were mixed regarding high-intensity 
care for patients who resided in rural versus urban geographic 
areas, but racial minorities had more days in an ICU, had more 
visits to an emergency room, had more inpatient days, and were 
less likely than white patients to use hospice. Similarly, Hardy 
et al.13 found that in urban and rural areas, African Americans, 
Hispanics, and Asian/Pacific Islanders were much less likely than 
whites to receive hospice services and that patients with lower 
socioeconomic status were also much less likely to receive hos-
pice services. Johnson et al.16 also studied hospice use by patient 
race and geographic area by examining intercounty variation 
among Medicare beneficiaries who died in 2008 in North and 
South Carolina. Findings differed somewhat from those of other 
studies—the use of hospice by African American and white 
patients was similar in most counties, but in counties where a 
disparity was found, more resources to deliver high-intensity 
care were available, and African Americans were more likely to 
use these services.

Other specific aspects of disparities in palliative care that have 
been studied include pain management; disenrollment from 
hospice; populations other than African Americans, Hispanics, 
and Asians, including children; and advance directives. A criti-
cal component of palliative care is pain management, but little 
disparity research has been conducted specifically on the assess-
ment and treatment of pain at the end of life.21 Abundant evidence 
exists outside of this context, however, demonstrating disparities 
in the assessment and treatment of cancer and non-cancer pain 
for African Americans and Hispanics, as compared to whites, 
as well as access to pharmacies that stock adequate supplies of 
pain medications.21–24 In a systematic review of the influence of 
patient race/ethnicity on pain assessment and treatment, Cintron 
et al.23 found racial/ethnic disparities in the access to and use of 
effective treatment of pain—African Americans and Hispanics 
are more likely to have their pain underestimated by providers, 
less likely to receive opioid analgesics, and more likely to have 
their pain undertreated or untreated, compared to whites. In a 

critical review of the literature on racial/ethnic disparities in pain, 
Anderson et al.21 specifically discussed the small body of research 
on palliative care. These authors suggest that, although the litera-
ture is sparse and findings somewhat mixed, racial/ethnic dispari-
ties exist in the assessment and treatment of pain at the end of life, 
possibly due in part to minority patients’ underuse of palliative 
and hospice services.

With regard to disenrollment from hospice, Unroe et al.14 found 
that African Americans with heart failure enrolled in hospice are 
more likely to disenroll as compared to whites. African Americans 
who left hospice during their first admission were less likely at the 
end of life to have access to comprehensive services that hospice 
programs provide and were more likely to receive high-intensity 
services. Others have found that African Americans are more 
likely than whites to leave hospice to pursue life-prolonging thera-
pies.25 Kapo et al.26 conducted a retrospective review of a cohort 
of patients enrolled in university-affiliated hospice in southeast-
ern Pennsylvania. Findings showed that African Americans who 
left hospice during their first admission, either voluntarily or 
because they were no longer eligible, were significantly less likely 
to return than other patients. They were therefore less likely to 
have access to the comprehensive services provided by hospice, 
including nursing care, pain and symptom management, educa-
tion, and family support.

Few studies have been conducted on race/ethnic minorities 
other than African Americans, Hispanics, and Asians. In a nota-
ble exception, Kitzes and colleagues27 studied EOL care among 
American Indians and Alaska Natives. In one study, authors 
examined medical records of 2,521 adult American Indians who 
died in New Mexico between 1994 and 1998. They also conducted 
interviews with hospital administrative staff and cultural advis-
ers at selected Indian Health Service facilities regarding EOL care 
at their facilities. Findings showed little attention to palliative 
care services in medical records (e.g., referrals to hospice) or in 
hospital policies and procedures. Although the study was con-
ducted on patients who died over a decade ago, authors note the 
paucity of palliative care studies in this population and suggest 
these findings be used to accelerate efforts to study and improve 
palliative care in this patient population. In a later study,28 these 
authors investigated potential benefits of palliative care consulta-
tions with staff trained in effective techniques and preferred pat-
terns of communication among members of Southwestern native 
communities. Findings demonstrated that, contrary to common 
beliefs about Native Americans, patients and families were will-
ing to participate in these discussions, but disparities in rates of 
“do not resuscitate” and hospice use among Native Americans, 
as compared to non-Native Americans, were not affected by the 
discussions.

Similarly, few studies have examined racial/ethnic dispari-
ties in palliative care among pediatric populations.29 A relatively 
small, retrospective, single-center study of children who died of 
cancer or stem cell transplant suggested that race/ethnicity was 
significantly associated with hospice enrollment. The association 
persisted even after controlling for payer status, patient diagno-
sis, and religion, although in a slightly different manner than with 
adult patients.30 Specifically, Latinos enrolled in hospice signifi-
cantly more often than other patients; however, 34% of Latinos 
and 50% of non-Latinos had withdrawn from hospice at the time 
of death.
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Although few researchers have specifically examined  
racial/ethnic disparities in the use of advance directives, sev-
eral describe variability in this practice.31–35 To address this   
ethnic/racial variation, Zaide et  al.32 examined whether a pal-
liative care consultation would influence rates of completion of 
advance directives (defined for this study as advance directives, 
“do not resuscitate,” and “do not intubate” orders) in a diverse 
population of patients seen by a palliative care service at a ter-
tiary care hospital in New York. Although the consultation was 
associated with increased completion of advance directives in 
all groups, findings showed that white patients were more likely 
to complete advance directives than African American patients 
both before (25.7% vs. 12.7%) and after (59.4% vs. 40.8%) the con-
sultation. However, black–white differences in the completion of 
advance directives decreased following the consultation, prompt-
ing the authors to suggest that a palliative care consultation “lev-
els the playing field” in this context. This study and many others 
highlight the difficulties in disentangling specific practices, such 
as the use of advance directives, from other palliative care prac-
tices or, more important, from individual preferences, beliefs, 
and attitudes about EOL care. For example, in one study examin-
ing the use of advance directives in African American and white 
patients, whites were almost four times more likely to have an 
advance directive than African Americans, but they were also 
found to have more positive attitudes and beliefs about hospice 
care.31 In another study of a faith-based intervention to promote 
advance care planning among African Americans,33 most study 
participants believed the intervention was effective in promoting 
awareness of advance care planning, but only 25% were willing 
to complete an advance directive after the intervention. In focus 
groups and interviews with study participants, the authors found 
that beliefs and attitudes, such as a value on prolonging life and 
mistrust in doctors and hospitals, presented a critical barrier to 
advance directives.

Factors Contributing to Disparities 
in Palliative Care
Clearly, there are significant and widespread racial/ethnic dispari-
ties in the use of palliative care in the United States. This chapter 
focuses next on investigating the numerous, complex, and over-
lapping factors that contribute to these disparities. To do this, we 
provide a conceptual model of the multilevel factors that contrib-
ute to these disparities (see Figure 14.1).

The model begins by examining societal-, hospital-, and 
provider-level factors, such as the availability of services, costs 
related to care, and hospital staff diversity and sensitivity to the 
needs of minorities. Second, the model turns to patient and fam-
ily individual-level factors. These include:  socio-demographic 
characteristics, preferences for care, knowledge of care, religious/
spiritual beliefs about death and the end of life, and expectations 
of family members’ role in EOL care. Finally, we discuss patient 
and provider interpersonal communication factors, includ-
ing attitudes and perceptions of each other, care, and clinical 
communication.

Societal-, Hospital-, and Provider-Level Factors
First, the use of palliative care for any individual depends on 
available services and an individual’s ability to pay for those 

services. Availability of services varies by geographic area, a fact  
that disproportionately affects minorities, residents of rural areas, 
and people with low income.15,16,24,36 Second, with regard to cost, 
most insurance plans cover most or all of the costs of palliative care. 
However, many people in the United States, and particularly mem-
bers of minority groups and those with lower economic status, lack 
comprehensive insurance.19,35 Further, insurance coverage is only 
part of the financial cost of healthcare. In a study of 1,447 family 
members of deceased persons from 22 states, Welch et al.35 found 
that although rates of being insured did not differ between African 
American and white decedents, there were differences in whether 
a person was covered by a single government-sponsored source of 
health insurance (e.g., Medicare or Medicaid alone), a combination 
of plans (e.g., Medicare plus a supplement), or private insurance. 
African Americans were more likely to have a single plan (39.4% 
vs. 16.5%) compared to whites. Moreover, African American fam-
ily members were more than twice as likely to report the decedent 
had used all or most of his or her savings to pay for care, and it was 
very or somewhat difficult for the decedent and the family to cover 
the cost of care during the last year of life.

Third, an important factor in a patient’s ability to use pal-
liative care is the availability of an ethnically/racially diverse 
staff.11 A diverse staff may be more appealing to minorities and 
more likely to provide referrals to minorities, have interpreters, 
and have outreach efforts into diverse communities, which may 
increase minority enrollment into palliative care.37,38

Patient/Family Individual-Level Factors
The vast majority of research on racial/ethnic disparities in pal-
liative care is devoted to factors related to individual patients 
and their families. Socio-demographic characteristics, such as 
age, race, ethnicity, gender, income, and education, play a criti-
cal role in disparities in palliative and other forms of healthcare. 
This chapter summarizes the evidence on racial/ethnic differences 
regarding the influence of communication in patient and family 
preferences, knowledge, and spiritual/religious beliefs and deci-
sions in general and the use of palliative care, specifically.

Preferences for EOL care vary by patient race/ethnicity. African 
Americans are more likely than members of other racial/ethnic 
groups to prefer life-sustaining treatments.31,34,39 Barnato et al.40 

Societal, Hospital, and Provider Level

• Availability of palliative care
• Cost/Payer
• Diverse Healthcare Workforce
• Training and Sensitivity to Ethnic/Racial Diversity

Palliative Care
Disparities

Patient/Family Individual Level

• Socio-demographic Characteristics
• Ethnic, Racial and Religious Identity
• Knowledge/Awareness of Palliative Care
• Beliefs
• Preferences

Patient & Provider Interpersonal Communication Level

• Attitudes & Perceptions of Each Other and of Care
• Clinical Communication

Figure 14.1 A multilevel model of factors contributing to palliative care 
disparities
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conducted a survey of more than 2,000 Medicare beneficiaries 
nationally to better understand racial/ethnic differences in EOL 
care preferences. The majority of respondents across groups said 
that if they knew they had a terminal illness and had less than a 
year to live, they would want to die at home, without life-prolong-
ing drugs with uncomfortable side effects or mechanical ventila-
tion to extend life by a week or a month. However, preferences 
differed for EOL treatment by racial/ethnic group—minorities 
were more likely to prefer high-intensity options than whites. 
Specifically, 17.7% of African Americans and 15.2% of Hispanics 
reported wanting to die in a hospital, as compared to 8% of non-
Hispanic whites. Similarly, more African Americans (28.1%) and 
Hispanics (21.2%) than whites (15%) reported they would want 
life-extending drug treatment with uncomfortable side effects. On 
the other hand, fewer African Americans (49.3%) and Hispanics 
(56.6%) than whites (74.2%) reported they would want pallia-
tive medications that might be life shortening. Finally, African 
Americans were much more likely than whites to want to receive 
ventilator support to extend life for a week or a month.

Several scholars have sought to determine the reasons for these 
disparities. Knowledge is clearly a critical factor,41 and, com-
pared to whites, non-whites generally lack knowledge of palliative 
care and advance directives.34,42 Confusing terminology, where 
to find services, and payment options have prevented minority 
group members from using palliative care services.43–45 Johnson 
and colleagues41 surveyed 200 older primary care patients about 
their exposure to hospice information and found that African 
Americans reported significantly less exposure to information 
than whites. These authors also found that greater exposure to 
information about hospice was associated with more positive 
beliefs about hospice care, suggesting that interventions to increase 
knowledge may reduce palliative care disparities. However, there 
are limitations to simply providing information—additional fac-
tors also have to be considered, including patient ability to speak, 
read, and understand English; level of health literacy; and beliefs 
about death.33,46 Health literacy has been found to present a bar-
rier independent of other factors.46,47 Volande et al.46 conducted 
an intervention designed to increase knowledge about dementia 
in the hopes of influencing preferences for EOL care in a popula-
tion of primary care patients at six outpatient clinics in the Boston 
area. The intervention included a verbal explanation of dementia 
and related treatments and was followed by a two-minute video 
of a white patient with advanced dementia. Although unadjusted 
analyses showed that African Americans were more likely to 
prefer aggressive care following the verbal explanation, adjusted 
analyses showed that level of health literacy, and not race, was an 
independent predictor of EOL care preferences. Interestingly, fol-
lowing the video portion of the intervention, differences in prefer-
ences by race and literacy level disappeared.46

A conflict between patients’ and their families’ religious/spiri-
tual beliefs, the expectations for the role of family members, 
and the goals of palliative care may influence decisions about 
palliative care use among minorities.31,33,48–50 Garrido and col-
leagues50 conducted a study of more than 300 adults aged 55 years 
and older from diverse racial and socioeconomic groups to deter-
mine how religious affiliation and religious importance affected 
advance care planning. They found that the more an individual 
believed God holds ultimate control over life, the less likely he or 
she was to engage in advance care planning. Similarly, Crawley 

et al.51 suggested that a predominant belief among some African 
Americans that suffering and death are meant to be endured as 
a part of spiritual commitment may conflict with palliative care 
goals. Accepting hospice care may be perceived as accepting 
death, equated with giving up, and may not be consistent with 
some spiritual/religious beliefs.44,45

Some groups hold expectations that family members should be 
cared for by other family members, and the use of hospice care may 
violate that expectation.44,45 Kwak and colleagues34 found that 
Asians and Hispanics were more likely to prefer family-centered 
decision-making, which was perceived to be at odds with pallia-
tive care. It is important to note here that there is variation within 
racial groups related to cultural values, demographics, the level of 
acculturation, and knowledge of palliative care options.34

Patient and Provider Attitudes, Perceptions,  
and the Quality of Clinical Communication
A related but distinct level of influence on the use of palliative care 
is the attitudes and perceptions of patients and providers and the 
communication that occurs between them throughout screen-
ing, diagnosis, and treatment phases of care. In this section, we 
summarize the influence of these factors on palliative care use in 
minority groups.

Patient Attitudes: Mistrust and Concerns 
About Discrimination
A major patient factor associated with the reduced use of pallia-
tive care among African Americans is mistrust in medical insti-
tutions and providers.49,52 These attitudes, derived in great part 
from the legacy of racism and poorer healthcare for minorities 
in the United States,8,53 have been associated with patient pref-
erences and decisions about EOL care.36,49,54,55 Specifically, there 
are concerns about receiving inferior care if an advance directive 
is signed,44,45 that limiting intensive and aggressive treatment 
may be a form of injustice,36,51 and about the economic motives of 
healthcare providers.56 Possibly, mistrust increases the likelihood 
of African American patients’ undergoing aggressive treatment 
at the end of life, including ICU admission, using feeding tubes, 
undergoing CPR, and not enrolling in hospice.40,57

Patient Perceptions of Care and Communication
Studies have described variation in the perception of hospice care 
and communication quality experienced by patients of differing 
racial/ethnic groups. Welch et al.35 interviewed 1,578 family mem-
bers of African American and white decedents to investigate differ-
ences in perceptions of EOL care and found significant differences 
by patient race. Family members of African American decedents, 
compared to those of white decedents, were substantially less likely 
to rate the overall quality of the care they received at the last place 
of care as excellent or very good. Also, family members of African 
American decedents reported more problems with communica-
tion with healthcare providers, with being kept informed, and with 
receiving support for their family members. Problems with com-
munication at the last place of care included not having spoken 
with any physician despite having wanted to do so and concerns 
about the communication quality when communication occurred. 
These findings are not surprising in light of research suggesting 
that communication differs in clinical interactions with African 
American versus white patients. Compared to patient–physician 
clinical interactions with white patients, interactions with African 
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American patients are shorter, patients have less positive affect 
and ask fewer questions, and physicians are more contentious 
and provide less information. Also, following the visits, African 
American patients have less trust in physicians and understand-
ing of the diagnosis and treatment.58–65 However, in a recent study 
of physicians-in-training, Long et al.66 report results that conflict 
with prior research on the association of race/ethnicity and quality 
of EOL communication. Findings related to patient/family mem-
ber perceptions of EOL communication provided by physicians-in-
training showed that racial minority status, lower income, and 
lower education level were associated with significantly higher 
ratings of communication about EOL care. The authors speculate 
that a reason for this unexpected finding may be that patients with 
higher education and income levels have greater expectations for 
the quality of communication and that physicians-in-training may 
not have the experience or skills to engage in the in-depth discus-
sions desired by these patients and family members.

Provider-Level Factors: Biases and Poor  
Quality Interpersonal Communication
An important contributor to disparities in palliative care is at the 
level of providers, who are the primary source of palliative care 
information and referrals. Palliative care involves disciplines such 
as nursing, social work, and chaplaincy, but most research on dis-
parities in this context is focused on physicians.

Physician attitudes toward minorities and toward discuss-
ing death and EOL have been shown to influence clinical com-
munication and, in turn, contribute to disparities in palliative 
care. Physicians, like other professionals, have unconscious biases 
that affect their treatment decisions, their communication with 
patients, and patients’ perceptions of them.67,68 Few studies are 
available investigating the relationship between physician atti-
tude, patient race/ethnicity, and clinical discussions about pal-
liative or hospice care. Ache and colleagues69 found that African 
American physicians, compared to white physicians, more often 
feel their patients are reluctant to discuss hospice care. They also 
found that the physician attitudes and recommendations may 
interact with patient race, influencing EOL conversations and 
potentially contributing to disparities in these conversations.69 
Physicians and other providers report discomfort with EOL con-
versations and fear they may be reducing their patients’ hope.70 
However well-intended, physicians’ attitudes and behaviors likely 
put some patients at a disadvantage in terms of their ability to 
make adequate preparations for EOL care consistent with their 
needs and preferences.

Racial/ethnic communication disparities in the broader health-
care literature have been established,7,59,62 but studies examining 
disparities in patient–provider palliative care communication are 
limited.66 The work that has been conducted suggests that African 
Americans are more likely to experience poorer quality and quan-
tity of clinical communication at the end of life when compared 
to whites.35

Recommendations for Future Research  
and Communication Interventions 
to Address Palliative Care Disparities
This section summarizes research limitations and makes sugges-
tions for future research to address ethnic/racial disparities in 

palliative care and inform interventions to reduce or eliminate 
disparities. Then we summarize communication approaches that 
may be useful in addressing this critical aspect of patient care.

Recommendations for Future Research
Perhaps the most apparent research limitation is the focus on hos-
pice and on cancer to the exclusion of other aspects of palliative 
care and other potentially life-limiting diagnoses. More research 
is needed on, for example, pain management, variation in services 
by geographic and medical setting, and advance care planning.

Second, as we have noted, the majority of research on disparities 
in palliative care compares non-Hispanic white populations with 
African Americans and, to a lesser extent, Hispanics and Asians. 
There is a great need to investigate the palliative care needs of 
additional populations, such as members of religious and ethnic 
minorities other than African Americans, Hispanics, and Asians; 
immigrants; children; patients with mental or physical disabili-
ties; veterans; and patients who identify as lesbian, gay, bisexual, 
and/or transgender. Further, with very few exceptions, most 
research compares populations as a whole and ignores heteroge-
neity within populations.

Third, research on the effect of clinical communication on pal-
liative care is quite limited and largely consists of opinion pieces 
and literature reviews. The evidence that does exist indicates that 
disparities may be present in palliative care discussions with 
providers and patients from varying racial/ethnic backgrounds. 
Clinical communication has been shown to influence treatment 
decisions and health outcomes in other care settings,71–73 thus 
it is reasonable to think it influences care and outcomes in this 
context. For example, studies using video and audio recordings 
of oncology and primary clinic visits with African American and 
white patients document differences in patient–provider commu-
nication by patient race and suggest ways in which communica-
tion may influence outcomes.59,63,74,75

Fourth, there is a great need for larger, more diverse samples 
and for longitudinal designs. Of critical importance, descriptive 
studies need to be used to inform randomized controlled trials 
of interventions to improve care. Similarly, the research largely 
lacks theoretical focus or conceptual frameworks. The applica-
tion of theories from the fields of communication, social psychol-
ogy, and similar fields may improve our understanding of the 
causes palliative care disparities and suggest interventions.3,7,74,76 
This chapter suggests a model (see Figure 14.1) of the multilevel 
factors that contribute to palliative care disparities, including the 
influence of patient–provider interpersonal communication, that 
could potentially be useful for better understanding relationships 
between and among factors and ultimately lead to a comprehen-
sive approach to providing high-quality palliative care across 
patient populations.

Fifth, most research in this area focuses on patient and family 
factors, implying that they are to blame for disparities in pallia-
tive care. However, minority members’ attitudes such as mistrust 
in medical care are derived from a history of poor care, and thus 
it is the responsibility of medical institutions to implement poli-
cies and practices to earn the trust of minority communities. 
Research on the effect of hospital practices, such as diversity in 
the workforce, availability of interpreters, palliative care consults, 
educational programs, community outreach, and culturally sensi-
tive care, is needed to better understand ways to earn the trust 
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of ethnic/racial minority communities to improve their access to 
high quality palliative care.

Communication Interventions to Address  
Palliative Care Disparities
The responsibility for improving practices to reduce or eliminate 
disparities in palliative care lies largely with medical institutions, 
hospitals, researchers, and providers, rather than with the patients 
and families who bear the burden of the disparities. Our sugges-
tions for communication approaches to reduce or eliminate pal-
liative care disparities are consistent with Ferrell’s3 summary of 
recommendations for improving the quality of palliative care in 
cancer, which is adapted from the Institute of Medicine report 
on the quality of cancer care in the United States.2 We focus on 
three kinds of approaches: hospital and provider interventions to 
improve the quality of clinical communication, patient and fam-
ily interventions to improve access to information, and outreach 
efforts to improve knowledge in minority communities.

Provider communication can affect patient perceptions and 
use of palliative care.28,77 Several publications are available sug-
gesting specific communication strategies for approaching EOL 
communication with patients and families.78–80 For example, 
Ngo-Metzger and colleagues81 provide guidelines for patient-
centered communication at the end of life and suggests ways to 
avoid stereotyping and be sensitive to patients’ cultural and indi-
vidual preferences. Also, promising models for provider training 
are available82–87 (see Table 14.1).

Close family members often act as caretakers; thus family 
members should also be the focus of interventions and included 
in the palliative care referral process and decision-making.19,88 
Interventions for patients and their families might include deci-
sion aids and question prompt lists focused on EOL decisions. 
These interventions have been shown to facilitate family conver-
sations about EOL decisions and to improve the quality of com-
munication in patient/family–provider interactions. For example, 
Clayton et  al.89 developed and tested a question prompt list to 
improve Australian patients’ and families’ ability to gain access 
to information about palliative care during clinical visits and to 
facilitate their ability to express to providers their preferences and 
concerns about palliative care. These kinds of interventions have 
generally not been developed in collaboration with or specific 
to the needs of minority populations, but given the research on 
disparities in communication in racially discordant interactions, 

interventions focused on specific populations are emerging in 
other contexts.90

Conclusion
This chapter summarized patterns of disparities in palliative 
care in the United States and proposed a conceptual model for 
better understanding the numerous and complex factors that 
contribute to these disparities. Recommendations are made on 
how hospitals, providers, and researchers can address and over-
come these disparities. The Institute of Medicine, professional 
organizations, and researchers have clearly stated that these 
and other health and healthcare disparities are preventable.6,8 
Effective and compassionate communication regarding pallia-
tive care can enable all patients to make informed choices about 
their care.
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CHAPTER 15

The Role of Communication 
and Information in 
Symptom Management
Gary L. Kreps and Mollie Rose Canzona

Introduction
Symptom management is a primary function of palliative care. 
However, delivering multidimensional, coordinated care that 
addresses the concerns of patients and families is challenging.2,3 
Patients often experience a wide variety of interrelated physi-
cal, psychological, and relational problems as a result of disease 
processes or treatments. Symptoms and side effects, which are 
referred to in this chapter as negative effects, can cause suffer-
ing, reduce quality of life, and interfere with healing processes. 
The progression of major diseases typically leads to uncomfort-
able symptoms, such as pain, nausea, fatigue, insomnia, fever, 
skin irritations, incontinence, digestive problems, dizziness, hair 
loss, and a number of additional physical and sexual dysfunctions. 
Often, these negative effects become even more troublesome for 
patients and families than the primary healthcare problems they 
are coping with.3 Invasive and high-risk treatments, including 
surgery, radiotherapy, and chemotherapy, can lead to debilitat-
ing negative effects for individuals confronting serious illness 
such as cancers, heart disease, strokes, and other neurological and 
chronic diseases. These physical problems/conditions are often 
accompanied by or provoke psychological difficulties for patients, 
such as depression, irritability, fear, paranoia, and even dementia.4

Helping patients and family members effectively manage nega-
tive effects is essential to preserving their personal comfort and 
their physical and psychological well-being.5 Without attention to 
careful and effective symptom management, negative effects can 
make the lives of patients and families tremendously stressful, 
painful, and frustrating, as well as minimize their abilities to cope 
effectively with their major health problems.5 Creative and adap-
tive intervention strategies are required to meet the unique needs 
of different patients.

Understanding the Nature  
of Negative Effects
Negative effects contain both physical and psychosocial dimen-
sions.6 The physical dimension refers to the physiological presence 
of pain, discomfort, or dysfunction. Patients also experience nega-
tive effects on a psychosocial level as they attach symbolic meaning 

to those physiological processes. Physical causes of discomfort 
from negative effects is interpreted symbolically by individuals 
(often in very idiosyncratic ways) as psychological discomfort.7,8 
For example, the experience of pain, a common negative effect, 
is an important biological process in which the body sends neu-
ral messages about abnormal processes, intrusions, and threats. 
However, pain also promotes symbolic awareness of these prob-
lems and encourages attempts to identify the root causes of pain 
and the development of strategies for relieving these root causes. 
Individuals who experience chronic pain (physical dimension) 
may also develop depression or anxiety (symbolic dimension) as 
they work (often unsuccessfully) to understand and address these 
changes.

In addition, psychological interpretations of discomfort derive 
from biological reactions to physical threats as well as from our 
reactions to unpleasant feelings and emotions. Humans have 
developed the ability to mirror physical discomfort phenomena 
symbolically to make sense of psychological distress. Yet physical 
and psychological causes of discomfort actually feel like identi-
cal phenomena to most people. It is often difficult to distinguish 
between physical and psychological causes of discomfort; they 
both feel bad. For example, common healthcare situations, such 
as sounds (the dentist’s drill), sights (blood), or messages (“the lab 
tests show your tumor is malignant”) can trigger feelings of pain, 
nausea, or anxiety. In essence, there are many different physical 
and symbolic sources for discomfort in the modern world, espe-
cially within the healthcare system, and symptom management 
must be designed to address both physical and symbolic dimen-
sions of negative effects.6 Symptom management is a high-priority 
issue for those confronting serious chronic diseases, debilitating 
illnesses, and intrusive mental health problems such as depres-
sion, anxiety, and posttraumatic stress disorder.

The Family and Negative Effects
Negative effects pose challenges for the well-being of patients 
and families. Patients experiencing debilitating and poorly con-
trolled negative effects may feel like they are losing control over 
their lives, and the burden associated with increased dependence 
can tax family caregivers and relationships.9 Often, even when 

 

 

 

 

 



textbook of palliative care communication120

patients and families are utilizing palliative care services, a fam-
ily caregiver is relied on to provide significant practical and emo-
tional support to patients.10 Burke et al.’s examination of family 
caregivers of heart failure patients discovered that caregivers per-
ceive themselves as healthcare managers, healthcare plan enforc-
ers, advocates for their loved one’s quality of life, and experts on 
the realities of living with heart failure. Notably, they experienced 
distress when the expectations of that role exceeded their ability 
to perform.11

Patients’ serious or complex health issues are a source of physi-
cal, psychological, social, functional, and spiritual burden for 
family caregivers.12 Family members may experience a range 
of physical and symbolic problems ranging from sleeplessness, 
weight loss, fatigue, social isolation, depression, anxiety, burnout, 
and general deterioration of health.13 It is important for palliative 
care providers to appreciate the effects illness and health condi-
tions have on families in order to deliver care that improves qual-
ity of life for patients and family members.14

Individual Difference and Negative Effects
Each patient and family member represents a unique case for pal-
liative care providers. These cases may vary significantly based on 
the nature of negative effects, individual differences, and the social 
worlds in which those individuals are embedded. For example, 
the experience of certain negative effects has additional deleteri-
ous symbolic dimensions due to cultural norms that suggest these 
problems are particularly socially unacceptable (stigmatized). The 
negative effects of incontinence, impotence, or even nausea are not 
only troubling; they are also embarrassing problems for those who 
suffer from them. The fear of loss of bladder or bowel control in 
public places can cause tremendous stress and additional discom-
fort for patients.14,15,16 Even more innocuous negative effects, such 
as fatigue or skin irritations, can be embarrassing and stressful. 
These negative effects cause additional symbolic trauma for suffer-
ers that compound the problems and lead to fear, alienation, and 
stress. Palliative care programs need to be designed to help those 
who suffer from these socially stigmatized negative effects cope 
with the symbolic stress these problems can cause.

The interpretation of negative effects is subjective and different 
for each person and each situation. When we are fully occupied 
with an engrossing and stimulating activity, we may not be as 
aware of physical discomfort as we might be when there is low 
stimulation. The perceptions of discomfort that we were able to 
habituate while busy often come to the forefront when there are 
not competing foci, particularly at night when there is often a 
high level of suffering from negative effects such as pain, nausea, 
and anxiety. Further, the same negative effects may be perceived 
dissimilarly by different individuals in different situations. Some 
people have a greater tolerance for negative effects than others. 
Effective symptom management must take these subjective inter-
pretations of negative effects into account and develop individu-
ally and situationally appropriate strategies for addressing the 
ways each patient/family understands and navigates negative 
effects.

Symptom Management and Negative Effects
Managing the interactions between physiological and psycho-
social dimensions (or symbolic dimensions) of these problems 
is complex. Surgical procedures are invasive and can lead to 

additional sources of discomfort for patients, particularly during 
the often long and uncomfortable process of rehabilitation from 
surgery.17,18 Surgical procedures can also have unpleasant side 
effects (including risks of infection and long-term physical limita-
tions) that can lead to new sources of anxiety and distress.19

Many negative effects, such as insomnia, nausea, and pain man-
agement, are regularly treated pharmacologically with prescribed, 
over-the-counter, and even self-prescribed illicit drugs and alco-
hol.20,21 While many prescribed drugs are initially effective at 
reducing pain and suffering from negative effects, their continued 
use can also lead to additional problems (such as fatigue, anxious-
ness, digestive problems, and serious addictions), exacerbate other 
negative effects, or lead to interaction effects and polypharmacy 
with other drugs or treatments being used.22 The interaction 
effects between many medications can be particularly problem-
atic, and new healthcare problems establish a spiral of interven-
tions and thus a spiral of negative effects. While strategic and 
informed pharmacology is definitely an important part of symp-
tom management, medications can rarely be used alone, because 
drugs that address physiological issues are not particularly good at 
treating the symbolic dimensions of negative effects (e.g., depres-
sion, anxiety).

The best care strategies are designed to address both the 
physical and the psychological dimensions of healthcare prob-
lems.23 Improving quality of life for patients is not an easy task. 
Understanding how communication functions in patient/family 
sense-making and response to negative effects in the delivery of 
palliative care/training and in the use of strategic and innovative 
healthcare interventions can help providers deliver multidimen-
sional care to patients and their families.

Communication and Patient  
Response to Negative Effects
While the physiological response to negative effects is typically 
uncomfortable, a patient’s interpretation of that discomfort is 
modified by a variety of internal and external factors that can 
either intensify or de-intensify suffering. For example, some inter-
nal (psychological) factors that can exacerbate the experience of 
discomfort may include feelings of depression, fatigue, uncer-
tainty, loss of control, anxiety, fear, hopelessness, and loneliness. 
External (environmental) factors that can exacerbate percep-
tions of discomfort may include harsh lighting, unsettling noises, 
strong and unappealing scents, crowding, and jostling.

All of these internal and external factors that can exacerbate 
the perception of discomfort can be moderated (to a greater or 
lesser extent) through communication. Communication is a pri-
mary social mechanism for forming and influencing the creation 
of meaning.24 Whether negative effects are caused by intrusive 
physical phenomena or emotional reactions to difficult situations 
(symbolic dimensions), communication provides a channel for 
influencing symbolic dimensions of health and illness.1,25 There 
are direct links between communication and psychology in which 
the messages we perceive influence the meanings we create.26 For 
example, messages that demonstrate encouragement, acceptance, 
compassion, respect, friendship, love, and support can promote 
feelings of being supported, being in control, a sense of self-efficacy, 
and personal resilience that can help people cope with negative 
effects.27–29 Messages should minimize discomfort and maximize 
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meaning in order to help patients and families improve quality of 
life.8 Communication is a central mechanism through which pal-
liative care providers can help shape patient outcomes.

Communication and the Delivery 
of Palliative Care
Effective symptom management is designed to treat both the 
physiological and the symbolic aspects of pain.30 A  large body 
of research has shown that communication between patients 
and families and providers is a critical factor in the delivery of 
high-quality care.31 Often patients and families are not prepared 
to handle the challenges of illness and palliative care and look to 
providers to shepherd them through the process.32 Patients and 
families have tremendous needs for relevant, accurate, and timely 
information to make the best health decisions and to coordinate 
the delivery of care.

Communication has been shown to help patients continually 
adapt to negative effects by increasing understanding about the 
causes of these problems, their unique patterns of incidence, and 
the best strategies for symptom management.6,33 Providing rel-
evant health information to patients and families can help them 
take charge of their healthcare problems. For many patients and 
families who prefer an active partnership with their healthcare 
providers, this can promote coping.34 However, it should be noted 
that while delivering relevant and appropriate health information 
is usually helpful, providers should avoid the assumption that 
patients and families all desire a large share of decision-making 
power. Many cultural, ethnic, and minority groups differ in their 
preferences for autonomy and control.35

Research has shown that there are numerous barriers to com-
munication in the delivery of care, including intercultural com-
munication challenges, limited communication skills by both 
patients and families and providers, differential levels of health 

literacy, time constraints, poor access to relevant health informa-
tion, political struggles and power differentials between healthcare 
providers and patients and families, low levels of interprofessional 
cooperation between members of healthcare teams, and lack of 
interpersonal sensitivity in healthcare interactions.36–39 The com-
munication barriers limiting the delivery of effective healthcare 
reduce the effectiveness of symptom management. In many cases, 
the ways that care is delivered can actually initiate and exacerbate 
other negative effects.4,6

However, patient–provider communication can promote coor-
dinated care, informed health decision-making, and reduction of 
medical errors.40 Arora’s comprehensive review of the literature 
showed that physicians’ communicative behavior (specifically, 
establishing effective interpersonal relationships, facilitating 
active exchange of relevant health information, and encouraging 
patient involvement in decision-making) had a positive impact 
on patient attitudes, self-efficacy, resilience, and ultimately health 
outcomes.41 Healthcare providers can use strategic health com-
munication to help patients and their families who are experienc-
ing significant pain and discomfort by providing timely, accurate, 
and sensitive information to promote palliative care.42 Active 
communication can also help patients, families, and providers 
work together to reduce pain and suffering.6 Communication in 
healthcare enables (a) the development of relational interdepen-
dence between healthcare patients, families, and providers; (b) all 
stakeholders to gain access to relevant and timely health informa-
tion; (c) channels for feedback to promote adaptation in palliative 
care; (d) coordinated verbal and nonverbal communication; (e) the 
use of communication technologies to support palliative care; and 
(f) consumer empowerment in pain and symptom management.43

Kreps proposed a model of communication and symptom 
management (see Figure 15.1) that illustrates the interdepen-
dence between the patient, the patient’s providers, and the 
patient’s friends and family. This model suggests that for effective 
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symptom management there must be active lines of commu-
nication between these people. Communication enables these 
partners in the healthcare enterprise to share relevant symptom 
information about the experience of negative effects so that cause, 
intensity, and intervention strategies may be understood in order 
to provide the greatest relief.43 Communication is also needed to 
provide critical feedback about the utility of current symptom 
management strategies. Communication can encourage active 
adaptation to a patient’s changing symptom management needs as 
well as making decisions about symptom management. The provi-
sion of emotional support and coordination of care is essential to 
managing negative effects.44,45 Partners can also use their stra-
tegic communication skills to provide personal advocacy for the 
patient, promote physical and psychological comfort, and encour-
age patient self-efficacy. Further, partners can assist in the pro-
cess of training patients with recurrent negative effects to develop 
strategies for tuning out (habituating) the discomfort or focusing 
their minds on other thoughts. While interventions on interper-
sonal and group levels are effective in improving communication 
about negative effects, there is also a need for evidence-based 
intervention strategies to implement at the system level.

Supportive and informative interaction has been found to be a 
powerful therapeutic process for promoting active symptom man-
agement and reducing symbolic feelings of suffering.46 However, 
access to therapeutic and informative health communication, par-
ticularly at the specific points in time when symptom management 
support is most needed, is often limited for many sufferers. There is 
a tremendous need to increase access to relevant, supportive, and 
strategic health communication to promote symptom management.

Strategic Communication  
and Symptom Management
The symbolic dimensions of health problems, such as negative 
effects, are best addressed through strategic health communication 
processes.23,47 Several promising health communication interven-
tions have been developed for promoting effective symptom man-
agement.48 Some of these interventions, which have been shown 
to promote positive coping with negative effects, are designed to 
train healthcare providers to communicate more effectively with 
patients to identify and mediate discomfort as part of larger pal-
liative care programs.42,49 Work has also been done to inform the 
creation and training of multidisciplinary and interdisciplinary 
palliative care teams.2,50 Palliative care education programs coor-
dinate care among healthcare providers to communicate with 
patients in ways that promote effective symptom management.48

Other interventions are designed to provide negative effect suf-
ferers with more information about their healthcare problems 
and strategies for coping with negative effects. For example, a 
broad range of websites is dedicated to providing patients, fami-
lies, and healthcare providers with education and support about 
symptom management. Some of these websites are summarized 
in Table 15.1.

The amount of external oversight concerning the accuracy, 
timeliness, completeness, and accessibility of the information 
provided on these websites varies considerably. Without the 
involvement of care providers, patients and families must make 
their own decisions about whether the symptom management 
information they find on these websites is appropriate for them 

Table 15.1 Websites Offering Symptom Management Education and Support

Website Description

http://www.pallcarevic.asn.au/families-patients/
information/pain-symptom-relief/

Palliative Care Victoria offers information about pain and symptom relief, relationships, care planning, 
talking to doctors, and loss, in addition to personal stories, web resources, and financial assistance.

http://www.msfocus.org/symptom-mgmt.aspx The Multiple Sclerosis Foundation offers information about a variety of symptom management techniques, 
including acupressure, the Alexander Technique applied kinesiology, and sound and music therapy.

http://www.ucsfhealth.org/programs/
cancer_symptom_management/

UCSF Medical Center offers a special program in symptom management that addresses physical and 
emotional symptoms of cancer. This site also provides information on Art for Recovery, Healing through 
Dance, and restorative movement classes.

http://university.asco.org/symptom-management The American Society of Clinical Oncology offers an online curriculum of five learning modules in symptom 
management for patients with serious or life-threatening disease.

http://www.cancer.gov/cancertopics/coping The National Cancer Institute offers resources for coping with cancer, including information related to 
managing physical effects, managing emotions, finding healthcare services, financial information, preparing 
for end of life, as well as information for caregivers, family, and friends.

http://www.dbsalliance.org/site/
PageServer?pagename=wellness_symptom_
management

The Depression and Bipolar Support Alliance offers a symptom management worksheet patients and 
families can complete and discuss with healthcare providers.

http://www.stoppain.org/palliative_care/content/
symptom/pain.asp

The Department of Pain Medicine and Palliative Care provides information regarding methods to alleviate 
pain and sources of pain for cancer patients and AIDS patients.

http://hepc.liverfoundation.org/treatment/
while-on-treatment/managing-side-effects/

The American Liver Foundation offers information about potential negative effects for patients undergoing 
Hepatitis C therapy.

http://www.webmd.com/pain-management WebMD offers a Pain Management Center where patients and families can access information about 
symptoms, diagnoses, and treatment of negative effects.
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http://www.ucsfhealth.org/programs/cancer_symptom_management/
http://www.ucsfhealth.org/programs/cancer_symptom_management/
http://university.asco.org/symptom-management
http://www.cancer.gov/cancertopics/coping
http://www.dbsalliance.org/site/PageServer?pagename=wellness_symptom_management
http://www.dbsalliance.org/site/PageServer?pagename=wellness_symptom_management
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http://hepc.liverfoundation.org/treatment/while-on-treatment/managing-side-effects/
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http://www.webmd.com/pain-management
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and what the best strategies are for implementing these symp-
tom management recommendations. Physicians, nurses, social 
workers, pharmacists, and other healthcare professionals can 
help patients and families make sense of and apply symptom 
management information gathered on the Web.51 Some health-
care providers and healthcare systems enable patients to con-
sult with providers online, making it relatively quick and easy 
to find help interpreting web-based information about symptom 
management.

Although some providers may find this challenging,52 the best 
strategy to ensure patients and families understand and properly 
use the symptom management information they gather online 
is to discuss the information with their healthcare providers.53 
A trusted healthcare professional can help them make sense of 
the symptom management information and advise them about 
the best strategies for utilizing the information for managing 
pain.54

A number of promising health communication interven-
tions have been designed to promote awareness and coordina-
tion in facilitating prompt response to negative effect incidents. 
For example, Berry et al. introduced a computerized format for 
self-reporting pain assessment, PAIN Report It, that has been 
shown to help patients gain personal control over symptom man-
agement and share real-time information about pain incidence 
and treatment with their providers.55 Computerized self-report 
systems like this can promote coordination of efforts in respond-
ing quickly to severe pain incidents.56

In addition, online diaries for tracking negative effects inci-
dence and management can help patients and providers identify 
unique patterns, as well as report incidents in real time.57 This 
diary data can predict when negative effect incidents are likely to 
occur and plan advance strategies for quick and decisive symptom 
management interventions. Evidence suggests that when provid-
ers make time to factor summary diary information into patient 
care, they can be particularly useful for empowering patients to 
better understand unique patterns of pain and its severity, as well 
as develop prevention plans.58,59

Other work has focused on the development of computer-
ized assessment programs for measuring pain and discomfort.58 
Electronic questionnaires and web-based applications have been 
used to track, store, and share negative effects information with 

healthcare providers.60 The use of handheld devices has made the 
collection of negative effects information portable for patients and 
families who experience these events at different times and differ-
ent places.61 Applications and texting capabilities enable efficient 
storage and processing of negative effects incident information, 
as well as the ability to share this information immediately with 
others.62

Patients and families have long been engaging peer support 
groups to cope with serious health problems.63 The advent of 
online social support groups has made it easier for people to con-
nect with others over long distances, especially when support 
group members may find it difficult to travel, as is the case for 
many people with serious health problems and hard-to-manage 
negative effects.64 Research has shown that online support groups 
can help patients and family manage negative effects.65 Table 15.2 
lists several active and available support groups.

Online support groups allow negative effect sufferers (and 
their caregivers) to connect with others who are experienc-
ing similar health issues and to share relevant information and 
develop strategies for managing difficult symptoms.66 The social 
networking site Facebook is the dominant social networking 
platform, with 71% of online adults as account holders.67 Many 
disease- or condition-specific open access and private/member-
ship groups have appeared on Facebook in recent years. These 
groups offer information and support for patients and families 
with life-threatening and life-limiting health issues.68 The asyn-
chronous nature of these online support groups means that group 
members can post messages whenever they need support or infor-
mation; they do not need to wait for specific group meeting times. 
Evidence has suggested that the information provided on these 
online support groups is of very high quality, and group participa-
tion provides many benefits to users.69

Telehealth information systems also have a long history of 
providing health professional advice and care to patients and 
families in remote areas where limited health services are avail-
able.64 These telehealth systems have been used effectively to 
deliver symptom management interventions.70 Research has 
shown that telehealth management interventions have resulted 
in significant improvements in anxiety levels and appetite 
for palliative care patients who may not have had access to 
in-person care.71

Table 15.2 Online Support Groups for Pain Management Information

Website Description

http://www.drugs.com/answers/support-group/side-effect/ Drugs.com offers an online forum where users can discuss their experience with negative effects and 
medications.

http://www.cancer.org/treatment/
treatmentsandsideeffects/
complementaryandalternativemedicine/
mindbodyandspirit/support-groups-cam

The American Cancer Society provides information related to the structure and topics of support 
groups (including online) for patients and families considering participation.

http://forums.webmd.com/3/breast-cancer-exchange/
forum/4085/6

WebMD offers specialized support communities by cancer type. This forum for breast cancer 
offers patients an opportunity to discuss negative effects as a result of cancer and radiation, 
chemotherapy, surgery, and adjuvant therapies.

https://www.inspire.com/groups/cancer-treatment/topics/
side-effects-of-treatment/

The Inspire Cancer Treatment online support group offers users the opportunity to discuss the 
impact of cancer and its treatments on their health and quality of life.

http://www.drugs.com/answers/support-group/side-effect/
http://www.cancer.org/treatment/treatmentsandsideeffects/complementaryandalternativemedicine/mindbodyandspirit/support-groups-cam
http://www.cancer.org/treatment/treatmentsandsideeffects/complementaryandalternativemedicine/mindbodyandspirit/support-groups-cam
http://www.cancer.org/treatment/treatmentsandsideeffects/complementaryandalternativemedicine/mindbodyandspirit/support-groups-cam
http://www.cancer.org/treatment/treatmentsandsideeffects/complementaryandalternativemedicine/mindbodyandspirit/support-groups-cam
http://forums.webmd.com/3/breast-cancer-exchange/forum/4085/6
http://forums.webmd.com/3/breast-cancer-exchange/forum/4085/6
https://www.inspire.com/groups/cancer-treatment/topics/side-effects-of-treatment/
https://www.inspire.com/groups/cancer-treatment/topics/side-effects-of-treatment/
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New Directions for Communication  
and Symptom Management
While current communication programs for the management 
of negative effects have been promising, we are just beginning to 
design and implement powerful strategic communication inter-
vention programs for palliative care.48 For example, the future 
is promising for the development of smart, interactive, and 
comprehensive health information systems that will travel with 
patients wherever they go (mobile health), automatically moni-
toring consumer health status (real-time data capture), sharing 
relevant health information with all members of the symptom 
management team (interprofessional coordination), and deliver-
ing symptom management support to patients and families when 
and where they need it.64 The integration of artificial intelligence 
into the design of health information systems will allow health 
communication programs to interact sensitively, meaningfully, 
and persuasively with patients and families about symptom man-
agement needs and concerns. For instance, human-computer 
interfaces can be used to customize health-related reminders for 
patients and families and offer avatars (graphical representation 
of a person) that can act as relational agents by generating cus-
tomized information that can be communicated to patients and 
families.71 E-health information systems can be tailored to pro-
vide personalized information to patients and families based on 
their unique experiences and information needs.72

New embedded information technologies that are either worn 
on patient clothing or implanted within their bodies have the 
potential for continuously collecting physiological information 
that will enable proactive prediction of negative effects events and 
allow early response interventions to prevent suffering.64 These 
imbedded information systems could be designed to deliver rel-
evant health information to patients and stimulate their neural 
pathways to minimize symptoms, and perhaps even administer 
needed medications to sufferers. The growth of nanotechnol-
ogy is making smaller and less invasive embedded information 
technologies increasingly feasible for use as integrated health 
information systems to support symptom management. For 
example, Abraham and colleagues tested the use of wireless pul-
monary artery pressure monitoring system in patients with heart 
failure. They found all devices were successfully implanted and 
provided accurate information without serious device-related 
complications.73

The development and implementation of online palliative care 
training systems can help healthcare providers and patients/fami-
lies develop communication competencies to support effective 
symptom management. Similar health communication educa-
tion programs have already been designed and implemented to 
train healthcare providers to communicate effectively with cul-
turally diverse, low health literacy, and low English proficiency 
patients (see http://ftp://ftp.hrsa.gov/healthliteracy/training.pdf). 
E-health systems that use sensitive and strategic health commu-
nication practices to support patients can increase both the qual-
ity of care for negative effects and enhance patient—and family 
caregiver—symptom management practices. Although access to 
technology use (particularly mobile phones) is increasing in tradi-
tionally underserved groups such as racial and ethnic minorities,75 
particular attention must be taken to ensure that symptom man-
agement support technologies are made available and accessible 

to vulnerable and hard-to-reach populations.75 Moore and col-
leagues found that using a bidirectional text messaging system for 
underserved patients with chronic disease was not only feasible 
but improved patients’ reported self-management and informa-
tion awareness.75

Conclusion
The future for the development of health communication inter-
ventions for promoting symptom management is bright. Creative 
technology developers are designing new tools and programs for 
supporting effective health communication that will help meet 
the information needs of patients who confront serious negative 
effects and the caregivers who help them. Health technology will 
become a central part of effective, far-reaching, and proactive pal-
liative care communication.
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CHAPTER 16

Patient Experience of Illness
Terry Altilio and Meagan Lyon Leimena

Introduction
To enter the world of illness, we invite you to immerse yourself in the 
landscape where sick persons and healthcare providers meet. The 
experience through which you understand your illness is inherently 
connected to your circumstances and surroundings, and, like many 
others, the hospital becomes the complex setting where you are ush-
ered into the land of a specific disease state. The immersion into medi-
cal culture might include a prolonged hospital stay or a shockingly 
short one, a posthospital plan such as a subacute rehabilitation facil-
ity or the introduction of community-based services such as hospice. 
Depending on the resources of your country and community, you may 
not enter a hospital and be cared for in a clinic with support of heal-
ers, family, and friends, and there may be no expectation of health 
services at home or medications to relieve your symptoms. If you live 
in a country where starvation is rampant, your anorexia and fear 
of weight loss may not disturb others; rather, these symptoms may 
be met with a peculiar calm and absence of outrage that surrounds 
children and adults dying from starvation in your community. In cul-
tures where shared food and meals have great meaning, your inability 
to eat may create turmoil much beyond the symptom itself.

Return to the image of entering a hospital with unrelenting symp-
toms and catastrophic thoughts about their meaning. In exchange 
for having a provider interpret and fix your symptoms, you surren-
der your clothes, privacy, personal space, and bodily autonomy to an 
eager or exhausted provider whose complex mission is to move from 
symptom to diagnosis to treatment plan in the shortest time possible. 
Your emotional reaction to sharing your body may vary depending on 
whether you think of your body as a closed, private system or an open 
system that links you to environment and relationship.1 Nonetheless, 
the focus is on the body and may never lead to a “bridge that links, 
body to self and society.”1(pxiii) You sleep in a foreign bed, share a 
room with a stranger, see unusual sights, hear a cacophony of sounds, 
and meet a flood of healthcare providers repeating questions in their 
well-intended efforts to establish a diagnosis. Sharing a room may be 
particularly comforting, or you may experience the lack of privacy as 
stressful and intrusive. Perhaps the gender, race, ethnicity, or age of 
the professionals who care for and touch you are unfamiliar or uncom-
fortable. Perhaps you are embarrassed, ashamed, or confused by your 
symptoms and disease and the anxiety, distress, or tears that you can-
not control. Your time is not your own; nights and days become con-
fused as sleep is interrupted by unfamiliar sounds or by staff, always 
for important purposes. Autonomous activities such as using the bath-
room and taking medications must now involve forethought as you are 
dependent on others for assistance. If your primary language is other 
than that of your providers, you struggle to understand and respond 
as interpreters are not always available, and engaging your family to 

assist in translation may further assault your sense of autonomous 
self. No matter what language, the words providers use to describe 
what is happening to your body might be incomprehensible or mean-
ingless. You may or may not feel able to ask questions consequent to 
your values and relationships with authority figures. Or you delay ask-
ing questions because you are truly afraid to know the answers. The 
familiar sights, sounds, textures, and cadence to your life are changed, 
replaced by the hum of an intricate institution where you are, by vir-
tue of your presence there, defined by your illness. Your identity as 
a whole, composite person might feel shattered as the bits and pieces 
that make up the kaleidoscope of your life are suddenly out of control.

This chapter provides context and considerations for the prac-
tice of palliative care in current healthcare systems. Opportunities 
and challenges for palliative care providers, patients and families 
are examined to better understand different roles and influences 
on the patient’s experience of illness. Theoretical frameworks 
are also reviewed, including explanatory models, mini-ethnog-
raphies, and the roles of language and metaphors for their util-
ity in making sense of the experience of illness. Case narratives 
throughout the chapter provide illustrations of theories and their 
application, intervention techniques, and scenarios for careful 
consideration in the palliative care environment.

The Patient Experience of Illness
Patients and families enter the lives of healthcare professionals 
and the structures of healthcare institutions most often out of 
necessity. They bring their worries, symptoms, and diseases as 
well as their unique histories, fears, hopes, and beliefs to the sys-
tems where providers diagnose, diseases are managed, and care 
is provided. Just as patients hear through a distinctive filter, spe-
cialist healthcare providers listen through unique training and 
professional filters, which focus on diagnosis, prognostication, 
and treatment plans. At times the professional and institutional 
filters are myopic, influenced by a disproportionate emphasis on 
outcome or philosophies of care that cloud efforts to grasp the per-
son’s singular, lived experience of illness.

In a specialty such as palliative care, the work is both enriched 
and complicated by the expectation that care will be delivered 
through a team process where specialists have shared knowledge 
informed by disciplinary expertise. The roles, responsibilities, and 
expectations of various disciplines may enhance or deter their 
ability to “unpack” personal bias and judgment while eliciting 
and holding the illness experience. Additionally, palliative care is 
practiced in a variety of settings subject to influences—political, 
financial, and professional—that, with attention, can become less 
compelling and controlling to allow the purest version of patient’s 
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experience of illness. Kleinman and others encourage us to con-
sider macro and micro, social, institutional, and political forces 
that influence those who provide care for patients and families. The 
insight gained through this kind of analysis can enhance our par-
ticipation as empathic witness and enrich communication—not 
only in the words used but, perhaps more important, in the way 
we listen. Taken together, these efforts can lead to care that is 
patient-centered in its truest form.

Palliative care and the domains that support this specialty provide 
a framework for healthcare professionals that integrate disease pro-
cesses and outcomes, as well as the psychological, social, cultural, 
environmental, and political processes informing the dynamic 
illness experience of patients and their families. One cannot talk 
about a person’s experience of illness without considering the con-
text in which it occurs. On the macro level, context may relate to 
access, social justice, regulation, politics, privilege, and power. At 
the same time, culture, language, values, and beliefs affect person-
hood and, on a micro level, affect institutions, healthcare profes-
sionals, patients, and families. The focus of this chapter is to bring a 
sampling of these variables to light so their impact might be identi-
fied and become a focus of reflection and deliberation.2

The narrative of Mrs. R illustrates subtle and meaningful varia-
tions in the illness experience represented through exploration 
of advance directives. Unique illness experiences can be a com-
pilation of much more than disease and treatment, as they reflect 
an individual life in process in the setting of family, friends, and 
community. Acknowledgment and appreciation of the opportuni-
ties for shared understanding can create a partnership between 
patient and healthcare teams leading to a clearer sense of how to 
align patient values with the delivery of palliative care services.

The Reciprocity of Illness Experience
Mrs. R, age 65, is diagnosed with progressing amyotrophic lateral 
sclerosis. She is working with her team to explore advance direc-
tives and the role her adult children might play in decision-mak-
ing. She chooses her sister as her healthcare agent and is reluctant 
to engage her children further in discussion or planning. She sum-
marizes her decision and distress by the simple words, “I can see 
my own suffering reflected in their eyes,” an awareness that con-
centrates complex feelings and opens a path to further understand 
and attend to both individual and shared grief and worry. Mrs. 
R’s selection of her sister does not reflect her children’s unwill-
ingness or inability to act as her agent but rather her desire as a 
mother to contain the distress her illness has caused and affirm 
the authority and presence of her sister as a source of support to 
them in the future. In Mrs. R’s experience of illness, the assigning 
of a healthcare agent has meaning much beyond the signature—it 
invites discussion of family structure, legacy, grief, fear, and hope 
in the setting of a mother with a progressive disease.

Exploring literature related to the patient experience reveals 
an eclectic array of authors who enrich our thoughtfulness and 
stimulate our curiosity as we approach the person at the core of 
palliative practice. Complementing the writings of these authors 
are the narratives of patients and families, such as Mrs. R, who 
live through the experience of illness. This chapter integrates ideas 
and perspectives from Arthur Kleinman, Susan Sontag, Anatole 
Broyard, and others who invite us to focus on the unique per-
son and their world of illness. These ideas and perspectives gain 

further authenticity through the narratives of patients, families, 
and healthcare providers.

To aid in the integration of ideas, Table 16.1 defines concepts 
reflected and personalized through the narratives of patients, 
families, and healthcare professionals. A recurrent theme in this 
chapter is the importance of words and language, their explicit 
and implicit meaning, in the social exchanges occurring between 
providers and patients. Key concepts woven into this chapter are 
isolated in Table 16.1 with the goal of enhancing consideration of 
their meaning and implications in the practice of high-quality pal-
liative care. Words have great power and are a currency of health-
care interactions in particular. Mindfulness about the words and 
concepts used in practice, education, and discussion of theory are 
essential to palliative care as a specialty of intention with respect 
for all persons.

Kaleidoscope as Metaphor
When looking through a kaleidoscope, one finds a complex, shift-
ing pattern that seems to be an apt representation of the landscape 
where patients and providers move as they travel beyond diagno-
sis of disease to an understanding of illness. Simply put, the allure 
and attraction of a kaleidoscope emanates from ever-changing 
reflections created from mirrors, glass, and beads—patterns that 
are made possible within a cylindrical structure that holds and 
encloses the reflecting materials.3 In the setting of a person’s expe-
rience of illness, these colorful and varied patterns might repre-
sent the ecological and psycho-social-spiritual influences within 
which a disease process is integrated and managed over time. 
These engaging patterns are enriched by considerations such as 
language used by patients and healthcare professionals to shape 
the narratives, metaphors, and meanings attributed to specific 
diseases, including implicit and explicit judgments and assump-
tions about behavioral influences in such diseases as HIV and 
lung cancer. The external structure is formed by macro consider-
ations, including media, politics, and culture, both personal and 
institutional, that undergird all social interactions. In addition to 
well-recognized structural influences such as time, technology, 
and access to care, there are more subtle social constructs such 
as ethnocentrism and hegemony, privileged values, and philoso-
phies of care that may quietly impact how healthcare exchanges 
occur between patients and professionals. The changing images of 
the kaleidoscope is where the challenges, complexity, beauty, and 
invitation to patients themselves, their caregivers, and healthcare 
professionals lie. It is in the deconstructing of these images that we 
give form to the shadows that often infuse the patient experience 
of illness and the relationships with healthcare professionals.

The World of Illness and  
Challenge of Metaphor
In 1989 Anatole Broyard published an essay about the discovery 
of his prostate cancer leading to a finer appreciation of both his 
body and existence. Through the experience of his illness, includ-
ing physical challenges and interventions leading to the relief of 
suffering, he developed a heightened sense of self.

I realize of course this elation is just a phase, just a rush of con-
sciousness, a splash of perspective, a hot flash of ontological alert-
ness. But I’ll take it, I’ll use it. I will use everything I can while 
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I wait for the next phase. Illness is primarily a drama and it should 
be possible to enjoy it as well as to suffer it. I  see now why the 
romantics were so fond of illness- the sick man sees everything as 
metaphor. In this phase I am infatuated with my cancer. It stinks 
of revelation.4

Broyard’s perspective reinforces the notion that a patient’s 
individual experience of illness is one to be honored and explored 
with curiosity to fully appreciate its meaning.4 Similarly, the 
idea of narrative humility calls on the healthcare professional 
to humbly witness the patient’s story as entirely his or her own 
and worthy of time and attention. However, at the same time, 
there are a myriad of challenges facing today’s providers as they 
engage the patient’s story and support the patient’s experience 
in modern healthcare systems. In The Birth of the Clinic, Michel 
Foucault describes the concept of “clinical or observing gaze” 
where the patient’s body and sense of self become separated 
by professionals working within the demands of the health-
care system. The process can be one of painful dehumaniza-
tion for both healthcare professionals and patients.5 Emotional 
resilience—achieving balance and perspective in the face of the 
physical, emotional, and practical strains of the work—might 
feel like a challenge for providers where pressures are often sur-
reptitious in their effects.6

In her classic work, Illness as Metaphor, Susan Sontag explores 
metaphors and presents a detailed history of cancer and tuber-
culosis examining themes such as strength, weakness, energy, 
and effort and inviting readers to consider the function of 

disease-related metaphors on society and the illness experience of 
the person.7 Sontag shows that metaphors contribute to mystery, 
fantasy, and fables around diseases, further isolating or objecti-
fying those who are sick. For some, metaphoric descriptions are 
self-generated and represent the struggle to bring order to chaos. 
For others, metaphors are introduced by another—usually health-
care professionals or family members—in an effort to be helpful 
and to meet a shared or individual need to gain mastery in a situa-
tion of uncertainty. The challenge for palliative care providers lies 
in discovering the effectiveness of metaphor in a unique person’s 
narrative: Are they comfortable or empowering? Are they incon-
gruous with the nature of a specific person, leaving them blamed, 
defeated, or demoralized? For example, the war and sports meta-
phors often integrated into cancer language may leave many ener-
gized and inspired while leaving others isolated or compromised 
as they attempt to assume a posture that is incompatible with their 
personhood. “Losing the battle” with cancer and being “a warrior” 
while being offered a treatment the success of which is described 
as a “Hail Mary pass” may speak clearly and coherently to those 
for whom football and war are comfortable metaphors, but others 
may be left feeling isolated and confused.

A Mini-Ethnography
In exploring the choice of metaphors and the efforts of people 
to regain authority as they live with disease, the work of Arthur 
Kleinman is informative. Kleinman introduces the concept of 

Table 16.1 Key Concepts

Delegitimzation The experience of having one’s perceptions of illness systematically disconfirmed9(p347–348)

Disease Alteration in biological structure or functioning; what providers create in the recasting of illness in terms of theories of disorder; 
the problem from the practitioner’s perspective1(p5)

Emotional resilience Being able to function in a steady or objective fashion while also experiencing the emotional core of provider–patient 
interactions

Empathic witness Existential commitment to be with the sick person and to facilitate his or her building of an illness narrative that will make sense 
of and give value to the experience1(p54)

Ethnography Description by an anthropologist of the lives and world of the members of a society with consideration of social and 
psychological themes; story that includes myths, rituals, daily activities and problems1(p230)

Explanatory model Notions patients, families, and providers have about a specific illness episode1(p121). Explanatory models are in response to 
questions about patients’ perceptions, feelings, and understanding of their illness; see Kleinman’s eight questions in Table 16.2.

Illness Human experience of symptoms and suffering; how the sick person and the members of his or her family or wider social 
network perceive, live with, and respond to symptoms and disability1

Medical gaze (also clinical  
or observing gaze)

Process by which healthcare providers and medical institutions disaggregate the body and the personhood or sense of self5

Narrative humility An approach to witnessing patient stories that acknowledges that the story belongs entirely to the patient, is subjective, and 
can never be fully known or understood by the healthcare professional; invites self-awareness and critique for the professional, 
acknowledging the inherent imbalance in the healthcare professional–patient relationship.

Patient-centered care Care that is respectful of and responsive to individual patient preferences, needs, and values, and ensures that patient values 
guide all clinical decisions

Sense of

coherence

Factors influencing a patient’s experience of illness, including comprehensibility (events are logical and make sense), 
manageability (feeling that one can cope or manage illness-related events), and meaningfulness (life makes sense, challenges have 
purpose and it is worth meeting them)8(p15)

Remoralization Clinical actions focused on gaining control over fear, coming to terms with anger at functional limitation and restoring 
confidence in body and self; educating sick persons; helping patients prepare for death1(p39)
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mini-ethnography, the purpose of which is to encourage healthcare 
professionals to place themselves in the lived experience of patient 
and family, cognitively, emotionally, and with imagination.1(p180) 
He speaks of the ritual of documentation as “an act of transfor-
mation” through which symptoms and illness become disease 
and persons become patients. Kleinman invites providers to move 
beyond checklists, lab reports, and templates to recover the abil-
ity to listen with awe to the patient’s words. This can lead to and 
beyond diagnosis to aspects of illness that form a kaleidoscopic 
pattern that may lead to a more appropriate plan of care.

This invitation has setting- and discipline-specific challenges. In 
a hospital setting, the care of patients is often shared across dis-
ciplines and specialties. The focus for primary physicians may be 
diagnostic, moving from symptoms to disease to treatment plan 
and discharge. Nurses and aides often have ongoing and intimate 
contact in the normal course of their work, which can provide a 
platform for listening to and joining with the aspects of patient 
experience that move beyond disease to person. Chaplains and 
social workers share the benefit and burden of conversation—lis-
tening and responding—as their primary tool. In some settings 
this role and responsibility is undervalued, especially if we allow 
the external structure of the kaleidoscope to control the internal 
patterns of practice until we no longer recognize the language, 
values, and focus of our work. In countries where regulations 
have proliferated, patients are customers, and hospice is an indus-
try, spending time in conversation has been devalued. Yet in the 
palliative care world, where a priority focus has become advance 
directives, goals, code status, and decision-making, respecting the 
process and pace of patients and families is essential, given that 
these aspects of practice are intimately woven with culture, family 
dynamics, community, access to care, social justice, and spiritual 
and religious values. This interesting and dynamic domain of pal-
liative care invites healthcare professionals to engage in a process 
that moves beyond the essential health information to explore the 
cognitive, emotional, social, and spiritual aspects of person and 
social network and to imagine the impact of this work not only in 
the present but also in the future family legacy.

Aaron Antonovsky developed a concept called “sense of coher-
ence” during a study of menopausal women of different eth-
nic groups, which included concentration camp survivors.8 
Antonovsky focused his attention on the overall good health of 
some survivors, shifting from pathogenesis to salutogenesis—a 
focus on sickness to a focus on health and well-being. Sense of 
coherence has been described as:

a global orientation that expresses the extent to which one has a 
pervasive, enduring though dynamic, feeling of confidence that 
the stimuli deriving from one’s internal and external environments 
in the course of living are structured, predictable and explicable 
(comprehensibility); the resources are available to one to meet the 
demands posed by these stimuli (manageability) and that these 
demands are challenges worthy of investment and engagement 
(meaningful).8(p15)

While Antonovsky’s coherence scales and concepts have not 
been integrated into palliative literature and the idea of predict-
ability may seem antithetical, the additional lens of “coherence” 
may be a useful construct within which to frame the process and 
experience of illness. The ability to comprehend, manage, and find 
meaning interfaces with Kleinman’s invitation to act as empathic 
witnesses and make an “existential commitment to be with the sick 

person and to facilitate his or her building of an illness narrative 
that will make sense of and give value to the experience.”1(p54) For 
some, regaining a sense of coherence may come through cognitive 
mastery of information, while for others, placing their experience 
within the context of their culture, family, or spiritual belief system 
may be the platform from which they find mastery and meaning. 
The following narratives describe patient family experiences where 
clues to coherence range from shaving cream to tattoos.

Magic Cream
Mr. Carl is a 61-year-old Africa American admitted for pain man-
agement and “failure to thrive.” He has lung cancer, for which he 
received many years of disease-modifying therapies. In his initial 
visit with the palliative consult team, there is an introductory dis-
cussion about a healthcare agent and goals of care, building upon 
the work begun by his oncologist. Mr. Carl chooses his brother, 
James, as his agent, and a family meeting is arranged. Both James 
and Mr. Carl are distressed. James is frustrated by his brother’s 
lack of appetite, noting that his eating and drinking improve when 
he is with family. This observation is troubling as James hears a 
complex message—one that not only validates the importance 
of family but also implies that Mr. Carl’s nutrition and perhaps 
his survival is dependent on his family’s presence. James protects 
himself from this disarming responsibility by saying that Mr. Carl 
just needs to “try harder.” Mr. Carl avoids eye contact and moves 
uncomfortably. Efforts to understand his nonverbal communica-
tion finally reveals his main priority—“I need to shave.”

The palliative physician offers a razor, but Mr. Carl states that 
he needs his magic cream. James, in an immediate effort to please 
his older brother, leaves to find the shaving cream in Mr. Carl’s 
apartment where he lives in a supportive housing complex. Goals 
and code status will have to wait until Mr. Carl’s most important 
need is met. While there are many ways to interpret Mr. Carl’s 
response, the symbolic significance of magic cream—its relation-
ship to history, culture, generations, and dignity—becomes clear 
when he explains that black men with tightly wound hair shave 
in a particular way. Moreover, he learned this as a child “look-
ing up” at older men—he learned by looking. James understands 
the symbolic significance and responds to his older brother out of 
love and the desire to make a difference in his life. In a rather poi-
gnant twist, James also finds hidden cigarettes in his search for the 
cream, which only reinforces the idea that Mr. Carl just needs to 
try harder. The consequent distress creates another avenue upon 
which to explore the cognitive appraisal and emotional responses 
of each man, as well as their relationship and respective grief pro-
cesses. In describing James’s distress, Mr. Carl calmly notes that 
“some habits that you learn are good ones, and others are not.” 
Magic cream and cigarettes are symbols of coherence anchored 
in childhood memory. This narrative reflects the interconnection 
of disease, symptoms, meaning, social relationships, culture, and 
history and represents how the healthcare professional’s response 
to a patient request can lead to a beginning restoration not only of 
a thread of coherence but also the authority of personhood.

An Illustrated Man
This patient invites exploration of illness and personal narrative 
through observation and curiosity about tattoos. Mr. G is 38 years 
old, single, and the father of two children ages 5 and 7 years. His 
mother and brothers are active advocates and caregivers, vigilant 
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in their effort to protect and support. Mr. G has tattoos on his arms 
and legs representing religious icons, his children, and his prison 
experiences. As dialogue about the tattoos unfolds, the mythol-
ogy surrounding Mr. G’s image emerges. His identity and sense 
of self is informed by the images reflected—he is strong, a fighter, 
a father, and a devoted son with a commitment to religious ritual. 
The suffering of symptoms and imagining of his death and sepa-
ration from his children and family is fully informed by a shared 
expectation that he will “fight.” As his disease progresses, he is 
cared for at his mother’s home by a hospice program. On the last 
night of his life and with a conscious awareness that he is dying, he 
reverses his do not resuscitate decision, requests that his mother 
call the emergency medical team, and dies in an emergency room 
with every effort being made to restart his heart.

A Theoretical Frame for Patients’  
Experience of Illness
Kleinman offers an explanatory model of illness as a founda-
tion for understanding how the patient experiences illness 
episodes.1(p121) An explanatory model is inherently personal, 
shaped by an individual lens that interprets everything from the 
meanings of physical sensations and symptoms to chosen words 
and gestures. An essential aspect of this model is the patient’s 
narrative—the opportunity to “tell their story,” which might 
include perceptions about the attributed meaning of illness, ideas 
about treatment, and the disparate emotions associated with 
being ill. Equally important is the healthcare professional’s recep-
tion of the patient’s story, reinforcing the reciprocal nature of the 
provider–patient relationship. How a story is received, validated 
or invalidated, plays an important part in the patient’s overall ill-
ness experience and has the potential to shape decision-making 
around treatment options and advance directives. Consider the 
power of the provider’s response when a patient is sharing a story 
that involves socially taboo behaviors that are now associated 
with the physical symptoms of illness. Perhaps these symptoms 
are understood as punishment for behaviors such as smoking, 
alcohol use, or sexual activity. Imagine the significant influence 
a palliative care professional might have as he or she contributes 
to a patient’s story about whether or not shortness of breath and 
emphysema are punishment for smoking cigarettes. Further, con-
sider the power of consciously or unconsciously transmitted mes-
sages from healthcare professionals and family around diseases 
affected by lifestyle, such as diet, exercise, or habits and the poten-
tial for patients to feel judged or diminished.

Kleinman highlights the particular challenge for chronic pain 
patients in having their stories heard and their credibility vali-
dated by friends, family, and healthcare professionals.1(p127–129) 
The challenge of delegitimization of pain exists, especially for 
patients who suffer from pain of unknown etiology as they make 
desperate efforts to convince others of their illness experience.9 
These patients might be denied the empathy afforded to others 
with more obvious sources of pain and suffering, creating addi-
tional distress. The experience of not being believed can threaten 
one’s very personhood, especially when one values integrity and 
finds oneself in significant pain in the setting of judgment or 
accusations by professionals. Patients bring their whole selves to 
their clinical encounters, including their experiences with power, 
oppression, privilege, and authority, and there is risk of generating 

further isolation and replicating negative experiences when suf-
fering is not validated. At times, the “whole self” extends beyond 
the body and psyche to place and possessions. When this is not 
recognized, interventions intended to be helpful may inadver-
tently delegitimize the experience of others. Invitations to explore 
individual narratives anchored in place and possession may be 
discovered through questions or less traditional paths, as the two 
following patients demonstrate.

A Hospital Bed: Challenge to Personhood
Mrs. M is a 75-year-old married mother of four and grandmother 
of eight, referred for home hospice care. A social worker and nurse 
visit her at home and, in describing benefits offered to comple-
ment her care, they are taken aback by her distress at the idea of 
a hospital bed and suggestion of a home health aide. A bed in the 
living room will ease the challenge of walking the steps, and an 
aide will complement the care of family. The message of helpful-
ness is “heard” as a desire to change the structure of space and 
relationships. Placing a bed in her living room on the first floor 
disrupts a space that is imbued with a meaning and purpose and 
is incongruous with the home she has created. She will not allow a 
bed in the living area and intends to continue to share a bed with 
her husband. Offering an aide is “heard” as a message that her 
children are not doing a good job and a challenge to the family 
value that children, not strangers, care for their parents.

The Poster on the Wall
Mrs. H is an 82-year-old mother and grandmother who is Spanish 
speaking. Struggling with nausea, vomiting, and pain, she lies in 
bed, with flat affect, facing a lovely colorful poster hung by her 
children. Her son is eager for her symptoms to improve so she can 
resume dialysis. Upon request, the interpreter is asked to translate 
the words on the poster. The message is one of “fighting to over-
come” with the expectation that hopefulness and strength will 
prevail—a message that seems discordant given Mrs. H’s condition. 
A private conversation with Mrs. H reveals that she is feeling iso-
lated and defeated by the expectations of her children as she is quite 
settled with the awareness she is dying. This is the beginning of nec-
essary therapeutic work to attempt to align expectations and hopes.

In contrast to delegitimization, Kleinman calls upon each 
healthcare professional to serve as “empathic witness” in response 
to the patient’s unique narrative, an important but complex task 
in modern medical systems with frequent challenges to time, con-
tinuity, and emotional investment in patient care. This is a call to 
be present and open, reserve judgment, and solicit the individual 
experience without immediately objectifying “the typical pain 
patient” or “classic case of addiction.” This objectification and 
distancing can be seen clearly when providers refer to patients by 
their disease process as in “sicklers” or “addicts” and label patients 
by their treatments choices as “Bed 13 is a DNR.” Kleinman has 
developed a series of questions to help healthcare professionals 
better elicit and understand the experiences of their patients.10 
His questions, illustrated in Box 16.1 are provided as a diagnostic 
invitation rather than a checklist, to explore the illness experience 
of the patient as a whole person in the context of his or her belief 
system and values. This approach provides potential to reduce 
confusion and look into the kaleidoscope together, rather than 
allowing competing interests to create distance between patient 
and professional.
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When Explanatory Models Collide—An Opportunity
Mr. Z, a low-income, divorced man with metastatic laryngeal 
cancer, returns to live with his mother after years of homeless-
ness and substance use. His progressive disease has led to depen-
dence, loss of autonomy, and a perceived reduced quality of life, 
and he expresses a desire to limit life-extending treatments. He 
chooses not to be resuscitated while hospitalized with symptoms 
including pain and nausea, symbolic of progressing disease. His 
mother, guided by strong faith and a commitment to her son’s 
survival, disagrees and expresses the desire for escalation of all 
care options and full resuscitative measures. As he transitions 
to inpatient hospice and becomes unable to communicate, his 
mother remains steadfast in her commitment to keep him alive at 
all costs. There are significant challenges in communication and 
decision-making as Mr. Z declines and the hospice staff advo-
cates for his autonomy while attempting to support a mother los-
ing her only son. Table 16.2 explores some of the individual and 
system-level issues around end-of-life care from the perspectives 

of the patient, his mother, and the hospice staff with an explana-
tory model of care that invites intervention and negotiation with 
the goal of ameliorating suffering. Often the key to appropri-
ate interventions and negotiation may be found in conflicting 
explanatory models that are unrecognized and cause enormous 
distress.

Empathic Witness and Beyond
Palliative care serves patients and their families along the con-
tinuum of illness embracing a wide range of serious diseases. At 
times, palliative teams enter at a point of crises and the work is 
intense and immediate. In other instances, relationships between 
providers and patients and families extend over a long period of 
time, and providers work within the grey areas of disease and 
implicit uncertainty. Balancing roles of participant and observer, 
healthcare work requires we respond to the unique experience 
of suffering, and contain our biases in order to discover the 
path most coherent with the unique values, beliefs, and history 
of patients and families. Just as movement of the bits and pieces 
in the kaleidoscope impact living with illness, so are health-
care professionals asked to respond to the changing patterns 
and pressures, micro and macro, with expertise, steadiness, and 
compassion.

As patients seek meaning in the evolving experience of ill-
ness, therapeutic modalities have been developed to enhance 
the expertise of healthcare professionals who join with patients 
and families as empathic witness and guide. For example, 
meaning-based therapy, dignity therapy, and schema-based 
interventions have all been integrated into the skill sets of pal-
liative care providers. Meaning-based therapy begins with 
a person’s narrative and integrates cognitive and existential 
strategies. Schema therapy emanates from the work of Jeffrey 
Young and is an outgrowth of cognitive therapy, emphasizing 
the adaptive or maladaptive schemas as organizing principles 
for understanding experience.11 Dignity therapy is designed to 
assist patients in discussion of meaningful aspects of life and to 

Box 16.1 Kleinman’s Explanatory Model Questions10(p255–256)

 1. What do you think caused your problem?

 2. Why do you think it started when it did?

 3. What do you think your sickness does to you?

 4. How severe is your sickness? Do you think it will last a long 
time, or will it be better soon in your opinion?

 5. What are the chief problems your sickness has caused 
for you?

 6. What do you fear most about your sickness?

 7. What kind of treatment do you think you should receive?

 8. What are the most important results you hope to get  
from treatment?

Table 16.2 Explanatory Model of End-of-Life Care for Mr. Z

Constructs Patient Mother Hospice Staff

Sources of distress Loss of quality of life and pleasure; conflict 
and ambiguity about honoring mother and 
personal wishes; desire to redeem himself in 
mother’s eyes

Religious beliefs about sanctity of life; 
desire to keep son alive, make up for lost 
time; experience of marginalization due 
to poverty led to wish for all available 
intervention options

Concern about mother’s “denial” of 
son’s condition and commitment 
to honor patient’s wishes; perceived 
selfishness in extending son’s suffering

Pain experience Trach and PEG result in physical pain; 
emotional distress associated with 
disappointing mother; anticipatory fear and 
anxiety related to potential pain associated 
with further intervention

Pain and suffering are an acceptable part 
of faith based life; pain is a reasonable 
trade-off for life and provides potential 
for redemption in the afterlife

Staff desire to ameliorate patient 
physical pain and increase medication

Communication and language 
issues

Disease progression limits communication; 
expressive facial features remain a mode of 
communication until they are no longer 
interpretable, creating additional loss for 
mother and leaving interpretation of pain 
and suffering to mother and staff

Significant distress around hospice 
staff’s use of the word “terminal”; faith 
and hope language essential to her 
process; ambiguity fosters hope and 
certainty interpreted as usurping the 
will of God

Strong commitment to 
counterperceived denial and protect 
patient from further suffering; help 
prepare her for loss by using language 
such as “terminal” and inviting 
mother to “let go,” which was totally 
incongruous with her beliefs and 
emotional responses
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document legacy.12 Aspects of these therapeutic systems can be 
woven into the everyday practice of palliative care professionals 
who with active listening and observational skills can identify 
opportunities to explore and enhance meaning and personhood. 
Remoralization, a concept and intervention, invites opportu-
nities to enhance personhood and deputize existing skills and 
strengths to assist the patient in processing his or her illness 
experience.1(p39) Mr. F’s story highlights the role of understand-
ing and harnessing the skills and values of an individual as he 
or she processes illness-related changes. This can be especially 
useful with reframing and goal-setting in the face of changing 
functional and role status.

Work as a Metaphor
Mr. F is shocked by a recent diagnosis of lung cancer metastatic 
to his brain. Only 60 years old, he managed recurrent headaches 
for months until he could see a doctor and undergo a cascade 
of tests. Mr. F has worked as a plumber with the same company 
for 25  years; the sense of balance his work brings to his life 
and coworker relationships is essential. While he describes no 
family or close friends, he agrees to appoint a friend as health-
care agent, a process that challenges his preference for privacy 
and invites him to explore a schema of mistrust evolving from 
familial betrayals experienced early in life. Mr. F describes 
himself as independent, stubborn, and self-sufficient. He takes 
pride in applying the lessons of his work, namely fixing prob-
lems and understanding systems, to his life and illness. Over 
the course of a prolonged hospitalization, Mr. F’s condition 
declines precipitously and he becomes angry and frustrated by 
his need to receive care and depend on others—a dependence 
that represents loss of autonomy and a shattered sense of self. 
The palliative social worker works with Mr. F to reframe his 
feelings of dependency by reviewing the relationship with his 
healthcare agent as one of deep loyalty and caring and offers 
the idea that allowing his friend to participate is not a burden 
but rather an opportunity and expression of their friendship. 
As his disease progresses, he describes feeling less of himself, 
unrecognizable lying in a hospital bed needing help to eat, and, 
on one occasion, crying in an uncharacteristic show of emo-
tion about his inability to “solve the problems” of his disease 
and the loss of his work. In an effort to preserve coherence of 
self, he maintains a singular focus on returning home, choos-
ing all resuscitative measures and exhausting any treatment 
options. Attempts to mediate goals include unitizing his val-
ued problem-solving skills to focus on possible alternatives 
such as subacute rehabilitation as a path to gradual enhanced 
self-care. Mr. F’s condition changes precipitously, and he dies 
alone in the intensive care unit in the presence of technology 
and healthcare professionals making every effort to “solve the 
problem” of his dying.

The Value of Story
Often the discovery of meaning and the recovery of personal 
authority emanates from shared stories. For many, storytelling 
has been an essential part of our lives since childhood. Patients, 
families, and healthcare professionals often use stories to mas-
ter losses, recover or discover meaning, and affirm and reaffirm 
aspects of personhood and history in the setting of illness that 

forces a detour from an assumed path of one’s life. In palliative 
care, storytelling is often the vehicle through which patients and 
families help healthcare professionals grasp the history, values, 
and experiences that inform their decision-making. Storytelling 
and story teaching are two interventions with formal structures 
and a literature to describe their use with persons who are ill.13 
Arthur W. Frank, a Canadian sociologist, writes of the signifi-
cance and value of illness narratives as a path to rediscovering 
voice. While storytelling is often through voice or the written 
word, there are other interesting avenues for exploring, introduc-
ing, or sharing of a story that have meaning and provide insight to 
a person’s choices and responses to illness.

Heaven and Hell
Mr. J is 27 years old and dying of AIDS. He has isolation precau-
tions in the hospital and is too weak to get out of bed. When asked 
about resuscitation, he consistently indicates that he wants physi-
cians to attempt resuscitation. His weakness reflects in his voice 
as well as his body, which makes it difficult to “hear” his fears and 
turmoil related to his anticipated death. He accepts an invitation 
to phone his sister and cousin, and, while he listens more than 
he speaks, he is clearly heard to say “heaven and hell” during the 
conversation. In a clinical leap of faith the palliative social worker 
respectfully and tentatively proposes that perhaps the suffering 
Mr. J has experienced in his life will enable him a space in heaven. 
Palliative care professionals preoccupied with aspects of care such 
as advance care planning and resuscitation sometimes mask and 
divert from the true and deep terrors that need to be engaged in 
order to join in the patient’s experience of illness and perhaps 
influence their course.

Conclusion
The patient’s experiences of illness are as unique as the images 
one sees when looking into a kaleidoscope: colorful, complex, 
rich, and evolving. Palliative care professionals are afforded great 
privilege by the possibility of accompanying patients, over time, 
through their illness journeys across settings and the continuum 
of illness. A  central aspect of the patient’s experience is their 
ability to tell their story and be heard, whether through a formal 
narrative intervention with a social worker; in a quiet moment 
in a hospital hallway with a nurse, physician, or chaplain; or in 
shared expression with a music therapist. There is power in the 
opportunity for healthcare professionals and patients to join 
together to process and make meaning out of an illness experi-
ence. By remaining open and humble, providers can create or 
contribute to the space patients and families inhabit within their 
illnesses. Sometimes this is achieved by paying attention to the 
environment patients create with their belongings or the words 
they use. Narrative can be crafted in many different ways and all 
are meaningful. Theoretical frameworks and therapeutic modal-
ities exist to inform thinking, but there is also space within the 
specialty of palliative care for less tangible but equally valuable 
guidance. The ability to listen with humble openness, to offer 
reflection without judgment, and to be an empathic witness to 
the range of emotions between suffering and joy in the whole 
experience of illness, by the whole person who lives it, is a privi-
lege of palliative care.
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CHAPTER 17

Family Member Experience 
of Caregiving
Maryjo Prince-Paul and Karen S. Vrtunski

Introduction
Meet Sally. She is 52 years old, has been married 27 years, and works 
as a middle manager for a nonprofit organization in a metropolitan 
area in the Midwest. She is the middle child of three with an older 
sister living in California and a younger brother living nearby. Sally 
has two adult children who both live on their own, one in Texas and 
the other in Colorado. Sally’s father and mother are 86 and 82 years, 
respectively. They have been married for 59 years and live in the 
family home in a small town about two hours away. Her father is 
independent while her mother has struggled for a number of years 
with several chronic conditions, including heart failure, hyperten-
sion, and diabetes and a most recent diagnosis of advanced lung 
cancer. Her mother has had two minor strokes, and her health has 
been slowly and steadily deteriorating, most notably in the past three 
years. Her father has gradually assumed more and more responsibil-
ity for meeting the couple’s daily needs, like shopping and cooking, 
running errands, and getting to physician appointments. For every-
thing beyond these basic functions, her parents look to Sally for help. 
They depend on her to arrange for housekeeping needs, to assist with 
managing finances, to interpret and advocate for their multiple care 
providers, and to advise them on how to best maintain their ability 
to live in their home. She has always been their “go-to girl.” Sally 
loves her parents deeply, she adores her husband, and she enjoys her 
work. At the same time, she often feels that she has to choose among 
the three since she does not have enough time or energy to tend to her 
parents, to give her work her focused attention, and to spend time 
investing in her marriage. Plus, she finds herself feeling uncomfort-
able and awkward with the reversal of roles, particularly with her 
mother. It never even occurs to Sally that she has absolutely no time 
to spend with her friends, to exercise, or to read a book. She moves 
from one responsibility to the next and is constantly exhausted.

The National Alliance for Caregiving3 and the American 
Association of Retired Persons1 report an estimated 65.7 million 
caregivers like Sally make up 29% of the US adult population. 
These informal caregivers, who are unpaid family and friends, 
provide care to loved ones who are ill, disabled, or aged. The 
pressures of family caregiving are part of their daily life. Family 
caregivers monitor chronic and sometimes acute medical condi-
tions and may provide long-term care in the home. Unfortunately, 
family caregivers of those with chronic and life-limiting illnesses 
often receive little preparation, information or support to perform 
their caregiving duties4,5 and are unarmed to navigate a dynamic, 

complex, and challenging healthcare system. Although they often 
provide the most intense, around-the-clock care, the significance 
of their role and their own care-related needs are often overlooked. 
Therefore, family caregiver needs, including communication, 
deserve a closer look in order to improve outcomes and sustain 
quality of life of both caregiver and care recipient.

What Is a Family Caregiver?
To define family caregiving, we turned to several well-known 
national advocacy groups as well as esteemed caregiver research-
ers. The Administration on Aging defines a caregiver as “any-
one who provides assistance to another in need.”1,6 The National 
Alliance for Caregiving and the American Association for Retired 
Persons (AARP)1 define caregiving as caring for an adult family 
member or friend. Horowitz’s7 description of informal or family 
caregiving has been widely accepted in the research community 
and provides clarity about role function within the family care-
giving domain. The dimensions of a family caregiver proposed by 
Horowitz include direct care, emotional care, medication care, 
and financial care. Choi and colleagues8 identified family caregiv-
ers as eligible in their study of caregiver/patient dyads in a medical 
intensive care unit if they were nonprofessional and unpaid while 
no legal relation or cohabitation with the patient was required. 
Although there is not a universally accepted definition for “fam-
ily caregiver,” most definitions adopt a lifespan perspective that 
includes children and youth as both caregivers and care recipi-
ents.9 For the purpose of this writing, we follow the consensus 
guidelines and operational definition of the landmark report of 
the National Consensus Development Conference for Caregiver 
Assessment, part of the National Family Caregivers Association.2 
A family caregiver is

broadly defined and refers to any relative, partner, friend or neigh-
bor who has a significant personal relationship with, and provides 
a broad range of assistance for, an older person or an adult with a 
chronic or disabling condition. These individuals may be primary 
or secondary caregivers and live with, or separately from, the person 
receiving care.2

The Pre-Illness Relationship
The paths to becoming a caregiver are many and varied. For 
some, there is a definitive moment in time—a significant 
event—marking the need for family to assume the caregiver role. 
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For example, a loved one may suddenly become incapacitated due 
to illness or may experience an acute, severe exacerbation of a 
more chronic condition that substantially increases dependence 
on others for support. Alternatively, the transformation to care-
giving may be a more gradual process, as when a longstanding, 
chronic condition slowly and incrementally makes daily tasks 
difficult or impossible to accomplish without assistance from 
others. No matter the path, each individual’s response to the call 
to care for another is unique and, to a great degree, impacted by 
a range of personal characteristics such as age, gender, physical 
health, living arrangement, cost of care, employment status, role 
and family relationships, and family functioning.10 For example, 
if a potential caregiver is at an age and stage of life requiring care 
and support of children, taking on the role of caring for a seri-
ously ill loved one may result in significant and unexpected chal-
lenges as attempts are made to balance multiple and competing 
demands and responsibilities.

In terms of living arrangements, while moving a care recipi-
ent into the caregiver’s home may enhance safety and allow for 
more convenient care provision, it also carries the potential for 
unintended consequences for all involved due to disruptions in 
physical environment and household routines. Additionally, 
history, quality, and nature of pre-existing family roles and 
relationships are likely to have a significant impact on an indi-
vidual’s response to the demands of care, making care easier 
and more natural for some and more challenging for others.10 
Such personal characteristics known to influence a caregiv-
er’s capacity and willingness to take on caregiving have been 
described by some as contextual. In their updated and expanded 
conceptual model for the cancer family caregiving experience, 
Fletcher et al.11 outlined contextual factors as one of three ele-
ments in their stress process model. In their view, “context” 
refers to characteristics that are well established and grounded 
in history, noting that some are fixed (i.e., gender, race and eth-
nicity, type of relationship), some are stable yet changeable (i.e., 
personality, living arrangements, socioeconomic status), and 
some are changeable depending on circumstances (i.e., physi-
cal health, work, financial well-being, social support, family 
functioning, relationship quality). Their model proposes a rela-
tionship among these various factors that shapes the caregiver’s 
experience of stress in his or her role.11 It is clear that thorough 
assessment of caregivers is an essential component of quality 
palliative care, and numerous tools are available throughout the 
caregiving literature.

The Changing Relationship  
and Changing Role
Balancing many roles, including those that are new and unfa-
miliar, family caregivers assume a difficult task and one that 
becomes more complex when faced with limited or inaccessible 
resources. Relationships that were once defined outside of the 
context of a helper relationship shift to include the new role of 
caregiver and become interweaved with different meanings and 
roles. Depending on the established family role relationship, fam-
ily caregiving may present itself as stressful but normative. With 
feelings of obligation, family caregivers may assume these roles as 
part of the expectation that exists within the family unit. However, 
as the demands of the caregiver role exceed the multiple demands 

of their other social and family roles, caregivers often experience 
burden, distress, and conflict.

More than half of family caregivers in the United Sates are 
employed outside the home; these caregivers are typically early 
to middle-age women (average age 49 years old) caring for aging 
parents (average age 69 years old) while they concurrently care 
for their children and, in some cases, their grandchildren.12–14 
Female caregivers are more likely than males to make alternate 
work arrangements, such as taking a less demanding job (16% 
females vs. 6% males), forgoing work entirely (12% vs. 3%), or los-
ing job related benefits (7% females vs. males 3%).1 Young working 
women who are also family caregivers may suffer a particularly 
high level of economic hardship due to their caregiving. These 
demands may influence their perception of burden and increase 
psychological and physical distress, especially in the end-of-life 
setting.15

This duality of worker–caregiver role produces a feeling of 
being overwhelmed, torn between roles, and worrying about 
loved ones while at work. As these family caregivers continue to 
negotiate the balance and prioritize the “trade-offs,” the effects of 
stress may produce family conflict and impair the way the fam-
ily unit functions within its environmental context.16 Reducing 
work/family conflict for employed caregivers might lower care-
giver distress. It is vital that healthcare professionals proactively 
assess early adult caregivers in the context of their life situations, 
not merely their caregiving role, and to equally assess their mul-
tiple role demands.

The cancer family caregiving literature has profoundly 
described how relationships and roles change after a can-
cer diagnosis ensues. These studies have also described the 
role-related psychosocial (social isolation), physical (negative 
health effects), and communication (personal and health sys-
tem) concerns that coincide with the cancer experience.16–20 
In all five studies mentioned here, the caregiver/care receiver 
relationship was affected as a direct consequence of assuming 
the caregiver role.

That said, the family’s historical relationship norms, in terms of 
communication patterns and role, prior conflicts, social networks, 
relationship quality, trust, power distribution, and grief reactions 
to previous death experiences, influence how roles and relation-
ships may change along the illness trajectory or as death draws 
near.21 Kramer and colleagues21 examined the extent and nature 
of family conflict in low-income older adults with advanced 
chronic disease in their last 6 months of life. Family conflict was 
present among 55% of the sample; consequences of this conflict 
included a delay in timely care planning, decreased quality of 
care, and increased distress among the patient, family caregiver, 
and interdisciplinary team.

The transition to the final stage of life is inherently difficult 
and largely misunderstood. Communication about the end of life 
remains a highly charged and difficult aspect of patient care, espe-
cially for family caregivers. One of the most difficult challenges 
that all family caregivers face is when their loved one begins to lose 
an appetite and lacks the desire to eat.22 As with most advanced ill-
nesses, the physiological responses of weight loss and loss of appe-
tite are common symptoms that are part of the cachexia/anorexia 
syndrome. Because eating is central to the human condition, as 
well as culturally and symbolically important, family caregivers 
can experience emotional tension and distress, including feelings 
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of anger and worry, which may ultimately lead to conflicts when 
loss of appetite ensues.22–25 Palliative care providers have a unique 
opportunity to help guide discussions about these emotionally 
laden issues that bear great significance to the role and relational 
change that occur as illnesses progress.

When facing the inevitable terminal illness of a loved one, 
family members often spend considerable time reviewing pain-
ful aspects of the past with feelings of guilt, regret, shame, 
conflicts, or failures and a possibly a desire to repair the relation-
ship. With the unique relationship that each patient and care-
giver has, incumbent upon the strain and stress that is innate 
with an impending loss, family caregivers may find it difficult 
to effectively cope with the impending life changes, including 
the chronicity of care. If the relationship has been one in which 
indirect or passive communication was the norm, roles may be 
deeply entrenched, and this may result in conflict with regard 
to the delegation of the role responsibilities formally assumed 
by the ill family member. The dynamics, roles, responsibilities, 
and communication in times of crisis or in the face of advanced 
illness may exacerbate a lack of tolerance for differences in opin-
ion, place of care, goal-setting, and advance care planning.26 
In contrast, these challenges may also offer opportunities for 
growth, healing, and reconciliation. Results from a study con-
ducted by Exline and colleagues27 with family caregivers of hos-
pice patients suggested the importance of addressing relational 
conflicts and forgiveness issues—but only after assessing their 
importance to the family members. Although communication 
is at the core of end-of-life care, interpersonal hurts and offenses 
can be challenging to address. By drawing from research on for-
giveness, interdisciplinary team members, patients, and family 
caregivers can gain knowledge to facilitate communication and 
emotional healing in end-of-life contexts.28 Psychosocial inter-
ventions for family members who are in the midst of role trans-
formation and learning to negotiate a new relationship with 
their loved one have the potential to provide sustainable support 
and have been shown to be most efficacious for family caregivers 
of chronic illnesses.16,21

Impact of Caregiving
As in many chronic conditions, caregiving has benefits and bur-
dens. On the one hand, it presents an opportunity to foster inter-
connectedness with another human being, yet it is also associated 
with significant burden, change in role, increased distress, and 
poor health outcomes for the caregiver.

Caregiver Physical Well-Being
The most commonly reported physical effects of the illness on 
caregivers are sleep problems and fatigue.29,30 Family caregiv-
ers may also experience cardiovascular effects from stress and 
increased blood pressure and heart rate.31 These physiological 
responses may be even greater in those caregivers who witness 
suffering in their loved ones. Family caregivers may also be at 
an increased risk for infections due to the effects of stress hor-
mones on disease processes, exacerbations of their own chronic 
conditions, and eruptions of previously stable autoimmune dis-
orders.32,33 Additionally, it has been shown that as patient ill-
ness progresses, family caregivers experience significant negative 
physical health consequences.33,34 Overall, all of these studies 

indicate that a subgroup of family caregivers is at risk for negative 
physical health outcomes. High levels of caregiving demands, 
coupled with increased psychological distress and physiologi-
cal demand, provides a fertile ground to be at risk for increased 
mortality. A landmark study titled “The Caregiver Health Effects 
Study,” conducted by Schulz and Beach,35 attempted to test the 
relationship between caregiving and mortality. This prospective, 
population-based, cohort study conducted with approximately 
400 spousal caregivers and 400 matched controls suggested 
that a caregiver experiencing mental or emotional distress is 
an independent risk factor for mortality among elderly spousal 
caregivers.

Caregiver Social Well-Being
It may seem obvious that caregiving has an impact on one’s abil-
ity to sustain social connections and engage in outside social 
activities—there are only so many hours in the day, and there 
are limits to physical and emotional energy, even for those who 
are strong and healthy. In their most recent survey of fam-
ily caregivers titled “Caregiving in the U.S.,”1 the National 
Alliance for Caregiving and AARP found that half (53%) report 
that their responsibility for care interferes with their time with 
friends and other family members, with 47% of this group fur-
ther expressing high levels of emotional stress. Through peri-
odic interviews over time with a sample of caregivers of patients 
with cancer, Stamataki et al.36 found that most of the caregivers 
in their study experience change in their friendships and social 
interactions, with some caregivers admitting to self-isolation 
and others feeling abandoned by those around them, distressed 
by what they perceive as avoidance and distancing from oth-
ers. Another qualitative study that examined the narratives of 
a small number of Swedish caregivers of palliative care patients 
suggests that caregivers sometimes have the sense that they have 
left their prior life behind without being able to find a replace-
ment for what has been lost, a state that the authors character-
ize as living in liminality.37 These caregivers express that they 
feel as though they live within an “existential loneliness in their 
caregiving roles … it means to integrate the private with the 
public but, sadly at the same time, deconstruction of the self 
into a nothingness.”37(p282)

Caregiver Psychological Well-Being
Palliative care providers are all too aware of the impact that care-
giving can have on one’s emotional health—they see the effects 
in their everyday interactions with patients and families. What 
may be less obvious is how to identify individuals at risk for nega-
tive effects, as well as how to prevent, mitigate, and at the very 
least support caregivers as they struggle to balance the many 
demands of their lives. With approximately 61.6 million people 
in the United States providing care for an adult with limited 
functional ability some time during 2009, at an estimated value 
of $450 billion,38increasing our understanding of the mental 
health needs of caregivers is critical not only for individuals pro-
viding care but also for care recipients and the entire palliative 
care system.

Researchers are beginning to look more closely at the psy-
chological side of caregiving. Since 1988, in every study that 
Northouse and her research team have conducted, family care-
givers have reported receiving less emotional support than 
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patients.30,39,40 This program of research provides stark data 
to support that family caregivers lack the support they need 
to deal with their own emotional distress. Their examination 
of quality of life and mental health of caregivers of outpatients 
with advanced cancer41 identified a relationship between bet-
ter quality of life for caregivers and better caregiver mental 
health, well-being of care recipient, and absence of caring for 
other dependents. Additionally, they found that caregiver men-
tal health was worse for female caregivers, for those caring for 
patients with worse emotional health, for those spending more 
time in caregiving, and when the caregiver experienced changes 
in employment.41

A small, qualitative study of caregiver dyads examined how 
each experienced and managed various tasks and changes asso-
ciated with advanced illness.26 The interviews with patients and 
caregivers suggest a three-part process—suffering, struggling, 
and settling. The authors describe suffering as having physi-
cal, emotional, and spiritual components, offering that suffer-
ing can be shared by both and/or can be reciprocal in nature. 
The struggling phase is characterized by movement between 
enduring and fighting, while settling is experienced as a shift 
to more acceptance and focus on comfort as opposed to cure. 
These three phases are not viewed as linear; rather, it is sug-
gested that patients and caregivers seem to move back and forth 
between suffering and struggling, with the settling phase more 
likely to be achieved if certain conditions are present, such as 
receiving clear and consistent health status information, trust 
of providers, acknowledgement that illness is terminal, engage-
ment in advance care planning, and having social and spiritual 
support.26

Others have suggested that each caregiver be approached 
from an individualized and unique perspective. The work of 
Montgomery and Koslowski42 emphasizes the uniqueness of 
each caregiving situation, cautioning healthcare providers 
to resist the temptation to generalize even the most credible, 
evidence-based caregiver research results in too broad a fash-
ion. They suggest that consideration be given to a collection 
of individual circumstances and experiences. For example, 
how one comes to be a caregiver, expectations surrounding the 
care situation, specific cultural and historical factors present 
within a particular family, and, not insignificantly, how an 
existing role relationship between caregiver and care recipient 
(i.e., daughter and mother) is transformed through the pro-
cess of providing care. They propose that assuming the role 
of caregiver requires not only a change in one’s behavior (i.e., 
performing care tasks) but also a shift in the definition of the 
relationship with the care recipient—resulting in the creation 
of a new role identity for the caregiver. When this new role and 
resulting care responsibilities conf lict significantly with what 
the caregiver perceives her or his role should be, the result is 
role incongruence and distress for the caregiver. The authors 
also state that a caregiver experiencing this kind of role incon-
gruence has three possible courses of action toward resolu-
tion: (a) change caregiving behavior to be more consistent with 
existing role definition, (b) change self-appraisal and reframe 
beliefs around the role and tasks of caregiving, or (c) embrace 
a new identify that better aligns with the caregiving role and 
resulting care responsibilities.42

Family Caregiving, Positive  
Responses, and Benefit Finding
The positive effects and rewards resulting from the caregiving 
experience are not as well identified or systematically evaluated. 
Being a family caregiver may be distressing and involve burden, 
but, at the same time, the caregiving role may offer an opportunity 
to experience a renewed sense of accomplishment and an over-
all sense of strength and purpose. In a recent study conducted by 
Henriksson et  al.,43 palliative family caregivers reported being 
helpful to their loved ones, recognizing the experience as a privi-
lege, and perceiving the ability to bring happiness during a difficult 
time. Levels of caregiver self-esteem, confidence, and competence 
mediate the relationship between care-related stress and poor 
psychological well-being.43,44 Kim and colleagues45 identified six 
domains of benefit finding associated with 896 family caregiv-
ers of cancer survivors, including a greater acceptance of things, 
increased empathy, a greater appreciation of others, closer family 
relationships, improved self-awareness, and a renewed prioritiza-
tion of goals.

However, most studies that have paid attention to the posi-
tive aspects of the family caregiving have been conducted with 
bereaved family caregivers, and thus a retrospective view has been 
examined.46 Because these results may be reflective of the family 
caregivers reconstructed meaning of the situation, (e.g., diminish-
ing the negative and highlighting the positive aspects), this should 
be recognized as a limitation to a generalized understanding of 
benefit finding and positive responses in a concurrent family care-
giving experience.

Although these data are encouraging and aim to shed light on 
the positive rewards of caregiving, Stajduhar et al.47 suggests that 
healthcare providers should use caution in explicitly encouraging 
caregivers to think positively, as this action may have a harmful 
effect on those caregivers who are already strained by the care-
giving experience. Both the challenges and rewards of caregiving 
should be considered when the healthcare provider is tailoring 
interventions; positive responses within the context of communi-
cation should support and strengthen the caregiver–care recipient 
relationship.

Situational Factors Impacting  
the Caregiver Experience
In spite of the evidence that caregivers want and need adequate 
and effective support from healthcare professionals, findings 
from AARP48 paint an alarming picture of the caregiver con-
dition. In a survey of 1,677 family caregivers across the United 
States, nearly half (46%) of family caregivers reported perform-
ing medical and/or nursing tasks for loved ones with multiple 
chronic physical and cognitive conditions, tasks that may include 
overseeing complex medication regimes, handling mobility assis-
tive devices, operating specialized medical equipment, providing 
wound care, and managing incontinence. More than half of these 
caregivers also reported that they provide this support because 
other options were not available. Caregivers also reported that 
they receive either very little or no training to prepare them for 
these complex tasks, in spite of emergency department visits and 
hospital stays.
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Both patients and caregivers identify practical support and 
financial help as major unmet needs.49 Assistance in paying for 
care may be available for patients meeting certain physical and 
financial requirements. Many disease-specific associations (e.g., 
Alzheimer’s Association, American Cancer Society, Leukemia and 
Lymphoma Society, Amyotrophic Lateral Sclerosis/ALS Society) 
provide information and resources specifically geared toward 
caregivers. The Veterans Health Administration is an additional 
resource for financial assistance in paying for care (e.g., Aid and 
Attendance Pension).

While the social and emotional costs of caregiving may be diffi-
cult to quantify, the impact on financial well-being is quantifiable. 
Key results from a report recently published by MetLife Mature 
Market Institute50 include concerning statistics: (a) one-fourth of 
adult children provide personal care and/or financial assistance 
to a parent, a figure that has tripled in the past 15 years; (b) an 
estimate of aggregate lost wages, pension, and Social Security 
benefits for these caregivers is almost $3 trillion; (c) for women, 
it is estimated that leaving the labor force early due to caregiving 
responsibilities results in $142,693 in lost wages, $131,351 in lost 
Social Security benefits, and $50,000 in lost pensions for a total of 
$324,044; men experience $89,107 in lost wages, $144,609 in lost 
Social Security benefits, and $50,000 in lost pensions for a total of 
$283,716.50

AARP recently recommended policy actions to encourage 
more financial support for caregivers; these include (a)  ensure 
that new models of care under the Affordable Care Act speak 
to “person and family-centered care planning,” (b)  improve the 
Family and Medical Leave Act by requiring paid leave for care-
givers, (c)  increase funding for the National Family Caregiver 
Support Program, (d) protect family caregivers from the negative 
impact on Social Security benefits that results from reducing leav-
ing employment to provide care, and (e) promote new models of 
care that include partnership and assistance for family caregiv-
ers.38 Advocacy at the local, state, and national level is needed to 
encourage policymakers to take these and other recommenda-
tions to heart.

As previously outlined, reducing work hours or leaving the 
workforce results in significant and long-lasting costs for a care-
giver. In addition to outlining the reality of these costs, a MetLife 
report encourages more awareness and action for companies 
around the challenges that their caregiving workers experience, 
suggesting that they make provisions for adequate retirement 
planning, offer accommodations to employees who provide care 
to a loved one, and promote self-care opportunities for work-
ers.50 It is encouraging that several companies and organizations 
have joined together with the common commitment of address-
ing employed caregiver challenges. The National Alliance for 
Caregiving recently joined with the Respect a Caregiver’s Time 
(or ReACT) to identify workplaces with innovative practices 
and policies designed to address and support their caregiving 
employees.

Caregivers seem hungry for information and guidance from 
the healthcare system that can support them in their role. Van 
Ryn and colleagues51 studied caregivers of newly diagnosed 
cancer patients and discovered that nearly half of the caregiv-
ers reported needing, but not receiving, training for admin-
istering medications, managing nausea and pain, changing 

dressings, and managing other physical symptoms. In addition 
to these clinically meaningful results, family caregivers also 
wanted more information about how to deal with their loved 
ones’ emotional concerns, including depression, anxiety, and 
uncertainty. Efforts to develop and deliver family caregiver 
education, training, and assistance are numerous, giving rise 
to questions regarding the effectiveness of current efforts. In 
a review of the literature, Ventura et  al.49 found that pallia-
tive care patients and caregivers report a range of unmet needs, 
including those involving communication, spiritual and psy-
chosocial, practical, informational, and respite needs, along 
with needs due to isolation and loss of autonomy. A  notable 
finding from their synthesis across 15 studies was that patients 
and caregivers alike identified open communication with 
healthcare providers more frequently than any other need.49 
Continued advocacy is greatly needed in order to encourage 
the routine integration of useful, practical techniques for com-
munication throughout education and training curricula for 
all healthcare professionals (i.e., physicians, nurses, social 
workers, home care aides, therapists, and other allied health 
professionals).

Family Assessment Tools
The ability of the healthcare professional to identify, involve, 
assess, plan, and intervene with the family caregiver is para-
mount to improve outcomes and quality of life. Caregiver assess-
ment is an essential component of the comprehensive care of the 
patient and family unit, including the assessment of frail elders 
and adults with chronic or limited life expectancies, particularly 
dementia.2

With the potential for such a range of personal and contextual 
factors to influence a caregiver’s experience, the importance of 
comprehensive, holistic, and ongoing assessment of a caregiver’s 
strengths, challenges and resources cannot be overemphasized. 
A complete, thorough assessment of the psychosocial needs of both 
the patient and the family is a critical point for determining effec-
tive interventions, even (or perhaps especially) at times of crisis. It 
is essential to establish a fundamental understanding of the patient 
and family, what they see as their needs, and where the healthcare 
provider can be most useful in meeting those needs. Elements of 
a thorough caregiver assessment include caregiver physical, emo-
tional, and cognitive capacity; family communication patterns; 
language preferences and degrees of literacy; family cultural values, 
beliefs, and practices; family experiences with illness and loss; fam-
ily psychosocial and financial supports; family behavioral and men-
tal health; risk of abuse, neglect or exploitation; and goals of care.

Table 17.1 identifies a sample of assessment tools specific to the 
family caregiver. However, it is important to note that none of 
these instruments address all of the major dimensions of family 
caregiver needs that have been identified in the literature:  cog-
nitive/informational, communication, daily activity, emotional, 
financial/legal, medical, social/relationship, and spiritual needs.52 
Moreover, quality tools are not available to provide good mea-
sures of communication for family member experiences, and 
current measures mostly include a singular item to assess com-
munication, focusing primarily on information. Much more work 
is needed in this area.
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Evidence-Based Interventions for Family 
Caregivers in Palliative Care
A number of evidence-based interventions for enhancing the 
caregiving experience are available for use in the delivery of 
palliative care. We have summarized four such approaches in  
Table 17.2. Among the interventions available, we chose to high-
light these because of their unique approach, the inclusion of com-
munication as an intervention and/or outcome, and the robust 
nature of their testing.

Future Directions and Conclusion
Family caregivers represent the backbone of health and social care 
delivery in countries throughout the world, including Western or 
developed countries. Family caregivers, as well as those receiving 
care, must be considered an integral part of the interdisciplin-
ary healthcare team and should be involved in all components of 
healthcare management and care-related decisions. As we look 
to the future, leaders in the medical, nursing, social work, and 
allied health professions should examine curricula and clinical 
fellowships to determine how they are acknowledging, assessing, 
supporting, and training family caregivers. Educational, clini-
cal, didactic, technical, and communication skills are needed. 
Healthcare providers are at the helm of professional care provision 
and will need to serve as leaders in practice settings to advocate 
for family caregivers and identify and provide evidence-based 
interventions.

Future research is also needed to tease out the complexities 
of specific communication needs and tailored interventions, as 

well as health and quality of life outcomes of family caregivers. 
According to the International Palliative Care Family Career 
Research Collaboration, part of the European Association for 
Palliative Care, research priorities in family caregiving must take 
shape in order to guide clinical practice.53 Results from a recent 
survey conducted by this group suggest the following priority 
research areas:  intervention development and testing, minor-
ity and rural caregiver groups, access to services, unmet needs, 
bereavement, experience and implications of the caregiver role, 
and development of assessment tools.53

From a public policy perspective, some have recommended 
improvements to the Family and Medical Leave Act in the United 
States, which has been in existence for more than two decades 
now as a way for workers in organizations/companies with 50 
or more employees to have up to 12 weeks of unpaid leave for 
personal illness or to care for an ill family member without put-
ting their jobs or benefits in jeopardy. Some suggest that the act 
needs to be expanded to cover relationships not currently rec-
ognized under the law, to provide paid leave for caregiving in 
addition to job and benefit protection, and to provide protec-
tion when an employee’s care responsibilities continue beyond 
12 weeks.38 Moreover, state and federal policymakers should 
proactively consider requesting family caregivers to assist in the 
development of new models of care that focus on care coordi-
nation, quality improvement, and reimbursement. Most impor-
tant, though, all providers and payers should recognize that the 
unit of care is the care recipient and the family caregiver. This 
builds on the foundational principle of the hospice and pallia-
tive care movement that has long embraced the patient/family as 
interdependent care.

Table 17.1 Family Caregiver Assessment Tools (Selected Examples)

Author Intended 
Measurement

Communication Context Number of Items Population Internal 
Consistency

Needs Assessment 
of Family 
Caregivers-Cancer

(NAFC-C)

Kim et al. 52 Family caregivers’ 
needs across stages of 
survivorship phases

2 items: “talking to him/her 
about his/her concerns”; 
“communicating with his/
her medical staff”

27 (four dimensions, 
eight subfactors)

Caregivers of cancer 
survivors

α = .56–.86

Caregiver 
Competence Scale

(CCS)

Pearlin et al.58 Caregivers’ perceived 
adequacy of 
performance

0 items 4 Caregivers of patients 
with dementia; 
caregivers of patients 
in palliative care

α = .86

Rewards of 
Caregiving Scale

(RCS)

Archbold and 
Stewart60;

Hudson et al.59

Rewards of caregiver 
learning; rewards of 
being there; rewards 
of meaning for oneself

1 item:

“Is just being there for him/
her rewarding?”

10

(three subscales)

Caregivers of patients 
with dementia

α = .93

Family Assessment 
Collaboration to 
Enhance End of Life 
Support

(FACES)

Townsend, Ishler 
et al.61

Caregiver strain and 
resources in families

1 item: “I have someone 
I can confide in abut my 
experiences caring for my 
relative/friend”

23 Family caregivers of 
older adults receiving 
home hospice 
services

Not reported

Preparedness of 
Caregiving Scale

(PCS)

Archbold et al.62 Caregivers’ readiness 
to provide care

0 items 8 Caregivers of frail, 
elderly persons living 
at home; caregivers of 
patients in palliative 
care

α = .93

 

 



Table 17.2 Evidence-Based Interventions for FCGs

Purpose Population Duration Protocol Intervention Strategies Outcomes

Bowman et al.54 
Coping and 
Communication 
Support

To affect quality of 
care and quality of 
life outcomes for 
FCGs from diagnosis 
through end of life

132 FCGs for 
patients with 
advanced 
cancer

6 weeks 1.  Randomized 
controlled study

2.  Initial meeting 
in-person and 
follow-up primarily by 
telephone with 24/7 
availability

Supportive listening; 
education; cognitive 
problem-solving;

validation; case 
management; behavioral; 
Web-based guidance; 
referral

FCGs had few physical and 
psychosocial difficulties;

did not report high 
levels of burden; 
reported caregiving 
demands most 
frequently as 
problematic throughout 
6 weeks of protocol

Montgomery et al.55 
Tailored Caregiver 
Assessment and 
Referral®

To enhance 
practitioners’ skills 
in effectively and 
efficiently targeting 
services to benefit 
FCGs

266 FCGs;

52 care 
managers

9 months Randomized 
controlled study;

initial and up to 3 
follow-up interviews at 
3-month intervals;

Six-step process:

conduct assessment;

transfer key information to 
summary sheet and score/
interpret; follow decision 
algorithm to identify goals, 
strategies, and resources 
targeted to their needs/
preferences; consult with 
caregiver to review/discuss;

create care plan from 
assessment and discussion; 
conduct follow-up 
assessment at 3-month 
intervals

Intervention-group 
FCGs experienced 
significant decrease 
in scores on all areas 
measured over time 
while control-group 
FCGs had an increase;

Intervention-group 
FCGs had substantially 
lower levels of 
depressive symptoms

Northouse et al.56 
FOCUS (Family 
Involvement, 
Optimistic Attitude, 
Coping Effectiveness, 
Uncertainty 
Reduction, Symptom 
Management)

To improve appraisal 
variables, coping 
resources, symptom 
distress, and quality 
of life in men with 
prostate cancer and 
their spouses

235 patients 
with prostate 
cancer and their 
spouses

12 months Randomized 
controlled study;

baseline assessment with 
follow-up at 4, 8, and 
12 months

Supportive-educative 
program;

three 90-minute home 
visits and two 30-minute 
telephone sessions, spaced 
two weeks apart, delivered 
between baseline and 
4 months;

5 core areas: family 
involvement; optimistic 
attitude;

coping effectiveness; 
uncertainty reduction;

symptom management

Intervention patients 
reported less 
uncertainty, better 
communication 
with spouses at 
4 months only;

intervention spouses 
reported higher quality 
of life, more self-efficacy, 
better communication, 
less negative appraisal 
of caregiving, less 
uncertainty, less 
hopelessness, less 
symptom distress at 
4 months with some 
effect sustained to 8 and 
12 months

Porter et al.57

Coping Skills Training 
(CST)

To provide coping 
skills training 
for patients and 
FCGs together to 
(a) enhance FCG’s 
interpersonal 
communication 
around illness and 
care, (b) encourage 
ongoing 
reinforcement for 
newly acquired coping 
skills; (c) enhance 
FCGs’ confidence in 
their ability to help 
the patient cope

233 patients 
with lung 
cancer and their 
FCGs

8 months Randomized controlled 
study with intervention 
group receiving CST, 
control group receiving 
education/support;

telephone sessions with 
patient and FCG dyad;

frequency of sessions 
tapered from weekly to 
biweekly to monthly

1.  Progressive muscle 
relaxation; relaxation 
mini-practices

2.  Pleasant imagery; 
activity-rest cycle; 
cognitive restructuring

3. Problem-solving

4. Pleasant activities

5.  Communication; smoking 
cessation; maintenance 
enhancement strategies

Education/support basic 
information on lung cancer; 
treatment of lung cancer; 
nutritional needs; physical 
comfort measures;

medical approaches to pain/
symptom management; 
palliative care; hospice care

Both groups saw 
improvements with 
CST; most beneficial in 
cancer stages II and III 
and education/support 
more beneficial in stage I

Note. FCG = family caregiver; CST = Coping Skills Training.
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CHAPTER 18

Family Caregiver 
Communication Goals 
and Messages
Joy Goldsmith

They were unusually close. And unusually happy. After 18 years of marriage, Suze could recall only 
one fight with Red—that occurred over a missing box of envelopes. Their days were spent trying to 
get to one another in the evenings for long, leisurely sessions of cooking, dinner, and planning for a 
less hectic and more enjoyable early retirement. They liked each other deeply and enjoyed each other 
with abandon. Suze held heavy responsibility for her invalid 69-year-old mother and had done so 
for a decade. Gale, her mom, was an alcoholic, six feet tall, and weighing under 80 pounds. She was 
bed-bound but happy in her house, working crosswords, and spending the days with her dog.

Introduction
The story of Suze unfolds over the course of this chapter. Her 
goals, communication needs, and decisions made with healthcare 
providers are clearly driven by her family and her relationships. 
Likewise, this chapter features the importance of the family but 
particularly the family caregivers who are placed by circumstance 
and family systems in the decision-making position for loved 
ones who are seriously, chronically, or terminally ill. Embedded 
throughout the chapter, the eight domains within the National 
Consensus Project’s1 document, titled Clinical Practice Guidelines 
for Quality Palliative Care, are highlighted. Underscored within 
this framework is the positioning of family care and caregiver 
communication that is central to the work of palliative care.
♦ Domain 1: Structure and Processes of Care—Emphasizes the 

importance of the interprofessional team in coordinating pal-
liative care. Unique to palliative care is the clinical importance 
of “engagement and collaboration” among team, patient, and 
family.

♦ Domain 2:  Physical Aspects of Care—Promotes proactive 
assessment and management of physical symptoms. Attention 
to these symptoms requires communication effectiveness that 
is inclusive of family caregiver involvement.

♦ Domain 3:  Psychological and Psychiatric Aspects—Stresses 
the significance of collaborative assessment and including the 
patient and his or her family in these discussions so their goals 
of care can be articulated and honored.

♦ Domain 4: Social Aspects of Care—Stresses the importance of 
interprofessional engagement to support the existing processes 
and skills of a family.

♦ Domain 5:  Spiritual, Religious, and Existential Aspects of 
Care—Underscores the significance of the interprofessional 
nature of the care team, especially those in chaplaincy service, 
to assess and coordinate spiritual care, honoring spiritual/reli-
gious rituals and practices of patients and families.

♦ Domain 6: Cultural Aspects of Care—Requires that healthcare 
teams understand and honor the patient/family culture, includ-
ing linguistic competence, and promote services that accom-
modate each unique family’s cultural background.

♦ Domain 7: Care of the Patient at the End of Life—Emphasizes 
interprofessional communication and documentation of the 
signs and symptoms of impending death. Of particular impor-
tance is guiding the family in knowing what to expect in the 
death and post-death processes.

♦ Domain 8:  Ethical and Legal Aspects of Care—Features 
advance care planning, including ongoing discussions about 
goals of care with patients and especially family caregivers.

Each of these eight domains either implies or explicitly articulates 
the exigency of attending to the family caregiver(s) in attaining 
excellence in palliative care. Central ideas about family goals, 
family patterns, and caregiver types follow a review of the state 
of the science about family communication concerning goals 
and interaction in the context of palliative care. The story of Suze 
and Red highlights the central chapter themes, including transi-
tions and goals of care, private information in families, patterns 
of communication within families, and finally a new typology of 
caregivers and supporting resources for healthcare professionals.

After an early retirement from local banking, Red was enjoying 
the experience of designing, managing, and caring for his now 
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three-year-old vineyard. This would be the enterprise that would 
allow Suze to retire early. The last several years featured weekends 
full of extra work and no time for rest. But they were on the brink of 
experiencing the first season of a fully functioning winery.

On a cool February afternoon, Red and his business partner, Blare, 
were placing a final row of steel stakes into the ground for additional 
spring planting. Red was using a post-pounder to force the steel into 
the earth. In one swift move, Red clipped the top of a post with the 
bottom of the pounder, sending the device crashing into the left side of 
his head. Though no one knew at the time, skull fractures severed two 
arteries, causing a catastrophic and irreversible epidermal hematoma 
to the left parietal area of the skull. Blare knew the accident involved 
the post-pounder but only caught sight of the accident from the side. 
Red fell to the ground, unconscious for a few moments, and then came 
around and walked to the nearby truck under his own power.

Suze was chatting with visitors at the winery. Blare came in and told 
her that Red had been in an accident and that she should drive him 
to the ER to get checked out. Blare assured her that Red was talking 
and lucid. She was pleased to find this was the case when she reached 
Red in the truck.

On the way to the community hospital ER, she was scared and ner-
vous. Suze playfully tested him on her birthday, their anniversary 
date, what he had for lunch. He was lucid, and this gave her com-
fort. Red seemed unsure about what had occurred in the accident. 
He wondered if he had hit some electrical source during his work, 
as his left arm was jolted on the ride with a racing paralyzing pain. 
He complained of pain on the left side of his head. She tried to rub 
it, and he pulled away. She felt a slight, hard ridge but no bump was 
visible—no swollen rise in the tissue.

Once in the ER, they were quickly moved to an examination room. 
Red complained more and more of pain and a profound sense that 
something was very wrong. Suze went in the hall to ask for more 
help. When she returned, he was drenched with sweat. His last 
words were, “Something is wrong. I need help.” He never regained 
consciousness.

Centering Family Communication 
in Palliative Care
Patients and family caregivers enduring a terminal or chronic 
illness or, in Red’s case, a terminal event, share a unique inter-
dependent relationship. A serious diagnosis or sudden injury fre-
quently leads to increased interaction between family members 
and the potential for shifting roles.2–4 Each individual affects the 
other; therefore, healthcare teams should treat and assess the fam-
ily caregiver and the patient together as one dyad. Patients and 
caregivers who experience communication challenges or fail to 
effectively communicate are at risk for poor health outcomes.5 
Insufficient communication can cause proxy decision-makers 
to experience disagreement in making decisions or render them 
unable to provide medical care that is satisfactory and consistent 
with the patient’s preferences.6–8

Scholarship exploring the experience of family during illness 
and terminality posits five major themes central to patients and 
their caregivers: sensitive communication is number one.9 Studies 
exploring illness as a family experience assert that communication 
is one of the important constructs in the function of family.10–12 
Research also indicates that communication between family care-
giver and patient is lacking in satisfaction and effectiveness.4,13 

Not only do family caregivers and patients express a desire for 
improved communication, but communication is a proven con-
tributing factor in several health outcomes.4,14 Negative bio-
medical outcomes based on ineffective communication include 
depression, feelings of abandonment, weight gain, increased alco-
hol intake, and reduced physical activity.5 Positive communica-
tion outcomes include better pain management, fewer conflicts 
with physicians, improved decision-making, and an overall state 
of mental well-being.15,16

Family caregivers are less confident in navigating the emotional 
needs of patients and more comfortable with physical needs. 
Family conflicts and features of communication can emerge or 
become exaggerated in the context of illness. The growing role of 
the family caregiver has given rise to typology research address-
ing family management and coping17 as well as family function-
ing18 in the context of palliative care. Family communication 
difficulties are frequent, such as differing communication styles, 
hiding feelings from each other, avoiding particular topics, and 
the re-emergence of previous conflicts.16 Few theory-based tools 
have been developed to allow healthcare professionals to assess 
communication patterns or styles of caregivers or patients.4,15 
Understanding family goals, family privacy needs, and commu-
nication patterns would lead to better understanding, problem 
identification, assessment of unmet needs, and overall improved 
support for both the family caregiver and patient.

Family members play an influential role in decisions about pal-
liative care, impacting the selection of clinicians, hospital, and 
treatment options.19–21 Families must negotiate communicative 
tasks such as treatment side effects, schedules, and allocating 
family responsibilities.22 Family caregivers are vital collaborators 
during cancer care, because they often provide patient informa-
tion (e.g., medical history, patient preferences), receive directions 
from the healthcare team (e.g., medication instructions, care tasks 
to be done), and facilitate communication between the patient, 
healthcare providers, and other family members.23–25 Northouse 
and colleagues found a significant reciprocal relationship between 
cancer patients and their caregivers when it comes to emotional 
distress.5

Clinical communication with caregivers is also considered 
instrumental in establishing and promoting caregiver quality of 
life.26 Caregivers endure immense demands and reduced qual-
ity of life, which is correlated with a sense of inadequacy and 
lowered self-efficacy, causing higher levels of distress than their 
ill loved one experiences.27 Caregiver burdens include a sense of 
isolation, the pressure to produce hope for the patient and family, 
guilt over feeling angry about demand load, loss in witnessing 
the degradation of the patient, and resentment when they are not 
valued or are taken for granted.28 As patient symptom burden 
increases and physical functioning decreases, caregiver burden 
rises.5 Similarly, a caregiver’s quality of life is a product of over-
all physical, psychological, social, and spiritual well-being.29,30 
By exploring the ability of the family caregiver to understand 
the diagnosis and provide care, the professional healthcare team 
can ensure that the caregiver’s concerns are also recognized and 
addressed.15

As healthcare delivery shifts away from inpatient settings, 
patients are sent home from difficult and often toxic treatments 
with little or no trained healthcare; instead, they are left to rely 
on an informal family caregiver.16 Family caregivers now perform 

 



textbook of palliative care communication146

the caretaking administration once performed by a healthcare 
professional. While some are well suited, many family caregivers 
lack the preparation and confidence to administer care yet find 
themselves central to the complex logistics and care coordination 
for their loved one.15,31,32 Research has proven that assuming the 
role of caregiver leads to feeling distressed and overloaded, which 
decreases a caregiver’s emotional, physical, social, and spiritual 
well-being.4,5

Multiple Goals
Goals of care and navigating the desires of patient/family are 
central to successful palliative care. A discussion of patient/
family uncertainties can reveal multiple goals and dilemmas 
about goals that are tied to uncertainty. Attempting to under-
stand what the competing goals are for caregivers and patients, 
and what goals have not yet been realized, is a powerful tool in 
supporting care decisions. Once uncertainty is acknowledged 
and conflicting goals are identified, healthcare professionals 
can better assist the patient and family in making goals of care 
decisions.

Multiple goals theory is based on the idea that everyone is navi-
gating more than one objective within any communication event. 
At the minimum, any individual is simultaneously attempting 
to achieve tasks as well as engage/manage relational goals. For 
example, if a family caregiver is navigating a loved one’s shift from 
a critical care ward to a rehabilitation facility, his or her interac-
tion with a nurse will include communication that addresses the 
nuts and bolts of time and cost but also the connection shared 
with that very nurse. In short, within the course of an interaction, 
people have more than one purpose; this is the basic premise of 
goal multiplicity.

Embracing goal multiplicity accepts that goals and conversa-
tion are tightly intertwined and that people almost always want 
more than one thing when they engage in interaction together.33 
Every person accomplishes, or attempts to accomplish, multiple 
goals in interactions. Sometimes these goals are emergent, and 
sometimes people enter an interaction knowing very clearly what 
they need/want to achieve. The strategies that people use to man-
age and accomplish these goals remain ambiguous and of special 
interest to communication researchers, especially in the context 
of health.

These identity/relationship concerns become their own clus-
ter of goal multiplicity in an interaction. New goals also emerge 
as each speaker/partner makes certain conversational moves 
throughout the course of interaction. Because communicators 
pursue multiple and often competing goals, problems and dilem-
mas can be common in interaction. Add to this the context of pal-
liative care, and unexamined, unrealized, and conflicting goals 
quickly become confounding for family caregivers charged with 
decision-making responsibilities.

Decisions about goals are based on relationships, level of uncer-
tainty, and/or a need to reduce uncertainty.33 Multiple goals need 
to be recognized. Listening to what the patient/family have to 
say and the questions they ask presents rich narrative informa-
tion concerning goal pursuits and uncertainty. Goal multiplicity 
is common to everyone; however, family patterns are specific to 
individual family structures. Attending to the specifics of a fam-
ily’s use of information, as well as their communication patterns, 

can inform the way goals are understood and pursued by the pal-
liative care team.

Communication Privacy Management
A CT scan was performed within minutes of Red losing 
consciousness at the ED, and he was directly airlifted to the nearest 
trauma center for brain surgery. Following soon after by car, Suze 
arrived to find a young woman from their hometown awaiting 
her in the neurosurgical trauma center. Now addressed as Dr. 
Schmidt, this young woman from Suze’s hometown had become 
a neurologist and indicated she had seen Red’s scan. She assured 
Suze that he would do well in surgery. Suze, relieved, caught her 
breath and felt hopeful in her wait. The surgery was not long—a 
few hours. A surgeon came to meet with her. A man in a green 
suit jacket—someone she immediately identified as the chaplain, 
accompanied him. And then her life changed.

The surgeon advised Suze that Red had suffered a severe 
traumatic injury to the brain and that he would likely never 
recover and was showing all the indications of brain death. 
He recommended that she withdraw life support. Suze asked 
if there was even a chance that he could recover—even a 1% 
chance. The surgeon stared back and said, “Yes, there is a 1% 
chance I suppose.” And then he left. He never inquired about 
Suze or took additional time to be present in the delivery of this 
bombshell news. As far as Suze knew during her wait, Red would 
recover. The chaplain then approached her. She was devastated, 
in complete shock, and furious that the chaplain was sent to 
communicate compassion on behalf of the surgeon. She couldn’t 
get away from him fast enough. Over the next 36 hours, the 
chaplain approached her two more times, and finally she directly 
told him not to engage her further.

The intimacy of palliative care creates an environment for fre-
quent and even unsolicited patient and family disclosure of very 
personal and private information. Every healthcare professional 
makes decisions about how to navigate private family information 
and also how to use it. Communication privacy management out-
lines how individuals become owners of private information and 
how this ownership impacts private disclosures.34

Family members can stand in shock as physicians or other cli-
nicians share the chronic or terminal status of a loved one. When 
the physician leaves, it can be the nurse, social worker, or chaplain 
who is left to explain the unfolding information, answer ques-
tions, and help families process the meaning of a change in health 
status. As such, team members impact the actual process of telling 
and revealing the content of private information, as well as facili-
tate an understanding of meaning for people connected to that 
private information.35

It is not uncommon for family or patient to ask healthcare 
team members to share or withhold private health information, 
such as a diagnosis or a recurrence, or a change in status or care 
plan.36 Families have a relational history of avoiding or engag-
ing difficult topics or speaking indirectly or directly about seri-
ous topics. The decision to reveal private information about the 
disease, disease trajectory, and/or prognosis can create a privacy 
dilemma.37 When a privacy dilemma occurs, team members are 
placed in a challenging situation with potential communication 
difficulties.

Consider the following circumstance. When private informa-
tion is given to a social worker, such as a diagnosis the patient is 
not capable of comprehending, the social worker is given the tasks 

 

 



CHAPTER 18 family caregiver communication goals and messages 147

of interpreting the information, carrying the burden or responsi-
bility of knowing the information, and delivering the message to 
others.37 In essence, team members take on a unique role within 
each family, as they steward private health information in the 
delivery of palliative care.

Communication conflicts can emerge as family members try to 
protect a patient or other family member from private informa-
tion. It is not unusual for families to request that the use of pal-
liative care and hospice services be withheld from the patient.36 
Families sometimes instruct healthcare providers not to mention 
diagnosis/recurrence, not to tell the patient he or she will not 
recover, and not to talk about transitions to different care locations 
including hospice in front of the patient.38 There are instances in 
which honoring these requests can create less effective palliative 
care for patients and their families. The need to recognize cultur-
ally driven goals is imperative in understanding some privacy 
requests39 and navigating those cultural needs while delivering 
the best care possible.

Often, the coordination of what is acceptable and what is not 
between individuals is unclear, and privacy expectations clash. 
In the case of Suze and Red, Suze clashed with the chaplain in 
his attempts to provide support. Including him in the prognostic 
conversation and his following overtures to discuss life-support 
withdrawal violated what Suze thought was acceptable. The cul-
ture of cure can reconfigure previously established privacy rules 
within a family. Differing communication expectations about pri-
vate information creates turbulence, especially in the context of 
terminal news disclosures.

Once an individual tells someone private information, that 
individual assumes responsibility for that information (i.e., they 
must decide if they will keep it secret or share it with others). 
The presence of the chaplain in the terminal diagnosis disclo-
sure meeting between Suze and the surgeon made it clear that he 
was now a sharer of this private information. Healthcare teams 
manage one-on-one and group boundaries of private informa-
tion. When a patient is chronically or terminally ill/diagnosed, 
each family member itemizes different elements that become 
private in the midst of knowing a loved one is changing/dying. 
These communication dynamics merge with a family member’s 
goals for the patient, for the life of the family, for the caregiver 
him or herself—profoundly affecting the care that is ultimately 
delivered to the patient. Goals, private health information, and 
the communication climate of the family itself shape the way dif-
ficult news is processed and the ways in which it is translated into 
decision-making for the caregiver(s).

Family Communication Patterns
Because of the variation in communication valued and estab-
lished within a family, the ways in which family members 
talk to each other about illness and loss exemplifies a family’s 
particular and established communication climate.40 Family 
communication patterns theory details how family conversa-
tion (what is shared and how frequently it is shared) and family 
conformity (sharing family values, attitudes, and beliefs) range 
from high to low to form four specific family communication 
patterns.41–45

First, families have rules that govern appropriate topics for 
family conversation. Family conversation can vary from free, 

spontaneous interaction between family members (high) to 
limitations on family topics and time spent communicating with 
each other (low).12 Families with high family conversation pat-
terns tend to talk openly about death, dying, cancer, and illness. 
Families with high communication prior to the disease maintain 
the pattern throughout the illness, as the situation underscores 
preexisting interaction patterns.46 On the other hand, families 
with low family conversation patterns engage less frequently, or 
not at all, in discussions about illness/trauma and have a more 
difficult time making care decisions and executing transitions in 
care. By avoiding talk about illness/loss, some family caregivers 
feel they are protecting the patient or other family from sad con-
versations, as noted in the previous section.40 Notably, families 
who have a history of family communication constraints, such 
as topics that have been prohibited and/or roles in the family that 
are intractable, are more likely to experience family conflict dur-
ing serious illness.47

Second, the dimension of conformity establishes and protects 
the hierarchy or structure in a family. Family members with high 
conformity feature uniform beliefs and family values emphasiz-
ing family harmony. Harmony and roles/positions in the family 
are prioritized above all else. Specifically, hierarchical roles within 
the family are often emphasized over conversation and disclosure. 
Conversely, families with low conformity have less emphasis on 
obedience to parents/elders and more emphasis on specific situ-
ational needs or changes.48

In a state of shock, Suze only knew that she had to give Red a chance 
to prove he would not recover. She asked for two more CT scans over 
the course of the next two weeks and told herself that if these tests 
were not demonstrating progress of any kind, she would withdraw 
support.

Blare, Red’s partner and Suze’s brother, wanted to be supportive 
and present for Suze. But Suze preferred to navigate these decisions 
alone, as she had always done with her mom’s care. In doing so, 
she relied on her own relationship with Red to guide the twists and 
turns of three weeks of decision-making and waiting. Red would not 
want to live in a compromised state. Over and over she remembered 
the surgeon saying that 1% was always a possibility. With the com-
passionate care and skill of several trauma nurses, Suze decided to 
withdraw life support. She did not consult with family. Despite the 
presence of Red’s siblings, Suze acted alone in making her decision 
about his care.

Suze and her family can be placed into the family communica-
tion pattern that features minimal conversation and high defenses 
around roles and attitudes. High conversation and high defenses 
produces family communication that is frequent but protects 
immovable attitudes and beliefs within a family. In a family that 
instead possesses high conversation and low conformity, many 
things are discussed with frequency, as family members work 
less to protect the “way things are” and use communication to 
share multiple perspectives and differences. Finally, some families 
have a lack of coordination and connection. They share minimal 
interaction and differ vastly in their beliefs, attitudes, and role 
understanding.

Red’s life support was withdrawn in the brain trauma care unit. 
Bryan, the nurse with whom Suze had shared most of her think-
ing, brought blankets for Red. Finally, his feet could be warmed 
and covered. They were no longer a barometer that told the story 
of his failing organs. Bryan acquired a soft chair from the waiting 
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room and forced it into the small space around the bed. After 4 
hours of standing, Suze finally sat down. Bryan had described to 
her what changes she might see in Red and that there was no way 
to estimate how long it would take him to die after withdrawal. 
Bryan brought her water, juice, and some food and asked every 
time if she thought Red was in pain. As his breathing became 
labored, Suze would answer “yes”—yes, she did think he was in 
pain. Bryan increased the morphine with each discussion. Red’s 
respirations became erratic and his legs strained, as his breath-
ing became increasingly shallow. After 13 hours of vigil, sev-
eral minutes would pass between respirations. Suze could not 
watch anymore. She knew Red was gone. She had not slept in 72 
hours. With Bryan’s support, she chose to leave before Red was 
pronounced dead.

Caregiver Types
The family patterns of conversation and conformity are extended 
into a caregiver communication typology intended to produce 
practical interventions for family caregivers and their health-
care teams.49,50 The article establishing the typology identifies 
four types (Carrier [low conversation high conformity]; Manager 
[high conversation high conformity]; Lone [low conversation low 
conformity]; Partner [high conversation low conformity]) that 
correlate with the previous section about family communication 
climates/patterns. See Figure 18.1 for a visual representation of 

how the patterns conjoin with the concept of caregiver types, as 
well as Table 18.1 for characteristic responses of each type.

Carrier
Carrier caregivers emerge from a family characterized by low 
conversation and high conformity. Relying heavily on the 
patient to determine caregiving decisions, the role of the Carrier 
is highly dependent on family obligation to provide care. The 
Carrier emphasizes the willingness and practice of providing 
total care for the patient as designed by the patient. When talk-
ing about topics that are avoided and suppressed with the patient, 
the Carrier consistently identifies avoidance concerning dying 
and death topics. Carriers also exhibit a heavy reliance on and 
compliance with healthcare orders. In the following, Dan is an 
example of a Carrier.

Dan’s wife had left him and their daughter, Julianna, when she 
was only three. Since then, he had been the primary parent and 
had done everything to fill the roles of both mom and dad. At 
birth, Julianna was healthy, but her mother presented with the 
first signs of Huntington’s disease. After some years of struggling 
with her diagnosis, she removed herself from the family. Now at 
age 29 and in the fifth year of her own Huntington’s diagnosis, 
Julianna was experiencing frequent hospitalizations and strug-
gling to manage her prescribed medication regimens. Dan wanted 
to make Julianna as happy as possible, having watched her suffer 
with a terminal illness and knowing about the difficult existence 
of her mother. In the latest crisis, Julianna refused a new treat-
ment protocol, and Dan accommodated her wishes. In a conversa-
tion with her long-time physician, Dan shared that he wanted to 
follow Julianna’s wishes and support whatever choices she made.

As a Carrier caregiver, Dan met with the healthcare team 
and protected Julianna’s wishes, though these communication 
behaviors did not facilitate the best care for her. The healthcare 
team could have benefited this family unit by meeting with Dan, 
understanding his goals and communication about his daughter’s 
illness, their lives outside of the illness, and supporting his care-
giving style with interventions that focused on Dan’s role as her 
sole parent.

Manager
Manager caregivers develop in families with high conversa-
tion and high conformity. The Manager caregiver becomes the 

Table 18.1 Caregiver Types and Common Response

Caregiver Assessmenta Caregiver Type Common Response

To provide the very best patient care, I also need to pay 
attention to my patient’s caregivers. Can you tell me  
a bit about how you are feeling/doing?

Carrier I’m fine. I’m worried about how best to take care of him or her.

Manager I feel good. I feel like we have a game plan for moving forward.

Partner I’ve been so worried and so stressed, but I have support.

Lone I’m a mess. I can’t get any help from anyone.

Do you have your own physician? Is he or she aware  
of your caregiving situation?

Carrier My family has been going to Dr. X for a long time, and she knows what’s going on.

Manager Yes, I have a physician. But this is not about me. It’s about my mom.

Partner I have a great family doctor but I haven’t had a reason to see her.

Lone I don’t usually see a doctor unless I have to.

aBased on Adelman RD, Tmanova LL, Delgado D, Dion S, Lachs MS. Caregiver burden: A clinical review. JAMA. 2014;311(10):1052–1060. doi: 10.1001/jama.2014.3
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Figure 18.1 Caregiver communication typology
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family medical expert. As one patient explained, she took a 
supplement encouraged by her caregiver because “he’s pretty 
much my doctor.” Physician credibility is important, yet man-
ager caregivers dominate high conversation topics by focus-
ing on their own knowledge and decisions.51 The caregiver’s 
research role usurps patient or other family member prefer-
ences, and high conversation is fortified by the caregiver’s dis-
play of evidence as well as personal credibility. Overprotection 
of the patient is a common byproduct of high conformity and 
can truncate the ability of the patient to process his or her own 
health information and life changes. Though this caregiver 
emerges from a family pattern that is high conversation, the 
range of topics can be restricted by the high level of confor-
mity; “There are no decisions to be made … we all just agree,” 
a patient might say of his or her caregiver. Consequently, high 
conformity is sustained by the advocacy and research role of 
the Manager caregiver.51 Inclusive discussion about care plans, 
treatment choices, and dying do not generally occur. Jules is a 
Manager caregiver.

Jules had taken care of her mother from the start. A  long-time 
smoker and overeater, Layla had suffered from multiple comor-
bidities since Jules was a teenager. Of the four children, Jules was 
the oldest and had always provided physical and social support to 
help her mom through the challenges of diabetes, high blood pres-
sure, chronic bronchitis, and now end-stage COPD. Early on, Jules 
became highly skilled at navigating doctor’s appointments, clini-
cians, and the day-to-day care at home. As Layla’s health declined, 
Jules read that the use of oxygen could weaken the COPD patient if 
provided too early in the disease process, and the longer the delay 
in using this support, the longer the patient’s lifespan. She let the 
rest of the family know this discovery and that she would let the 
medical team know their intent to delay this intervention at the next 
appointment.

By circumstance, Jules was the Manager caregiver in this fam-
ily dating back to her early youth. She emerged as the decision-
maker and leader. The pattern had only intensified as her mother’s 
constellation of health issues widened. The Manager, like Jules, 
concludes that a certain care choice will happen, regardless of 
other family or patient ideas and in spite of the healthcare team. 
In short, the Manager can be the most formidable challenge of 
all caregiver types. This family and patient benefit from engage-
ment by the team. The team can create communication circum-
stances in which other ideas and questions can be voiced, such as 
a family meeting. The Manager needs affirmation, but the con-
cerns of other family members as well as the patient also need 
attention.

Lone
Lone caregivers derive from families with low conversation and 
low conformity. In other words, this family type has little time 
or shared experience together. These caregivers focus on hope 
found in biomedical treatments and typically, have lower health 
literacy and sole responsibility in all aspects of patient care.49 The 
Lone caregiver sees his or her role as a biomedical task. Patients 
describe Lone caregivers as preoccupied with eating schedules 
and medicine administration. The patient and caregiver rarely 
share conversation about pain, quality of life, or advance direc-
tives. Rather, they rely on instructions provided by the health-
care team. Low conversation is compounded by overreliance 

on a physician-based plan of care decisions. There is less need 
to discuss disease process, plans/place of care, or quality of life 
concerns, as the physician’s recommendation is considered best 
for the patient. Other family members do not play a role in the 
day-to-day care of the patient, because this family shares almost 
no communication or ritual/role structures. Given the (a) reli-
ance on physician decision-making and (b) tendency to passively 
receive medical decision-making from the healthcare team, as the 
patient’s illness recurs or worsens, Lone caregivers report being 
unsatisfied with their healthcare experiences51 once in bereave-
ment. This caregiver type experiences burden well beyond the 
other three types, has little identity outside of his or her loved 
one’s illness, and experiences a very low quality of life. Van is an 
example of this type of caregiver.

Van had fallen in love with Jake, an Iraqi war veteran who suffered 
from profound posttraumatic stress disorder and all of its related 
costs, including alcohol and drug dependence. Unmarried, Van 
attempted to care for Jake without family support from either side. 
Jake had two previous wives and two children from his first mar-
riage. His father lived nearby but offered little support. The stability 
in his care came from the local Veterans Administration, especially 
behavioral health. One nurse and one social worker were essential 
to his day-to-day progress and survival. After a routine blood draw, 
Jake was diagnosed with leukemia. Van immediately took up the 
additional weight of this new medical challenge but with no addi-
tional support or resource to aid her. She often felt defensive with the 
behavioral health support team and was suspicious of the treatment 
options presented by the oncology team.

Van had no support from family to distribute and share 
caregiver burden. Like most Lone caregivers, this left her with 
little time and energy to attend to anything but Jake’s myriad 
health challenges. She functioned with lower health literacy due 
to burden and lack of time. Because of her disconnected fam-
ily experience and solitary efforts of care, Van was not skilled 
at partnering or trusting the healthcare team. Attending to the 
caregiver with a force of interventions including counseling, 
respite, and end-of-life planning is essential for caregivers such 
as Van.

Partner
Partner caregivers come from families with high conversation 
and low conformity. In these families, the patient is highly 
involved in the direction of the care but is not an individual 
actor in the decision-making process. The subject of dying 
and death are part of the conversations within this fam-
ily. As a patient described a five-year prognosis, she noted “I 
have my cremation taken care of … put me in there whenever 
you’re done looking at me in the box.” Caregivers of this type 
describe pliability in the pursuit of care tasks and responsibili-
ties.51 Unique to the Partner is the inclusion of personal burden 
in his or her talk with the patient and other family members. 
Including a topic this sensitive underscores the range of con-
versation topics embraced by this family pattern, as well as an 
ability to navigate conf lict and difference. Partners have the 
distinction of partnering well with healthcare teams. Ozzie’s 
daughters are an example.

Ozzie, a survivor of D-Day, was suffering late-stage dementia, in 
addition to end-stage lung cancer. His three daughters phoned or 
met daily to plan meal rotations and, more and more frequently, 
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the rotation for nighttime care. The oldest daughter took the lead 
but relied on the others for schedule support, financial support 
of their father, and feedback about ideas concerning home health 
and hospice. Ozzie was not coherent and had not been for sev-
eral months. The family had navigated two house fires, one cata-
strophic, as a result of Ozzie’s smoking. He could no longer stay at 
home alone. His food and liquid intake was waning dramatically. 
The daughters were open about their dad’s slowing functions and 
how they wanted better care for him than the care their mother 
had experienced 10 years earlier. Ideas and resources shared by the 
team’s social worker gave the daughters tremendous support, as 
they entered the final phase of Ozzie’s life and considered end-of-
life challenges. They frequently sought out feedback from their 
dad’s healthcare team and were eager to take on new ways of work-
ing together.

All family patterns and caregiver types experience high con-
flict and anxiety during chronic, serious, and terminal illness/
trauma. The Partner caregiver typically demonstrates resilience 
due to the frequency of interaction and the sharing of roles and 
tasks within the family unit. In this family, the caregiver finds a 
place for difference, discussion, negotiation, and, most important, 
change. Ozzie’s oldest daughter had a variety of support from her 
siblings, as they shared tasks and skills. But most notably, this 
family sought out ideas and team strategies from the professionals 
caring for their loved one. Like Ozzie, the patients of this type of 
caregiver are given attention in terms of their spiritual and social 
well-being not at the expense of their physical needs but in a man-
ner that richly recognizes aspects of quality of life not present for 
other caregiver types.

The Family Caregiver Communication Tool
Family care can be improved with attention to family commu-
nication and caregiver types. For a family with a Manager care-
giver, healthcare team communication with family members 
beyond that of the lead caregiver is important in discovering 
other perspectives and needs in the family system. For exam-
ple, during family meetings, team members can be assigned 
to various family members with the aim of representing mul-
tiple needs at the meeting. Carriers benefit from mediation of 
patient–caregiver communication. Team members should assist 
with discussions as well as encourage the Carrier to seek sup-
port inside and outside of the family to process the work of care-
giving. Partners benefit from healthcare teams that have clearly 
established care procedures and decision-making. This kind 
of caregiver does partner with the team itself. Lone caregiv-
ers require intervention by all team members. Information and 
resources should be prioritized and spiritual and social support 
emphasized.

As an outgrowth of the caregiver research detailed in this 
chapter, the Family Caregiver Communication Tool (FCCT) 
can help healthcare teams identify types and employ tar-
geted family caregiver interventions for families that have a 
palliative-appropriate patient. The FCCT is a cognitive mea-
sure of communication patterns dependent upon the fre-
quency, range, and congruence of communication within the 
family. The two dimensions of family conversation and fam-
ily conformity are operationalized in a brief series of ques-
tions that can be easily scored. Family caregiver conversation 

includes (a) the frequency of interaction and (b) the range of 
topics discussed in interactions about caregiving and care 
decisions. Family congruence includes conformity in atti-
tudes, values, beliefs, and roles exhibited by family mem-
bers in the context of caregiving. The goal of FCCT is to 
ascertain a caregiver’s communication pattern and specific 
caregiver type.

Conclusion
Clinical imperatives of a typology of caregiver communication 
include giving providers an awareness of caregiver type and most 
appropriate caregiver support, as this may improve caregiver/
patient quality of life and outcomes. Access to caregiver-specific 
training and support in order to mitigate caregiver burden and 
provide the most appropriate communication intervention is cur-
rently an area of necessity.52 Scholars assert that intervention by 
healthcare professionals is required to help family caregivers rec-
ognize their own needs for outside help.53 Thus it is essential that 
efforts be focused on socializing caregivers into their roles in a 
manner that normalizes intervention and aid from appropriate 
and targeted sources (see Table 18.2 for digital communication 
interventions to support caregivers).

Palliative care communication is in its infancy. Controlled 
trials and communication-centered outcomes are still required 
to accurately understand and create the most useful commu-
nication interventions for caregivers. The FCCT and caregiver 
typology is positioned to capture reliable data and move sys-
tematized work of caregiver communication interventions 
forward.

Caregiver education represents a current and future oppor-
tunity for creating and enacting communication interventions 
to advance the work of palliative care. Northouse et  al.5 finds 
that interventions to enhance caregiver knowledge and coping 
increases caregiver self-efficacy and quality of life. Empowering 
family caregivers with the knowledge about this typology and 
other resources will increase opportunity, coping, and health lit-
eracy, as the family increasingly assumes the weight of patient care 
responsibilities.

Based on this and the indexing research on caregiver types, 
the creation of a caregiver communication tool for use by cli-
nicians and eventually caregivers can move this research to 
team-based palliative care contexts. Similarly, if patient and 
caregiver are treated as one unit as the Consensus Guidelines 
suggest, a system change initiative that includes a plan of care 
for the family caregiver could be initiated as normative practice 
in palliative care.

…

Coda
Days, weeks, and months after Red’s death, Suze revisits over and over 
her feeling of being abandoned by the surgeon. Her lingering angst 
centers on the communication shared with him. She feels strongly 
that the surgeon avoided her and increased the trauma of making the 
choice to withdraw life support sooner by providing the “1%” escape 
hatch. It was all on her—to allow Red to die. This thought is her unset-
tled anxiety in bereavement: that she had to remove support and end 
his life alone.
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Table 18.2 Family Caregiver Digital Resources

Resource Description Website Google Play Link

Cancer Terms 
Pro: A Comprehensive 
Oncology Glossary

Database of thousands of oncology terms and 
definitions

https://itunes.apple.com/us/app/
cancer-terms-pro-a-comprehensive/
id353869108?mt=8

N/A

CareZone A comprehensive information manager for 
caregivers—securely stores medical records of 
multiple people, in addition to photos, a personal 
journal, and a calendar to coordinate tasks

https://itunes.apple.com/us/
app/carezone-family-organizer/
id552197945?mt=8

https://play.google.com/store/apps/
details?id=com.carezone.caredroid.
careapp

CaringBridge Allows users to make a private website to share health 
updates with friends and family

https://itunes.apple.com/app/
caringbridge/id365726944?rnt=8

https://play.google.com/store/apps/
details?id=com.caringbridge.app

Chemo Brain Doc 
Notes

Offers memos and voice recording to organize health 
questions before an appointment and record provider 
responses

https://itunes.apple.com/us/app/
chemo-brain-doc-notes-free/
id766256080?mt=8

https://play.google.com/store/apps/
details?id=com.crowdcare.docnotesfree

Clinical Trial Seek Provides information on clinical trials and permits 
patients and caregivers to search for potential trials 
based on location, disease type, trail phase, and 
eligibility requirements

https://itunes.apple.com/us/app/
clinical-trial-seek/id550482779?mt=8

https://play.google.com/store/apps/
details?id=com.novartis.clinicaltrials

CURE Magazine for 
iPad

Access to CURE, a free publication with the latest 
cancer information for patients, survivors, and 
caregivers

https://itunes.apple.com/us/
app/cure-magazine-for-ipad/
id396123859?mt=8

N/A

iPharmacy: Drug Guide 
& Pill Identifier

Allows users to identify a pill by shape, color, and 
bar code and lists available prices and discounts for 
medications

https://itunes.apple.com/us/
app/ipharmacy-drug-guide-pill/
id368679506?mt=8

https://play.google.com/store/apps/
details?id=com.sigmaphone.topmedfree

Microsoft HealthVault Stores medical information and records for multiple 
people, which can be shared with others

https://itunes.apple.com/us/
app/microsoft-healthvault/
id546835834?mt=8

N/A

My Cancer Manager Tracks common emotional health concerns of cancer 
patients and caregivers—insomnia, depression, 
pain, and anxiety—as well as other stressors such as 
finances, nutrition, and family

https://itunes.apple.com/us/app/
cancerhelp/id402342273?mt=8#

N/A

My Pillbox Reminds when and how to take medication, as well as 
when to refill their prescription

N/A https://play.google.com/store/apps/
details?id=com.tobeamaster.mypillbox

Pain Care A pain journal that records painful episodes, 
medications, and possible triggers, which can be 
shared with the physician to tailor chronic pain 
management

https://itunes.apple.com/app/
id347787779

https://play.google.com/store/apps/
details?id=com.stanislav.android

Note. N/A = Not Available.
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CHAPTER 19

Cultural Considerations 
in Palliative Care and 
Serious Illness
Guadalupe R. Palos

Introduction
Culture drives communication across an individual’s lifespan. It 
is widely recognized that palliative care is a cultural event. Thus 
an attempt to understand how cultural systems shape a person’s 
expectations for patient–provider–family communication about 
palliative care seems logical. Recent trends in American soci-
ety support the critical need for intercultural communication in 
order to deliver safe and high-quality palliative care. A review of 
the literature indicates four key trends that support the need to 
understand cultural systems and engage in culturally competent 
communication about palliative care. First, the United States is 
undergoing tremendous demographic shifts that will have a pro-
found impact on palliative care and services. These shifts include 
a progressive increase in the number of older Americans1 and a 
rise in the ethnic and racial heterogeneity of the nation.2 Second, 
patients and families often report illness and symptoms that do not 
fit “biomedical textbook explanations.”3,4 Suffering is an example 
of a concept that can be a source of confusion in a provider–patient 
discussion. Third, provider–patient communication significantly 
impacts medical care and treatment outcomes.5–7 When barriers 
to communication exist, it increases the likelihood that a patient 
will not complete or return for his or her treatment.5,6 Finally, it is 
well documented that certain subgroups carry a disproportionate 
burden of disparities in the use, access, and delivery of healthcare, 
which include palliative care and services.8–10

The primary justification supporting the need to address culture 
in palliative care arises from America’s changing demographics. 
This country is a mosaic of ethnic groups, racial groups, cultures, 
and religions. Based on US Census data, by 2050 over 42% of older 
Americans will belong to a racial or ethnic group.1 Another demo-
graphic shift that will affect palliative care is the increasing ethnic 
and racial diversity of the US population. The US Census proj-
ects that by 2060 57% of America’s population will be minorities.2 
Much of this growth stems from the migration of people from 
other countries to the United States. Newly arriving immigrants 
and refugees bring their own cultural meaning of illness, disease, 
suffering, and death. However, individuals born and raised in the 
United States possess their own cultural attitudes, behaviors, and 
values toward these concepts. Regardless of origin, these cultural 

systems shape the subjective experience of patients and their 
families. Culture influences the views, behaviors, decisions, and 
communication about palliative care of patients, families, and 
healthcare providers. In the United States, the healthcare system 
is based on a Eurocentric or Western biomedical model, which 
values individualism, self-determination, and open disclosure.11 
These values are often incongruent with the family-centered 
cultures that value collectivism, shared decision-making, and 
respectful communication.12 To achieve optimal intercultural 
communication about palliative care, providers must focus on 
individuals’ cultural values and less so on their ethnic or racial 
background.

It is well documented there are often differences between a 
patient’s and a provider’s interpretation and explanation of ill-
nesses or symptoms.4,13 An example of a potential source of 
cultural miscommunication is the phenomena of suffering. The 
concept of suffering, whether physical or emotional, is a basic tenet 
of life. Every culture explains suffering in its own manner and ties 
the experience to its religious, spiritual, or indigenous beliefs. The 
attitude of a cultural group toward suffering is also closely tied to 
its cultural system or worldview.4 In a healthcare encounter, the 
provider, patient, and family each have a different understanding 
of suffering and its treatment. The subjective nature of suffering 
will affect patient–provider communication about palliative care 
since the patient’s self-report is critical in managing physical and 
psychological symptoms. The confluence of these diverse cultural 
worldviews can impact patient/family trust and acceptance of the 
information related to palliative care, treatment goals, and out-
comes. Thus, to promote communication about palliative care, 
healthcare providers must consider how a patient’s culture influ-
ences his or her perceptions about illness and suffering. These fac-
tors, in part, support the need for culturally competent provider 
practice and communication.

Despite the growing evidence of the benefits of palliative care, 
the support of legislative policies and regulatory mandates and 
the recent efforts to provide equitable access to healthcare, there is 
empirical evidence suggesting disparities in palliative care across 
several areas, including communication, symptom manage-
ment, and satisfaction.9,10,14–16 As healthcare providers, we must 
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understand that palliative care based on a Western biomedical 
model will not meet the needs of our nation’s mosaic of cultures. 
All cultures form their own cultural roles, expectations, and views 
toward their social networks, support systems, and communities. 
These culturally based systems help shape decisions about their 
healthcare and more specifically about their palliative care expe-
rience. However, many ethnic and minority populations do not 
define or view palliative care in the same manner as the American 
mainstream does. The preference of many cultural groups is to 
use their own long-standing cultural values, beliefs, practices, 
and attitudes to guide their communication, decision-making, 
and interactions with healthcare providers trained in a Western 
biomedical model.

This chapter addresses how cultural value systems of patients 
and their families impact communication and decisions related 
to the access and delivery of palliative care. First, an overview of 
palliative care definitions is provided followed by key cultural 
terms and concepts. The chapter then provides emergent evidence 
suggesting cultural groups encounter disparities in palliative care 
communication and symptom management. The next section 
describes trends that influence access to palliative care and cul-
tural determinants that shape the subjective meaning of this type 
of care among multicultural populations. Finally, using a case 
study to illustrate cultural characteristics of communication, the 
chapter concludes with a description of intercultural communica-
tion practices in palliative care.

Advances in Palliative Care
In 2002 the National Consensus Project for Quality Palliative 
Care was created, and it established three major goals: (a) to build 
a national consensus on the principles and philosophy of pallia-
tive care; (b) to create and distribute national clinical guidelines 
to ensure standard and high quality palliative care; and (c) to pro-
mote recognition, reimbursement, and accreditation for palliative 
care. The consensus group further posited that palliative care was 
essential across setting, chronicity, or acuity of different chronic 
diseases and stage of treatment.17 Palliative care was further 
established with the National Quality Forum’s (NQF) release of 
national clinical guidelines for quality palliative care, recognizing 
the critical role of patient–family–provider communication across 
eight domains of care.18 Culture was identified as a core domain, 
and the NQF-endorsed practice for quality palliative care includes 
cultural assessment.

Significant advances have been made in the care and delivery 
of evidence-based palliative care. Interestingly, there are multiple 
definitions of palliative care, which vary by organization. The 
National Consensus Quality definition of palliative care is consis-
tent with the one used by the NQF and the Centers for Medicare 
and Medicaid Services, which states:

Palliative care means patient and family-centered care that opti-
mizes quality of life by anticipating, preventing, and treating suf-
fering. Palliative care throughout the continuum of illness involves 
addressing physical, intellectual, emotional, social, and spiritual 
needs to facilitate patient autonomy, access to information, and 
choice.19

The World Health Organization defines palliative care as an 
approach to relieve suffering and to improve quality of life.20 
The Center to Advance Palliative Care views palliative care as a 

medical specialty targeting the needs of people with serious ill-
nesses who require symptom management, whatever the diagno-
sis.21 The National Consensus for Quality Palliative Care believes 
that “palliative care is both a philosophy of care and an organized 
structured system for delivering care.”18 The NQF states that pal-
liative care encompasses patient- and family-centered care that 
enhances quality of life by managing suffering across the tra-
jectory of a patient’s illness.17 The importance of palliative care 
was further established in 2012, when the American College of 
Surgeons Commission on Cancer released accreditation standards 
that endorsed palliative care services. These standards support the 
interpretation of comprehensive palliative care that ranges from 
screening to end of life.22

Culture and Palliative Care
As the field of palliative care continues to grow, and attention to 
cultural aspects of care are prioritized and emphasized, intercul-
tural communication becomes an even more important part of 
patient–family–provider interactions. One way to develop compe-
tence in intercultural communication is to be aware of key terms 
and concepts relevant to this topic. A list of key terms and con-
cepts about culture can be found in Table 19.1.

Concepts of worldviews and explanatory models of illness pro-
vide a framework for understanding more about the intersection 
between culture and palliative care. A worldview is how people see 
the world, and thus it shapes the reality of one’s life, particularly 
during times of crisis, such as when one develops a serious illness. 
This concept allows people to determine their behavior, make 
decisions, and form their cultural systems. Whenever a patient 
and provider interact in a clinical encounter, their communica-
tion is based on the worldviews formed through their own life 
experiences, professional training and experience, and cultural 
values and beliefs. For example, a person’s worldview will frame 
his or her attitudes toward health, suffering, and decisions about 
palliative, hospice, and end-of-life care. Many studies have shown 
that culture or worldview also impacts the preferences of seriously 
ill patients for life-sustaining techniques, aggressive treatments, 
and advance directives.23,24 Furthermore, providers’ worldviews, 
race, or biases can influence their decisions to explain pallia-
tive care to patients and their families. Providers’ views can also 
affect the treatment they render to minority patients and whether 
such treatment is based on minority patients’ wishes.25,26 In sum, 
worldviews are influenced by a person’s personal biases toward 
ethnic or racial groups; preferences for end-of-life care; satisfac-
tion with care; and spiritual, religious, or indigenous beliefs and 
practices.

America’s increasing globalization and aging population will 
impact the worldview or cultural meaning assigned to a pallia-
tive care experience.27 Kluckhohn and Strodtbeck expand on this 
concept by suggesting that worldviews are based on five deter-
minants:  (a)  human nature—how people view being human; 
(b)  man and nature—how people view themselves in relation 
to nature; (c)  time—how individuals view the past, present, 
and future; (d) activity—how people view being and doing; and 
(e)  relational—how people view their interpersonal social rela-
tionships with family and other social support networks.28 A per-
son’s worldview provides the lens from which to define health, 
illness, death, and dying. It also shapes how people understand 
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and respond to health messages. Explanatory models can inter-
act, overlap, or at times contradict or compete with one another. 
For example, including healing or dying rituals delivered by 
indigenous healers may clash with healthcare providers who 
base their palliative care on a biomedical model of medicine. 
Explanatory models can influence how patients, families, and 
providers feel about communication, expectations, preferences, 
decision-making, advance care planning, and grief/mourn-
ing. Figure 19.1 illustrates the multiple levels and interactions of 
worldviews and how they impact palliative care.

Disparities in Palliative Care
Disparities in healthcare may pertain to the differences in the 
morbidity, mortality, and burden of diseases and other unfavor-
able outcomes among specific groups. It is well documented that 
certain groups, including the aging, medically underserved, phys-
ically disabled, and ethnic and racial minorities, suffer a dispro-
portionate burden of ill health, reduced survival rates, and poor 
quality of life.14,29 There is also increasing evidence that these 
same groups experience disparities in access to palliative care and 
variance in outcomes such as provider communication, symptom 
management, and even death. Several studies show ethnic minori-
ties such as African Americans and Latinos/Hispanics receive 
poorer assessment and treatment of pain and other symptoms for 
chronic, acute, or cancer-related pain.15,30,31

Additionally, there is limited research focusing on the underlying 
causes contributing to disparities in palliative care by subgroups of 
culture, race, ethnicity, or socioeconomic status.10,14,32 This limi-
tation suggests these groups are more likely to receive inadequate 

assessment, management, and delivery of palliative and end-of-life 
care. For instance, groups such as African Americans and Latinos, 
which are collectivistic, have certain preferences toward caring for 
a loved one with a serious illness, such as avoiding the use of an 
advance directive or how and to whom bad news is disclosed.33,34 
Although there is limited research on Asians’ preferences for pal-
liative and end-of-life care, a few studies have found that Asians are 
less likely to enroll in hospice care and are more likely to die in a 
hospital when compared to white, non-Hispanic patients.35,36 The 
lack of evidence-based studies can undermine clinical practice, 
since best practices do not exist for culturally appropriate assess-
ment, management, and delivery of palliative care.

There is mounting evidence that palliative care disparities exist 
in communication of medical information. For example, the 
Institute of Medicine report, Unequal Treatment, identified that 
language barriers contributed to disparate care in non-English 
speaking groups.29 For instance, many providers are unfamiliar 
with how to communicate with diverse ethnic or cultural groups 
about end-of-life decisions, advance directives, or code status 
guidelines. Another challenge in communication is avoiding ste-
reotyping or generalizing about the preferences or expectations of 
specific cultural groups. For example, in several Asian cultures, 
disclosure of a diagnosis of a serious illness or other types of bad 
news to a patient is considered cruel, disrespectful, or even inhu-
mane.37 One systematic review concluded that language barriers 
were associated with less understanding of a provider’s explana-
tion of services, fewer frequent clinic visits, and less satisfaction 
with care.38 This knowledge gap reflects the urgent need to bet-
ter understand how cultural factors impact patient–provider 
communication.

Table 19.1 Definitions of Key Terms and Concepts Relevant to Culture and Palliative Care

Term Definition

Ancestry49 Refers to a person’s ethnic roots, heritage, or the place of birth of the person’s parents or ancestors before coming  
to the United States

Culture Serves as the blueprint that provides an individual’s meaning for being and for living one’s life

Cultural meaning systems Cognitive structures that influence how people view or perceive clinical reality

Shapes clinical reality through culture-based idioms and culture-based subjective experience related to illness  
and symptoms

Ethnicity Shared culture and way of life especially reflected in language, folkways, religious, and institutional forms; material culture 
such as clothing and food; and cultural products such as music, literature, and art

Often viewed as a social class and/or associated with political and social persecution

Explanatory models of illness50,51 Culturally based concepts that individuals use to define and explain the causes, treatment, and effects of illness  
to themselves

Intercultural Communication52 Discusses the knowledge, motivation, skills to interact effectively and appropriately with members of different cultures

Also referred to cross-cultural competence

Origin49,53 Viewed as the heritage, nationality, country of birth of the person, or the person’s ancestors before arriving in  
the United States

Race54 Refers a social definition of race recognized in this country. It is not meant to define race biologically, anthropologically,  
or genetically.

Illness or symptoms13,27,55 Represents the human experience and lived reality of the symptoms, suffering, and process of adaptation for patients  
and family members

Describes a network of meanings for the sufferer: fears and expectations about illness, social reactions of friends, life 
stresses, and therapeutic experiences
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Social Determinants of Palliative Care
Health Access and Care Utilization
Several studies document lower usage rates of palliative care and 
hospice services among African Americans, Latinos, Asians, and 
even older adults regardless of diagnoses, care settings, or geo-
graphic location.35,39,40 It is true that we will all die, yet the goal of 
a “good death,” its timing, and the experience of grief and bereave-
ment is influenced by utilization of services and care that help 
facilitate these events. Healthcare utilization by many cultural 
groups is influenced by such factors as insurance status, income 
level, lack of a usual source of care, and cultural factors.14,41 In 
fact, some research suggests that people living in poverty, having 
a lower socioeconomic status, or living with similar inequalities 
die younger than wealthy people in higher classes.42 Additional 
evidence indicates ethnic and racial minorities are the least likely 
to receive specialized palliative care.43 Other factors that influ-
ence healthcare utilization include limited English proficiency, 
perceived provider bias, and location of care.44,45 Factors that 
impede healthcare utilization patterns have an impact on the 
quality and safety of palliative care received by diverse ethnic and 
racial groups.

Acculturation
Acculturation is another major determinant affecting the lives 
and health of many ethnic subgroups, including immigrants and 
refugees. Acculturation has been defined as maintaining one’s 
original culture and establishing bonds with the new culture.46 
The level of acculturation achieved by a person with strong cul-
tural heritage will affect palliative care across the spectrum of 
care. For example, immigrant Latinos may often prefer to use 
indigenous remedies and cures to manage a serious illness and 
symptoms, while more acculturated Latinos prefer to have their 
illness managed using the Western biomedical model of care. Yet, 
with the increased acceptance of hospice care within the United 

States, more acculturated members of the same cultural group 
believe a death at home with hospice care can be a better experi-
ence than a hospital death.

Cultural Determinants
Culture is a fundamental tenet of palliative care. Hence an opti-
mal model of palliative care must consider the important influ-
ence of culture when an individual is faced with a serious illness 
or limited time to live. The World Health Organization’s defini-
tion of palliative care includes goals such as (a) regard basic dying 
as a normal process of life, (b) neither hasten nor postpone death, 
and (c) offer a support system to help the family cope during the 
patient’s illness and their own bereavement.20 However, patients 
and their families differ in how they interpret, react to, and accept 
these goals. Differences occur in their acceptance of uncertainty 
or loss of control, desire to talk about unfavorable outcomes, and 
readiness to face the reality of a pending death. Healthcare profes-
sionals face tremendous challenges in providing culturally appro-
priate and personalized care to patients and families with their 
own unique worldviews.

Although there is great heterogeneity among cultural groups, 
there are a core group of cultural determinants. These determi-
nants include ethnic or cultural identity, communication, social 
organization, space and time orientation, spirituality and religion, 
and death and dying.47,48 Understanding the role and importance 
of these determinants will help healthcare providers when advo-
cating for patients and their families, encouraging adherence to 
symptom management and treatment plans, and accessing timely 
and quality palliative care. There are six cultural characteristics 
that can significantly impact care, decisions, and communication 
in the palliative care experience. Table 19.2 lists and provides a 
description of each cultural characteristic.

These cultural characteristics are critical aspects of providing 
high-quality and comprehensive palliative care. Two key points 
are also important: first, these characteristics must be taken into 
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account by all members of the palliative care team, and second, 
providers often overlook how their own personal and profes-
sional cultural worldviews affect their clinical care and decisions. 
Healthcare providers need to develop their skills and knowledge 
through ongoing training. Acquiring multicultural palliative 
skills is an ongoing and lifelong process.

The following narrative seeks to illustrate how cultural consid-
erations impact palliative care communication.

Case Study
Mr. G, a 57-year-old Hispanic man, born and raised in the 
United States, is married with two children and owns his own 
business. He has a history of hypertension and diabetes, which 
has been well-managed with medication, diet, and exercise. Mr. 
G. understands the importance of managing his health problems 
and watching for unusual signs or symptoms, particularly of dia-
betes. His insurance is adequate but limits access to specialists. 
Mr. G. would like to get a second opinion about his increasing 
episodes of shortness of breath and fatigue. With the new Health 
Care Reform Act, he changes insurance carriers and makes an 
appointment with a cardiologist. The new physician informs Mr. 
G. that he has severe blockage in his arteries requiring immediate 
bypass surgery. Mr. G tells the physician he must discuss the plans 
with his family, make arrangements with his brother to cover his 
business, and process the information regarding his illness and its 
treatment.

He decides to have the surgery. The day after the operation, Mr. 
G is recovering well and enjoying a family visit with his wife and 
children when he suddenly suffers a stroke. Several medical com-
plications during the stroke leave him in a coma. Mr. G. is trans-
ferred to intensive care where hospital policies restrict the number 
and type of visitors as well as visiting hours. Eventually Mr. G.’s 
condition worsens because of his other chronic conditions. His 
diabetes affects the circulation in his legs necessitating full ampu-
tation of both legs.

Mr. G. has eight siblings who monitor his care and treatment 
decisions. Over the course of his illness, the number and type of 
providers involved in Mr. G’s care continues to grow. There are at 
least three referring physician specialists, various shifts of nurses, 
and other support staff, who pose a growing number of choices 

regarding Mr. G.’s treatment. Mr. G.’s wife asks one brother to 
serve as the family spokesperson when communicating with the 
team. Since the day of the unexpected stroke, discussions between 
Mr. G.’s family and the large healthcare team have been uncom-
fortable and unproductive. The family was unprepared for this 
unfortunate turn of events and believes the information given by 
the various physicians has been conflicting and confusing. Despite 
Mr. G.’s declining health status, the family is adamant that all 
physicians do whatever they can to save his life. The healthcare 
team is concerned about the worsening status of their patient. Mr. 
G.’s brother convinces his wife to ask for a social worker to facili-
tate communication among the physicians, nursing staff, and Mr. 
G.’s brother’s wife, children, and brother.

The social worker convenes a family meeting. During the meet-
ing, Mrs. G and the family tell the healthcare team that no mat-
ter what type of physical limitations Mr. G. will experience, they 
expect the team to keep him alive. One physician asks the family 
to consider Mr. G.’s quality of life since he has been in a coma 
for a month, has had amputation of both lower extremities, and 
suffered severe brain damage due to the stroke. The social worker 
asks the family if Mr. G. had advance directives. They inform her 
there are no directives on record, and, even if there were, they still 
want to do whatever is necessary to keep him alive. They share 
stories with the team about friends who were in comas, woke up, 
and are now alive. They believe Mr. G will have the same outcome. 
The wife tells the team, “Even with my husband’s problems, he 
will still be alive. That’s all that matters.” The meeting ends with-
out resolution on what to do next other than continue providing 
medical care to Mr. G.

This narrative illustrates that families’ and providers’ world-
views differ in how they approach (a) health/illness, (b) advance 
directives, (c) decision-making, (d) expectations and preferences, 
(e)  communication, and (f)  mourning and grief. This family’s 
experience and response to this situational crisis is also reflected 
in the following quote from Meyerstein’s discussing the impact of 
illness on families:

Patient and family members wander in unfamiliar territory, facing 
strange hospital environments, foreign “medicalese” and confusing 
procedures. Family members are thrown off their familiar path and 
have difficulty finding their way back. While the detour has different 

Table 19.2 Cultural Characteristics of Multicultural Palliative Care

Cultural Characteristic Description

Ethnic identity Cultural or ethnic group an individual self identifies with. Factors influencing the self-categorization include country of origin, 
degree of acculturation, reasons for migration, and current geographic residence

Communication Verbal and nonverbal preferences for sending and receiving information. Includes preferences for communication style, 
language, tone, and eye contact

Social organization Networks, groups, and family structure that a person identifies with and uses as sources of social support. Focus on roles and 
status of elders, spouse, children, respected extended family, and other sources of support networks (i.e., church, tribes, enclaves)

Time and space Individual’s and cultural groups’ views toward past, present, and future time. Also pertains to the amount of physical or 
socially accepted space when communicating between individuals

Religion, spirituality, and taboos Source of religious or spirituality used as a source of strength, reference for meaning of life, interpretation of indigenous 
practices and rituals

Death and dying practices Beliefs and practices toward dying, death, and the afterlife as well as norms for expressing grief, mourning, and bereavement
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meanings for individual family members, sustaining one’s spirits 
and preserving identity in the face of illness is a challenge.34

Understanding the general nuances of these cultural phenom-
ena can be helpful to providers when communicating and 
making decisions with culturally diverse patients and families 
about palliative care needs. Table 19.3 provides a summary of 
the issues the family faced, the cultural characteristics from 
which the issues originated, and assessment strategies to help 
enhance intercultural communication between the family and 
providers.

Practice Implications
America is becoming increasingly heterogeneous, thus increas-
ing the likelihood that healthcare providers will be called upon 

to care for a patient and family with unique worldviews toward 
palliative care. The combination of these nuances coupled with 
the complexity of palliative care require healthcare providers to 
integrate explanatory models of illness, death, and dying with 
biomedical models of care in their consultations with culturally 
diverse populations.

Methods to reduce disparities in palliative care must be multi-
level and culturally appropriate. Six recommendations may help 
develop cultural competency in the delivery of palliative care: 
these include (a) providing culturally competent training pro-
grams for providers, staff, and administrators to increase their 
knowledge and skills in this area; (b) providing an interpreter or 
translation services for different languages, including American 
Sign Language; (c) coordinating care with traditional healers 
(when preferred by patients and their families); (d) integrating 

Table 19.3 Intercultural Communication in the Case of Mr. G

Issue Cultural Characteristic Intercultural Communication

Patient and family are of Latino heritage whose 
worldviews of health and illness may be a 
combination of traditional cultural values and 
biomedical model of care

Ethnic identity

NCP guideline states: “the cultural 
background, concerns, and needs of 
the patient and family are elicited and 
documented”18(p57)

Patient–family–provider clarification of the patient’s and his 
or her family’s self-reported ethnic identify would help guide 
planning and management during this hospitalization.

Although intake forms may state: Latino/Hispanic male, discussion 
on how this label is operationalized by the family would be helpful.

Verbal and nonverbal communication impacted 
the family’s perceptions of the patient’s condition 
and prognosis. The need to have so many different 
providers made it difficult to establish trust and 
an open relationship, which was needed in this 
family crisis.

Communication

NCP guideline:

“Communication should occur in a language 
and manner that the patient and family 
understand”18(p57)

Family conferences with each referring physician as well as 
an interdisciplinary meeting between all providers and family 
members would be helpful from the moment the crisis began.

Providers could schedule regular meetings at times when the 
family could find time in their daily routine.

Entire team could communicate across disciplines/shifts 
regarding who the family’s spokesperson is, language 
preference, and initiation of preferences for scheduling family 
conferences

Mr. G. had a nuclear and extended family, 
which formed a collective group to help shape 
decision-making and communication.

Social organization

NCP guidelines state: “Communication 
in all forms, with the patient and family 
is respectfully towards their cultural 
preferences regarding disclosure, truth-
telling, and decision-making”18(p57)

Acknowledgement and inclusion of the collective as a whole 
in this crisis would aid in establishing trust and rapport with 
the family

Even with HIPAA regulations, just asking about the family and 
acknowledging their roles would be meaningful to cultural 
groups who value collectivism.

After Mr. G. transfers to the ICU, the family’s time 
with him is extremely limited due to his poor 
condition and strict policies regarding number of 
visitors and visiting hours.

Time and space

NCP guidelines state: “Cultural needs 
identified by the team and family are 
addressed in the interdisciplinary team care 
as outlined in Domain 1”18(p57).

Social worker or case manager could advocate for staff to relax 
the policies given the worsening condition of the patient.

In addition, a designated staff member could serve as the 
“go-to person” for the family regarding changes in the  
patient’s status.

Family had strong beliefs and faith but did not 
have a regular faith-based facility.

Religion, spirituality, and taboos

NCP Domain 5:

Spiritual, religious, and existential aspects of 
care18(p48)

Once religious preferences are confirmed with the family, 
providers could ask the family if they wished to have a member 
of clergy speak with the family or pray for the patient.

Clergy could also be invited to family conferences to help 
families deal with bad news about the patient’s conditions.

Family’s preferences and expectations for the staff 
are to keep Mr. G alive no matter how bad his 
condition becomes.

Family is using their worldview and narratives from 
social support networks to build hope that Mr. 
G. will come out of his coma.

Death and dying practices

NCP guidelines state “program aims to 
respect and accommodate the range of 
language, dietary, and rituals practices of the 
patient and their family”18(p57)

Communication among the patient, the family, and providers 
about living wills and advance directives with the patient 
before his surgery would help family and staff in managing and 
treating the patients during the various episodes of crisis.

Palliative care communication initiated at admission would 
also help the family understand the purpose of advance 
directives and goals of palliative care, and assess the family’s 
worldviews toward end-of-life care.

Note. NCP = National Consenus Project.
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community health workers or patient navigators to provide cul-
tural linkages, build trust, and help with provider–patient com-
munication; (e) including family, friends, and other members 
of the extended kinship network to help make decisions and 
encourage adherence with appointments or treatment regimens; 
and (f) recruiting and retaining minority personnel.

Conclusion
Culture impacts every patient–family–provider meeting, and 
each group brings its own unique background to the encounter. 
Thus the potential for cultural clash and ineffective communi-
cation during these encounters is a reality. In fact, conflicting 
worldviews have been cited as barriers in establishing effective 
provider–patient relationships. Poor provider–patient com-
munication can also contribute to disparities in palliative care. 
Thus these factors support the need for healthcare providers to 
communicate, assess, and provide care that is culturally and lin-
guistically appropriate. Nonetheless, it is challenging to translate 
these goals into standard models of palliative care. One way to 
achieve these goals is to regard patient/family cultural world-
views toward palliative care as a positive strength that, as a col-
lective partnership with healthcare providers, can be used to help 
the patient achieve an optimal quality of life across the palliative 
care trajectory.
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CHAPTER 20

Family Conversations 
About In-Home and 
Hospice Care
Wayne A. Beach, Kyle Gutzmer, and David M. Dozier

Introduction
In A Natural History of Family Cancer,1 the story is told of how 
family members talk about and through terminal illness on the 
telephone. Over 13 months and across 61 phone calls, from diag-
nosis through treatment to the eventual death of a wife/mother/
sister (two hours following the last recorded call), these materi-
als provide rare insight into communication throughout a family 
cancer journey. The recordings are unique and critically impor-
tant because they represent the only known corpus, in the history 
of the social and medical sciences, of an actual family who some-
how coped with, but understandably could not fully control, “the 
trials, tribulations, hopes and triumphs of cancer.”1(p10)

As with most if not all medical diagnoses, the course and tra-
jectory of cancer is replete with uncertainties and fears about 
unknown futures.2 Few guarantees can be provided that com-
plete remission and healing will occur. For this family, death 
ensued as a loved one’s life was lost to a spreading disease that 
lengthy and concerted medical interventions could not over-
come. While this families’ recorded experiences offer remark-
able and even extraordinary glimpses of the human social 
condition, these conversations are at the same time altogether 
routine and “strikingly familiar to all who have encountered 
them.”1(p9) With nearly 600,000 annual cancer deaths (> 1,500 
each day) in the United States,3 communication about cancer is 
exceedingly normal. And like many patients and family mem-
bers facing terminal illness, hospice care was involved in the 
later stages of life to assist with caregiving, management of pain 
and suffering, symptom control, and creation of a supporting 
environment promoting comfort and compassion for others in 
need. In 2012, approximately 1.1 million deaths were managed 
under the auspices of hospice.4 This is not intended to dimin-
ish the many challenges faced by this particular family or the 
interactional orientations and practices used to manage recur-
ring problems. Rather these conversations offer a rich resource 
for understanding social life in the very midst of an ongoing 
family crisis and provide important case studies about ordinary 
family experiences for palliative care researchers and clinical 
professionals. When actual patient and family communication 

is closely examined, key insights and intervention strategies 
become available in new and profound ways. From close exami-
nation of interactional materials, enhanced knowledge and 
understandings can be utilized to improve communication skills 
and thus provide unique opportunities to deliver palliative care 
more compassionately and effectively.

By examining naturally occurring interactions, and making 
these materials available to diverse health and palliative care com-
munities, we extend previous work that examines critical topics 
such as patient–provider interactions,5 pressures on family rela-
tionships,6 stressors inherent to caring for dying patients,7 how 
emotional moments can facilitate connections between patients 
and physicians,8 and routine problems associated with delivering 
and receiving bad news.9–11 It is also clear that end-of-life dis-
cussions are essential for improving quality of care,12 including 
communicating a hope to patients that is not located in physical 
outcomes alone.13

However, there are considerable methodological limitations 
that constrain direct access to naturally occurring interactions. 
For example, morbidity and mortality are often main outcome 
measures of palliative care. Jocham et al. write, “traditional indi-
cators of the health intervention outcomes, namely mortality and 
morbidity, are insufficient or inadequate: hence, there is a need to 
extend the scope of research in palliative care by addressing differ-
ent objectives.”14(p7) They recommend including evaluation mea-
sures of patient quality of life, including psychological and social 
dimensions such as communication.

Limitations also exist with survey-based methodologies for 
assessing communication throughout palliative care. Previous 
communication research focused on palliative and cancer care has 
mostly utilized patients’ self-reports.1,15 As de Haes and Teunissen 
observe, “few studies focus on what happens in communication in 
palliative care … the practice of palliative communication thus 
remains unseen.”15(pp348–349) Similarly, Back and colleagues11 sug-
gest that surveys assessing miscommunication about prognosis 
are limited. Because “the actual conversation was not analyzed, 
it is unclear what the physician said or whether the physician 
allowed a misconception to persist. Thus, although these studies 
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suggest that communication could be improved, the reasons it 
failed are unclear.”11(p1902) The authors indicate that examination 
of real-time, grounded communication is necessary in order to 
more accurately assess communication in these settings.

Recent efforts to examine audio recordings of patient–care-
giver dyads and hospice nurses in home settings have begun to 
remedy these methodological limitations. Attention has been 
given to how patients and caregivers express concerns and 
display distress and, in response, how nurses manage these 
emotions.16,17

In this chapter we address three primary resources for pro-
moting research and education across palliative care networks. 
First, we examine what has not been available in palliative care 
research and practice: a series of recorded and transcribed con-
versations between family members, which represent scenes 
involving the trials and growth opportunities of transitions to in-
home and hospice care. Interactions about daily circumstances 
include sharing perspectives on the mother’s dire health condi-
tion, challenges associated with caring for a dying loved one at 
home, and the significant contributions of a hospice nurse, who 
has recently entered their lives to deliver support and medical 
expertise. Second, we describe how these family phone conversa-
tions have been adapted into a professional theatrical production 
titled When Cancer Calls. … 18 Funded by the National Institutes 
of Health/National Cancer Institute (CA144235), thousands of 
audience members (patients, family members, and healthcare 
professionals) have reported being significantly impacted by 
experiencing this production in which all dialogue is drawn from 
real-time, naturally occurring phone conversations comprising a 
family cancer journey. Third, readers are provided with a glimpse 
of audience members’ reactions, drawn from a sampling of post-
viewing talkback and focus group sessions. These comments 
highlight the power of integrating the social sciences with the 
arts and offer testimony to why all persons dealing with health 
and illness (personally and professionally) can benefit from view-
ing and talking about When Cancer Calls …. The chapter con-
cludes with implications for integrating these conversational and 
theatrical resources into palliative care research, education, and 
training.

Scenes From Family Conversations 
About In-Home and Hospice Care
The following analyses of four transcribed excerpts are drawn 
from a single phone call involving a father, son, and mother 
(dying cancer patient). Mom is in her early 50s and was diag-
nosed with what she described to Son (call #2) as a “large cell 
cancer.” Other conversations between Dad and Son suggest that 
the primary site for Mom’s cancer was her lungs. Despite radia-
tion, chemotherapy, and various medications, the cancer quickly 
spread to her adrenal glands, kidneys, and spine. It is not known 
exactly when a terminal diagnosis was rendered by physicians, 
but throughout this journey her husband of 30 years was her pri-
mary caregiver. In his late 20s, and within two months of Mom’s 
diagnosis, Son moved from San Diego to Texas to continue his 
graduate education. He regularly calls for updates about Mom’s 
condition.

Prior to Excerpt 1 Mom had, for some time, been in and out of 
the hospital to receive extensive radiation treatments in hopes of 
minimizing tumor growth. These treatments were progressively 
ineffective. Frequent infections also required intravenous anti-
biotics. More recently, attempts to manage Mom’s pain involved 
various combinations of pills, liquids, injections, and increased 
dosages of morphine to reduce her discomfort. As worsening con-
ditions reduced her strength and mobility, and the continual use 
of a wheelchair became necessary, decisions were made to keep 
her in the hospital for an extended period to more closely moni-
tor and accommodate her failing health. The clinical interactions 
comprising these events were not recorded, as a part of the fam-
ily phone call corpus. However, discussions must have occurred 
between healthcare staff, Mom, and Dad that eventually advised 
releasing Mom from the hospital, preparing for in-home care, and 
overviewing (perhaps encouraging) the probability of hospice 
involvement.

“Normally, as hospice care is provided only during the last 
six weeks of a patient’s life, the doctor’s recommendation marks 
a significant development in the family cancer journey. A shift 
from curative to palliative occurs, and in the case of this fam-
ily, a critical juncture is arrived at: it is realized, and acted 
upon, that because her disease is not curable, ensuring her 
comfort must be given increasing and focused attention. Yet, 
even though the expectation of death looms, and she is beyond 
medical recovery, considerable and ongoing interactional work 
(e.g., regarding hope, acceptance, grief, and very practical mat-
ters of day-to-day care) occurs and is designed to organize the 
environment needed to progressively move toward, and beyond, 
death.”1(pp183–184)

We employ conversation analysis, a rigorous research method 
for closely examining how speakers make available their 
moment-by-moment understandings of unfolding interac-
tions.19–21 Emphasis is given to how participants work together 
to produce and manage social actions that, by definition, can-
not be produced alone.22–23 A priority for conversation analysis 
is to provide warrantable claims about how primary practices 
and patterns of everyday communication are “grounded in the 
conduct of the parties, not in the beliefs of the writer.”24(p476) As 
in the following, naturally occurring transcriptions of audio and 
video recordings are made available for inspection and special-
ized transcription notation symbols are used for analyses (see 
appendix).

“They Will Not Just Warehouse Her.”
In Excerpt 1, Dad and Son focus on the hospital to home tran-
sition. These moments vividly portray the kinds of normal 
misunderstandings and caregiving problems that arise when 
family members experience in-home care. This phone call 
occurred soon after Mom was released from the hospital and 
at the onset of hospice care. While the family members by now 
fully recognized that tumor control was unsuccessful and that 
Mom was dying, they were, of course, not aware (as Excerpt 3 
reveals) that her death would occur in only three to four weeks. 
The difficult realities of in-home care are previewed in lines 1 
through 7.
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When Son asks Dad how Mom’s being home is “going,” Dad reports 
“A:::hhh (.) tough” (lines 3–4). When Son next asks who it is “tough” 
on (line 5), Dad responds with “All of the above” (lines 5–6). In 
response to this news,25 and with some dysfluency (i.e., cut-off 
words) indicating the delicacy of his question, Son next asks, “is it 
worth it?” (line 9). It is important to clarify, based on earlier calls, 
Son is well aware of the extensive efforts needed to adequately care 
for Mom. He also knows that for many months following Mom’s 
diagnosis, trained healthcare professionals in a hospital setting have 
provided systematic and technical efforts to treat her cancer. Son 
is thus not questioning the critical need to provide quality care for 
Mom but the decision to move her home, knowing (and now real-
izing) that the burdens of doing so will be considerable “on every-
body.” But when Dad states, “It’s not a choice” (line 11) and “They 
discharged her” (line 13), it is clear that Son was not aware of these 
circumstances. Based on his change-of-state “O:h.”26 in line 14, he 
apparently was not informed about who had made these conse-
quential decisions or when they were made. Son was living in Texas 
throughout most of these phone calls, and Mom and Dad were 
living in California. As Son’s “is it worth it?” in line 9 illustrates, 
updating and responding to good and bad news27 over time, and 
especially long distance on the telephone, requires extensive efforts 
by families to inform, and at times clarify possible sources of confu-
sion, about a loved one’s health condition and care status.

With Dad’s “They will not just warehouse her” (line 15), an 
inhumane institutional image is invoked, depicting some kind of 

impersonal repository, where patients are placed as dying is under-
way. He also displays recognition that by “not” warehousing her, 
healthcare team members can and do promote humane concerns 
that dying occur with comfort and dignity. Dad continues (lines 
17–19) by reporting the doctor’s advice to take Mom home, “handle 
her with hospice,” and provide more comfortable surroundings as 
her dying progresses. However, Dad also reports that Mom was not 
particularly “thrilled” about going home. As later calls reveal, Mom 
was worried that home care would not provide adequate pain man-
agement, as well as about her lack of ability to adequately respond 
to needs that were increasingly troubling (e.g., sleeping, eating, and 
nausea). Dad also had a full-time job, and it was not yet clear who 
was to be spending time with Mom in his absence (e.g., her sister, 
friends, hospice nurse). These are normal ambiguities that need to 
be addressed as transitions to home and hospice care occur.

“I Kinda Screwed Up the Medication”
One routine problem experienced by family members involves learn-
ing how to administer medications. In the following excerpt, Dad’s 
story about “I kinda screwed up the medication” (line 5) exemplifies 
one of the primary reasons Mom was not “thrilled” about being dis-
charged from the hospital: the possibility of inadequate pain man-
agement. Here, Dad’s mistake was rooted in his understanding that 
the doctor’s instructions (lines 5–9) for giving Mom pain pills “three 
times a day” translated into “breakfast, lunch, and supper” (line 11).

1) SDCL: Malignancy #41: 4–5

1 Son:  I understand mother is home?
2 Dad:  Yes she is.
3 Son:  A:nd how is that going.
4 Dad: A:::hhh (.) tough.
5 Son:  pt On everybody on her on you, o:n who?
6 Dad: All of the above.
7 Son:  Oka:y.
8 Dad: Uhm. =
9 Son:  = Is it w—i—this sounds terrible t’say (0.2) is it worth it?

10    (0.3)
11 Dad:  It’s not a choice.
12 Son:  Okay.
13 Dad:  They discharged her.
14 Son:  O:h.
15 Dad:  They will not just warehouse her.
16 Son:  O::h okay.
17 Dad:  Doctor said you know, take her home (.) handle her with hospice
18     and she can be the:re. And know she’ll probably like the
19     surroundings better etcetra. And she wasn’t overly thrilled but,
20     .hhh hhh you know.
21 Son:  Hmm.

2) SDCL: Malignancy #41: 6–7

1 Dad: And then we came home, and ah (0.2) e:::h she spends a lot of
2    time sleeping, or at least dozing partially because of the medication
3    etcetra.
4 Son:  Sure.
5 Dad: I kinda screwed up the medication on Friday because (.) doctor
6    wrote out the whole set of instructions on all the pills that she takes
7    and how often and all that stuff. .hh I don’t know—I guess in my
8    mind, I hadn’t thought it through too well. But she said y’know,
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9    particular pain medicine should be three times a day.
10 Son: Mm [hm.
11 Dad:     [Y’know fine—breakfast, lunch, and supper.
12 Son: O:h so you didn’t have anything to go through the night with.
13 Dad: Yeah [()] =
14 Son:      [Oops.]
15 Dad: = Took y’know—like the best shot at it and missed.
16 Son: Mm hm.
17 Dad: Four or five o clock in the morning everything hurt like hell, and
18    she’s frantic and all that kind of business. (.) So I gave her a couple
19    a pain pills and then (.) that calmed her down a little. But it still
20    hurt. An’ then Saturday morning there was u:h gal who does-
21    some kind of a visiting nurse. But this was an introduction and
22    so forth for the hospice stuff.
23 Son: Mm hm.
24 Dad: So she was here some. (.) She said well, let’s give her two more.
25    We gotta get the pain to calm down. An’ then she went through
26    and explained to me y’know, this is got to be two pills every eight
27    hours and now we’re on a six a.m., two p.m., ten p.m. She says you
28    gotta wake her up, give her the pills, and let her go right back to
29    sleep.
30 Son: Mm hm.
31 Dad: (Pills) are time release morphine and it’s got to be very specifically,
32    you know.
33 Son: Mm hm. hhhh
34 Dad: Hours between-.hh oh okay that leveled that out and the rest of the
35    stuff you know is not so critical because they’re a couple of
36    antibiotics and they’re normal (medications) an’ that kind of junk.

The problem with Dad’s commonsense solution (i.e., a pill with 
every meal) was quickly surmised by Son, as he realized that Mom 
had no pain medications through the night (line 12). His following 
“Oops” (line 14) relies on a common practice indicating the occur-
rence of (typically) unintentional mistakes. As Dad describes, he 
took his “best shot at and missed” (line 15), well-intended actions 
that nevertheless caused Mom to “hurt” and be “frantic” (lines 
17–20).

The remainder of this excerpt (lines 20–36) focuses on how a 
newly assigned hospice nurse introduces the care that will be pro-
vided, helps Dad figure out how to “get the pain to calm down” 
(line 25), and overviews a schedule for giving Mom her pills every 
eight hours—even if she has to be awakened in the middle of the 
night (which was news to Dad). From Dad’s reporting, it is clear 
that the timing and expertise of the nurse’s involvement was criti-
cal for providing quality care for Mom and also for minimizing 
stress and anxiety triggered by not knowing how best to care for 
her needs. The medical expertise attributed to the nurse stands in 
stark contrast to Dad’s own lay language and orientations—for 

example, “all that stuff. .hh I don’t know—I guess” (line 7), “hos-
pice stuff” (line 22), “the rest of the stuff” (lines 34–35), and “that 
kind of junk” (line 36).

From Excerpt 2, it is apparent that being a lay family member, 
untrained in the technical details of in-home medical care, can 
result not only in mistakes made (and owned) but in glossed lan-
guage displaying a lack of knowledge about fundamental caregiv-
ing procedures.

“What’s the Doctor Saying … You  
Do This for the Ones You Love”
The following extended excerpt provides a lens revealing three 
contiguous, interrelated, and key dimensions of family members’ 
experiences:  (a)  trying to figure out how long Mom has to live 
(lines 1–13); (b) attempting to diagnose her deteriorating medical 
condition (lines 15–39); and (c) Assessing how Dad is doing, the 
moral choices and obligations, and practical consequences of car-
ing for a loved one at home (lines 40–72).

3) SDCL: Malignancy #36: 12–14

1 Son: So what’s—what’s the doctor sa:ying hh in terms of.hh you know
2    what’s going on ti:me wise and all the rest of this business.
3 Dad: We have no: time estimate. The gal ask—asked me that yesterday-
4    you know, did the doctor give you any indication as tuh.hh
5    what kinda time frame we’re looking at. An’ I said nope, zilch.
6    She said you know, take her ho:me. She can do as well the:re.
7    We’ll keep her medicated an’ comfortable. We got an appointment
8    with the doctor in no::w, two weeks I guess. But um, I have no idea
9    what the time frame is.=

10 Son: =Wo::w. .pt .hhh Phew, (0.2) Yuck, huh.
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11 Dad: (At the rate) it’s—it’s deteriorating a:h (.) my guess is it’s still
12    y’know gonna be between now an’ the end of the year. But I
13    certainly don’t know that based on a damn thing other than that.
14 Son: Well you know, you start to wonder how much more can fall
15    apart and jus—an’ still be alive.
16 Dad: Mm hm.
17 Son: You know ‘cuz Je:sus, everything seems to be shot, yiknow. .hh
18    I mean at some point you’re gonna have to wonder.hhh hh if
19    there’s gonna be even anything in there to start pushing these pills
20    around, you know.
21 Dad: Well you know, her heart’s still strong and some of the rest of the
22    things are still strong. So until some vital—vital organ really goes
23    to hell—a::h you know you—I don’t know what (.) what the a:h (.)
24    what the hell you call that y’know how you would die of bo:ne
25    decay.
26 Son: .hh Yeah, you wouldn’t die necessarily of that although you jus’
27    [hurt like hell.]
28 Dad: [()]
29 Son:  Yeah.
30 Dad: But you know that’s—that’s not crucial.=
31 Son:  =No.=
32 Dad: =And that’s where a lot of the tumors are at this point. Y’know
33    spi:ne, hip, legs—an’ that kind of business. (0.4) Y’know hell that’s-
34 Son: You would think the spine could be the sort of thing that
35    would disrupt-
36 Dad: Well ultimately it’ll start pressin’ on the co:rd and cause nerve
37    problems.=
38 Son:  = Yeah. =
39 Dad: = But you know I don’t know what that will do.
40 Son: Je:ez. .hhh hh pt So are you—are you doin alright? (.) Under the
41       circumstances—pardon.
42 Dad: Most of the time. A::h, you—you can’t (.) can’t dwell on it if you will
43    jus’ because you drive yerself crazy. So you say okay (.) it’s under
44    control for now. I will do what I have to do and that is keep her
45    comfortable, keep her fed, y’know keep her warm all that kind of
46    stuff it makes it easier—as easy as I can.
47 Son: Mm hm. And that’s really about it, huh.
48 Dad:       Yeah, like grandmother with Aunt Ester.=
49 Son: =Yeah.
50 Dad: I a—I y’know a::h, hell of a lot of life isn’t a choice y’know, and you
51    do this for the ones you love. An’ so it’s y’know, bill payin’ time.
52 Son: Yeah.hhh hh whew.
53 Dad: And yes it gets tough at times y’know, ‘cuz you’re tryin’ to be
54    nice an’ you’re tryin’ like hell because you hover:, or you get hell
55    because you’re not doin’ what she wants, or you know. But (.)
56    y’know, she asks for somethin’ and then okay I’ll go do that.
57    And by the time you get back, that’s not what she wanted an’ =
58 Son:  = Mm hm. =
59 Dad: = whatever. =
60 Son:   = Yeah.
61 Dad:  A:nd (.) it’s not rational behavior so you—y’know you gotta stop-
62    think wai:t a minute (what’s goin on,) stay pleasant overall an’
63    and don’t get all bent out of shape over it.
64 Son:  Right.
65 Dad: And I don’t always do that too gracefully.
66 Son:  Heh [heh heh.]
67 Dad:   [Heh heh.]
68 Son: That’s right, this is gonna teach ya tolerance like nothing else in
69    the world, huh.
70 Dad: Oh yeah, yeah I guess.
71    (0.3)
72 Dad: A:::h well.
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Because there are so many important moments in this excerpt, it 
is not possible here to even begin to unpack how Dad and Son nav-
igate their way through this series of critical topics. Only selected 
observations are offered in the following about each of the three 
sets of actions already previewed.

How Long Does Mom Have to Live?
In lines 1–2, Son’s question assumes that the doctor has 
informed Dad about how long Mom has to live. But Dad’s “We 
have no:  time estimate.” (line 3)  makes clear that the doctor 
knowingly, and/or willingly, did not speculate about Mom’s 
remaining time. It is unclear whether the “We” references 
just the family or includes the doctor and hospital nurse, but 
Dad’s next “The gal” (line 3) does refer to the hospice nurse. 
Both the son’s and the nurse’s questions, as well as Dad’s over-
all demeanor, exemplify how those involved in caring sub-
ordinate themselves to medical authority:28–29 Doctors are 
more frequently treated as experts, capable of discerning time 
remaining until death. For example, Dad does not render his 
own specific opinion in lines 3–9 but does report (lines 7–9) an 
upcoming appointment with the doctor. And on lines 11–13, 
his “guess” (see also lines 8–9)—that Mom will die between 
now and the end of the year—is followed with a strong caveat of 
not knowing a “damn thing other than that”(though, in retro-
spect, we can conclude that Dad’s prediction was correct: Mom 
died in late November).

However, slightly less than one month earlier, during phone 
call #12, Dad and Son were speculating that Mom might die “over 
the Christmas holidays or something.”1(p199) Yet the same doc-
tor’s ability to render an accurate prognosis was discounted by 
Dad’s stating “she’s only got an educated crystal ball.”1(p199) So 
it is clear that Dad and Son have a history of recognizing that 
predicting time of death is fraught with ambiguities and inac-
curacies. These instances add another case study, but an interac-
tionally grounded set of actual circumstances to long-standing 
discussions about how time until death gets managed in pallia-
tive care.10,11,15

Note that talk about how long another has to live is not only sub-
ject to miscalculation but can be difficult and stressful for those 
coming to grips with the inevitable unpredictability of dying and 
death. Son’s triggered response, “= Wo::w. .pt .hhh Phew. (0.2) 
Yuck, huh.” (line 10), offers a series of response cries30 reflecting 
the power and significance of being caught up within moments 
assessing the duration of Mom’s life.

Making Sense of Mom’s Deteriorating Condition
One version of “lay diagnosis” draws attention to how patients 
and family members not formally trained in biomedicine attempt 
to describe and understand phenomena such as the nature and 
impact of disease on bodies, organs, and neurological systems.31 
In lines 15–39, that is essentially what Dad and Son are doing, 
as they “wonder” (lines 13 and 18), speculate about, and with “I 
don’t know” (lines 23 and 39), generally claim insufficient knowl-
edge32 about physiological deterioration of organs, bone decay, 
and spinal and nerve problems. Despite the knowledge and abil-
ity to understand the delicate and often complex organization of 

biomedicine, attempts to do so are a preoccupation with patients 
and family members. Subordination to medical experts occurs, 
in large part, as a consequence of this fundamental lack of knowl-
edge, which also creates windows of opportunity for doctors, 
nurses, and other healthcare staff to inform and educate about 
bodily processes.

Dad and Son know that Mom’s condition is deteriorating but not 
how her condition is failing or the rate of deterioration. And not 
having the knowledge that comes from the kinds of cases health-
care staff have previously managed, which may facilitate (but not 
guarantee) prediction and basic understandings of the underly-
ing mechanisms causing death, underlies the inability of Dad and 
Son to prognosticate Mom’s death with any sense of accuracy. 
Importantly, however, patients and family members are often 
curious about these details, which may or may not be addressed 
openly with doctors and nurses, depending on what topics are 
raised and how participants pursue and/or avoid addressing bio-
medical concerns that arise.

Moral Choices, Obligations, and Consequences
In the final section of Excerpt 3 (previous lines 40–72), as Son 
shifts to “are you doin alright?,” the attempts to figure out Mom’s 
bodily systems are rather abruptly closed down in favor of how 
Dad is coping with these difficult challenges. Unlike biomedical 
systems, Dad’s personal experiences provide a basis for epistemic 
authority: He is able to access and speak more directly about his 
daily caregiving incidents and choices. Though seemingly not 
intentional, Dad lays out a moral framework guiding his caring 
for Mom.

In marked contrast to Bergman’s depiction of gossip as reveal-
ing a “morally contaminated character,”33(p99) Dad exudes a 
self-effacing, humble, and committed mode of social conduct 
characterizing what love does:34

♦ He tries not to dwell too much on his problems, which would 
“drive yerself crazy” (line 43) but strives instead to recognize 
that his caregiving is under control, as he “does what I have 
to do” in caring for Mom: provide comfort, food, and warmth 
(lines lines 43–46).

♦ He recognizes that a “hell of a lot of life isn’t a choice,” this 
is what people do for “the ones you love,” and that it’s “bill 
payin’ time” (lines 50–51)—bills being inevitable but typi-
cally not-looked-forward-to obligations comprising everyday 
living.

♦ When wrongly blamed for simply trying to help Mom out (lines 
53–57), he gives priority to forgiving and working to remain 
“pleasant overall” (lines 61–52).

♦ He also displays the value of being graceful, in admitting fail-
ures (line 65).

To summarize, a discourse of caregiving morality is sketched and 
made available to Son.35–36 These actions display reasonable, hon-
est, and decent concerns for Mom and family. In response, Son 
recognizes the power and importance of learning “tolerance” 
(lines 68–69).

Overall, Excerpt 3 provides deep and otherwise inaccessi-
ble insight into how Dad and Son commiserate about inherent 
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uncertainties of dying and eventual death. Deference to, and thus 
reliance on, medical authority is necessary for family members. 
Yet it is also possible to inquire about, and portray a basic moral 
philosophy of, what it can mean to accept the responsibility of 
remaining stable in the midst of doing what one can to provide 
loving care.

“It’s Nuts Around Here … It  
Hurts … and They Help Me a Lot”
During Excerpts 1–3, Mom had been sleeping. She is now awake 
and is able to speak with Son. Just prior to line 1, Son had informed 
Mom that he will be traveling home for Christmas.

4) SDCL: Malignancy #36: 28–29

1 Mom: Well I don’t know what to say. All I know is it’s nuts around here.
2 Son:  Mm hm. (.) pt So what are ya doin’ with yerself during the day,
3       mostly sleeping?
4 Mom: Yeah. .hh hh Oh jeez it hurts uu:gh. It just hurts when I do things
5       like lay down—lay down. An’ it hurts when I do this, it hurts when I
6      do that. Nothin’ I can do.
7 Son:    Huh. Just everything hurts, huh.
8 Mom: Yeah.
9 Son:    Have they gotcha on somethin that—that ke[eps that down I hope.]

10 Mom:                       [Oh yeah. Oh yeah.]
11 Son:  Oh that’s good.
12 Mom:  Yeah, fer sure.
13 Son:  Otherwise it would probably drive you nuts huh.
14 Mom:  It would certainly.
15 Son:  Heh heh heh. I understand you have someone coming by now
16      like uh a, nurse ’er something.
17 Mom:     Yep.
18 Son:     Whuttiz she do.
19 Mom:   Yesterday she kinda talked a lot.
20 Son:  Oh heh heh heh. .hh hh Well shoot you could uh—=
21 Mom:  Yeah [()
22 Son:                [=You could do—you can get a lotta people to do that.
23      Just turn on the radio hu[h.
24 Mom:                [Right. An’ we jus’ sit there an’ talk.
25 Son:  Mm hm. (.) Well I suppose that’s nice though. An’ having somebody
26          to talk to (.) y’know does she—is she going to do that regularly is
27           that-
28 Mom:      Yeah. And they help me a lot.
29 Son:  Part of the [plan.
30 Mom:               [() Yeah it’s like one—one knows when she comes in
31       an’ she does somethin’.
32 Son:  Mm hm.
33 Mom:  It’s a regular thing. Um, she’ll come in every once in a while.
34 Son:  Mm hm.
35          (2.0)
36 Son:  Well that’s kinda nice though I mean at least you got.hh
37     somebody—an’ you’re not gonna be snotty with her like Aunt Ester
38     was with the one that came to see her, huh.
39 Mom:   Right.
40 Son:  Huh heh heh heh heh.

Mom’s response to son’s “Christmas” announcement (line 1) does 
not express the kind of enthusiasm mothers would normally share 
with their children when hearing about plans for a visit. There are 
three primary and legitimate reasons that explain Mom’s lack of 
excitement.

First, she begins by stating that she does not know what to 
say, and that “it’s nuts around here.” In this way Mom indirectly 
informs Son that it is not normal, but chaotic, in the house now. 
Mom not only displays recognition that she has been released 

for in-home care but that such care requires coordination and 
visits from new people (e.g., the hospice nurse). In reality, their 
home is being transformed into a caring facility capable of man-
aging Mom’s failing health. It would thus be understandable, 
from Mom’s point of view, that she does not know what to say 
about a changed and “nuts” home that Son is planning to visit. 
In this important sense, it is not likely to be the typical (and 
hoped-for) relaxing and peaceful Christmas visit (approximately 
six weeks away).
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Second, Mom continues by repeatedly stating that “it hurts,” and 
there’s “Nothin’ I can do” (lines 4–6). At the time of this call, Mom 
had just awakened and (as evident when hearing the call) was also 
heavily medicated for the pain she was experiencing. Considerable 
and ongoing pain certainly curbs Mom’s ability and motivation to 
be able, or willing, to create a home holiday environment.

Third, a “business as usual” versus “business at hand”37 contrast 
is at play in this episode. With Son’s prior announcement that he is 
planning to come home for Christmas, he initiates a “business as 
usual” topic and orientation to family matters: a son plans to come 
home from college for Christmas vacation. We can only speculate 
that Son may have announced such plans so as to add normality, 
even hopefulness, to these trying family experiences. As discussed 
previously from Excerpt 3, Dad and Son had discussed the pos-
sibility of Mom dying over the Christmas holidays. But, of course, 
Mom was not aware of this discussion, and Son may well be mak-
ing plans as usual, until events might alter regular scheduling (as 
indeed they did, since, as noted, Mom died in late November). In 
any case, and as evident in Mom’s responses, an abnormal “busi-
ness at hand” is in play (i.e., managing Mom’s chronic and likely 
terminal illness) that justifiably trumps regular scheduling.

Given the “nuts” home environment, Mom’s pain and medica-
tion, and a natural (even habituated) tendency by Son to make 
plans “as usual,” it can now be seen that, and how, a mother’s 
response to her son’s (otherwise innocuous) vacation offering has 
little fervor. These are the kinds of impacts and interactional pre-
dicaments that emerge whenever family members are faced with 
significant changes in life-world experiences. Bad news events can 
“rupture” ordinary communication27,38–40 and significantly alter 
social relationships, including (as in this case) normal routines for 
handling routine family affairs.

The remainder of Excerpt 4 involves discussion about a series 
of topics related to in-home hospice care: the nurse being able to 
manage the pain (lines 9–14); regular visits by the hospice nurse 
who talks (line 19) yet helps Mom “a lot” (line 28); and how nice 
it is for Mom to have a skilled medical professional who also pro-
vides good company (lines 25 and 36). As Son puts it, these activi-
ties are “Part of the plan.” (line 29), an assessment Mom next (line 
30) agrees with and a particularly apt way of describing primary 
goals of hospice and palliative care.

It should also be noted that it is exceedingly normal for these 
family members to be humorous throughout otherwise serious 
topics, such as Son’s attempt to compare a nurse’s “talked a lot” 
(line 19) with “Just turn on the radio.” (line 23). Or how nice it is 
for Mom to have someone spend time with her and provide medi-
cal care, but only in hopes that Mom will not be “snotty with her 
like Aunt Ester” (line 37). In both instances, Son laughs (lines 20 
and 40) and Mom does not, one of many curious set of occur-
rences in laughter involving attempted humor that are not closely 
examined herein41,42 yet are prominent features of talk about can-
cer and most other illness journeys.

When Cancer Calls: Moving From Empirical 
Description to Creating an Effective Health 
Intervention and Campaign
The scenes we have briefly examined here are drawn from only 
portions of a single phone call. Analyzed chronologically, as a 

series of key moments occurring within a month of Mom’s death, 
they reveal the considerable power and potential impact they 
might have on patients, family members, healthcare professionals, 
and community members whose lives have been touched by cancer 
(and other illnesses). Early on in the research process, students and 
colleagues exposed to a broader range of recorded and transcribed 
materials expressed being profoundly influenced by these natu-
ral interactions. Their observations and reactions often triggered 
revealing stories about their personal experiences with cancer (as 
patients, family members, friends, co-workers). Over time, oppor-
tunities to solicit reactions from diverse healthcare professionals 
and community members confirmed how personalized responses 
can yield important and long-term realizations about how to man-
age and improve cancer communication (in homes and clinics).

The close analytical examination of communication patterns 
during family cancer phone calls—the discovery phase of a social 
scientific investigation—has now been expanded by design-
ing unique educational materials for local, national, and global 
health communities. A project titled Conversations About Cancer 
was created, initially funded by the American Cancer Society 
(98-172-01) and (as noted) currently supported by the National 
Institutes of Health/National Cancer Institute. The corpus of 
phone calls have been reduced in length, from approximately 7½ 
hours to 80 minutes, and developed into a professional theatrical 
production, When Cancer Calls … : (Figure 20.1).

All dialogue in this production is drawn from actual phone 
calls. The exceptional power of the arts is harnessed as an innova-
tive learning tool to extend empirical research, explore ordinary 
family life, and expose often taken-for-granted conceptions of 
cancer, health, and illness. Adapting these phone conversations to 
a stage production reflects the National Cancer Institute’s empha-
sis on (a)  building better understanding and improving health 
communication to minimize cancer burdens and (b) encourag-
ing creative communication initiatives to reduce suffering, pro-
mote healing outcomes, and enhance quality of life for patients, 
survivors, family members, and health professionals throughout 
cancer journeys. By integrating education and entertainment 
(“edutainment”), one primary goal is to create a resource that per-
mits meaningful dialogue about delicate, complex, and frequently 
misunderstood communication challenges arising from cancer 
diagnosis, treatment, and prognosis.

Phase I and Phase II Trials
A Phase I feasibility study in San Diego and Denver, viewed live and 
as a DVD screening, revealed highly significant audience impacts:18

♦ Over 80% of all audience members agreed that this family’s can-
cer journey was authentic, interesting, and relevant for “people 
like me.”

♦ Despite the mother’s death, 74% indicated that the performance 
was uplifting and inspiring, while only 10% considered the play 
“too depressing.”

Figure 20.1 Logo for theatrical production

 

 

 



CHAPTER 20 family conversations about in-home and hospice care 169

♦ From pre- to post-measures, agreement increased significantly 
for 14 of 15 opinions about cancer, family, and communica-
tion (one-tailed paired sample t test, alpha = .05). From pre- to 
post-, the importance of 7 of 10 key communication activities 
increased significantly.

A Phase II multicity, randomized control effectiveness and dis-
semination trial was completed very recently. Findings from this 
larger and even more diverse audience base are currently being 
analyzed. However, it is clear that our national trial confirms 
Phase I  effectiveness through continued and highly significant 
findings.

National and global implications for this health intervention are 
considerable43 and as patients and family members rely on com-
munication to manage acute, chronic, and terminal conditions 
across an array of medical conditions. Research and educational 
applications are relevant for physicians, nurses, social workers, 
counselors, therapists, and others representing diverse medical 
and health professions.

Reactions from Focus Group and Talkback Sessions
Following each live performance or DVD screening, conversa-
tions are facilitated during talkback or focus group meetings. 
These conversations provide unique opportunities for audience 
members to not only give feedback but to connect their viewing 
experiences with everyday life events comprising cancer journeys. 
A host of other illnesses and medical challenges also are raised. 
We have discovered that while cancer is the primary health threat, 
understanding how communication is a resource for travel-
ing through time, space, and illness together—regardless of the 
specific disease, treatment procedures, and eventual health out-
comes. From these triggered conversations, discussions routinely 
focus on how When Cancer Calls … could be helpful for not only 
enhancing awareness about the importance of family communi-
cation but for improving communication skills for patients, fam-
ily members, and healthcare providers.

The remainder of this chapter provides a small sampling of 
audience members’ comments, following viewings of When 
Cancer Calls … . The collective voices of patients, family mem-
bers, providers, and theater professionals only begin to highlight 
the potential of When Cancer Calls … . Research and educa-
tion in hospice and palliative care, diverse medical fields, and 
other allied professions can benefit from innovations that focus 
on patient–family–provider relationships as the primary unit of 
analysis for investigating communication. Alone and taken as a 
whole, however, these individuals’ narratives clearly reveal the 
importance of self-reported experiences and recommendations 
as extremely rich resources for better understanding the social 
dimensions of cancer (and many other illnesses).

Audience members’ reactions and comments are presented 
next, each meaningful on its own merits yet with cumulative 
impacts when read as a series of collective voices. Following these 
narratives, various topics, themes, and implications are revisited 
in the conclusion and discussion for this chapter.

Patients and Survivors

I think the medical profession definitely should see this because  
they would be more compassionate … Doctors, nurses, social  
workers … medical training and residency for oncology.

I’m going to celebrate my five-year anniversary of breast cancer in 
May and I just have to say, I don’t think about it that much, and I was 
just crying through the whole thing. It was a real catharsis. But it was 
just an unbelievable play. So well done … I could just go on and on. 
Thank you so much. It was beautiful.

I had eight surgeries and my kids, my son and my daughter, were in 
denial. So they never were around me. And my baby, who’s 27 now, 
he was [but] he didn’t know how to take it … And I think it should 
be shown to other families … I would love to have my children see 
this now, even though I’ve already done what I’ve done … You know 
there’s still hope …

I’m gonna start talking with my children about my cancer. I want 
them to maybe take this journey with me. And before this play I didn’t 
want them taking this journey. It was my problem, my issue, and I had 
to deal with it. I didn’t want to burden anyone else. But this play really 
changed my feelings on that. So now my children are gonna have a say 
in how my journey goes. So thank you very, very much.

Family Members

I think the “Big C” here is really communication, not cancer.

[I was] deeply moved by the reality of [the] performance, and the 
modulation and the full weight. This was an enormous gift to me …

I just want to thank everybody first of all because this was an amaz-
ing experience … I  think it was an excellent piece of work and 
I encourage those who are continuing this process to do so. It’s the 
type of thing that I think will allow people like me to heal.

I realized how important every little piece of communication is, and 
how important things you didn’t think were important are impor-
tant … To watch the communication was amazing, and it was really 
wonderful.

My mom died in 1971 of cancer and I might as well have been 17 
sitting right here today, because it was so profoundly connected to 
my experience. Even though it wasn’t exactly my experience, it was 
exactly my experience.

Every oncologist should see a condensed version of this, and every 
trainee in whatever program. Anybody in the oncology field … in 
targeted support groups, in other targeted mechanisms … it’s a 
marvelous tool.

I’ve worked for ABC television but this didn’t feel like it was a man-
ufactured production. I understood this to be something that was 
from the actual reality of what this family’s experience was. I think 
it’s beautiful as it is.

It prompts us to all think about our own experiences and how we 
related to it. And how we can help others relate to it, either in our 
family or our circle of friends.

Doctors

What can I learn about this as a provider? It’s not a perspective that 
we get to see … 95% of care occurs outside of the clinic setting. That 
stuck with me. So we don’t get to see that, what happens outside of 
the clinic setting.

What I liked about this is the honesty of dealing with the whole sub-
ject of cancer. I think it’s very difficult to find artistic presentations 
where cancer is considered and even portrayed. I see that the amount 
of conversation that it has generated here would be done by indi-
viduals, with their families, if this kind of thing was more broadly 
expressed in the country—and more frequently. So you could say, 
did you see that cancer play? Oh yeah, I did, and you could do that 
with people who have cancer that you know and love. It brings it into 
something that you could talk to them about. And that can start a 
conversation, and that catalyzes a great number of things.
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[I liked] just about everything: The empathy and their worries, the 
narration, the story line. Everything.

I think it has value from a provider’s standpoint, to take into consid-
eration what families are dealing with on the other side. So I think it 
definitely has value that way.

Nurses

It gives permission to communicate, which is so vital …

I worked in hospice, but there’s a lot that you don’t see when you’re 
not there with the family interaction.

And I think as providers, we sometimes don’t have a lot of outlets  
for … the emotional piece of our jobs. Because what we do is we take 
care of people with cancer. And I think this would be a good thing to 
use in groups of just healthcare providers … have a place to actually 
discuss it and to get conversations going. Because we all need to be 
able to talk about it … Everyone can talk about what that brought 
back for them.

I happen to be a healthcare provider, and I think often people forget 
the family. They don’t realize maybe they don’t have the disease, but 
yet they are going through it.

I worked in hospice for oncology, and all I could think of when I was 
watching it was the experience of my family, and kind of that uncer-
tainty about what turn is this patient gonna take next in anyone who 
is terminally ill.

And I  used to work hospice too, and I  mean, people with can-
cer would truly relate to this. But there’s so many horrible dis-
eases: Huntington’s, and end stage liver disease, and Alzheimer’s. 
I mean there’s, you know, there’s just a multitude … I think it could 
be [useful beyond cancer] …

We could use it in every terminal disease, that it almost focus(es) 
more on how you deal with death, rather than the entire journey of 
the cancer.

… when you get outside of that family, it seems really odd to mingle 
and jokes, but within that family it’s normal. And I think this might 
be a good thing for families and patients going through that to feel 
that, and understand we’re not total sadists. There’s nothing wrong 
with us that we’re able to joke about this, that it’s a normal coping 
mechanism.

Theater Professionals

For caregivers involved primarily in palliative care, this could be 
very useful … Because it presents a manner of coping, and the 
implication (is) that there are resources that can be used … What 
I’m saying is, for anybody who is not familiar enough with the inter-
personal dynamics of what families experience, this could be really, 
really useful.

I just kept thinking: Could you imagine what this could do for an 
awful lot of people? Because society doesn’t really give us the tools to 
cope with this kind of situation … This could be so helpful, the idea 
that we’re all (part of) an experience that’s collective.

Our research team is very interested in identifying these “col-
lective” reactions to When Cancer Calls … , as well as more indi-
vidual and even idiosyncratic depictions of how cancer journeys 
get managed. By closely examining transcriptions of post-pro-
duction talkback sessions and focus group meetings, we are in the 
midst of developing a grounded-theoretic approach for identify-
ing specific and more generalized types of descriptions offered 
by audience members.44 Specific categories are being developed 

that will eventually be translated into guidelines for improving 
communication in palliative care and related health professions. 
Emphasis will be given to developing best practices for address-
ing the kinds of issues and concerns evident within family mem-
bers’ stories triggered by viewings of When Cancer Calls … .

Conclusion
When actual family phone conversations are closely examined, 
even from a single call involving talk about transitioning to 
in-home and hospice care, access is provided to a social world we 
claim to know and understand but, in reality, is routinely over-
looked and taken for granted. From the excerpts presented here, it 
is possible to gain a new and deeper appreciation for the real-time 
challenges involved when facing terminal cancer as a family. 
These challenges are situated in a complex fabric of potential 
misunderstandings, problems, burdens, fears, and uncertainties 
that are routinely triggered when dying and death occur. At the 
same time, they provide unique opportunities for patients, fam-
ily members, and health professionals to rely on communication 
to remedy mistakes, provide comfort and support during delicate 
moments, help reduce uncertainties and fears, and boost hope in 
the midst of possible despair.

Certain problems will persist, such as inevitable asymme-
tries between lay versus medical expertise/knowledge, as well as 
frustrations arising from the inability to accurately predict how 
and when death will occur. Yet in the very midst of such con-
fusion and turmoil, progress can be made: Patience and toler-
ance can be refined, moral compasses tested and calibrated, and 
love enacted that might otherwise not be available as a resource 
for journeying through life and death together. However, espe-
cially for interdisciplinary teams, the time and support needed 
to achieve compassionate communication should not be under-
estimated.44 The effective management of delicate and often 
chronic issues, such as major depression, are directly tied to 
how social relationships are enacted in home and inpatient pal-
liative care.45

When Cancer Calls … provides a triggering device for gain-
ing access to actual communication defining these social relation-
ships. By integrating the social sciences and the arts, the general 
public and healthcare professionals are now able to be drawn into 
this family’s cancer journey. At the same time, many are also 
“transported”46 into prior and present life-world experiences 
involving their own experiences as they manage daily circum-
stances occasioned by disease, illness, and health.

Much remains to be learned from such a rich corpus of research 
materials—family phone calls that are one of a kind yet appear to 
be universally appealing to diverse audiences nationwide. As evi-
dent from audience members’ reactions provided here (i.e., from 
patients, family members, doctors, nurses, and theatre profession-
als), it is fortunate that these raw materials have been developed 
into When Cancer Calls … . Patients, family members, and pro-
viders alike value cathartic opportunities to express their feelings, 
to recognize that their experiences are shared by others, and to 
gain a newfound appreciation and ability to make sense of the 
importance of communication. Screenings provide “a marvelous 
tool” for increasing understandings and compassion throughout 
care and for being a “catalyst” for ongoing conversations about 
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illness and care. Audience members frequently and strongly rec-
ommend that others experience When Cancer Calls … , either 
personally and/or when used as a powerful tool for systematic 
education and training (see Table 20.1).

These activities function as innovative interventions for 
impacting and improving communication skills through-
out palliative care. Numerous benefits have been described by 
patients, families, and providers working across allied health 
professions: personal healing, enhancement of skills for com-
municating in the family and clinic, coming to grips with often 
ambiguous emotions, ability to meaningfully affect change in 
diverse relationships (families and friendships alike), and giv-
ing priority to being compassionate as a needed set of commu-
nicative practices and activities.

These important social and health outcomes can be assessed 
as When Cancer Calls … continues to develop momentum. 
With broad dissemination beyond research protocols enacted 
for Phase I  feasibility and Phase II effectiveness trials, col-
laborations with palliative centers and systems will provide 
exciting opportunities to focus on specific communication 
concerns that inhibit and enhance personalized care. By closely 
attending to communication as the basis of care throughout 
end-of-life phases, more systematic attention can be given to 
resolving interactional and medical problems, maintaining 
family relationships, enhancing patient–family–provider rela-
tionships, implementing creative decisions, and promoting the 
ability to remain life-affirming and hopeful in the face of ter-
minal illness.
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Appendix: Transcription Notation Symbols
In data headings, “SDCL” stands for “San Diego Conversation 
Library,” a collection of recordings and transcriptions of natu-
rally occurring interactions; “Malignancy #” represents the title 
and number of call in the data corpus; page numbers from which 
data excerpts are drawn are also included, and line numbers 
represent ordering in the original transcriptions. The transcrip-
tion notation system employed for data segments is an adapta-
tion of Gail Jefferson’s work described in A Natural History of 
Family Cancer.1 The symbols may be described as follows:

:      Colon(s): Extended or stretched sound, syllable, or word.

_      Underlining: Vocalic emphasis.

(.)      Micropause: Brief pause of less than (0.2).

(1.2)  Timed Pause: Intervals occurring within and between same 
or different speaker’s utterance.

(( ))   Double Parentheses: Scenic details.

( )     Single Parentheses: Transcriptionist doubt.

.      Period: Falling vocal pitch.

?       Question Marks: Rising vocal pitch.

↑ ↓     Arrows:  Pitch resets; marked rising and falling shifts in 
intonation.

° °     Degree Signs:  A  passage of talk noticeably softer than 
surrounding talk.

=       Equal Signs: Latching of contiguous utterances, with no inter-
val or overlap.

[ ]     Brackets: Speech overlap.

[[      Double Brackets:  Simultaneous speech orientations to 
prior turn.

!       Exclamation Points: Animated speech tone.

-      Hyphens: Halting, abrupt cut off of sound or word.

> <   Less Than/Greater Than Signs: Portions of an utterance deliv-
ered at a pace noticeably quicker than surrounding talk.

$    Smile Voice: Laughing/chuckling voice while laughing and 
talking. 

OKAY CAPS: Extreme loudness compared with surrounding talk.

hhh .hhh H’s: Audible outbreaths, possibly laughter. The more 
h’s, the longer the aspiration. Aspirations with periods indi-
cate audible inbreaths (e.g., .hhh). H’s within (e.g., ye(hh)s)  
parentheses mark within-speech aspirations, possible 
laughter.

pt    Lip Smack: Often preceding an inbreath.

hah Laugh Syllable: Relative closed or open position of laughter.

heh

hoh

 

 



CHAPTER 21

Chronic Obstructive Pulmonary 
Disease and Heart Disease
Niharika Ganta and Laura P. Gelfman

Introduction
Chronic obstructive pulmonary disease (COPD) and heart 
failure (HF) are the two most prevalent chronic, progressive 
life-limiting diseases affecting Americans today.1 The American 
Lung Association estimates that approximately 24  million 
Americans are living with COPD, the third leading cause of death 
in the United States, with 134,676 dying from the disease in 2010.2 
Similarly, HF affects 5.1 million people in the United States.3 The 
incidence of HF increases with age; nearly 10 per 1,000 people 
after 65 years of age are diagnosed with HF.4 Furthermore, HF 
is associated with a high mortality; one in nine death certificates 
in 2009 mentioned HF.3 Furthermore, patients living with COPD 
or HF are commonly hospitalized. COPD accounted for 715,000 
hospital discharges in 2010, with 65% of these discharges in people 
over the age of 65.2 HF is one of the most common causes of hos-
pitalization among adults over age 65.5

Because these serious illnesses have such high prevalence, 
symptom burden, increased utilization, and healthcare cost, 
communication becomes a critical aspect of care for patients 
living with these illnesses. This chapter describes the specific 
palliative care needs of patients with advanced HF and patients 
with severe COPD, outlines effective communication strategies 
to address these needs, and discusses opportunities for improv-
ing the quality of communication among patients with these 
advanced illnesses, their family members, and their healthcare 
providers. The definitions of advanced HF and COPD are given 
in Table 21.1.

Palliative Care Needs of This Population
In both illnesses, patients tend to have multiple comorbidities and 
high symptom burden including pain, dyspnea, emotional dis-
tress, and fatigue.6–9 Patients with HF or with COPD and their 
caregivers alike report stress, social isolation, depressive symp-
toms, and diminished quality of life.10–15 Furthermore, caregivers 
who report depressive symptoms and poor health-related quality 
of life are at increased risk of mortality and morbidity.16,17 The 
high prevalence, associated symptom burden, and healthcare uti-
lization of these two illnesses lead to immense economic burden. 
The National Institutes of Health reported the total healthcare 
costs of COPD in the United States to be $29.5 billion in 2010 with 
another $20.4 billion lost in productivity.18 Similar to COPD, the 

cost of caring for patients with HF is estimated to be $32 billion 
annually.19

Studies demonstrate that patients with COPD have the same, if 
not greater physical, social, and emotional needs as patients with 
inoperable non-small-cell lung cancer.7,9 The sources of suffer-
ing for patients with severe COPD include dyspnea, depression, 
anxiety, social isolation, functional disability, difficulty sleeping, 
and nutritional deficiencies.6,7,9,20 In spite of this burden, fewer 
than 50% of patients with COPD get relief from dyspnea dur-
ing their last 6 months of life.9 Similarly, patients with advanced 
HF have a symptom burden comparable to patients living with 
advanced cancer.21,22 Patients with HF suffer from pain, dys-
pnea, sleeping difficulties, spiritual distress, depression, isolation, 
functional disability, and fatigue.21,22 Interestingly, the Study to 
Understand Prognoses and Preferences for Outcomes and Risks 
of Treatments revealed that patients with COPD were much more 
likely to receive invasive mechanical ventilation, cardiopulmo-
nary resuscitation, or tube feeding before dying than patients with 
lung cancer, despite both groups being equally likely to prefer care 
that focused on comfort rather than extending life—and having 
approximately equal survival.23

With this disparity between treatment preferences and treat-
ment received, patients with these advanced illnesses and their 
family members report the need for improved communication. 
COPD or HF patients and their family members want more infor-
mation regarding their disease, prognosis, progression of disease, 
and what the end of life will look like.24,25 In an effort to alleviate 
this disparity, medical specialty societies, including the American 
Thoracic Society, the American College of Cardiology, and the 
American Heart Association,26–28 have called for a more holistic 
approach to these serious illnesses, an increase in both patient 
and caregiver education, as well as communication regarding the 
unpredictable illness trajectory.

Communication Challenges in Patients 
with Severe COPD or Advanced HF
Healthcare providers caring for patients with COPD or HF face 
unique communication challenges. One of the challenges is the 
unpredictable illness trajectory of both diseases, characterized 
by long-standing chronic illness with progressive functional 
decline, punctuated by exacerbations requiring hospitalizations29  
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(see Figure 21.1). The hospitalizations for acute exacerbations often 
require aggressive interventions such as noninvasive mechanical 
ventilation, mechanical ventilation, or the use of inotropes and/or 
pressors. If patients leave the hospital alive, they often leave with 
a decrease in their functional status.29 This unpredictable disease 
trajectory creates multiple downstream challenges, including dif-
ficulty with prognostication faced by healthcare providers, lack 
of clarity about disease course experienced by patients and their 
caregivers, and an unwillingness of providers to bring up the 
issues that are judged routine for cancer patients.

Across the board, predicting patients’ prognosis is a difficult 
task, and healthcare providers are notoriously inaccurate.30 This 
challenge is heightened by the unpredictable disease trajectories 
of HF and COPD and the difficulty of pinpointing where the indi-
vidual patient is on the illness trajectory with each exacerbation. 
Although after an illness exacerbation patients may never fully 
return to their prior baseline, the expectation is they will survive 
the acute complication. This unpredictable disease course makes 

prognostication even more challenging in patients with these 
chronic, progressive, serious illnesses.

A topic that warrants more attention is goals of care discus-
sions, which should include resuscitation preferences. Studies 
have shown that physicians are less likely to discuss resuscitation 
preferences with patients with advanced HF than other diseases 
with poor prognoses.31 In fact, some patients even feel that their 
providers do not want to have these discussions so they avoid the 
topic.32 Similarly in COPD, a study investigating attitudes of peo-
ple with COPD in pulmonary rehabilitation program found that a 
mere 19% reported discussing resuscitation preferences with their 
healthcare provider, and only 14% were confident that their pro-
vider understood their wishes. Furthermore, 99% of these patients 
wanted to have this discussion with their provider.33

Another major hurdle in discussing advance care planning in 
these populations is patients’ lack of knowledge regarding their 
illness trajectory. For instance, most patients with COPD are 
initially unaware that their disease is progressive and can result 
in death.34 Additionally, COPD caregivers report receiving little 
information regarding what it means to have the disease in terms 
of what to expect for prognosis or symptoms that will arise.7,34 A 
startling 44% of bereaved relatives of patients with severe COPD 
were not aware that their loved one might die from COPD.9 Even 
at the stage when COPD severity necessitates home oxygen ther-
apy, many patients remain unaware of the fact that they suffer 
from a life-limiting disease and cannot provide a correct name 
for their condition.34,35 Similarly, most people living with HF 
are unaware that their illness is life-limiting.36–38 HF patients 
were not able to connect an increase in symptoms with an exac-
erbation.25,39 Given this lack of clarity on the part of healthcare 
providers, patients, and caregivers alike, we must undertake 
interventions to improve this knowledge gap; improved commu-
nication is a key to this effort.

Communication Strategies for Patients 
with Severe COPD or Advanced HF
In this section, we outline various communication tools that can be 
used to engage patients and families in discussions regarding their 
serious illness. These tools can be used to educate a patient about 
his or her condition or discuss patients’ treatment preferences and 
their goals of care. The tools we review include “Ask-Tell-Ask,” 

Table 21.1 Advanced HF and Severe COPD Defined

Term Definition Manifestations

Advanced HF Stage D ♦ Refractory HF with progressively worsening symptoms (i.e., edema, dyspnea with exertion, orthopnea)
♦ Complications of HF (i.e., rhythm complications, cardio-renal syndrome)
♦ Side effects associated with medical therapies (i.e., kidney injury with use of diuretics)
♦ Repeated hospitalizations, increased visits to outpatient providers

Severe COPD GOLD Stage III or IV ♦ Airflow limitation measured with spirometry
♦ Stage III: FEV1 30%–49% predicted and FEV1/FVC less than 70%
♦ Stage IV: FEV1 less than 30% predicted or less than 50% predicted and FEV1/FVC less than 70%.

Note. HF = heart failure; COPD = chronic obstructive pulmonary disease.
Sources. Yancy CW, Jessup M, Bozkurt B, et al. 2013 ACCF/AHA Guideline for the management of heart failure: A Report of the American College of Cardiology Foundation/American 
Heart Association Task Force on Practice Guidelines. J Am Coll Cardiol. October 15, 2013;62(16):e147–e239; Abouezzeddine OF, Redfield MM. Who has advanced heart failure? 
Definition and epidemiology. Congest Heart Fail. 2011;17(4):160–168.

Excellent

Physical
Function

Death

Time

* Represents a potential sudden death event

* *

* *

Figure 21.1 This figure illustrates the trajectory of chronic diseases such as 
chronic obstructive pulmonary disease and heart failure, where there is general 
decline in function over time. These illnesses are punctuated by episodes of 
significant decreases in function, which represent disease exacerbations. The risk 
of sudden death (*) is present throughout the illness trajectory. Adapted from 
Murray SA, Kendall M, Boyd K, Sheikh A. Illness trajectories and palliative care. 
BMJ. 2005;330(7498):1007–1011; Goodlin SJ. Palliative care in congestive heart 
failure. J Am Coll Cardiol. 2009;54(5):386–396.
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Table 21.2 Ask-Tell-Ask Tool

Steps Purpose Examples

Ask Elicit patient’s knowledge of health status

Assess patient’s readiness to continue the conversation or hear 
about his or her health status

Elicit patient’s values and preferences

♦ “What have the doctors told you about your condition?”
♦ “Is it okay if we talk about your disease and what to expect?”
♦ “Some patients like to hear all the details and some just want to know the big 

picture. How would you like to get your information?”

Tell Provide information to the patient about his or her current 
health status, illness trajectory, prognosis

Fill in any knowledge gaps

Break bad news

♦ “Your illness can be very unpredictable … ”
♦ “Unfortunately, I have some bad news about your condition … ”
♦ “I want to clear up any confusion you have regarding your disease … ”

Ask Assess patient’s understanding of the new information

Check to see if patient/family has more questions

Assess readiness to progress in conversation

♦ “I know I gave you a lot of information today; what are you going to tell your family 
when you get home?”

♦ “What are your questions?”
♦ “I want to make sure I did a good job giving the information; what did you 

understand from our discussion?”
♦ “Is it okay to move on to … ?”

Sources. Goodlin SJ. Palliative care in congestive heart failure. J Am Coll Cardiol. 2009;54(5):386–396; Back AL, Arnold RM, Baile WF, Tulsky JA, Fryer-Edwards K. Approaching difficult 
communication tasks in oncology. CA: Cancer J Clin. 2005;55(3):164–177; Whellan DJ, Goodlin SJ, Dickinson MG, et al. End-of-life care in patients with heart failure. J Card Fail. 
2014;20(2):121–134.

“hope for the best, and prepare for the worst,” and “REMAP.”40–44 
This section also includes approaches to address the use of medical 
technologies in HF and COPD, as well as prognostication.

Patients with either COPD or HF have frequent hospitalizations 
that result in recurring health status changes, which change treat-
ment preferences and expectations. These fluctuations in clinical 
condition could serve as opportunities to reassess patients’ under-
standing of their disease and their expectations for the future and 
directly address advance care planning.

Ask-Tell-Ask
The Ask-Tell-Ask tool has three components that allow health-
care providers to gauge patient or family readiness to engage in a 
conversation and their perception of the illness and to fill in any 
knowledge gaps39–41 (Table 21.2). The first “Ask” enables provid-
ers to assess patients’ readiness to discuss their health condition 
and to elicit patients’ knowledge about their illness and percep-
tion about their current health status. Using open-ended questions 
such as, “What have doctors told you about your illness?” has been 
very effective.45 This approach allows healthcare providers to gain 
insight into patients’ perception of their illness and its burden.

Furthermore, it is important to learn how and in what context 
the patient prefers to receive the information and how much infor-
mation the patient wants to hear. For instance, some patients want 
to know all of the details of their illness, while others prefer to 
hear the big picture, and others prefer that their surrogate hears 
the information.46 In addition, a patient may prefer to be alone or 
have family or friends present. Curtis and colleagues conducted a 
study in COPD patients investigating how patients and families 
want and receive information from their healthcare providers.46 
Some patients and family members favored a more direct and 
explicit approach, while others preferred a discussion of prognosis 
in general terms.46

The second component of the Ask-Tell-Ask communication tool 
is the “Tell.” This portion allows the provider to fill in knowledge 

gaps, correct misconceptions about the disease, or explain diagno-
sis/prognosis if needed. When providing information, it is impor-
tant to use short sentences and pause to allow patient and family to 
respond or ask questions.44 The final piece of this framework is the 
second “Ask,” which allows healthcare providers to check-in with 
patients to see what they understood from the information that 
was just given. This final “Ask” allows a patient to ask questions or 
clarify their concerns (see Tables 21.2 and 21.3).

Another communication struggle that was highlighted earlier is 
the uncertainty that lies in the illness trajectory for patients with 
HF and patients with COPD (see Figure 21.1 for illness trajec-
tory). In order to tackle this issue, healthcare providers need to 
communicate effectively about both the illness uncertainties and 
how to deal with the uncertainty, as well as make a plan for emer-
gency situations. “Hope for the best, prepare for the worst” is a 
useful framework in this discussion.39,42,47 This expression allows 
providers to explore both sides of the issues surrounding these 
diseases. On one hand, there is hope that patients will live long 
and fulfilling lives with infrequent hospitalizations. On the other 
hand, patients with these illnesses are likely to experience an early 
and sudden death and have a limited amount of time to live. When 
providers employ this phrase, they can structure the conversation 
to align themselves with the patient’s hopes and goals. At the same 
time, the healthcare provider can educate the patient about the real 
possibility of sudden death or progressive functional decline with 
multiorgan failure.39,42,47

Eliciting Patient’s Hopes, Goals, and Values
By eliciting patients’ hopes, goals, and values, healthcare pro-
viders can better understand how patients would want to spend 
their time, which is often limited. When discussing this prognosis 
uncertainty with patients, the healthcare provider must acknowl-
edge the patient’s feelings of uneasiness and anxiety. Table 21.4 
summarizes how to start these conversations and offers examples 
for how to respond to patients.
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REMAP
In addition to eliciting hopes and values, the provider must 
build from these values to make treatment recommendations 
to patients and their families. REMAP43 (Table 21.5) is a spe-
cific communication tool that allows providers to make recom-
mendations to patients and families regarding the next steps in 
their care based on the stated values and goals. REMAP also 
allows providers to provide health status updates and address the 

uncertainty of a patient’s situation. When providing health sta-
tus updates, the Ask-Tell-Ask tool can be used within the larger 
REMAP framework. REMAP allows providers to move the con-
versation forward and translate patient values into action steps. 
For instance, for a patient with rapidly deteriorating health with 
imminent death who expresses that he values being comfort-
able and dying at home, the healthcare provider can recommend 
home hospice services.

Table 21.3 Some Examples of Medical Jargon to Avoid

Medical Term Alternative Language

Acute Suddenly—within a few days

Arrhythmia An abnormal heart rhythm

BIPAP/CPAP A special mask that provides pressure to allow lungs to expand

Chronic Lasting a long time—usually 3 months or longer

Exacerbation Worsening of disease or flare

Hypoxia/hypoxic Not enough oxygen in the tissues, even though blood flow is adequate

MI Heart attack

Intubation When patients cannot breathe on their own, intubation is the use of a special breathing tube inserted  
into a patient’s airway to do the work of breathing

Ventilator Breathing machine

Pressors Medications to increase blood pressure

Table 21.4 Eliciting Hopes and Values

Start Conversation Patient Provider Response Goal

“I know you just got out of 
the hospital. What did the 
doctors tell you about your 
condition?”

“I was diagnosed with 
heart failure in the hospital. 
My legs got really swollen, 
but now I take a water pill 
and I’m back to normal. I’ll 
be okay, right?”

1.  ”I hope that with the right management you 
can lead a long and fulfilling life. Have you ever 
thought about what you would want if this 
were not possible?”

2.  “I hope that taking these new medications will 
get you back to feeling well. Unfortunately, 
knowing that your condition is getting worse, 
have you thought about the things that are 
important to you?”

♦ Align with patient and assure him or her that 
you will continue to provide support through 
the disease process

♦ Bring up the goals of treatment
♦ At the same time, educate the patient about 

the gravity of the illness and real possibility of 
death

“What are you hoping for 
with your treatments?”

“I want to do everything 
to stay out of the hospital, 
that’s all.”

“I also hope that we can work together to keep 
you out of the hospital. What are your other 
goals?”

♦ Align yourself with the patient
♦ Elicit the patient’s goals
♦ Go back to the well to learn additional goals

“It sounds like you were 
told about risk of sudden 
death. What are your 
questions about the 
topic?”

“Do you know if that’ll 
happen to me? How can 
you know?”

“It must be scary to hear this. Unfortunately, 
like many things in life, we don’t know what will 
happen.”

♦ Normalize feelings of anxiety
♦ Normalize the uncertainty

“Now that you’ve heard all 
of this information from 
the doctors in the hospital 
and me, what are you 
thinking?”

“I don’t want to be 
negative and think about 
dying. I just want to focus 
on now and getting 
better.”

“I respect that you want to focus on your current 
goals. But in case things don’t go as we hope, 
what kinds of things would help prepare you or 
your family for an emergency situation?”

♦ Acknowledge patient’s current emotion
♦ Structure the conversation to allow discussion 

of undesired possibilities
♦ Allow the patient to express concerns 

surrounding an emergency situation

“I understand that you just 
got back from the hospital. 
What are you thinking?”

“I know I’ve been in the 
hospital twice already, but 
I always get better.”

“I understand that you’ve improved in the past; 
I think it is important to focus on how things are 
going now and prepare for emergencies.”

♦ Recognize patient’s perception of disease
♦ Structure the conversation so that emergencies 

or unexpected trajectories can be explored
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Table 21.5 REMAP Tool

Steps Purpose Example

Reframe why current treatment plan 
is not working

Provide health status updates and role of 
current treatment

“Since you left the hospital the medications you used before are not working 
now because your disease has gotten worse.”

“What have your doctors told you about your last hospital stay? … Can I give 
you more information about what the new lung studies show?” (Ask-Tell-Ask 
format)

Expect emotion Allow patient or family to express emotion 
and react to situation or news

“You seem upset about hearing that your lung function is declining … ”

Map the goals Explore patient/family values, goals, 
expectations

“After hearing this new information, what are you thinking? What is important 
to you?”

“What are you hoping for with a ventricular assist device?”

Align with patient values Demonstrate that you have heard the 
values of the patient/family

“It sounds like with a ventricular assist device you are hoping to live long 
enough to see your daughter’s wedding … ”

Plan medical treatment to match 
patient goals or values

Make treatment recommendations based 
on values/goals that were just discussed

“Based on what you are saying and knowing that your heart function is getting 
worse, I think we should implant a ventricular assist device … ”

“Since living comfortably and dying at home is important to you, 
I recommend … ”

Source. Mahler DA, Wells CK. Evaluation of clinical methods for rating dyspnea. Chest. 1988;93(3):580–586.

Using REMAP, the provider can invite the conversation. 
For example, the healthcare provider must not assume that all 
patients will want to proceed when they are asked if they are 
ready to continue the conversation. For example, some patients 
may respond that they do not want to discuss their condition. 
By following the patient’s lead, instead of completely abandoning 
the topic or barreling forward with the discussion, the provider 
can learn more about the patient’s perception and, in particu-
lar, understand why the patient is choosing to not discuss the 
subject.44

Addressing Advanced Treatments  
and Technologies
Since severe COPD and advanced HF patients have innovative 
therapies available to them, providers face a unique set of topics 
that need to be addressed in regard to advance care planning. In 
the following sections, we discuss the communication challenges 
raised by most commonly used advanced therapies in both HF and 
COPD.

Disease-Specific Advanced Therapies in HF
Implantable Cardioverter Defibrillators
A specific therapy that deserves a tailored conversation is treat-
ment with implantable cardioverter-defibrillator (ICD). There is 
a mortality benefit with ICD implantation.48 In the SCD-HeFT 
trial, the mortality rate for patients with ICD after 5 years was 
29% compared to 36% in patients with ICD.49 There is limited 
evidence for placement of ICD in patients with very advanced 
HF, so this dialogue should be reserved for patients who meet 
ICD implantation criteria and patients who are expected to have 
good functional status for over 1 year.48 The conversation should 
include the purpose of the ICD, the expected risks and benefits 
of the device, and the general risk of dying from HF. Generally 
patients have misconceptions about ICDs and overestimate the 

effectiveness.48 An example of the framework of the conversation 
is as follows:

If we put an ICD in 100 patients with heart disease like yours, over 
the next 5 years we would expect about 30 patients to die in spite of 
the ICD and 7 or 8 patients to be saved by ICD. As for complications, 
about 10 to 20 patients will receive a shock that is unnecessary and 
painful, and about 5 to 15 patients will have other complications. The 
rest of the patients with an ICD aren’t affected by their device.48

Giving this information in short sentences and pausing for ques-
tions is a great way of beginning this conversation. Aside from 
misperceptions of the mortality benefit of ICDs, patients and their 
family members suffer from the psychological effects of ICDs.50–52 
Studies have demonstrated that patients are anxious about ICD 
shocks or misfirings.53 More important, studies have shown that 
patients’ families are more anxious than the patients themselves, 
thus it is crucial to involve family members in these discussions 
so that they can voice their concerns.51 Interestingly, in a review 
of risks and benefits of ICDs, Atwater and Duabert described that 
implantation and shocks can reduce quality of life and increase 
anxiety, depression, and posttraumatic stress disorder.54

As important as deciding to implant an ICD device is the deci-
sion to deactivate the device. Patients should be informed, a priori, 
that there are burdens associated with the device that may outweigh 
any benefits. If patients are nearing the end of life, they may receive 
painful shocks if devices are not turned off.55 Unfortunately, 
research shows that few patients have conversations regarding ICD 
deactivation.56 A qualitative study specifically asking why provid-
ers have difficulty discussing deactivating ICDs found that health-
care providers often feel uneasy discussing device management at 
the end of life. In addition, they do not want their actions to be 
associated with withdrawing care.57 The Ask-Tell-Ask tool allows 
healthcare providers to update patients and their families about 
the patient’s health status and provide education about the risk of 
receiving defibrillator shocks at the end of life; this tool can also 
facilitate discussions about ICD deactivation.
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Left Ventricular Assist Device
Left ventricular assist devices (LVADs) are an advanced therapy 
that can provide many benefits as well as present risks. This sec-
tion outlines the current recommendations regarding candidacy 
for LVAD therapy, risks and benefits of this therapy and key dis-
cussions to have with patients and families.

The American Heart Association recommends LVAD implanta-
tion for patients with advanced HF, which is defined as HF with 
symptoms at rest, repeated hospitalizations for intensive manage-
ment possibly including inotrope therapy, and life expectancy less 
than 2 years without heart transplant or mechanical circulatory 
support (i.e., a ventricular assist device).58 An LVAD can be used in 
three settings: (a) as a bridge to recovery (i.e., following an intense 
surgical procedure with plan for removal after recovery); (b) as 
a bridge to transplant (i.e., to stabilize the patient until a donor 
heart can be procured for heart transplant, at which time LVAD is 
removed); and (c) as a destination therapy (i.e., a long-term ther-
apy for patients who are ineligible for heart transplant).

The use of LVADs has increased since the results of the 
REMATCH trial were published in 2001.43 The REMATCH trial 
was the first randomized study that evaluated the use of a LVAD 
as destination therapy compared with standard medical therapy 
alone.26 In REMATCH, patients receiving the LVAD had a 48% 
reduction in the risk of death (from 52% to 25% at 1 year) from 
any cause, with improvement in quality of life. Since this study 
was published, there have been many advances to the devices, 
and recipients of devices in the United States are followed by 
the Interagency Registry for Mechanically Assisted Circulatory 
Support (INTERMACS) to document mortality, morbidity and 
quality of life outcomes.43

A recently published report by INTERMACS in 2014 revealed 
that patients with LVAD implantation as destination therapy 
had 75% survival rates at 1 year and 50% at 3 years.59 Moreover, 
when compared to their baseline, LVAD patients had an improve-
ment in functional status, as seen in the improvement in their 
six-minute walk test. Whereas pre-LVAD patients were able to 
walk 204 meters in six minutes, post-LVAD were able to walk 350 
meters and 360 meters at 6 months and 24 months, respectively.60 
Furthermore, there was improvement in quality of life at both 
6 months and 24 months.60

In spite of the survival and quality of life benefits, LVADs are 
considered high-risk therapies because there are a multitude of 
complications that are sometimes fatal, including infections, 
thrombosis and thromboembolic events including pulmonary 
emboli and strokes, bleeding (from anticoagulation therapy), 
hemolysis, aortic regurgitation, right HF, ventricular arrhyth-
mias, and psychological distress.61,62 The psychological burden 
after LVAD implantation includes depression, with particular 
concern for suicide, anxiety, difficulty coping with new therapy, 
and worries about burdening caregivers.63–66 Because there are 
both benefits and risks associated with this intervention, it is vital 
for providers to engage patients in an open conversation about 
their values and goals; with this information, providers can rec-
ommend an LVAD when a patient’s goals and values are in line 
with what LVAD can offer. The American Heart Association rec-
ommends that discussions regarding possible LVAD placement 
should include a frank discussion about a patient’s health status 
and prognosis; specifically, these conversations should address 

that although LVADs improve quality of life and increase survival, 
the LVAD is not a curative therapy, and this treatment comes with 
high risks.58

LVAD therapy presents distinct challenges in end-of-life care, 
because providers may feel conflicted by the act of “turning off” 
the device. In order to address this situation and other unique 
scenarios that arise with LVAD therapy, Petrucci et  al. crafted 
a three-phase model to serve as a guideline when caring for 
patients with LVADs.67 The guidelines consist of 10 key points 
that highlight the importance of educating patients and caregiv-
ers about limitations of LVAD, discussing undesired outcomes, 
and the importance of having these conversations prior to LVAD 
implantation. Similarly, Swetz et  al. created a more structured 
format called a “Preparedness Plan.”68 This outline allows physi-
cians to explore advance care planning such as selecting health-
care proxy. It also delves into specific issues about living with a 
LVAD, including if LVAD can be discontinued if specific patient 
goals are no longer met, such as being unable to speak with fam-
ily after a debilitating stroke. In addition, Swetz encourages the 
Preparedness Plan to be included as part of the medical chart.68 
By involving the patient and his or her caregiver in an open dis-
cussion, the entire healthcare team and the patient can mutu-
ally agree and understand the patient’s expectations and values. 
Furthermore, these discussions can guide patient care in unfore-
seen outcomes.67,68

LVAD therapy is very complex and requires a multidisci-
plinary approach. With advances in LVAD therapy and increas-
ing numbers of patients eligible for this therapy, it is important 
for healthcare providers to be able to communicate the benefits, 
burdens, and other issues (including end-of-life care) surround-
ing this treatment. Using the “hoping for the best and prepare for 
the worst” structure allows providers to explore patients’ hopes, 
expectations, and worries regarding their care.

Disease-Specific Advanced Therapies in COPD
Mechanical Ventilation
Mechanical ventilation is a topic that must be discussed, because 
respiratory failure is inevitable in patients with advanced COPD. 
Unfortunately, this conversation seldom occurs; one study 
reported that only 14% of patients with advanced COPD dis-
cussed mechanical ventilation with their providers.69 When dis-
cussions about mechanical ventilation do occur, it is often when 
the patient’s disease is very advanced or the patient has impending 
respiratory failure.70 By employing communication tools, such as 
Ask-Tell-Ask and “hope for the best, prepare for the worst,” pro-
viders can elicit the patient’s understanding of mechanical venti-
lation, inform the patient that respiratory failure is unavoidable, 
and discuss the patient’s preferences.

Furthermore, it is important to educate patients about the pur-
pose of mechanical ventilation and possible outcomes, includ-
ing that mechanical ventilation does not always prevent death. 
In a retrospective study of 4,791 patients with COPD who were 
mechanically ventilated in a setting of acute respiratory failure,51 
23% died in the hospital and 45% died within a year. In addition, 
26.8% were discharged to either a nursing home or a skilled nurs-
ing facility. In this cohort, the majority were readmitted to the 
hospital, and 67% were readmitted at least once within 12 months 
following the initial hospitalization.71 These data can offer patients 

 

 

 



CHAPTER 21 chronic obstructive pulmonary disease and heart disease 179

realistic expectations of mechanical ventilation and prepare them 
for the unanticipated consequences of this treatment.

Noninvasive Positive Pressure Ventilation
Another commonly used therapy in advanced COPD is noninva-
sive positive pressure ventilation (NPPV). This mode of therapy 
decreases the work of breathing and allows respiratory muscles to 
rest during inspiratory phase. In a Cochrane review regarding utility 
and efficacy of NPPV in patients with COPD exacerbations, NPPV 
was found to decrease mortality rates, reduce need for intubation, 
and reduce hospital length of stay.72 Nevertheless, this therapy can 
be cumbersome and burdensome and requires that the patient be 
alert enough to safely use it. In addition, the mask may interfere with 
patient communication and intimacy in patient–family interactions.

It is critical that the healthcare providers inform patients and 
family members of the therapy’s benefits and burdens. Curtis and 
his colleagues, as part of the Society of Critical Care Medicine 
Palliative Noninvasive Positive Pressure Ventilation Task Force, 
summarized an NPPV discussion approach to use with patients.73 
This task force describes three separate patient clusters and their 
needs based on their treatment preferences. The first group is com-
prised of patients who want to seek all life-prolonging treatments 
regardless of prognosis; if they do not improve with NPPV, patients 
in this group are willing to accept mechanical ventilation. The sec-
ond group includes patients who want to pursue life-prolonging 
therapies with some limitations (i.e., want all forms of treatment 
with exception of intubation, e.g., “do not intubate”). In this group, 
NPPV is used to reverse cause of respiratory failure or to support 
a patient’s respiratory status while the reversible cause is being 
treated. If underlying respiratory failure etiology is not improv-
ing with treatment, then NPPV is discontinued. The third group 
includes patients who are dying of respiratory failure and have 
declined life-prolonging treatments with preference to focus exclu-
sively on their comfort; these patients can use NPPV to palliate 
dyspnea and sometimes maintain wakefulness. The approach to all 
three groups is similar, in that each group needs to have realistic 
expectations and understand the NPPV therapeutic limitations. 
Specifically, NPPV can possibly defer the need for intubation, but 
it is not always effective at reversing acute respiratory failure.

For the last two groups, the healthcare provider should inform 
the patients of the NPPV burdens and offer other palliative 
options, such as opioids for dyspnea. In these groups, it is criti-
cal to define clearly a “time limited trial” of NPPV.73 Providers 
need to explore and define what is considered an adequate trial 
of NPPV and, a priori, define what improvement would look 
like. Providers need to come to a consensus with patients and/
or family members as to the “improvements” that will be seen 
during this trial period. Examples of clearly defined improve-
ments include decreases in symptom burden, white blood cell 
count, or oxygen requirements in 48 hours. We recommend using 
Ask-Tell-Ask to facilitate these conversations about NPPV ben-
efits and burdens. Furthermore, Ask-Tell-Ask enables providers 
to give health status updates, if patients are not responding to 
NPPV therapy, and then transition the conversation to planning 
the next steps for care.

Addressing Prognosis
The development of COPD and HF predictive models has become 
a research priority in order to assist providers when they have to 

face the question: “How long do I have?” The most commonly used 
COPD prognostication tool is the BODE Index (Table 21.6), which 
was developed to help calculate an individual’s risk of death from 
COPD. The BODE Index takes four factors into account:  body 
weight index (BMI), degree of airway obstruction (%FEV1), dys-
pnea, and exercise capacity, as measured by the six-minute walk 
distance.74 When compared to the degree of airway obstruction 
alone (%FEV1), the BODE Index was a superior mortality predic-
tion tool. For instance, an underweight patient (BMI = 19) with 
FEV1 of 40% who could walk 250 meters with shortness of breath 
when on level ground has a BODE index of 6, which correlates 
with 14% mortality at 2 years.

Similarly in HF patients, there have been numerous studies inves-
tigating which patient characteristics are associated with higher 
risk of death. The Seattle Heart Failure Model (SHFM) is the most 
widely used model for predicting prognosis.41 The SHFM is the 
first risk assessment tool developed that uses commonly obtained 
clinical information, including commonly drawn lab markers, 
medications, and devices, to predict estimates of mean 1-, 2-, and 
5-year survival.75,76 The remarkable aspect of SHFM is that it fac-
tors in how different treatments can affect expected survival. An 
online calculator is accessible at www.SeattleHeartFailureModel.
org, and smartphone versions are available as well.

Both the BODE Index and the SHFM are readily accessible 
by healthcare providers and only require information routinely 
available for patients with each respective illness. However, these 
disease-specific instruments do not take other comorbidities into 
account. To address this issue, e-Prognosis has been created.77 
e-Prognosis is an online prognostication tool based on prognostic 
indices from the literature used “to inform healthcare providers 
about possible mortality outcomes.”77 One of the advantages of 
this tool is that it combines a variety of prognostic indicators for 
community-dwelling individuals to hospitalized patients. Based 
on the medical history that is entered in the calculator, an estimate 
of mortality is calculated. Mortality can be calculated at a variety 
of time points, ranging from 6 months to 10 years. Providers can 
input information that is more representative of a specific patient, 
rather than obtaining a general mortality estimate on a generic 
patient population. e-Prognosis is free and easy to use.77

All of the instruments mentioned are neither cumbersome 
nor necessitate special lab tests or imaging studies. Of course 
these tools do not individualize prognosis to each specific 
patient, so healthcare providers must be careful when interpret-
ing the results. Nevertheless, these tools can provide valuable 

Table 21.6. BODE Index

Variable Points on BODE Index

0 1 2 3

FEV1 (% predicted) ≥65 50–64 36–49 <35

6-Minute Walk Test (meters) ≥350 250–349 150–249 < 149

MMRC Dyspnea Scale 0–1 2 3 4

Body Mass Index >21 < 21 – –

Source. Celli BR, Cote CG, Marin JM, et al. The body-mass index, airflow obstruction, 
dyspnea, and exercise capacity index in chronic obstructive pulmonary disease. N Engl J 
Med. 2004;350(10):1005–1012.
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information for the healthcare team, patients, and families. Of 
course there is no substitute for sound clinical judgment, and the 
information provided predicts the average experience, not the 
individual patient experience with his or her illness. People want 
to know what is likely to happen to them, and these models give 
us averages to review.

Future Directions
The goal of this chapter is to empower providers with commu-
nication tools in order to improve patient-centered care. Future 
research needs to be conducted in numerous areas, including 
that regarding the ideal timing of these conversations, how to 
best deliver primary palliative education and communication 
training to healthcare providers who care for advanced HF and 
severe COPD patients, and the development of instruments 
to serve as decision aids to foster the shared decision-making 
process.

Current research suggests that cardiac or pulmonary rehabilita-
tion programs may be a promising setting for these challenging 
conversations, especially those involving advance care planning 
in these serious illnesses. In one study, HF patients who were 
enrolled in a cardiac rehabilitation program received a survey 
inquiring about their preferences in advance planning, presence 
of advance care directives, and the need for more information.33 
The results showed that 86% desired more information on advance 
directives, 62% wanted to learn about life-sustaining care, and 96% 
were receptive to advance planning discussions with their physi-
cians.33 A similar study conducted in COPD patients enrolled in 
pulmonary rehabilitation programs found that 94% of rehabili-
tation participants had health worries and 88.6% wanted more 
information regarding advance care planning.78 Since patients 
are asking for more information about their illness and advance 
care planning, healthcare providers who treat patients in these 
two populations need more education about how to have these 
conversations.

A few effective teaching models are available to educate physi-
cians on these important skills. They include GeriTalk, OncoTalk, 
and Nephrotalk.79–81 These intensive immersion courses are 
aimed at improving the communication skills of postgraduate 
medical trainees (fellows in geriatrics and palliative care, oncol-
ogy, and nephrology, respectively). Using standardized patients 
to role-play various scenarios, the course introduces and builds 
on a variety of communication skills. The communication topics 
include delivering poor prognosis or serious or terminal diagno-
sis, providing health status updates, exploring emotional aspects 
of patients’ responses, and discussing prognosis. The skills that 
are taught include Ask-Tell-Ask and REMAP, among others, and 
these courses have been well received by participants. Another 
resource is VITAL talk (available at www.vitaltalk.org).82 The 
VITAL talk website also offers free provider resources that outline 
communication strategies on a variety of topics, including how to 
handle conflict and responding to patients’ emotions. These new 
courses and online resources are promising; nonetheless, more 
work needs to be done to tailor communication skills training for 
the healthcare providers caring for patients with advanced HF or 
severe COPD.

Additionally, various sources of information, from the American 
Lung Association to the American College of Cardiology, include 

both printed material and material on their websites.3,82,83 
In order to aid patients and providers to engage in the shared 
decision-making process, a COPD patient decision aid has been 
created on mechanical ventilation. The tool can be used to edu-
cate the patient about the topic and fosters questions that patients 
can ask providers. An initial study found that this tool (available 
through Ottawa Hospital Research Institute at http://decisionaid.
ohri.ca/docs/das/COPD.pdf) is a feasible and effective education 
tool.70 Unfortunately, similar tools are not yet available for LVAD 
or ICDs at this time.

Conclusion
As the prevalence of patients with severe COPD or advanced HF 
continues to increase, and advanced therapies make it possible for 
patients to live longer with these chronic progressive illnesses, it 
is imperative that providers are able to effectively communicate 
with patients and their families. With more research on the tim-
ing of important conversations, the creation of more decision aids, 
and more primary palliative education including communication 
skills, providers will be able to engage in palliative communica-
tion with patients and families and, in turn, improve the quality 
of care for these populations and their families.
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CHAPTER 22

Oncology Across the Trajectory
Lillie D. Shockney

Introduction
In 2014 the American Cancer Society estimated there would be 
approximately 1,665,540 new cancer cases diagnosed and 585,720 
cancer deaths in the United States. Cancer remains the second 
most common cause of death in the United States, accounting for 
nearly one of every four deaths.1 One in two men and one in three 
women will be diagnosed with a life-threatening cancer in their 
lifetime.1 Improvements in earlier detection technology, increased 
cancer awareness via social media, and the increasing rate of baby 
boomers reaching midlife (the age group when most people are 
diagnosed with cancer) all contribute to a rise in the number of 
cancer incidences. Though there still are far too many people 
who die of their disease or its treatment, most individuals today 
become long-term cancer survivors. Even those diagnosed with 
metastatic disease are surviving longer than in the past. There 
are better care options than before due to innovative research 
at the molecular level, yielding less toxic treatment options and 
resulting in longer periods of survival. For example, 13.7 million 
individuals were breast cancer survivors in 2013. This number is 
anticipated to swell to 18 million by 2020 and climb as high as 
22.2 million by 2030.1,2

Cancer, of course, is not a disease exclusive to the United States. 
Globally, the incidence is extraordinarily high, with the highest 
death rate occurring in developing countries, where access to care 
is limited. Table 22.1 summarizes the worldwide incidence of this 
disease, with lung cancer accounting for 13%, followed by breast 
cancer, at nearly 12% of all types of cancer diagnosed. The total 
incidence of cancer diagnoses for calendar year 2012 was more 
than 14.1  million people, with 7.4  million cases occurring in 
men and 6.7 million cases occurring in women. This worldwide 
number is expected to grow significantly, becoming 24 million 
by 2035.3

The World Health Organization reported that 8.2 million peo-
ple died of cancer and/or its treatment in 2012. This makes can-
cer the leading cause of death globally. The most common cancer 
deaths were among people diagnosed with lung, liver, stomach, 
colorectal, and breast cancer. Significantly, 30% of cancer deaths 
are attributed to lifestyle behaviors; having a high body mass 
index, lack of physical activity, tobacco use, and alcohol use are 
the major contributing behaviors. Smoking is the most important 
risk factor for cancer, causing more than 20% of global deaths and 
approximately 70% of global lung cancer deaths. Viral infections 
that are known to be cancer-causing (i.e., HBV/HCV and HPV) 
are associated with up to 20% of cancer deaths, particularly in 

low- and middle-income countries. Geographically, 60% of world-
wide cancer patients are in Africa, Asia, and Central and South 
America.4,5 There still remains, however, a great number of people 
diagnosed with cancer for which its cause remains unknown.

The Palliative Care Needs of Oncology 
Patients and Families
For decades, no matter what organ site or hematologic malignancy, 
the goal of treatment for cancer was survival. This was the only 
goal. When oncologists looked at a graph of a survival curve and 
saw that over the past two decades more cancer patients survived 
to reach their fifth anniversary as a cancer survivor, they felt they 
had succeeded in treating their patients effectively and appropri-
ately. However, cancer patients have different expectations of the 
outcome of their treatment today; they want survival with quality 
of life. Those with metastatic cancer want longevity, accompanied 
by quality of life. When the risks and benefits of treatment are dis-
cussed, initially out of fear of dying, patients may elect very toxic 
treatments and be accepting of whatever side effects may accom-
pany that treatment. Once they realize they are likely going to live 
and beat their cancer, their tolerance for side effects, particularly 
those that impact quality of life, decreases. Every effort should be 
made to minimize and hopefully even prevent side effects from 
cancer treatment that inhibit patient quality of life.

Patients with metastatic disease may endure toxic treatments, 
believing that the next treatment will be the magic bullet that 
cures their cancer. When the healthcare provider says, “I hope 
your tumor responds to the next treatment,” the patient may 
interpret the word “respond” as “cured.”6 One outcome of this 
travesty is patients’ receiving toxic treatment with little or no 
benefit, causing them to be sicker, even requiring hospitalization 
shortly before their death. Healthcare providers need to provide 
more information regarding prognosis, choices, alternatives, and 
consequences, as well as how the patient might go about choosing 
what he or she wants to do. Therefore, the patient needs to receive 
realistic information about the various care options, along with 
the likelihood of successful treatment and adverse outcomes. The 
healthcare provider must supply honest, unbiased information 
along with decision aids, so the patient is better empowered with 
information to make an informed decision.7

Other metastatic cancer patients agree to endure another futile 
treatment that causes significant side effects and symptoms due to 
a desire to please the doctor, their family, or both. Oncologists are 
taught to treat the disease by considering the next line of treatment 
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options available for the patient. Family members do not want the 
doctor or the patient to give up and cannot always see or accept 
that the patient is ready for hospice and, in many cases, has been 
ready for some time. The end-of-life conversation, however, never 
happens; rather, patients discontinue treatment because compli-
cations prevent them from having anymore therapy. Their ben-
efit from hospice care is short-lived. Shock, chaos, confusion, and 
stress are apparent among all of the individuals who loved the 
patient who is now gone. It makes it very difficult to ensure that 
such patients experience the “good death” they deserve.

Today, with methods available to minimize or even prevent cer-
tain side effects and symptoms, cancer patients need palliative care 
early in the oncology disease trajectory. For patients with a deadly 
form of cancer who will be able to live with their cancer diagnosis 
and treatment for an extended period of time, the historic practice 
has been to tell the patient to anticipate certain side effects and 
accept them as part of their treatment experience. Rather than 
telling the patient to expect (and accept) treatment side effects, 
which may linger for an extended period of time, palliative care 
provides, instead, methods to minimize the side effects. This helps 
put the patient on a patient-centered care path early in his or her 
treatment process and can minimize side effects’ lingering during 

and after treatment completion. If 80% of cancer patients develop 
nausea and vomiting from specific chemotherapy regimens, it 
would make sense to provide anti-emetics in a preventative rather 
than a recovery manner. Patients who are receiving treatments 
with the hope of extending their lives can and do develop debili-
tating side effects. Chronic joint pain, fatigue, weakness, periph-
eral neuropathy, nausea, and other treatment side effects deemed 
common can be treated with the involvement of palliative care.

Patients who receive treatment with a curative intent, who see 
themselves as cancer survivors from diagnosis, are on a path of 
wellness from the journey’s beginning. This includes asking 
the patients: What were your goals before diagnosis? Where do 
you see yourself in 1 year? 5 years? 10 years? perhaps starting a 
family or getting a work promotion, or planning for retirement? 
Whatever can be done to keep patients on track with their life 
goals should be part of their integrative treatment plan. In order 
to preserve these life goals, strategic decisions need to be made in 
selecting certain treatment regimens, as well as arranging, in a 
proactive manner, certain processes (such as fertility preservation 
prior to chemotherapy administration), which directly support 
the patients’ remaining on track with the life goals they had before 
learning they had cancer. A patient’s ability to remain active dur-
ing treatment is beneficial from a psychosocial as well as a recov-
ery perspective. Managing or preventing treatment side effects is 
thus necessary. Palliative care providers can offer great insight and 
expertise on symptom management by educating other oncology 
specialists about ways to diminish likely symptoms that can and 
do impact quality of life.

For patients with advanced cancer, however, life goals may 
need to be achieved in alternative ways. Unfulfilled hopes and 
long-term desires can drive the patient to continue treatment. 
The patient may want to be cured, to be present for an upcoming 
wedding or for the birth of a child. These milestones carry such 
significance that they overpower any understanding of the disease 
progression process. A discussion should occur about developing 
and implementing alternative ways to fulfill such hopes. What 
does a mother hope for her 10-year-old daughter when she grows 
up and weds? What would she want to tell her on that important 
day? This remains a treasured moment for them both, though 
this milestone moment will not happen for another decade or 
two. Having the patient write in a card, specially selected for that 
milestone event, can provide the solution needed to feel confident 
that this hope—this goal—is still going to be achieved. It may not 
necessarily be as important as seeing her daughter in her wedding 
gown as it is to feel that she can still convey her hopes, values, 
advice, and wishes for her daughter.

For patients with advanced cancer who are receiving noncura-
tive treatments, palliative care needs to happen sooner rather than 
later. Intractable pain, severe fatigue, mucositis, nausea and vom-
iting, inability to concentrate, diarrhea, insomnia, dizziness, and 
other pronounced symptoms remain common for metastatic can-
cer patients enduring chemotherapy and other agents designed to 
try to control the disease. The healthcare provider should not wait 
for a patient to be in excruciating pain in the emergency depart-
ment before ordering a palliative care consultation; rather, he or 
she should request a palliative care consultation as chemotherapy 
treatment gets underway. Using chemotherapy and other systemic 
or local treatments may be a more ideal way to integrate symptom 
management in a proactive way.

Table 22.1 Worldwide Incidence of Cancer5

Rank Cancer New Cases 
Diagnosed in 
2012 (1,000s)

Percent of All 
Cancers (excl. 
Non-melanoma 
Skin Cancer)

1 Lung 1,825 13.0

2 Breast 1,677 11.9

3 Colorectum 1,361 9.7

4 Prostate 1,112 7.9

5 Stomach 952 6.8

6 Liver 782 5.6

7 Cervix uteri 528 3.7

8 Oesophagus 456 3.2

9 Bladder 430 3.1

10 Non-Hodgkin lymphoma 386 2.7

11 Leukaemia 352 2.5

12 Pancreas 338 2.4

12 Kidney 338 2.4

14 Corpus uteri (endometrium) 320 2.3

15 Lip, oral cavity 300 2.1

16 Thyroid 298 2.1

17 Brain, nervous system 256 1.8

18 Ovary 239 1.7

19 Melanoma of skin 232 1.6

20 Gallbladder 178 1.3

Source. GLOBOCAN 2012 v1.0, Cancer Incidence and Mortality Worldwide: IARC 
CancerBase No. 11 [Internet]. Lyon, France: International Agency for Research on Cancer; 
2013. http://globocan.iarc.fr, Accessed December 13, 2013.

http://globocan.iarc.fr
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Patients’ palliative care needs can change suddenly, depending 
on how the cancer progresses or the severity of side effects. This 
requires the provider to frequently touch base with the patient 
to see how effectively the current palliative care plan is working. 
As conditions and needs change, so must the palliative care plan. 
For those patients who reach a point when treatments directed at 
cancer control are no longer possible or practical, the healthcare 
provider needs to reassess with the patients what they value as 
important, what their goals of care are now, and how to accom-
plish these goals. The palliative care specialist engages in this 
thought-provoking and candid conversation to help the patient 
and his or her family members recognize the value of transition-
ing to a dedicated palliative care approach, hopefully with hospice 
care offered.

Palliative Care Communication  
Challenges in Oncology
Some oncologists believe that palliative care is unnecessary, 
because it is the oncologist’s exclusive role to take care of all of 
the patient’s needs. An oncologist may perceive that requesting 
a palliative care consultation represents a failure to take care of 
the patient, rather than an expansion of care services. Moreover, a 
provider may fear he or she is turning the patient over to someone 
else. Another challenge is the assumption that symptom manage-
ment is limited to pain management and that pain management is 
best achieved with sedation through the use of narcotics. Patients 
are not experiencing quality of life if they are continuously 
sedated for pain control. Alternatives should always be consid-
ered, based on what patients want and respecting what they deem 
important and valuable. This includes helping to preserve or even 
restore the joys they experienced and valued before their disease 
progressed. Other debilitating symptoms can be far more disrup-
tive to a patient’s quality of life than pain, such as severe nausea 
or diarrhea.

When palliative care is recommended, patients may fear aban-
donment from their oncologist and choose to continue receiving 
treatment they likely do not want. Transitioning to palliative care 
is usually interpreted as getting bad news, which causes fear, anx-
iety, and sadness. A patient’s uncertainty reaches a new height-
ened level. At this time, patients experience two very distinct 
needs:  to know and understand and to feel known and under-
stood. This is a challenging time because the healthcare provider 
must determine how much information patients want to know 
and then supply that information without overwhelming or esca-
lating their anxiety more.8 Life expectancy is the most pressing 

question patients commonly have. However, patients still need 
hope, to feel confident they will be guided in their care trajectory, 
and to know that the healthcare relationship they have built will 
remain intact.8,9 When prognosis is discussed, patients expect 
to hear that their healthcare provider is committed to remain-
ing involved in their care and that they will not be abandoned. 
Confusion results when palliative care is offered and associated 
only with hospice care.

Patients and family members formulate opinions about pallia-
tive care based on prior experiences with a similar situation. Lack 
of prior experience, knowledge, and miscommunication about the 
benefits of palliative care can become a barrier to a patient’s and 
his or her family’s embracing this needed specialty and the care it 
can provide. Additionally, the family may have a different set of 
goals than their ill loved one, and the treating oncologist may feel 
a sense of obligation to continue to try to treat the cancer, though 
a futile outcome is already anticipated. Oncologists do not want 
to imply they are “giving up,” when the message needs to be that 
treatment for treatment’s sake is bad treatment. Patients have been 
known to agree to treatments they have already refused in order to 
please their loved ones or healthcare provider.

Communicating with patients and their families about end of 
life is perhaps the most difficult and distressing part of a health-
care provider’s role, primarily due to the lack of training on how to 
initiate end-of-life discussions. Due to lack of experience and lack 
of a good mentorship program to teach communication skills and 
help providers witness its success as part of that training process, 
healthcare providers avoid discussing end-of-life issues. This can 
be compounded by the patient’s or his or her family’s reluctance 
to talk about it as well. Barriers may include language, patient’s 
age (especially those who are young), as well as a lack of an end-of-
life protocol. Without such guidelines, there is great risk that only 
a selective few patients will be provided information about their 
condition and what to expect.10 Table 22.2 summarizes oncolo-
gists’ barriers to communication about end of life.10

Palliative Care Communication  
for Oncology Patients and Families
Patients do have specific preferences for how they desire infor-
mation to be presented to them, especially when the information 
being bestowed is an explanation of poor prognosis. Table 22.3 
outlines the specific patient preferences regarding the content of 
prognostic information based on work by Hagerty et al.11 When 
explaining a poor prognosis, it is important that communication 
includes (a) content (what and how much information is going to 

Table 22.2 Oncologists’ Barriers to Communication about End of Life10

Physician Factors Patient Factors Institutional Factors

♦ Treating and palliation is difficult
♦ Discomfort with death and dying
♦ Team dynamics and responsibilities
♦ The death-defying mode
♦ Lack of experience
♦ Lack of good mentorship

♦ Family’s reluctance
♦ Patient not ready
♦ Language barriers
♦ Younger patients more difficult

♦ Palliative care stigma
♦ Lack of protocol around end-of-life issues
♦ Lack of tools/and or training
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be revealed), (b) facilitation (setting and content variables), and 
(c) support (emotional support provided during the interaction).

Unfortunately, the majority of healthcare providers report that 
they lack a consistent plan or strategy when explaining prognosis 
to their patients. Among those taking a survey at an American 
Society of Clinical Oncology conference, 22% reported that 
they did not have a consistent approach to the task of breaking 
bad news to patients. Nearly 60% reported that they had several 
techniques or tactics but lacked an overall communication plan. 
Communicating to the patient regarding issues of importance to 
him or her in a manner the patient can comprehend is key.

When patients and their healthcare providers discuss 
life-threatening illness by focusing solely on hope, they may and 
commonly do miss important opportunities to improve pain and 

other symptom management, respond to underlying fears and 
concerns, explore life closure, and deepen the patient–physician 
relationship. However, by acknowledging all of the possible out-
comes, patients and their providers can extend their discus-
sion and medical focus to include symptomatic treatments as 
well as address psychological, spiritual, and existential issues.12  
Table 22.4 provides a summary of communication approaches for 
palliative care communication in oncology care.

One of the most important and profound things an oncology 
care provider can do for those patients who are likely to succumb 
to their disease and their families is to orchestrate a good death. 
The elements of a good death include

♦ Patients knowing they have purpose for having lived and that it 
was valued by others

♦ Leaving a legacy (which does not mean leaving money)
♦ Knowing they will be spoken of fondly after they are gone
♦ Leaving no financial debt for their family
♦ Giving forgiveness and receiving forgiveness
♦ Having the patient’s affairs in order—financially and legally
♦ Being pain free
♦ Gaining a sense of closure

Table 22.3 Specific Prognostic Information Desired By Patients 11

♦ Common side effects of treatment
♦ Treatment options
♦ Common symptoms from the cancer
♦ Chance that the treatment will improve symptoms
♦ Chances of treatment shrinking the cancer
♦ Likely time to be without symptoms

Table 22.4 Principles of Communication in Oncology Care12

Principle of 
Communication

Communication Approach

Always be honest Open and honest communication is very important to patients. This is not meant to imply that giving a patient all of the 
information at once is wise, however. Communicating what is perceived to be important at that time should be the focus. Invite  
the patient and family to ask questions.

Communicate often Caring for a seriously ill cancer patient and his or her family requires ongoing dialogue. Conversations about quality of life and end  
of life should begin early and happen often.

Discuss and agree upon a 
shared philosophy about 
optimism

Share with the patient and family the philosophy of being optimistic, for as long as it is realistic. This requires a careful balance 
between hope while still discussing the reality of poor prognosis.

Do more listening than 
speaking at specific times

When projecting a time frame regarding when end of life may come, listen—do not speak. Patients oftentimes knows how long  
they are going to live, based on how they feel. Listen to them.

Remove all physical barriers Sit close to the patient. Remove barriers, such as a desk, computer, or medical chart. The patient being seen for the first time needs 
to develop a high level of trust with the healthcare provider. The key to relationship-building is trust. Being respectful, competent, 
reliable, and honest are critical features needed for successful relationship-building between a patient and his or her doctor.13

Start with just one 
question

Ask a leading question, then stop and listen, giving the patient time to respond. How much does the patient know about his or 
her cancer? How much does he or she want to know? Ask: What are you hoping for right now? What do you believe your family 
(caregiver) is hoping for? What are you most worried about? What are three things that give you joy, or gave you joy before your 
illness worsened?

Do no harm Whenever engaging in a discussion about treatment options, remember the Hippocratic oath—do no harm. Weighing risks and 
benefits of treatment can end up being too sterile a conversation. Merely listing the probabilities of specific side effects does not 
focus on what is important. Consider: How will these side effects impact quality of life for my patient? Are the patient’s goals in 
keeping with the anticipated outcomes of treatment?

Learn from patients how 
much information they 
want to be given

Elicit from the patient if he or she wants to hear all of the treatment option information, including non-cancer treatment options. 
Does the patient want to share in the decision-making process? A discussion about cancer treatment versus palliative treatment 
is a good place to start. Often treatment discussions include costs. This can add anxiety to patients who needs to be aware of the 
financial burden their cancer treatment may have on them and their loved ones. This is important information, because patients  
do not want to leave debt behind for their family to pay.
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The timing of when to approach discussions about impending 
death vary depending on the patient’s condition and the pro-
vider’s experience and knowledge of the patient and family’s 
coping style.

Communicating with family members after the patient has died 
is an important role for oncology care providers as well, and one 
that does not happen often. Post-death communication with fam-
ily members should include an inquiry about how they are doing 
emotionally, physically, spiritually, and financially. Providers 
should ask family members who served as caregivers how they 
are doing now and what could be done better to support future 
caregivers, including questions such as: What are three things that 
you found most helpful? What are three things that you feel need 
improvement? This information can inform communication pro-
cesses and approaches for future patients and their families.

Communication Education Needed 
for Oncology Care Providers
Integrating palliative care into oncology settings affords patients 
and families the opportunity to engage in quality discussions 
about treatment options and shared decision-making and enables 
patient and family communication at the end of life. Still, com-
munication education is needed for oncology care providers in 
order to ensure that palliative care communication is a part of 
cancer care. Specifically, communication education is needed to 
teach providers how to engage patients and families in shared 
decision-making, establishing of goals of care concordant with 

the patient’s goals, and ways to have thoughtful end-of-life dis-
cussions. Important considerations include the timing of these 
conversations, determining who among the family should be 
included, and the environment for where conversations should be 
held. Oncology care providers also need communication educa-
tion about how to incorporate hope when introducing palliative 
care as a treatment option. Delayed introduction of palliative care 
oncology, as a segue to hospice care, perpetuates the notion that 
palliative care is end-of-life care. Instead, palliative care should 
be seen as an additional care service that can restore or improve 
quality of life.

There is a critical need to provide integrative palliative care 
instead of transitioning a patient to palliative care and, in doing 
so, improve the outcomes of the care experience for the patient 
through better symptom control, improved quality of life, and in 
some cases even prolonged survival. This requires teaching oncol-
ogy care providers which patients are in particular need of spe-
cialty palliative care, when to make that referral to the palliative 
care team, and how to communicate this information to the patient 
and his or her family.14 Promotion of the treating oncologist to 
remain involved with the patient after transference to hospice care 
can prevent feelings of abandonment (for the patient, family, and 
providers) as well as maintain better continuity of care. This also 
provides a mechanism for achieving closure.15 Table 22.5 outlines 
the communication tasks in oncology care settings based on pal-
liative care ambulatory guidelines used in the benchmark Temel 
study.16 These guidelines should serve as a basis for communica-
tion curriculum development.

Table 22.5 Communication Tasks in Oncology Care Settings16

Ambulatory Palliative Care Guidelinesa Communication Tasks

Illness understanding/education

Inquire about illness and prognostic understanding

Offer clarification of treatment goals

Learn from patients how they view their illness and their understanding about 
what it means to them. Ask: “What do you think is currently going on regarding 
your cancer?”

Symptom management—Inquire about uncontrolled symptoms with a 
focus on:

Pain

Pulmonary symptoms (cough, dyspnea)

Fatigue and sleep disturbance

Mood (depression and anxiety)

Gastrointestinal (anorexia and weight loss, nausea and vomiting, constipation)

When assessing for symptom management, get to know your patients beyond 
their pathology. Engage in a discussion that supports patient-centered care. Are 
they married? Have a family? What kind of work do they or did they do? How do 
they enjoy spending their time?

Decision-making

Inquire about mode of decision-making

Assist with treatment decision-making, if necessary

Though occasionally some patients may want to relinquish all decision-making to 
their healthcare provider, it is important promote shared decision-making about 
their care and treatment. Emphasize a partnership with the patient and family.

Coping with life-threatening illness

Patient

Family/family caregivers

Acknowledge that patients are more than their pathology. This means inquiring 
about them as real people, with lives and families before they were diagnosed. 
Emphasize that the intent is to improve the patient’s quality of life and provide 
effective ways for symptom management.

Referrals/prescriptions

Identify care plan for future appointments

Indicate referrals to other care providers

Note new medications prescribed

Check for support structure in place to facilitate medication management. With 
patient consent, involve the primary family caregiver in discussions about pain.

aBased on Temel JS, Greer JA, Muzikansy A, et al. Early palliative care for patients with metastatic non-small cell lung cancer. N Engl J Med. 2010;363:733–741.
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Conclusion
To move oncology care forward, communication education is needed 
for oncology care providers to teach successful ways to engage in dis-
cussions about palliative care. The ultimate goal is to incorporate an 
integrative palliative care program into the plan of care for oncol-
ogy patients and their families. Quality of life care and palliative 
care need to be seen as synonymous. Palliative care communication 
across the oncology trajectory will bring this closer together.
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CHAPTER 23

Transplantation and 
Organ Donation
James D. Robinson and Teresa Thompson

Introduction
Transplantation presents several unique communication roles 
for the palliative care provider, including patient and family 
assistance with healthcare decision-making about transplant, 
coordination and communication between the transplant team 
and other healthcare providers, and assisting patient and family 
with legal issues such as the preparation of a living will or other 
advance directives. Typically, the family or next of kin discusses 
the patient’s prognosis with the primary care physician and then 
works with a palliative care team to make decisions about end of 
life. This includes the decision to continue life-sustaining treat-
ment, to add palliative care to life-sustaining treatment, and to 
discontinue life-sustaining treatment and transition to symptom 
management/palliative care. Once the decision has been made, 
healthcare providers (palliative care, intensive care, respiratory 
therapy, anesthesia, and, if donation is a possibility, a represen-
tative from the organ donation network) meet with the family 
to prepare them for end-of-life care vis-à-vis hospice and/or the 
withdrawal of life support interventions. Assistance in the deci-
sion to end life-sustaining treatment is one of the primary com-
munication roles provided by the palliative care team.

In situations where transplantation or organ donation is pos-
sible, palliative communication also includes the identification 
and resolution of any concerns voiced by family members and 
appointment of a family spokesperson. In addition, the palliative 
care team describes what the family should expect as their loved 
one dies. This includes the physical setting in the operating room, 
the medical procedures involved during the process of harvest-
ing organs, and an explanation of what will happen if the patient 
becomes an organ donor or a transplant recipient.

The palliative care team may also be involved in the care and 
symptom management of the organ donor patient. Such care 
occurs before and during withdrawal of life support, and it occurs 
afterward if the patient does not die within the institutional time 
frame for donation after cardiac death. The team’s role is purely 
palliative, and they do not participate in the organ procurement 
process. The palliative care team is often involved in helping ter-
minally ill patients decide the most appropriate time to choose for 
their death, before organ donation.1,2

Unfortunately, palliative care is sometimes viewed as the care of last 
resort, rather than as a component of care that should occur through-
out the process. Even though it is becoming increasingly clear that 
patient choice is improved when patients have an appropriate level 

of information,3 some providers do not realize that palliative care is 
not the same as hospice care,4 and, regrettably, many transplant clini-
cians may perceive palliative care as a last resort measure that should 
only occur when “nothing more can be done.”5

The purpose of this chapter is to remind providers and research-
ers that palliative care is a complex constellation of healthcare 
activities: palliative care professionals regard dying as a normal 
process, integrate the psychological and spiritual aspects of patient 
care, provide support to the patient and the family, utilize a team 
approach, and, of course, include pain relief. The recognition that, 
in palliative care, the emphasis is on care rather than cure is criti-
cal. Although the overall curative disease-directed approach of 
transplantation may seem to be at odds with the concept of pal-
liative care, palliative care teams have much to offer patients and 
families facing transplantation. In fact, in all the studies to date,6,7 
survival has actually been the same or even longer when pallia-
tive care8,9 or hospice10,11 is involved, and sharing that data with 
transplant teams may be an eye-opener for them.

Transplantation and Palliative Care
The transplant team, patients, and their families are typically 
focused on a cure; if they did not have such a focus, they would not 
be pursuing a transplant. The failure of many healthcare providers, 
patients, and families to see the possibility of cure and care being 
simultaneously pursued can lead to the exclusion of palliative care. 
Patients expect providers to guide them in the healthcare system, 
with transplant providers serving as gatekeepers to palliative care 
access. Additionally, since most patients and families are focused on 
a cure, the need for palliative relief may seem contradictory or, at the 
very least, confusing. The fact remains, however, that, when stud-
ied,12 the prevalence of symptoms (pain, anorexia, worry, fatigue, 
and dyspnea) are similar in non-cancer patients as cancer patients.

Bramstedt13 argues that the best time to have conversations about 
healthcare—including diagnoses, symptoms, prognosis, treatment 
options, treatment preferences, and healthcare values—is early in 
the process and certainly before the patient’s health is a full-blown 
crisis. As an ethicist, Bramstedt rightly argues that if a patient is 
unclear about the diagnosis and/or prognosis, he or she cannot 
make an informed decision about his or her healthcare. The ability 
to make an informed decision is further reduced in cases of dimin-
ished capacity and with the additional pressures or the exigencies 
of time and timing. There is no harm in discussing these difficult 
topics beforehand. In fact, many transplant patients may not even 
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be aware that patients who undergo bone marrow or stem cell trans-
plantation with an advance directive in place have twice the survival 
rates of those who have not completed advance directives.14

Solid Organ Donation
In the beginning, organs used for transplantation came from 
living relatives or brain-dead donors.15 Donation after expected 
cardiac death was developed at the University of Pittsburgh and 
occurs when life-sustaining treatment is discontinued and consent 
for organ harvesting has been obtained from the patient’s family. 
This is the most common type of organ donation,16 and a vari-
ety of organs can be harvested, including liver, kidney, pancreas, 
lungs, and heart.17 These types of organs are referred to as solid 
organs. A US Department of Health and Human Services report18 
indicated that, every day, 79 individuals receive a transplanted 
organ, yet 18 individuals die each day due to organ shortage. In 
2012 28,051 individuals received a solid organ from a donor.18

As of May 2013, the population on the national transplanta-
tion waiting list was 44% Caucasian, 30% African American, 
18% Hispanic/Latino, and 7% Asian, Native Hawaiian, and 
other Pacific Islander.18 This is somewhat misleading, however, 
as each organ has a separate waiting list. In the United States, 
African Americans, Asians and Pacific Islanders, and Hispanics/
Latinos are three times more likely than Caucasians to suffer from 
end-stage renal (kidney) disease, often as the result of high blood 
pressure and other conditions that can damage the kidneys. In 
fact, almost 35% of patients on the national waiting list for a kid-
ney transplant are African American, while African Americans 
represent only 13% of the US population.19 Of course this means 
that minority patients in need of an organ remain on the list much 
longer than their Caucasian counterparts.

Although organs are not matched according to race/ethnicity, 
and people of different races frequently match one another, all 
individuals waiting for an organ transplant have a better chance 
of receiving an organ if there are large numbers of donors from 
their racial/ethnic background. This is because compatible blood 
types and tissue markers—critical qualities for donor/recipi-
ent matching—are more likely to be found among members of 
the same ethnicity. A greater diversity of donors may potentially 
increase access to transplantation for everyone.

To understand organ donation, it is important to note that if a 
patient is not brain-dead but the family withdraws life support, 
the organs can be used only if the patient dies rather quickly. If the 
patient continues to live for 60 to 90 minutes, the organs cannot be 
used because they will have been deprived of oxygen for too long. 
Such a patient will be transferred to palliative care or hospice.

The Institute of Medicine has made clear that priority must be 
given to the dying patient and the family, not to the potential for 
organ donation. Palliative care providers take care of the patient 
once life support is withdrawn, no matter how long the patient 
continues to survive. Organ donation and palliative care are not 
mutually exclusive.20 Many patients considered for transplan-
tation die before receiving an organ, further emphasizing the 
importance of providing high-quality symptomatic relief and 
communication for all transplant patients.21

The pre- and peri-transplant patient experience is increasingly 
being recognized as having poor symptom management, lack of 
forthright communication, and major psychological stress,22 in 
need of improvement.21,23 Co-management with palliative care 

has been strongly recommended to correct some of these deficien-
cies,24 but we lack randomized trial evidence of benefit.

Non-Solid Transplantation
Patients suffering from serious blood diseases (e.g., leukemia, 
multiple myeloma, thalassemias, sickle cell anemia, and aplastic 
anemia) often need bone marrow transplantation. Bone marrow 
is a spongy tissue inside some bones (e.g., hip and thigh) that 
consists of immature cells called stem cells. The term “bone mar-
row transplantation” refers to the replacement of the stem cells in 
bone marrow. In short, the patient is given a treatment that kills 
the cells in the cancer-laden bone marrow and is then given stem 
cells to replace that loss. Because stem cells are immature, they 
can develop into red blood cells for transporting oxygen through-
out the body, white blood cells to fight infection, and platelets, 
which help blood to clot.24 The most critical part of the transplant 
is the new graft immune system, such that a certain amount of 
“graft-versus-host” disease is desirable and crucial; without it, the 
chance of cancer relapse is much higher.

Approximately 130,000 Americans are diagnosed with a serious 
blood disease annually, and 44,000 of those diagnoses will be for 
leukemia (a blood cancer). About half of those adults and 700 of 
the 3,500 children diagnosed with leukemia will die from the dis-
ease. All of these patients need to receive a bone marrow transplant 
(BMT), but only 30% will find a matching donor within their fam-
ily. The remaining 70% must find a donor from the National Donor 
Registry, where only about 2% of all Americans are registered.

Individuals in need of a blood marrow donor must find some-
one that matches their blood marrow. Generally, people of the 
same ethnic group are more likely to match, and this means that 
the number of people registered as potential donors is extremely 
important. Caucasian patients find a compatible donor about 
75% of the time, but African Americans find a compatible donor 
only 25% of the time. This is a complicated issue, as there is more 
genetic heterogeneity within “African” and “Asian” populations 
due to the size of the continents and diversity of populations. 
In addition, more African Americans registered in the National 
Marrow Donor Registry are not “fit” donors when matched, and 
more refuse donation; efforts continue to enhance minority donor 
participation and donation.25 Asians Americans and Hispanic 
Americans are more fortunate than African Americans, with suc-
cessful donor availability occurring at 40% and 45%, respectively.

Estimates vary, but of the 6,000 people currently searching for 
a marrow match in the United States, only about 30% will find a 
match, and 70% will die before finding a match. Approximately 
80% of the Caucasians on the list will find a match, while 70% 
or more of the ethnic minorities and people of mixed ethnicities 
will not find a match in time.26 If an African American patient is 
successful at finding a matching donor on the national registry, 
there is an 80% chance that there is only one compatible donor 
on the entire national list. Finally, while bone marrow donation 
is potentially dangerous, more than 35,000 people have donated 
bone marrow to a stranger without a single donor death.

Kidney Disease
The organ most in demand at any point in time is the kidney. The 
kidney is essentially a filtering system containing millions of tiny 
blood vessels. The inability to process blood sugar effectively and 
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the increased pressure on the small blood vessels tax the kidney; 
those small blood vessels begin to leak, and ultimately, the kid-
ney fails. The first successful kidney transplant was performed in 
1954 between identical twins. While there are no bridging treat-
ments, dialysis and transplantation have literally been lifesaving 
for many patients. For others, their lot in life becomes an end-
less wait in a line longer than the patient’s lifetime. Still, others 
find that their body rejects the transplanted organ, and they live 
through extremely unpleasant consequences that can negatively 
affect their quality of life.27,28 Symptom control is a primary con-
cern. Barriers to symptom control have been identified in three 
areas:  (a)  provider unawareness of symptoms, (b)  provider’s 
uncertainty as to whose responsibility it is to treat symptoms, and 
(c) inherent difficulty in symptom management.29

Currently there is little effort to incorporate palliative care into dial-
ysis and transplantation programs—even though people in end-stage 
kidney failure are being ravaged by a chronic illness. Many pro-
grams have no clear protocol for providing support for patients who 
are either turned down for transplantation or elect not to undergo 
dialysis. Typically, success is measured by the success of the graft and 
not the quality of life of the patient, let alone the quality of life for 
the patient’s family. As part of palliative care, psychiatrists have the 
opportunity to participate in the ongoing relationship between pal-
liative care and nephrology. Compelling new data show concurrent 
palliative care and renal management improve healthcare outcomes 
such as compliance and unneeded emergency room visits.30 Patience 
and older oral diuretics with a concurrent palliative approach can 
also lead to significant renal improvement.31 Still, kidney patients 
who receive transplants do not have a life expectancy as high as the 
general population and most end-stage renal disease patients do not 
complete advance directives.32,33 The decision not to begin dialysis is 
more common than is the decision to withdraw from it.

Liver Transplantation
The second most commonly transplanted organ is the liver. 
Currently, about 16,000 patients are on the liver waiting list, and 
only about 6,000 liver transplants are performed each year; the 
median wait-time for transplant was almost a year in 2007. More 
recent data from the UK National Health Service in 2014 indicates 
a median wait-time for adult patients of 145 days, while pediatric 
patients wait an average of 72 days. Research suggests that despite 
the long wait and the progressive nature of the underlying ill-
ness, palliative issues such as goals of care and end-of-life issues 
are seldom discussed before the actual transplant occurs.34–36 The 
aim of liver transplantation is to cure the patient with acute or 
chronic liver disease. While this is often achieved, some patients 
will encounter continued acute rejection of their transplanted liver 
(graft), experiencing chronic rejection or disease recurrence.34(p396) 
Rossaro et al. argue quite vehemently for the use of palliative care 
in patients awaiting liver transplantation. Liver transplantation is, 
however, commonly perceived as an intervention with a curative 
aim. In such a setting, the incorporation of palliative care prin-
ciples into treatment decisions may be compromised.34(p396)

Liver transplantation is an effective treatment for patients with 
acute or chronic liver failure.37 Even though one-year patient 
survival rates approach 90% and 7- to 10-year survival rates are 
in the 60% to 80% range,38,39 patient quality of life concerns 
post-transplant nonetheless necessitate palliative care. In a 
recent study of 313 consecutive transplant patients (excluding the 

patients who died within 6 months, which represent 10% to 15% of 
all liver transplantations), the 1-, 10-, and 20-year patient survival 
rates were 97.6%, 80.8%, and 58.8%, respectively.39 This is in sharp 
contrast to the fact that the 10-year survival rate of advanced end 
stage liver disease patients who do not undergo transplantation 
is close to zero.40 Unfortunately, 150 patients per 1,000 must be 
removed from the wait list because they have become too sick to 
receive a transplant or they have already died38—obviously skew-
ing the success rate of the treatment.

However, it is important to remember that the patient popula-
tion with end-stage liver disease often suffers from a high social, 
economic, physical, and emotional burden related to their chronic 
illness. They face multiple quality of life challenges such as fatigue 
resulting from malnutrition, mobility impairment from ascites, 
and depression and cognitive loss as a result of encephalopathy.41 
Thirteen percent of liver transplant recipients experience a hospi-
tal length of stay of more than 30 days. Prolonged length of stay 
is associated with postoperative infection, allograft rejection, gas-
trointestinal bleeding, renal failure, and decreased survival as well 
as higher cost and resource use.42

When evaluating a patient for potential transplant, an initial 
discussion of end-of-life issues should be included. This mini-
mizes consequent surprise and emotional disturbance for both 
the patient and the family43 and becomes part of the conversation. 
The patient must be prepared for the possibility that a donor will 
not arrive in time. Even if the patient has been approved for the 
transplant list, a donor may not become available for a variety of 
reasons, including substance abuse issues (which may have caused 
the liver problem), adherence concerns (as adherence is essen-
tial post-transplant and transplant teams must be convinced the 
individual will comply with adherence requirement), other health 
concerns, and/or psychiatric issues.

Noting that the majority of people who are eligible for organs 
never get one, Crone et  al. argue44 that all potential transplant 
patients should be offered palliative care. Unique patient character-
istics of liver recipients may include associated cognitive loss from 
hepatic encephalopathy, the emotional experience of receiving an 
organ from another human, the fact that someone had to die for the 
procedure to happen, and guilt associated with the realization that a 
dangerous lifestyle is the most common reason for transplantation 
(e.g., the damage associated with alcoholism and hepatitis B or C).

Previous research suggests that some of the end-of-life needs 
identified by patients include pain management, the avoidance of 
inappropriate prolongation of dying, a sense of control over their 
situation and destiny, and the opportunity to strengthen their 
relationships with their loved ones before they die.45,46 In addi-
tion, family members report the following: the desire to be with 
their loved one during the dying process, to be kept informed, to 
receive explanations regarding the process of what/why therapy is 
being done, to be assured of the patient’s comfort, and to be sup-
ported in their medical and end-of-life decisions.45–47

The high level of success associated with liver transplanta-
tion has also produced elevated expectations among physicians, 
patients, and their families. This expectation exists despite the fact 
that the patient is suffering from a severe life-limiting underlying 
illness even after transplantation. This high level of anticipation 
can make the transition from curative to palliative care difficult 
for families and healthcare providers alike. Adam34(p396) further 
notes the principle of paternalism used by healthcare providers in 
advising patients that they should continue with transplantation 
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as a treatment because they view this as the best option. This com-
promises the patient’s autonomy, and it is the provider’s role to act 
as advocate and to facilitate an environment in which the patient 
has independence in decision-making.

Healthcare for liver transplant patients must include both 
disease-directed curative and palliative care.37 The addition of pal-
liative care increases patient–provider discussions about goals of 
care, decreases the amount of time for do-not-resuscitate (DNR) 
requests to be implemented, increases the amount of time between 
the DNR and patient death (allowing families to say goodbye to their 
loved one), decreases the decision time for withholding or with-
drawal of life support, and increases the likelihood of families with-
holding or withdrawing life support.24,48 Table 23.1 represents the 
first reported attempt to implement a liver transplant palliative care 
service for patients, their families, transplant surgeons, and surgical 
critical care nurses.37 Findings are consistent with previous research 
suggesting that successful communication interventions improve 
goals-of-care discussions and end-of-life care in the critically ill.49–53

Lung Transplantation
The American College of Chest Physicians and the American 
Thoracic Society have gone on record emphasizing the impor-
tance of palliative care throughout the healthcare process. They 
recognize a clear distinction between hospice and palliative care 
and oppose the notion that palliative care should be limited to the 
terminal phase of an illness. This recommendation is predicated, 
in part, on the recognition that lung transplant patients are often 
required to wait 2 to 3 years, and palliative care provides hope and 
comfort to patients and their families, even though these patients 
are usually very symptomatic from their underlying disease.54

Lung transplantation is considered the most medically risky 
organ transplantation procedure, with a 5-year survival rate of 
47.3%. While lung transplant patients typically see an improve-
ment in their quality of life, it may not be apparent to the patient 
until a year after the surgery. Unfortunately, approximately 16.8% 
of lung transplant patients die waiting for a matching donor or 
within 1 year of the lung transplant taking place.55 As lung trans-
plant patients are forced to relocate to the vicinity of the lung 
transplant center, patients may be moved away from their homes 
and their loved ones. In addition, the strict body mass index mea-
surements required of lung transplant patients means patients 

may be involved in a supervised exercise program (which can 
cause dyspnea or difficulty breathing) and require them to change 
their diet dramatically. This change may involve unpleasant 
dietary supplements or the use of feeding tubes and may deprive 
patients of their favorite foods.

Of the variety of barriers to palliative care for lung transplant 
patients,56 the most commonly identified are (a) unrealistic expec-
tations by the patient and his or her family about the likelihood of 
survival until a donor organ is available and (b) unrealistic expec-
tations by the patient and his or her family about the likelihood 
of survival after the lung transplant. In addition, Colman et al. 
report that 57% of the physicians believed that patients and their 
families would feel abandoned if palliative care were initiated, 
and 61% of the physicians felt family disagreements about care 
goals were a significant barrier to palliative care.56 Patients may 
be reassured by the data showing that concurrent care in cancer 
and non-cancer patients shows equal or even better survival and 
that involving another team to improve symptoms can only help.

For lung transplant patients, palliative care can be facilitated 
by (a)  advance care planning for patients on the waiting list; 
(b)  access to palliative care consultants; (c)  regular meetings 
between transplant physicians, nurses, patients, and family mem-
bers; and (d) communication between the transplant program and 
the referring physician. Additional training of transplant physi-
cians in symptom management, end-of-life communication skills, 
the provision of experienced role models for transplant physician 
trainees, and supervision of transplant physician-trainees is help-
ful in improving palliative care.

Making this need even more apparent is a study of patients 
awaiting lung transplantation, which indicated that none had 
a DNR order at the time of hospital admission, and, when 
these orders were finally written, they were generally written 
on the same day the patient died.43 These observations were 
based on the fact that many transplant patients desired to be 
full code in pursuit of a transplant,57 and their physicians 
concurred.35(p2168)

Cardiac Transplantation
Heart failure in its chronic form is an irreversible and progressive 
disease. Unfortunately, transplant and cardiac assist programs do 
not include palliative care during treatment. Instead, palliative care 
is provided when the patient is no longer a candidate for transplanta-
tion or device therapy—or colloquially at the end of life. Heart fail-
ure patients are rarely referred to palliative care or hospice services 
early in the disease process. Recently, there has been a shift toward 
viewing treatment medicine and palliative medicine as “shared care” 
to optimize the patient’s quality of life throughout illness.

Because of the extreme shortage of donor organs, the waiting 
time for a transplant can be significant—at times, several years. 
In addition to the psychological issues, the decline caused by the 
failing organ may produce a wide variety of symptoms, including 
shortness of breath, edema, dizziness, and nausea. These symp-
toms of physical decompensation can be relieved in some patients 
(e.g., paracentesis for ascites or diuretics for edema), but in other 
patients, these symptoms are intractable.58,59 However, bridge 
treatments such as a left ventricular assist device are often given 
to aid patients until they can receive a new heart. These implanted 
devices often cause abdominal discomfort, appetite disruption, 
increased levels of anxiety, and sleep disturbance.60,61

Table 23.1 Effect of PC Intervention for Liver Transplant Patients

Baseline 
(n = 79)

After PC 
Intervention (n 
= 104)

Deaths 21 31 (p value NS)

Goals of care discussions 2% 38%

DNR status at the time of death 52% 81%

Withdrawal of life support when appropriate 35% 68%

SICU length of stay 3 fewer days

Note. PC = palliative care; NS = nonsignificant; DNR = do not resuscitate; SICU = surgical 
intensive care unit.
Source. Lamba S, Murphy P, McVicker S, Smith JH, Mosenthal AC. Changing end-of-life 
care practice for liver transplant service patients: Structured palliative care intervention in 
the surgical intensive care unit. J Pain Symptom Manage. 2012;44(4):508–519.
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Patients with heart problems often have questions about their 
prognosis and end-of-life issues but report being uncomfortable 
asking questions.62 While many patients reported that they would 
welcome frank discussions about their prognoses, they believed 
that their physicians would not want to discuss end-of-life issues 
with them. Selman et al.63 came to similar conclusions and found 
that heart failure patients live with fear and anxiety and are less 
than informed about their diagnosis or the implications of that 
diagnosis. Likewise, cardiac staff members rarely initiate discus-
sion of such issues with their patients.

A more recent study by Schwarz et al.64 tested the effectiveness 
of a palliative care program for cardiac patients. They found that 
palliative care consultation resulted in a decrease in the use of opi-
oids and an increase in the levels of patient satisfaction. Patients 
and their family members generally reported improved holistic 
care, continuity of care, more focused goals of care, and improved 
planning of treatment courses. In addition, most patients reported 
increased levels of clarity about their goals of care and their treat-
ment plans, particularly as their clinical condition changed. The 
topics of advance directives and goals of care were addressed with 
all patients by the palliative care team, and 30% of the patients 
completed advance care directives following palliative care 
involvement. (See  chapter 21 in this volume on heart disease.)

Hematopoietic Stem Cell Transplantation 
Therapy/Bone Marrow Transplantation
Patients suffering from leukemia, lymphoma, multiple myeloma, 
multiple sclerosis, and sickle cell anemia are often treated by stem 
cell transplantation. This type of treatment is hematopoietic stem 
cell transplantation (HSCT). When the stem cells are taken from 
bone marrow, it is often referred to as a bone marrow transplant 
(BMT). When the stem cells are taken from other sources (e.g., 
the bloodstream or umbilical cord blood), the procedure is called 
a stem cell transplant. In both cases, stem cells damaged by illness 
and treatment are replaced with healthy stem cells.65 There are 
approximately 20,000 hematopoietic stem cell transplants in the 
United States each year.

In roughly two-thirds of these transplants, the patient’s own 
bone marrow or peripheral blood stem cells are removed and held 
in reserve for transplantation. In killing cancer cells, the radia-
tion and/or chemotherapy also damage the stem cells and neces-
sitates their replacement. When the patient receives his or her 
own stem cells, it is called autologous transplantation, and when 
the patient receives stem cells from a donor, it is called allogeneic 
transplantation.

Approximately 25% to 50% of BMT recipients develop 
long-term complications, and nearly 30% of patients receiving 
allogeneic transplants do not survive 5 years. Autologous trans-
plants have a much better 100-day survival rate—nearly 90%—but 
are not appropriate for all types of ailments requiring a BMT.66 
Obviously, because the stem cells come from the patient, autolo-
gous transplantation is far less likely to result in rejection of the 
transplanted stem cells than allogenic transplantation.

Despite the high morbidity and mortality seen in this popula-
tion, the focus of care in HSCT remains curative, and palliative 
care is likely to come late in the process or not at all.4(p266) To date, 
there is a lack of research on the incorporation of palliative care 
into BMT.4 The palliative care and BMT teams rarely meet, except 

when a patient is dying, often after a long intensive care unit stay. 
Newly funded randomized trials of concurrent care are sorely 
needed and should tell us if palliative care is worthwhile in this 
population.66 A yet unpublished trial at Virginia Commonwealth 
University suggests there is significant symptom burden, and it is 
unclear how much of that burden can be reduced by palliative care 
(Thomas Smith, personal communication).67

Many patients receiving HSCT are fighting cancer and, despite 
the severity of their illness, do not have advanced care directives. 
They continue to receive curative treatment without advanced care 
planning even during the last month of their lives.68 Only a minority 
(20%–40%) use hospice care as they approach death. A study of 155 
patients undergoing HSCT70 determined that 69% of the patients 
had designated a healthcare proxy, 44% had a living will, 61% had 
an estate will, and 63% had discussed their wishes regarding life 
support with family and friends. Importantly, however, only 16% of 
the patients had discussed their wishes regarding life support with 
their provider, only 39% had actual written advance directives in 
their charts, and documentation of a discussion between patients 
and providers regarding advance care planning was unusual.

Younger patients, particularly those under age 40, are much 
less likely than older adult patients to have engaged in advance 
care planning, and many patients considering HSCT have nei-
ther discussed nor planned to talk about end-of-life contingen-
cies with their provider.69 For most patients considering HSCT, 
the procedure represents a last hope for long-term survival. In 
such cases, patients who decide to undergo the procedure may 
have strong psychological motivations to avoid dwelling on the 
substantial risks involved. The palliative care team, however, 
can help with symptom assessment and management (e.g., pain, 
mucositis, nausea and vomiting, nutrition, anorexia and weight 
loss, graft-versus-host disease, diarrhea, and transfusion depen-
dence).4 In fact, data show a high prevalence of symptoms in these 
types of patients: nine physical and two psychological ones severe 
enough to warrant treatment.70

The concept of palliative care for patients undergoing HSCT 
remains contentious to some healthcare providers. Barriers fac-
ing HSCT patients include illness trajectory variability, which 
requires disparate and at times highly technical therapies; care 
goals that are not clear to the patient; the complexities of the 
healthcare system; and a lack of understanding about palliative 
care by patients and providers alike.71 Patients and family care-
givers continue to hope that if a transplant is not successful, the 
patient may have quality care and symptom management at the 
end of life.72 The multiple symptoms exhibited throughout trans-
plant are frequently complex, and poor symptom control has 
been associated with higher levels of emotional distress for both 
patients and caregivers.73

Chung et  al.4 and Cheng et  al.31 provide detailed suggestions 
about communicating the prognosis and estimating cure rates to 
patients and their families. They conclude that written prognoses 
are rarely provided, and, generally, the worse the prognoses and 
curability numbers, the fewer specific numbers provided to the 
patient. This can be remedied, in part, by providing written prog-
noses, asking patients if they want to discuss their prognosis and 
curability numbers, and reviewing with the patient his or her situ-
ation at every inflection point and not only at the initial diagnosis. 
The authors recommend4,31 standardized symptom and spiritual 
assessment along with advance care planning documentation.
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Finally, they suggest4, 31 that informational visits need to be con-
ducted for all patients who might need hospice care within the next 
six months. Typically, this is not done until the last 6 to 9 days, and 
therefore many patients are not provided sufficient hospice care. 
These visits, when coupled with the opportunity to develop rela-
tionships with hospice providers before the care is needed, means 
that treatments such as transfusions and medications that do not fit 
in the $150/day requirements may be negotiated out. When provid-
ers create a form and utilize it for negotiating coverage of needed 
procedures, patients are 2% to 25% more likely to utilize hospice.74

It appears that the problems of providing palliative care to 
patients undergoing HSCT transplantation are frequently under-
estimated.75 Patients undergoing HSCT need social support, 
positive reframing, information-seeking, problem-solving, and 
emotional expression.76 The nurse plays a key role in advocat-
ing for the patient and the family to secure the necessary care. 
Introduction of palliative care and even hospice care early in 
the disease trajectory has been correlated with improved symp-
tom management and care planning and has not been shown to 
decrease patient survival or detract from feelings of hope.4(p265) 
In fact, patients maintain hope even when a poor prognosis is dis-
closed, and hope seems to correlate directly with provider truth-
fulness and honesty.77,78

Symptom burden is frequently a significant problem for 
HSCT patients, and family caregiver burden is overwhelming.65 
BMT caregivers experience high levels of anxiety, distress, and 
depression, and yet these symptoms are often unrecognized and 
untreated.77 The partners of those patients receiving stem cell 
transplantation report receiving less social support, self-report 
lower levels of spiritual well-being, and experience more loneli-
ness than transplant survivors.76(p179) Having a family caregiver is 
nonetheless critical. The presence of a caregiver is associated with 
improved survival at 1 year after transplantation (75%) when com-
pared with patients without a dedicated caregiver (26%).78

Referral to palliative care is especially important when the HSCT 
has failed.65 Patients and family must be informed and begin cop-
ing with the effects of the malignancy combined with the effects 
of transplantation.65 Pain is frequently the reason that a pallia-
tive care consultation is sought and provides an opportunity to 
form a relationship with the patient and the family as well as a 
chance to address other palliative care needs.65(p7) Relapse after 
HSCT is a distressing event for patients and families but provides 
an opportunity for education and psychosocial support.79 Cooke 
et al. developed an end-of-life educational program for nurses, lay 
care providers, patients, and their families. This program includes 
a discussion with the patient and a complex family grief assess-
ment and referral plan. In addition, the program includes a family 
teaching component and bereavement follow-up visits, as well as a 
discussion of the application of all of these to patient care.

Conclusion
Transplant recipients must wait for a considerable length of 
time before they are eligible for transplant and a suitable donor 
is located. During this time patients require intense symptom 
management, and family members often require counseling. 
Post-transplant needs also include considerable amounts of care 
and follow-up. Given these features of the disease trajectory for 
transplant patients, and the success of transplantation sciences 

in increasing the rates of survival and patient longevity, trans-
plant patients live with a chronic illness condition and could 
benefit from palliative care. At the moment, there is no defined 
role for palliative care in the transplant setting, no structure for 
the incorporation of palliative care with transplant teams, and 
no guidelines available to outline palliative care for transplant 
patients. Palliative care teams are needed across all stages of the 
transplantation process to ensure that the patient and the fam-
ily’s search for a cure via transplantation includes discussing the 
possibility that transplantation will not occur in time and/or 
will not be effective, ensuring that advance care planning and 
the consideration of other legal, interpersonal, and economic 
decisions related to healthcare take place prior to an acute crisis 
or death.
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CHAPTER 24

Communication Challenges 
in Providing Advance 
Care Planning for People 
Living With HIV/AIDS
Maureen E. Lyon, Blaire Schembari, 
Brittney Lee, and Peter Selwyn

Introduction
In 2012 an estimated 35.3 million people were living with HIV 
worldwide.1 Newly acquired HIV infections have decreased glob-
ally.1 Much of this reduction can be attributed to medical care 
advances and global prevention programs.2–5 However, despite 
HIV becoming a chronic illness,6,7(p2) deaths from AIDS and 
comorbidities continue. In the United States, HIV/AIDS deaths 
occur disproportionately among African Americans.6–8 Yet, 
nationwide, African Americans are half as likely as whites to use 
any advance directive, even though, when surveyed, they indi-
cate a desire to complete an advance care directive.9–10 Advance 
care planning (ACP), which aims to relieve suffering and enhance 
quality of life, is perhaps the most important palliative care 
dimension with respect to family, provider, and patient com-
munication. The negative consequences to the patient of poor or 
no ACP include unmet needs, inappropriate, or even unwanted 
care.11,12 Conflicts with hospital staff about treatment choices or 
rejection of non-legally related caregivers such as unmarried part-
ners,13,14 loss of respect for autonomy in the spirit of the Patient 
Self-Determination Act (1990), may result from a lack of ACP 
while the patient is competent.15

Incorporating ACP during the “antecedent period of deci-
sion making”16 is critical, because with AIDS timing of death 
is uncertain and decision-making capacity may be compro-
mised by HIV-associated neurological disease or other cogni-
tive impairment.17,18 ACP can significantly reduce these negative 
consequences, promote excellence in HIV care, and yield better 
outcomes for patients, families, and providers.16 Palliative care, 
which includes ACP, optimizes quality of life and addresses the 
physical, emotional, social, and spiritual needs19–23 of people 
living with AIDS (PLWA) by facilitating autonomy, access to 
information, and choice.24 Given the complex nature of caring 
for PLWA, palliative care is essential for supporting patients, 
their families, as well as their healthcare team, and should be 

implemented throughout the disease process. Thus it is recom-
mended that palliative care be utilized alongside standard HIV 
treatment.5 Moreover, both the World Health Organization25 
and UNAIDS26 have suggested the appropriateness of incorpo-
rating palliative care throughout every stage of HIV disease and 
treatment.

Communication forms the foundation for quality ACP.27 
Communication creates a human connection, which not only 
transmits information but serves as the foundation for a relation-
ship with the healthcare provider that unfolds over time.28(p179) 
Within the context of palliative care, research indicates that com-
munication impacts treatment adherence, pain management, 
recovery rates, psychological functioning, and overall happiness 
with care.29 This chapter reviews evidence-based models to increase 
patient–family communication and enhance provider–patient 
communication about palliative care for HIV patients who often 
have comorbid conditions. The chapter also discusses research in 
progress of models that can be adapted for PLWA.

Interpersonal Communication Theories
Communication is a basic tool in healthcare relationships that, 
under ideal circumstances, involves collaborative communication 
with the entire healthcare team, patient, and family.30 ACP facili-
tation guides the practice of using interpersonal communication 
skills, including empathetic listening, to build a trusting relation-
ship.31,32 Interpersonal discussions about sensitive or difficult 
health topics, such as ACP, provide new information, guide patient 
decision-making, and promote behavioral change. Interpersonal 
communication can be defined as a selective, systemic, unique, 
and ongoing process of transactions that allow people to reflect 
and build personal knowledge of one another and create shared 
meanings.33 Interpersonal communication messages are offered 
to initiate, define, maintain, or further a relationship; further-
more, interpersonal communication refers both to the content 
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and quality of messages relayed. Research supports the notion 
that skillful interpersonal communication practice makes a posi-
tive difference to patients.34 Patients feel they have been heard, 
supported, and understood and their concerns validated.35,36

The interpersonal communication transactional model most 
closely aligns with ACP principles. The transactional model 
emphasizes the dynamics of interpersonal communication and 
the multiple roles people assume during the process.37 In ACP 
discussions, a trained/certified facilitator provides support for the 
patient and his or her surrogate decision-maker during sensitive 
discussions that may shape future clinical care to fit the patient’s 
preferences and values. The Respecting Choices® model supports 
ACP discussions, clarifying communication as occurring within 
systems that affect “what and how people communicate and what 
meanings are created.”38

Shared meaning is at the heart of interpersonal communica-
tion. We create meanings as we learn what each other’s words and 
behaviors represent or imply.34 Interpersonal communication 
involves two levels of meaning:  content meaning and relation-
ship meaning. ACP facilitators use content meaning to enhance 
the patient’s and family’s understanding of the medical condition, 
facilitate a discussion of the patient’s key priorities in end-of-life 
care, and develop a care plan that reflects these priorities that the 
family can honor. Relationship-meaning is created when ACP 
facilitators explore the patient’s and family’s understanding, expe-
riences, hopes, and goals for living well. Involving the patient’s 
loved ones and/or surrogate decision-maker in ACP encourages 
discussion and increases agreement between the patient and his 
or her surrogate decision-maker, creating feelings of being better 
informed and supported.35

Person-Centered and Family-Focused 
Approach
For PLWA, the core philosophy of a person-centered36 approach 
to palliative care, which focuses on patient preferences, is appro-
priate. Although HIV/AIDS is no longer a rapidly fatal illness, 
a great deal of stigma is still associated with the diagnosis. A 
patient being treated with respect, warmth, and empathy fosters 
a supportive and open patient–healthcare provider relationship. 
Research indicates that patients and their family members value 
healthcare providers’ respect and that such positive regard impacts 
treatment outcomes.37 Briggs and colleagues have consistently 
found that a person-based approach to ACP significantly changes 
healthcare professionals’ beliefs and practices by increasing care 
and respect for patients’ autonomy, families’ experiences, and doc-
umentation of patients’ wishes.38 Family-focused palliative care 
takes into account patients’ needs as well as the experiences and 
influences of family caregivers that may otherwise go unnoticed.39 
Qualitative research indicates the desire and importance of family 
involvement in palliative care.40 The Institute for Family-Centered 
Care defines family-centered care as an approach to the planning, 
delivery, and evaluation of healthcare that is governed by mutually 
beneficial partnerships between healthcare providers, patients, and 
families.41 Models of family-centered palliative HIV care initially 
emerged for pediatric populations as a way to better assist children 
and their caregivers with HIV treatment.41 Family-centered care 
for PLWA aims to provide comprehensive health services for fami-
lies’ needs and promote communication among the patient, family, 

and healthcare providers. Empirical evidence supports both com-
munication and decision-making as critical elements that impact 
dying youth and their families42–55 (Table 24.1).

Respect for autonomy demands that healthcare providers 
afford PLWA the opportunity to make decisions about their own 
end-of-life care before a medical crisis impairs the ability to do so. 
Earlier in the epidemic, attention was given to ACP issues specific 
to HIV.54,55 However, this clinical practice predated the current 
era of highly active antiretroviral therapy, which is characterized 
by longer survival, more uncertain prognoses, a growing range 
of comorbidities, and potential impaired decision-making for 
patients with advanced HIV or life-limiting comorbidities.56–58 
There is a growing consensus that palliative care and ACP should 
begin from the time of diagnosis, if not earlier.

Inappropriate scenarios often result in current ACP practice. 
For example, an ER clerk may hand a tonsillectomy patient an 
advance directive form to complete, or, alternatively, hospital 
systems may automatically mail an advance directive to patients 
with a chronic illness on their 18th birthday. Often patients expect 
their healthcare providers to initiate such discussions, but in the 
face of uncertain prognosis, lack of time, or individual comfort 
level the healthcare provider may not initiate this conversation. 
Sometimes, hospital or departmental policy designates a social 
worker or chaplain without ACP facilitation skills training to 
initiate this conversation during a medical crisis, often during an 
inpatient hospital stay.

Therefore, in direct response to this need, Lyon and col-
leagues47–52 developed the FAmily CEntered Advance Care 
(FACE) planning model. This model, developed and adapted from 
Briggs and Hammes’ Respecting Choices® model,38 has been tested 
among adolescents and young adults with HIV48–50 and can-
cer.51,52 Currently, there are two ongoing longitudinal, multisite, 
randomized clinical trials to determine if the benefits of a patient-
centered, family-focused approach for adolescents and adults 
with AIDS can be sustained over time (Pediatric Palliative Care: 
Quality of Life and Spiritual Struggle with adolescents with AIDS; 
Palliative Care in People Living with HIV/AIDS: Integrating into 
Standard of Care).53 The following section details the FACE-HIV 
communication model and the tools used within the model and 
provides illustrative cases.

FACE-HIV Communication Model  
and Intervention
FACE-HIV is an evidence-based structured and individual model 
for facilitating communication between HIV/AIDS patients and 
their families.48–50 The purpose of the FACE-HIV intervention pro-
gram is to facilitate conversations about future healthcare decisions, 
including end-of-life care between patients living with HIV/AIDS 
(or other life-limiting illnesses) and their surrogate decision-makers. 
A specific FACE-HIV program goal is to train qualified profession-
als to deliver a standardized intervention, which opens communi-
cation channels, resulting in increased congruence in treatment 
preferences and decreased decisional conflict. This process supports 
the patient’s and the family’s psychological adjustment, improves 
quality of life, and documents the patient’s goals of care and treat-
ment preferences in his or her medical record (Table 24.1).

The FACE-HIV program consists of three 60- to 90-minute ses-
sions in a face-to-face format with a trained/certified interviewer. 
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Three sessions are held 1 week apart to give families time to think 
over goals and values that inform end-of-life treatment prefer-
ences and to consult with family members, clergy, and others. 
A  surrogate decision-maker must be chosen prior to the first 
meeting.
Session One Lyon Family Centered ACP Survey©—Patient and 

Surrogate versions.59 This survey is used as a tool to engage par-
ticipants in ACP and end of life decision-making.

Session Two Respecting Choices® Next Steps ACP Interview.60 
This patient-centered, structured interview is used to explore 
patients’ understanding of their illness, open channels of com-
munication between the patient and surrogate decision-maker, 
and discuss goals of care in “bad-outcome” situations. This 
in-depth conversation is facilitated by a trained/certified ACP 
facilitator to determine what goals of treatment should be fol-
lowed, if complications occur. One end-product is the creation 
of a “disease-specific” advance directive. Facilitator certification 

is available. For more information see http://www.gundersen-
health.org/respecting-choices.

Session Three The Five Wishes© advance directive document61 
was designed to reflect the patient’s goals and values. A training 
video and the Five Wishes© document are available online at 
http://www.agingwithdignity.org/forms/5wishes.pdf. The com-
pletion of an advance directive document can be any document 
recognized in that state.

To ensure protocol fidelity and patient safety, each ses-
sion is immediately followed by 15- to 30-minute assessment 
questionnaires. If the facilitator is also conducting research, 
the patient and family would separately complete the Quality 
of Patient-Facilitator and Surrogate-Facilitator End of Life 
Communication62 and Satisfaction Questionnaire with a person 
other than the trained/certified interviewer. These participant 
ratings provide a quality assessment of the trained facilitator’s 

Table 24.1 Description of Family Centered Advance Care Planning (FACE) Intervention

Session 1
Foundation

Lyon Family Centered Advance 
Care Planning Survey—Patient and 
Surrogate Versions,© which engages 
the participant in EOL questions. (30 
minutes)

Session 1
Goals

1.  To assess the patients’ and 
surrogates’ values, spiritual and other 
beliefs and life experiences with 
illness and EOL care

2.  To assess when to initiate EOL 
discussion and planning

Session 1
Process

1. Facilitator orients family to study and issues

2. Patient is surveyed separately from the surrogate

3.  Surrogate is surveyed privately with regard to what he or she believes the 
patient prefers

4.  Patient and surrogate are primed to think about and discuss issues they may 
not have considered before, prior to coming in for the structured conversation

Session 2

Foundation

Disease-Specific Advance Care Planning 
Interview®60 (60 minutes)

See Gundersen Health System for 
training

Session 2

Goals

1.  To facilitate conversations and 
shared decision-making between 
the patient and surrogate about EOL 
care, providing an opportunity to 
express fears, values, spiritual, and 
other beliefs and goals with regard to 
death and dying

2.  To prepare the surrogate to be able 
to fully represent the patient’s wishes

Session 2

Process

Stage 1 assesses the patient’s understanding of current medical condition, 
prognosis, complications

Stage 2 explores patient’s philosophy regarding EOL decision-making and his or 
her understanding of the facts

Stage 3 reviews rationale for future medical decisions the patient would want 
the surrogate to understand/act on

Stage 4 uses the Statement of Treatment Preferences to describe clinical 
situations common to AIDS and related treatment choices

Stage 5 summarizes the discussion/need for future discussions as situations/
preferences change. Gaps in information are identified and referrals are madea

Session 3
Foundation

The Five Wishes© is a legal document 
that helps people express how they 
want to be treated if they are seriously 
ill and unable to speak. It addresses all 
of a person’s needs: medical, personal, 
emotional, spiritual (30 minutes)

Session 3
Goals

To determine

1.  Which person is to be the surrogate 
decision-maker

2.  The kind of medical treatment the 
patient wants

3.  How comfortable the patient 
wants to be

4.  How the patient wants people to 
treat him or her

5.  What the patient wants loved ones 
to know

6. Spiritual/religious concerns

Session 3
Process

For patients under the age of 18, the Five Wishes© must be signed by a legal 
guardian. Processes, such as labeling feelings and concerns, as well as finding 
solutions to any identified problem, are facilitated. Appropriate referrals are 
made to help resolve disagreements over decision-making (e.g., a hospital 
ethicist or their doctor) or spiritual issues (e.g., a hospital chaplain or their 
clergy).

Note: EOL = end-of-life.
a This session may include other family members or loved ones.

http://www.gundersenhealth.org/respecting-choices
http://www.gundersenhealth.org/respecting-choices
http://www.agingwithdignity.org/forms/5wishes.pdf
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discussions and the program as a whole. The patient must first 
choose a surrogate decision-maker, also known as a healthcare 
proxy, to communicate his or her decisions in the event of the loss 
of the ability to make or communicate decisions. Patients often 
need help in designating a surrogate decision-maker or health-
care proxy. The patient is encouraged to select a surrogate using 
the guidelines in Box 24.1 for selecting a surrogate decision-
maker for Disease-Specific ACP®.60

Disclosure of Diagnosis
One unique aspect of palliative care communication for PLWA 
is that the disease’s stigma may inhibit the patient from dis-
closing the diagnosis to family, friends, or lovers, isolating the 
patient and cutting him or her off from possible social support. 
Stigma is not a problem reported for advance care planning or 
palliative care for patients with other diseases.63–68 Many HIV 
patients experience slow decline and sudden complications and 
fail to make specific treatment plans, in part because they cannot 
identify someone they trust enough to make decisions for them 
or because they have not told anyone about their HIV diagnosis. 
This isolation is a barrier to the potential benefits of ACP, such as 
enabling a sense of control in a low control situation, strengthen-
ing families by moving them from a contractual agreement to a 
covenant to honor and respect the patient’s preferences even when 
different from the families’ own wishes, or providing opportuni-
ties to work in an ACP study using ACP as a process to disclose 
one’s HIV diagnosis to a long-term friend and former lover.

Box 24.2 provides an example of how ACP can be used as a dis-
closure opportunity for PLWA. In our studies with adolescents 
and adults with HIV/AIDS, consistently 15% of the interested 
patients could not participate in the study because they had not 
disclosed to anyone outside their healthcare team or could not 
identify someone they trusted enough to make decisions for them-
selves. This marginalization and social stigmatization highlights 
the continuing gap in social support for PLWA. This is important, 
as a recent meta-analysis of more than 300,000 participants across 
all age groups demonstrated that adults have a 50% increased like-
lihood of survival with strong social relationships.69 The associa-
tion was strongest for complex measures of social integration.69

When disclosure does not occur, one possible approach is for 
the healthcare provider to offer to share the disclosure to the 

surrogate on behalf of the patient, informing the surrogate that 
the patient has an immune deficiency disorder and explaining the 
potential medical complications. In these instances, the patient 
should be advised that if the surrogate asks, “Does ___ have 
AIDS?”, the provider would not lie. Knowing the patient’s diag-
nosis offers the opportunity for a deep and authentic conversation 
between the patient and surrogate about the patient’s understand-
ing of his or her medical condition, illness complications, death 
and dying experience, and care goals and values in HIV-specific 
or other bad-outcome situations.

Box 24.3 depicts the important role providers have in encourag-
ing disclosure as part of ACP and ensuring informed healthcare 
decision-making. There is potential for ethical dilemmas with 
regard to patient autonomy and the right to confidentiality ver-
sus the healthcare provider’s values and the goals of ACP, which 
presume the surrogate decision-maker knows the patient’s diag-
nosis as the first step in the process. Research is needed to find 
ways to support disclosure to families that will maximize the 
likelihood of family acceptance and minimize the patient’s fear 
of abandonment.

Box 24.1 Advance Care Planning: Selection of Surrogate 
Decision-Makers60

1. Is the person willing to be a surrogate? Sometimes even the 
most trusting and loving people find this role very difficult.

2. Do you trust the person to know your views and be willing 
to talk with you?

3. Is the person able to follow through and honor your wishes, 
even if he or she might not agree with your choices?

4. Can the person make decisions under stressful and dif-
ficult situations? Sometimes someone more removed from 
the situation is better suited emotionally for making tough 
choices.38

Box 24.2 Advance Care Planning as a Disclosure Opportunity

A 72-year-old Caucasian, self-identified gay man with HIV/
AIDS who recently had a heart attack decided to participate in 
an advance care planning study for adults living with AIDS. 
After recruitment and enrollment at a neighboring hospital, 
he presented with his surrogate decision-maker, an old partner 
and friend, for study participation. As the trained facilitator 
began the Respecting Choices Interview®, it came to light that 
the surrogate knew of the patient’s heart attack and other medi-
cal issues but not the HIV diagnosis. This was very confusing 
for the facilitator, as the consent form explicitly stated that the 
study was about advance care planning for HIV patients and 
the chosen surrogate should be fully aware of the patient’s diag-
nosis. When the patient was asked, “What is your understand-
ing of your illness?” He responded with an anxious smile, while 
looking at his surrogate, and said, “Which one?” Advance care 
planning for this patient was used as a disclosure opportunity.

Box 24.3 Disclosure and a Surrogate’s Informed Decision-Making

Dr. S’s patient, DJ, a 52–year-old African American man, was 
in the final stages of kidney failure due to HIV/AIDS complica-
tions and treatment side effects, following years of dialysis. He 
contracted the virus, sexually, from another man but was not 
self-identified as gay. Dr. S noted in the electronic medical record 
that DJ’s chosen surrogate decision-maker was his mother, but he 
had not disclosed his diagnosis to her. Each time Dr. S met with 
DJ he pressured him to disclose, arguing that DJ’s mother could 
not make good decisions for him if she did not know his diag-
nosis or understand the potential complications. Dr. S offered to 
be present when DJ told his mother. The third time Dr. S asked if 
he had told his mother yet, DJ said, “Doc, I hate you.” However, 
shortly afterward DJ did disclose to his mother, who surprised 
him by being very supportive. His mother knew the truth and 
did not reject him. DJ died shortly afterward.
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Including Adolescents in ACP
While not every adolescent with a life-limiting illness is capa-
ble of or wants to participate in ACP, research demonstrates 
that adolescents have greater capacity for ACP participation 
than adults give them credit for.47–52,70,71 Having families 
involved in ACP decision-making, even for older adolescents 
aged 18 to 21 years, makes sense on three fronts: (a) the ACP 
process sends a strong message to the patient that he or she 
will not be abandoned, (b) understanding the consequences of 
decisions is not fully formed until young adulthood,72,73 and 
(c) the ACP process benefits adolescent patients and their fami-
lies.47–52,74,75 Consistent with research that young adolescents 
have a mature understanding of death,75,76 ACP adolescent 
research (mean age 16 years; range 14–21 years) found no dif-
ferences by age in analysis of outcome variables (congruence 
in treatment preferences, decisional conf lict, quality of life, 
anxiety or depressive symptoms).47–52 Healthcare providers 
should not underestimate the capacity children have to engage 
in conversations about very serious topics, such as end-of-life 
care, nor should we let healthcare providers’ exaggerated fears 
that children cannot handle conversations about such serious 
topics become a barrier to ACP. Adolescents build the capac-
ity to talk about death and dying through the process of ACP, 
within the context of family support and a protocol facilitated 
by a certified facilitator, as this gives them a voice in their own 
end-of-life care, if desired.

Cultural and Religious Sensitivity
The sacred teachings and writings of various religions provide a 
wealth of knowledge on how to face the critical moments of life: the 
beginning and the end. As technological and scientific advances 
in medicine have presented new possibilities for deciding about 
birth and death, we must acknowledge the different views religion, 
faith, and customs have on these issues, as illustrated in Box 24.4. 
Such differences inform health and healthcare providers on how 
to approach ACP conversations.

Patient–Family Provider Communication 
Models in Palliative Care
Ethnically sensitive programs have been developed for patient–
family provider communication in end-of-life care. APPEAL (A 
Progressive Palliative Care Education Curriculum for the Care of 
African Americans at Life’s End), developed by African American 
experts in palliative care, offers insights about providing pallia-
tive care to African American patients and their families. SPIRIT 
(Sharing Patients’ Illness Representations to Increase Trust) is an 
evidence-based ACP intervention developed for African Americans 
with end-stage renal disease; it has been shown to be effective in 
promoting communication between patients and their surrogates.76 
As many African American adults with HIV/AIDS have end-stage 
renal disease at the end of life, this program may be adapted to meet 
their needs and was also adapted based on the Respecting Choices® 
model.

Box 24.5 outlines several benefits of using a structured ACP 
communication program. The case in Box 24.6 illustrates cultural 

and religious sensitivity and 24.7 summarizes the lessons learned 
from program implementation.

Comorbidities, Aging, and the Need  
for New Paradigms
One of the ironic developments in the advent of improved HIV 
infection therapeutics has been that prolonged survival has been 
accompanied by a growing list of comorbidities in patients who pre-
viously would not have lived long enough to experience them.55–57 

Box 24.4 Out of the Mouths of Children

A 14-year-old male, AJ, came in for Session 3 of a three-session 
intervention to complete an advance directive with his mother, 
having had an in-depth conversation with her the week before 
about his understanding of his HIV disease, complications 
that could occur (“I’ll die if I  don’t take my medicines”), 
and his values and goals for care in bad outcome situations. 
Unexpectedly, AJ’s mother brought his 11-year-old brother 
to the session. The facilitator confirmed with the patient and 
mother that it was okay to have his brother present. When 
the patient was asked to respond to the item, “After my death, 
I would like my body to be (circle one): buried or cremated,” 
it was discovered he did not know the meaning of cremation. 
The patient’s younger brother, who had been quiet throughout 
the session, piped in with “That’s when they burn your body 
and put your ashes in a jar.” The family laughed anxiously but 
then continued without hesitation to complete the remainder 
of the advance directive form. On the satisfaction form admin-
istered by a research assistant, not the facilitator, AJ stated, 
“Yeah, I felt somewhat relieved. It’s great to tell someone else 
what is going on with you. It’s a great feeling to connect.” His 
mother stated, “It’s been extremely helpful. It’s helped with my 
awareness and with how to think rationally and to think about 
what will happen in the long run and spares me and allows me 
to walk with him.”

Box 24.5 Potential Benefits of Implementation of the FACE 
Program for a Healthcare System60 for People Living With Aids

When used as a complement to the existing disease manage-
ment and palliative care initiatives, the program includes the 
following:
♦ Documentation of specific patient goals for life-sustaining 

treatment, in advance of a medical crisis
♦ Strengthened surrogate’s role as an effective substitute 

decision-maker by better understanding his or her loved one’s 
goals for future medical care

♦ Greater patient and family satisfaction from patient-centered 
communication and end-of-life decision-making

♦ Focused/concentrated use of resources at the end of life due to 
patient-directed care plan (e.g., patient-chosen interventions)

♦ Increased use of comfort care services (e.g., palliative care 
consults, hospice referrals, hospice length of stay)
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In addition, the phenomenon of “accelerated aging,” a term some-
times used to denote the increasing prevalence of frailty, cognitive 
decline, and general debility in long-surviving patients with AIDS, 
occurs at an earlier chronological age than one would otherwise 
expect.4,77–79 As a result, ACP discussions need to focus on this 
changing clinical reality.

Conclusion
As research continues, healthcare providers should not hesitate 
to initiate ACP and end-of-life conversations; structured inter-
ventions, methods, and tools discussed in this chapter inform 
approach and evaluation of ACP with PLWA. Research also 
supports the referral of the patient/family dyad to trained/cer-
tified ACP facilitators who have the skills and time to imple-
ment this process. A thoughtful, methodological, and sensible 
approach to ACP can be implemented with sensitivity, even in 
youth with HIV/AIDS, with the goals of holistically minimizing 
suffering and enhancing quality of life in all dimensions. ACP 
represents one more level of support and ongoing communi-
cation for the treatment team. Initial ACP conversations with 
documented treatment preferences related to goals of care create 

opportunities for future conversations with the treatment team 
and establishes these conversations as a part of routine quality 
palliative care.
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Box 24.6 Cultural and Religious Sensitivity of Advance Care 
Planning Communication

An HIV-positive, 15-year-old adolescent and his father, immi-
grants from Pakistan and self-reported practicing Muslims, 
participated in an advance care planning (ACP) discussion. 
The conversation occurred in the family’s home by two trained 
ACP facilitators. Throughout the conversations, the adolescent 
responded on a questionnaire that he felt as though his diag-
nosis was a punishment from God. While engaged in session 3, 
completing an advance directive, the father refused to be pres-
ent, as his son completed the advance directive. At one point, 
he left the room altogether but asked us to continue. At the 
end of the session, the father expressed that he felt as though 
discussing your child’s death was “disgusting and not allowed 
by Allah” and that it was morally offensive. Despite his father’s 
anger with the idea of planning for his own son’s death, he made 
it clear that he was not angry with the facilitators. After the ses-
sion, the hospital chaplain was consulted. She in turn consulted 
with Imams in the community who explained that, in Islam, life 
is a gift of Allah and the sanctity of human life is ordained in the 
Quran. The chaplain further noted that Muslims are expected 
to seek Allah’s help in a time of healthcare crisis and do every-
thing one can to save a life. Moreover, she noted that death is 
never discussed with the children, and, most times, children 
are not present when caring for the very ill or dying. They also 
do not attend funeral services. “To speak of death before you’re 
faced with it is like willing it to happen,” noted the chaplain. 
This belief in divine destiny is what the young man’s father tried 
to express. Expressing great regret for any potential harm to the 
family and as advised by the chaplain, a letter was written by 
the Principal Investigator to apologize for any unintentional 
offense the conversation may have caused the family. We also 
thanked him for helping us increase our sensitivity to religious 
beliefs, a purpose of the study.
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CHAPTER 25

Homeless, Mentally Ill, and 
Drug-Addicted Patients
John D. Chovan

Introduction
Katie is a 55-year-old Caucasian woman who resides in a group 
home. When she was in college, she was the star of her college 
field hockey team. When she was 22 years old, she passed out at 
a party. When she was taken to the local emergency room, she 
had her stomach pumped and was also found to have high levels 
of several illegal substances in her urine. After she regained 
consciousness, she described feelings of paranoia, would not 
interact appropriately with her family or caregivers (at times 
screaming for them to leave her alone, particularly her maternal 
uncle), and would talk to herself when alone in her room. After 
a psychiatric consult, she was determined to have a new onset 
of schizophrenia, paranoid type, and was started on an atypical 
antipsychotic. As her symptoms were brought under control, she 
stopped talking to herself, but her affect was flattened, self-care 
suffered, and she began chain-smoking cigarettes. She was 
released to a group home where she has lived for most of the past 
30 years. On the days she received her monthly paycheck, she 
would binge-drink an entire bottle of inexpensive vodka and 
pass out on the couch in her room in her own urine. Five years 
ago, she was diagnosed with chronic bronchitis and emphysema, 
along with coronary artery disease. She subsequently refused 
to see any healthcare professionals, saying, “Those bad 
doctors want to cut off my breasts.” She stopped taking her 
psychiatric medications, became increasingly paranoid, and 
then disappeared from the group home. She was often seen 
living on the street and would refuse to go to a homeless shelter, 
repeating, “Those bad doctors want to cut off my breasts.” She 
began using her monthly check to purchase oxycodone tablets on 
the street. One day, a police officer found her body in a secluded 
alley, where she had died several days before, under a flattened 
cardboard box and laying on a street grill, an empty prescription 
bottle for oxycodone in someone else’s name in her hand.

Chronic homelessness, severe and persistent mental ill-
ness (SPMI), and drug addiction are stressors that have a major 
and long-lasting impact on every facet of a person’s life. In all 
three situations, overall health is compromised, interpersonal 
relationships—particularly with family members—are difficult, 
culture shifts, self-care suffers, and life expectancy declines. As a 
result, chronic and life-threatening illnesses are common among 
these populations. The support of palliative care services, includ-
ing hospice at the end of life, are highly appropriate.

Little is known about the use of palliative care services in these 
populations. Invariably, however, palliative and hospice teams 
will at one point or another care for someone from one or more 
of these populations. Individual abilities and challenges preclude 
applying the information in this chapter to any specific person. 
The astute healthcare provider who assesses and understands the 
patient through informed communication can improve the qual-
ity of care, and thus the quality of life, for the individual and his 
or her family.

This chapter focuses on palliative communication with persons 
who are particularly vulnerable and disenfranchised: those who 
are chronically homeless, those who are living with severe mental 
illness, and those who are drug addicted. Membership in one of 
these categories does not always imply membership in either of 
the other two or both. But, as in the case study at the beginning 
of the chapter, frequently two or all three can occur together. The 
theoretical framework that guides this chapter is summarized 
next, followed by an overview of these populations and a descrip-
tion of the health characteristics and challenges affecting them 
and their families. The chapter integrates a discussion of palliative 
communication with people in these populations and makes rec-
ommendations for communicating with them.

Theoretical Framework
The theoretical framework that guides this chapter is an amalgam 
of a few models and theories. The foundation of the framework 
is the midlevel theory set forward by Hildegard Peplau in the 
early 1950s. The theory of interpersonal relationships1 brings the 
importance of the relationship between the nurse and the patient 
to healing. For this chapter, the relationship is also extended to the 
entire healthcare team and to the family of the patient, which can 
be the biological family, the patient’s family of choice, or whom-
ever the patient tells the healthcare team comprises his or her fam-
ily. The primary roles of the healthcare provider in the therapeutic 
relationship are outlined in Table 25.1.

The diathesis-stress model of mental illness2 is used to under-
stand how stressors (both eustress and distress) confound the per-
son’s illness and also the communication with these particularly 
vulnerable people. The COMFORT model of communication3 is 
summarized in Table 25.2 and is used to link population-specific 
communication issues to a known framework for palliative care 
communication.
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To facilitate the appropriate application, we use a case study to 
guide the reader through a fictional but realistic illustrative sce-
nario, a tenet from adult learning theory.

Description of the Populations
The Centers for Disease Control and Prevention define vulnerable 
populations as those groups of people who are at risk for health 
disparities.4 Health disparities are health outcomes that are seen 
in a greater or lesser extent in a target population than in per-
sons who are not members of the target population.5 This section 
presents information about these vulnerable populations and the 
health outcomes for which they are at a greater risk than persons 
who do not belong to the population.

Chronic Homelessness
According to the US Department of Housing and Urban 
Development (HUD),6 more than 1 million persons receive hous-
ing assistance, either temporary or permanent, each year, and 
the actual number of homeless people in the United States may 
be 2 million or more. In 2013 more than 600,000 people in the 
United States availed themselves of the HUD Continuum of Care 
Housing Assistance Program at some point during the year.7 

HUD estimates that nearly 110,000 or about 17% were identified 
as chronically homeless, and about 72,000 people were unshel-
tered. Also in 2013, more than 124,000 participants were identi-
fied as living with a severe mental illness, and more than 134,000 
participants were identified as substance abusers.

The National Health Care for the Homeless Council8 lists the 
following tenets on its fact sheet about homelessness and health:

1. Poor health is a major cause of homelessness.

2. Homelessness creates new health problems and exacerbates 
existing ones.

3. Individuals experiencing homelessness have high rates of acute 
and chronic illness.

4. Recovery and healing are more difficult without housing.

Homeless women face major threats to their health, are predis-
posed to poor health, and have limited access to healthcare.9 
Housing instability significantly reduces use of acute care ser-
vices by these women, and high levels of childhood victimization 
(such as physical and sexual abuse), poor self-esteem, and history 
of incarceration are common among homeless women. Access to 
other community resources is also limited.

People who are homeless are 3 to 4 times more likely to die than 
people who are not homeless. Deaths occur throughout the year 
and occur more frequently in younger people than the elderly. 
The causes of death are most often chronic medical conditions, 
but comorbid mental illness and/or substance abuse increases the 
risk of early death.10 In Los Angeles County, for example, between 
January 1, 2000, and May 28, 2007 (or 2,708 days), about 1.05 mil-
lion people experienced homelessness (more than 500 people on 
average every night).11 During that time period, the Los Angeles 
County Coroner’s office reported 2,815 homeless deaths (or about 
0.3%), which is about one person every night for 7.5 years. The 
leading cause of death was cardiovascular issues (686, 24.4%), 
unknown (660, 23.4%), acute intoxication (619, 22%), and trauma 
(including suicide and homicide; 502, 17.8%). Other causes of sig-
nificantly fewer proportion of deaths were: pneumonia (110, 3.9%), 
cirrhosis (102, 3.6%), infection or condition secondary to alcohol 
or IV drug use (90, 3.3%), cancer (31, 1.1%), hypothermia or envi-
ronmental exposure (8, 0.3%), and tuberculosis (7, 0.2%). Some 
community-based clinics provide services for both physical and 
mental health, and mobile vans bring services to the homeless.12

Half of all persons who die while they are homeless die in a hos-
pital. Of the other half of persons who die while they are homeless, 
one-third die outdoors and one-quarter die in a homeless shel-
ter.13 The following excerpt continues the case study introduced at 
the beginning of this chapter and is used throughout to illustrate 
the concepts discussed.

Katie’s homelessness appears to have been triggered by the stressful 
news that she had chronic obstructive pulmonary disease (COPD) and 
coronary artery disease (CAD). The interaction of Katie’s homeless-
ness and paranoia precluded any attempts by palliative care providers 
to care for her. She would not go to appointments or even go to a shel-
ter, where she could be seen and treated for her COPD symptoms and 
supported to maximize her quality of life and a good death.

Severe and Persistent Mental Illness
Mental illness is not uncommon. The National Institute of Mental 
Health reports that in 2012, an estimated 43.7 million adults in 

Table 25.1 Roles of the Healthcare Provider in Therapeutic 
Communication

Role Definition

Stranger Unknown to the client, the nurse expects to be treated with 
the courtesy that one would expect when first meeting a new 
person

Resource Answers questions or finds the answers to questions

Teacher Provides a context in which the client can learn new things

Leader Provides a role model for the client to adapt

Surrogate Plays a role as needed that substitutes for one that the client 
needs

Counselor Guides the client on a journey of self-discovery and healing

Note: Adapted from Peplau (1952).1

Table 25.2 COMFORTTM SM Model of Palliative Care Communication

Component Explanation

Communication Use clear and familiar language

Opportunity and options Orient patients to the reality of their condition

Mindfulness Avoid distractions, be present, make eye 
contact

Family Include family

Openings Provide ongoing care and ongoing 
communication; not alone

Relating Restate messages over and over; change how 
it is said

Team Consistency among the team

Note: Adapted from Wittenberg-Lyles (2012).3
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the United States (18%) had some form of mental illness.14 The 
US population of adults with SPMI, defined as mental disorders 
with serious functional impairment that substantially interferes 
with or limits one or more major life activities, was estimated at 
9.6 million (4.1%). Examples of SPMI include some of the mood 
disorders (e.g., recurrent major depressive disorder, bipolar dis-
order), all of the thought disorders (e.g., schizophrenia-spectrum 
disorders, delusional disorder), and the personality disorders.

The characteristics of SPMIs that make them so debilitating include 
their cyclic nature (symptoms that change in severity and frequency 
with stress); symptoms so severe that they often result in a break with 
reality; poor insight about the illness; and changes in the ability to 
make choices based on consequences, to socialize appropriately, to 
access resources in the community, and to organize thoughts.

Several studies have confirmed that people with mental illness 
die earlier than people without mental illness and die from the 
same causes at a more frequent rate.15,16 The modifiable risk factors 
that contribute to early mortality also have an earlier onset and are 
more common in people with SPMI, especially diet, tobacco use, 
and lack of exercise.17 Side effects of psychiatric medications, par-
ticularly dyslipidemia and its sequela, lead to negative health con-
sequences for persons living with SPMI. Persons living with SPMI 
in the United States are disproportionately affected by these condi-
tions, and low rates of prevention, detection, and treatment result 
in substantial disease burden and premature mortality.15,18,19 For 
example, the causes of death of the decedents in Ohio with mental 
illness between 2002 and 2007 were cardiovascular disease (3,853, 
26.6%), other disease (2,229, 15.4%), unintentional injuries (2,069, 
14.3%), cancer (1,982, 13.7%), respiratory disease (1,271, 8.8%), 
suicide (952, 6.6%), nervous system disease (865, 6%), diabetes 
mellitus (604, 4.2%), homicide (328, 2.3%), substance use disor-
der (198, 1.4%), injuries of undetermined intent (82, 0.6%), and the 
mental illness itself (67, 0.5%). When stratified by age, the leading 
cause of death in adults 35 years old or older in this population 
was cardiovascular disease, but for younger persons, the leading 
cause of death was injury and violence. When compared to per-
sons without mental illness, 4 times as many people with mental 
illness died from injury than the general population. Nine in 10 
persons without mental illness died from diseases, whereas only 3 
of 4 persons with mental illness died from diseases.20

Effective approaches to these common conditions exist. However, 
evidence is sparse on how to bring these effective strategies to people 
with SPMI, who frequently experience cognitive impairment and 
motivational deficits.

Katie was diagnosed with COPD and CAD, which are not unusual 
for a smoker. Many persons with schizophrenia self-medicate with 
nicotine and will often present with tar stains on their fingers from 
chain smoking. Her psychiatric medications also have a side effect of 
dyslipidemia, contributing to her heart disease. But Katie could not 
comprehend all of this. The palliative care team would help commu-
nicate to her the severity of her illness and the negative consequences 
of her behaviors, if Katie would have allowed it. In this case, until the 
positive and negative symptoms of her schizophrenia were controlled, 
she did not have the resources to think clearly and rationally about her 
own health and well-being.

Drug Addiction
The Substance Abuse and Mental Health Services Administration 
reports annually the National Survey on Drug Use and Health. 

In 2012 nearly 60% of the US population aged 12 years and older 
had used dangerous substances in the past month. Illicit drugs 
(defined as marijuana, hashish, cocaine, crack cocaine, heroin, 
hallucinogens, inhalants, and nonmedical use of pain relievers, 
tranquilizers, stimulants, or sedatives) were used by 9.2%, tobacco 
(defined as cigarettes, smokeless tobacco, cigars, and pipe tobacco) 
was used by 26.7%, and alcohol was used to excess (five or more 
drinks at the same time or within a couple of hours of each other 
on at least 1 day [binge use] or on each of 5 or more days [heavy 
use] in the past 30 days) by 29.5%.18

The impact of substance abuse on health is well documented. 
Excessive use of alcohol can lead to liver disease, gastrointestinal 
disease, and negative effects of impaired judgment. The use of 
tobacco products has been linked to cancers (oral, lung, gastric), 
ulcers, upper respiratory infections, lower respiratory infections, 
and asthma. The use of illicit drugs can cause permanent organ 
damage, especially liver disease and kidney disease, lung diseases, 
and negative effects of impaired judgment.

More than 87,000 deaths occurred in the United States each year 
between 2006 and 2010 that were attributed to causes related to 
excessive alcohol use.21 The top 10 causes of alcohol-attributable 
deaths during that time are listed in Table 25.3. Each year, more 
than 75% of alcohol-attributable deaths due to acute causes were 
caused by trauma (motor vehicle traffic crashes: 12,460, 25.15%; 
suicide:  8,179, 16.51%; homicide:  7,756, 15.65%; and fall inju-
ries:  7,149, 15.22%). Nearly 60% of alcohol-attributable deaths 
caused by chronic causes each year were due to alcoholic liver 
disease (14,364, 38.23%) or liver cirrhosis unspecified (7,847, 
20.88%).

Katie had a history of substance abuse from a very young age. She 
abused alcohol and illegal substances in college. She was a life-long 
user of alcohol to excess, which contributed to her irrationality and 
to her health problems. She was a long-time chain smoker, which 
enabled her symptoms of schizophrenia but also contributed to her 
heart and lung conditions. When she took her medications, she was 
more rational, although her affect was blunted and she “didn’t feel like 
herself,” making her want to stop taking her medications. She became 
irrational at the time of her COPD and CAD diagnoses, which may 
have been rooted in something that happened during her youth. She 
switched from alcohol to street-purchased oxycodone, using it until 
she died. She died alone and homeless on the street.

People who are homeless, living with SPMI, and/or addicted to 
drugs are at risk for chronic illness and premature death as a result 
of their membership in one or more of these vulnerable popula-
tions. Palliative care providers will encounter persons who are 
homeless, persons living with SPMI, and persons with drug addic-
tion and will need to interact with them appropriately to deter-
mine their needs, to provide person-centered care, and to evaluate 
the outcomes of that care.

Trust
A major block to successful communication with persons who are 
homeless, mentally ill, or addicted to drugs is mistrust. Homeless 
people, mentally ill people, and drug-addicted people live in worlds 
where relationships can be transient and trust can be difficult, requir-
ing an investment of a great deal of time and energy by all parties. 
Healthcare professionals need to understand their own beliefs about 
persons in these populations. Box 25.1 presents some questions to 
encourage reflections on thoughts, ideas, and biases about homeless, 
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mentally ill, and drug-addicted individuals. Questions specific to the 
case study include the following:

How do you feel about Katie’s life? Do you think she deserved the life 
she led? Do you think the system and mental health professionals 
failed her? Can you imagine living in her shoes for even one day?

For palliative care professionals, building rapport and trust with 
persons in their care is the most important use of the professional 
self. Patients must be able to trust that the professional is not a 
threat to them or their well-being. They must trust that what the 
professional is telling them is in their best interests; likewise, pro-
fessionals must trust that what the patients tell them is an accurate 
representation of what they are experiencing, what might have 
helped them in the past, and whether they will do what they agree 
to do. Professionals must trust themselves to accurately observe 
and record nonverbal communication that might impact on trust, 
particularly body language. Finally, professionals must trust that 
they are not sending nonverbal messages that countermand trust 
and thus the therapeutic relationship.

Building trust takes time, but breaking trust takes just an 
instant. Homeless persons, persons with mental illnesses, and 
persons addicted to drugs can have a world view that does not 
promote trust. Their need for constant vigilance often taxes their 
available resources. For example, homeless persons must keep 
a constant watch over their possessions, or they may be stolen. 
When faced with an actual or perceived breach in personal safety, 
their protective walls come up very quickly, and therapeutic com-
munication shuts down.

Katie was paranoid from the time of her psychotic break when she was 
22 years old. When her symptoms were under control, she could be 
reasoned with, within limits. But when she learned of her new health 
conditions, she immediately perceived a breach of trust with everyone, 
which spiraled out of control, and she completely cut herself off from 
the rest of the world, thwarting any chance of regaining a healthier life.

Communication Characteristics  
and Homelessness
People who are homeless face major threats to their well-being and 
thus to their ability to trust. Basic needs that are unmet in home-
lessness include shelter, warmth, and safety. Other issues faced by 
homeless people include health and wellness; quiet; potential theft 
of possessions, including clothing, something to sleep on, and 
personal belongings; privacy, including personal hygiene, prod-
ucts, and facilities; keeping clothing clean; obtaining, acquiring, 

Table 25.3 Alcohol-Attributable Deaths Due to Excessive Alcohol 
Use: Average for United States, 2006–201020

Top 10 Causes—Overall n %

Alcoholic liver disease 14,364 16.49

Motor-vehicle traffic crashes 12,460 14.30

Poisoning (not alcohol) 8,404 9.65

Suicide 8,179 9.39

Liver cirrhosis unspecified 7,847 9.01

Homicide 7,756 8.90

Fall injuries 7,541 8.66

Alcohol dependence syndrome 3,728 4.28

Alcohol abuse 2,022 2.32

Stroke hemorrhagic 1,727 1.98

Other 1,309 15.03

Total 87,119 100.00

Top 10 Chronic Causes n %

Alcoholic liver disease 14,364 38.23

Liver cirrhosis unspecified 7,847 20.88

Alcohol dependence syndrome 3,728 9.92

Alcohol abuse 2,022 5.38

Stroke hemorrhagic 1,727 4.60

Hypertension 1,464 3.90

Liver cancer 974 2.59

Acute pancreatitis 724 1.93

Alcoholic psychosis 653 1.74

Alcohol cardiomyopathy 514 1.37

Other 3558 9.47

Total 37,575 100.00

Top 10 Acute Causes n %

Motor-vehicle traffic crashes 12,460 25.15

Poisoning (not alcohol) 8,404 16.96

Suicide 8,179 16.51

Homicide 7,756 15.65

Fall injuries 7,541 15.22

Alcohol poisoning 1,647 3.32

Fire injuries 1,089 2.20

Drowning 963 1.94

Hypothermia 265 0.53

Aspiration 220 0.44

Other 1020 2.06

Total 49,544 100.00

Box 25.1 Questions for Reflection

What are your preconceived notions about persons who are 
homeless?

Do you know anyone who is addicted to drugs?
How has knowledge about it colored your perception of them 

as people?
You encountered psychiatric patients in your training. How 

did that go?
Once you understand your feelings and biases, are you able to 

check them so they do not interfere with communicating and 
caring for these individuals?
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storing, and cooking food; staying in touch with family and 
friends; access to communication tools and technology; and 
potential charges for urban vagrancy.22

Thus homeless people face problems beyond lack of shelter. 
They are often faced with social discrimination as well. They can 
experience limited access to services or reduced access to ser-
vices that enable their peaceful daily existence:  health, dental, 
and vision care; education; bodily protection; banking services, 
communication technology, and the right to roam freely in pub-
lic spaces.23 Homeless people are also vulnerable to rejection and 
discrimination, the loss of personal relationships, employment 
discrimination, and victimization by others. Recognizing these 
vulnerabilities is the first step in developing trust and a therapeu-
tic relationship with persons who are homeless and thus increas-
ing the probability that communication will occur.

Access to communication technology, such as telephones and the 
Internet, can influence the ability of the homeless person or family 
to access telephone-based triage nurses or to schedule appoint-
ments with palliative care providers. The sometimes-transient 
nature of being homeless thwarts community outreach pro-
grams to find homeless persons, let alone provide needed services 
to them. Programs such as Reach Out Wireless24 from Nexus 
Communications, Inc., and Assurance Wireless, which is a sub-
sidiary of Virgin Mobile/Sprint,25 offer free cell phones to home-
less people in some states.

As a member of the interdisciplinary palliative care team, how would 
you have approached Katie? What would you do to keep track of her 
when she became homeless? Is there anything you could have done to 
get her back on track?

Communication Characteristics  
and Mental Illness
Communication with persons with SPMI is dependent on their 
cognitive abilities and their willingness to trust their healthcare 
provider. The issue of trust within the context of mental illness 
is related to the illness characteristics that the person is experi-
encing. Misplaced trust plays a role in several clinical conditions, 
including anxiety, paranoia, and personality disorders. The etiol-
ogy of anxiety disorders is an irrational response to a perceived 
threat. Activation of the sympathetic nervous system in response 
to a threat is a nonpathological response. But when the limbic sys-
tem triggers a fear response in the absence of a real threat, anxiety 
disorders can manifest. The triggers are not actual threats but per-
ceived threats, although they can have their roots in a real threat 
that happened in the past. But whatever the etiology of the anxiety 
disorder, the ability to trust can be compromised.2

Persons with thought disorders have a difficult time distin-
guishing reality from their perception of the world, which instills 
fear and anxiety. This fear and anxiety can lead to a generalized 
mistrust of everything and everyone around them, or paranoia. 
Persons experiencing paranoia on a persistent basis are often 
unable to build trust and rapport, particularly with a stranger. 
Thus building a therapeutic relationship takes time. Challenging 
a paranoid person’s irrational mistrust is destructive to the thera-
peutic relationship and/or communication and is a threat to any 
progress made.2

People with personality disorders are difficult to discuss as a 
group. These individuals, as a generalization, manipulate vari-
ous components of their environment to reduce their experienced 
stressors, thus reducing anxiety. Personality disorders are com-
monly believed to have a developmental etiology and, as such, are 
highly ingrained in a person’s behavior and belief system. Many 
persons living with personality disorders distrust others and 
attempt to manipulate their environments and the people in them 
to garner trust of others.2

The negative stigma toward persons with mental illness pro-
motes the mistaken notion that they are all dangerous and unpre-
dictable. The popular media tends to perpetuate this notion with 
sensationalism. The reality is that persons with mental illness are 
no more likely to be dangerous than persons without mental ill-
ness. The following guidelines can help palliative healthcare pro-
viders communicate with persons who are mentally ill.26

♦ Be respectful.
♦ Hallucinations and delusions are real to people experiencing 

them and can motivate the person experiencing them. Be hon-
est in that you understand they are experiencing hallucina-
tions or delusions, but do not pretend to be experiencing them 
yourself.

♦ If someone seems frightened, give them a bit more space than 
you would someone who is not frightened.

♦ Mental illness does not correlate with intelligence. Never 
assume that a person with a mental illness will believe anything 
you say.

♦ Refer to others only if there is a need to refer. Unnecessary refer-
rals can aggravate anyone who is already upset.

♦ Engage the use of silence and active listening.
♦ Set limits and boundaries as needed.
♦ Keep a current list of community resources, like shelters, food 

programs, and mental health services to give people if they will 
accept help.

♦ If you feel threatened or need help with de-escalating a situa-
tion, call for help.

Katie was scared. How would you have helped her overcome her fears? 
What would you do to build trust and rapport with her when she was 
hallucinating?

Communication Characteristics and Drug 
Addiction
Substances that alter thought patterns, such as alcohol, cannabis, 
and hallucinogens, can instill poor decision-making and para-
noia. Thus the drug-addicted person may be overly trusting of a 
person or a situation, leading him or her to harm, or be paranoid 
and untrusting. The need for a ready source of funds to support 
their addiction can cloud their judgment and influence their will-
ingness to manipulate their environment to their advantage. The 
social taboos associated with drug addiction can also cause shame 
and thus negatively influence one’s own sense of self-worth and 
feeling of being worthy to receive help from professionals and 

 

 



textbook of palliative care communication210

family members. Being sensitive to the individual’s strengths and 
weaknesses will support therapeutic communication.

Why did Katie drink vodka every month? How did her drinking have 
an impact on her health and well-being? Why did she turn to street 
drugs? How did it influence her ability to communicate effectively? 
Could professional intervention and communication have been used 
to break this cycle?

A Word About Families
Communicating with family is paramount in palliative care to 
maximize their understanding and comfort and thus their quality 
of life. The term “family,” as used in this chapter, can include bio-
logical or adopted relatives or families of choice. Biological links 
can be explored to learn about genetic influences on the patient’s 
illness; communicating with the biological family can reveal this 
information. These links are harder to establish for persons who 
are adopted, particularly if court records are sealed. Thus any 
insights from genetics into the person’s illness are compromised. 
Family of choice comprises persons who do not fit predefined fam-
ily relationships but who are selected by the patient to be treated as 
if they are biological family. Family relationships are particularly 
important in understanding and determining the patient’s legal 
healthcare proxy when the patient can no longer communicate his 
or her wishes. The legal healthcare proxy is often a family member. 
When the patient can no longer express his or her own wishes, 
family members often step up to speak for the patient and make 
expressed wishes known.

Family systems and interactions within families are complex. 
The palliative care professional understands that family members’ 
needs and quality of life are as much a team concern as those of 
the patient. Sometimes, family members can help understand a 
patient’s dysarthric speech because they have been living with 
them as the speech patterns developed. A  family member can 
communicate a patient’s wishes about food preferences, medical 

history, or medication allergies when he or she cannot make them 
known due to a clinical condition.

When working with persons in these vulnerable populations, 
communicating with family members can be challenging. Family 
members are often unavailable. Because homeless persons have 
no permanent home and limited resources, communication 
technology—cell phones, computers, the Internet—may be inac-
cessible. This can thwart their ability to maintain family connec-
tions. Many times, palliative patients who are members of one or 
more of these vulnerable populations have been disenfranchised 
from their families. The patient may have decided to separate from 
the family for one or more reason that include family dysfunc-
tion and abuse. Sometimes the patient has cultivated mistrust in 
the family, such as stealing from the household to support his or 
her drug habit. In a culture of addiction, family members take 
on specific roles. Palliative communication must take these roles 
into account and how the patient’s addiction has affected family 
members and their assumed roles. Family members will often 
describe that they are “burned out” from trying for many years to 
help the patient, such as trying to help the patient “get back up on 
their feet” over and over again. In other situations, family mem-
bers may have issues similar to the patient’s and be unable to help 
because they are struggling with their own challenges.

Family members may blame the patient for how the homeless-
ness, mental illness, or addiction has impacted on the family, par-
ticularly financially. Communication with angry family members 
should be met with the same therapeutic approach—not to allevi-
ate their anger but to help the them understand the impact on the 
patient and the patient’s quality of life. Additional resources, such 
as counselors, therapists, or chaplaincy, should be consulted, as 
appropriate, to assist with this communication.

One method for documenting family and understanding their 
communication pattern is to draw a genogram (Figure 25.1). 
Relationships between the patient and the family members can 
be visually indicated and include notes about an individual’s 
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Figure 25.1 Example genogram to document family relationships to assist with palliative communication. Courtesy of John D Chovan.
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communication needs. Sharing this document with the inter-
disciplinary team will also facilitate the delivery of a consistent 
message.

Recommendations
Meeting the individual and the family where they are at (in terms 
of understanding of disease/prognosis) will instill a sense of trust 
and facilitate communication for assessment, diagnosing, plan-
ning, implementing, and evaluating the outcomes to provide 
excellent palliative care. Adding additional stressors to an already 
stressful situation should be avoided; this could include asking 
sensitive questions that are obviously uncomfortable, asking fam-
ily members to take time away from their jobs in the middle of 
a work shift to attend a family meeting, or interrupting family 
visitation to perform tasks that can wait. One goal is to prevent 
exacerbating the factors that contribute to homelessness, mental 
illness, and/or drug addiction. Consistent with the COMFORT 
Model of Communication,3 recommendations from the litera-
ture,26 and my professional clinical experience, when working 
with persons who are homeless, mentally ill, or addicted to drugs, 
the palliative care team should
♦ Deliver a consistent message across time and from all members 

of the team. Care providers may not be able to contact homeless 
persons frequently, so with every interaction, a consistent mes-
sage must be delivered. Persons with mental illness or who are 
substance users may not have the capacity to understand what 
they are being told, so a consistent message each time is impera-
tive. Do not use jargon, but keep the language simple and con-
sistent. If you can, develop a genogram of the family and share 
it with the team.

♦ At every interaction, explain in simple language what is hap-
pening with the patient and what decisions will need to be 
made. Write things down for the patient to take with him or her 
to show to others. Recommend to caretakers and family they 
keep a list of questions for the next time you meet with them.

♦ Meet with individuals and their families in a location where the 
distractions are minimized. Depressed and anxious persons, 
for example, are easily distracted and have difficulty concen-
trating. Make good eye contact with them and pay attention 
to nonverbal cues indicating their discomfort. Assess a person 
with schizophrenia for active hallucinations, particularly com-
mand hallucinations, to assist them to focus.

♦ Reassure the individuals that you and your team will be taking 
care of them throughout the trajectory of their illness. Make 
sure they know the members of the team and, if the team mem-
bers change, have the former team member introduce to the 
patient and family the new person who is replacing that role.

♦ Make efforts to ensure the message was communicated cor-
rectly. Ask the patient to repeat the message and to restate it 
in different terms. If the patient has a cognitive deficit, use 
extremely simple language. Diagrams may be helpful.

♦ Expect setbacks. Mentally ill patients will often stop taking 
their medications for their mental illness and for their other 
chronic physical illnesses. Admonish such behavior, but assist 
the patient to understand the need to take their medication as 
prescribed to maximize their quality of life. Drug-addicted 

patients who have experienced a steady state of sobriety may 
fall back into alcohol. This should not be viewed as a failure but 
as a temporary setback. Families may express disdain, and can 
be helped by refocusing their energies or making the decision 
not to participate in the care of their loved one.

♦ Persons with personality disorders need strong boundaries 
around their behaviors. Do not enable their dysfunction; set 
boundaries. Consistency is critical from every member of the 
palliative care team.

Katie died alone and on the streets. It did not have to happen this way. 
How could things have been handled differently? What would you 
have done to help maximize her quality of life? How would you have 
communicated with her, and at what points, to ensure she received the 
best quality of care possible?

The Palliative Care Team Communication
The interdisciplinary nature of the palliative care team is a rich 
setting for communicating perspectives that are shared among 
the disciplines at the table and those that might be different from 
one another. Physicians, nurses, social workers, and chaplains are 
trained in their specialties and come together to serve palliative 
care patients and their families, bringing their unique perspec-
tives. Medicine, for example, brings the perspective of interven-
ing to repair the physiological process that is causing distress in 
a patient, whereas nursing is focused on the process of caring for 
patients in their unique responses to their illness. The disciplines 
do overlap, which brings the team together to achieve a common 
goal: maximize quality of life. But the philosophies underlying 
their actions are distinct, and their language often does not over-
lap to a great extent. When working with patients who are mem-
bers of one or more of the populations discussed in this section, 
the work of the interdisciplinary team, however, is greater than 
the sum of its parts. Healthcare team members must be aware of 
their own discipline-specific philosophies, language, and prac-
tices, as well as that of the other disciplines on the team, to allow 
the most appropriate patient outcome for each individual and 
family to emerge.

Future Research
The current understanding of the palliative care needs of the home-
less is beginning to unfold. More research into caring for this pop-
ulation, particularly the unsheltered homeless, is needed, and thus 
how to reach these people and keep them engaged in palliative 
care is necessary. Working together with government agencies, 
such as the Department of Health and Human Services and state 
and local agencies, as well as grassroots, consumer-driven groups 
such as the National Health Care for the Homeless Commission, 
to develop new knowledge and translate evidence-based prac-
tice about the palliative care needs of the homeless population is 
necessary.

Substance abusers and those who are addicted to drugs are 
often misunderstood within the healthcare system in general. 
This misunderstanding spills over to palliative care, particularly 
palliative care that involves a primary team rather than palliative 
care specialists. The stigma of drug addiction and the impact of 
increased levels of tolerance to pain medicine are still rampant 
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in hospitals and clinics. Palliative care communication with this 
population is based on trust:  trusting patients to report their 
substance issues and carefully titrating pain medication to keep 
ahead of their pain. To minimize abuse, the prescriber can take 
some precautions to minimize the potential for abuse and diver-
sion of these medications. Drugs with lower street values (such as 
morphine, as of the writing of this chapter) have a lower potential 
for abuse than drugs with higher street value (such as oxycodone 
and the fast-acting benzodiazepines) and as such are less likely 
to be diverted and abused. Similarly, long-acting drugs (such as 
clonazepam) are slower to build up tolerance, so they have a lower 
potential for abuse than short-acting drugs in the same class (such 
as alprazolam and lorazepam).

Finally, little is known about the palliative care needs of per-
sons living with severe mental illness, but communication tech-
niques are very well known within the psychiatric and mental 
health arena. Professionals who are not specialists in psychiatry 
and mental health who encounter these patients in the hospital or 
health clinic need to understand their communication needs. One 
size does not fit all. Although we know quite a lot about how people 
with mental illness die, there is still much work to be done to help 
them understand their illness and trajectory, and their wishes, so 
we may maximize their quality of life until the very end.

Both the mentally ill and drug-addicted populations would 
benefit from collaboration between local, state, and federal gov-
ernmental agencies such as the National Institutes of Health’s 
National Institute on Drug Addiction and the Department of 
Health and Human Services’ Substance Abuse and Mental Health 
Services Agency, grassroots organizations, and the palliative 
care community to develop strategies, tools, and techniques for 
achieving the aforementioned goals. Funding for substance abuse 
and mental health are typically directed from the federal level, 
to state agencies, to the county alcohol, drug, and mental health 
boards for dissemination to the service providers. National and 
local chapters of organizations such as the National Alliance for 
the Mentally Ill, Mothers Against Drunk Driving, and Rockers in 
Recovery should partner with the research community to identify 
the issues and challenges and solve them for the benefit of these 
underserved populations.

Conclusion
Working with persons who are experiencing chronic, 
life-threatening illnesses and the end of life is full of challenges 
and opportunities. When working in this arena with persons who 
are homeless, mentally ill, or addicted to drugs presents additional 
challenges, particularly in communication. The goal is to maxi-
mize the quality of life. But doing so relies on dedicated, focused 
efforts to understand the special circumstances, strengths, and 
weaknesses of the individual who is ill and of the people who care 
about him or her. One way to build bridges between members of 
interdisciplinary teams is to provide opportunities for specialists 
to learn together. Cross-training opportunities and joint fellow-
ships across disciplines would give individuals and teams time to 
immerse themselves in each other’s specialty areas. The learning 
opportunities through the Palliative Care Leadership Centers,27 
a program coordinated by the Center to Advance Palliative Care, 
bring entire teams together to share about not only the similarities 
and differences between the professions of social work, medicine, 

nursing, and chaplaincy but also how each profession approaches 
issues of addiction, mental illness, and homelessness. At the heart 
of the team is the patient and the family. As a healthcare team, we 
owe it to our homeless patients, our patients with mental illness, 
and our patients who abuse drugs to meet them more than half-
way through skillful palliative communication.
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CHAPTER 26

Seriously Ill Veterans
VJ Periyakoil

Introduction
The Veteran’s Administration (VA) provides care to a large aging 
population of veterans with various chronic illnesses. The vet-
eran population is older and sicker than the population at large. 
Historically, recognizing the care needs of the growing popula-
tion of older veterans with serious illnesses, the VA has imple-
mented innovative models of care to address their specific needs. 
Beginning in 1978, the VA developed and supported policies and 
structures for providing quality hospice care for veterans. Over 
the past 15 years, the VA has implemented nationwide efforts to 
grow palliative care services. In 2002, the VA Office of Academic 
Affiliations established several interprofessional fellowship pro-
grams in palliative care. In 2008 a VA mandate required all VA 
facilities to have a palliative care consult team.

In order to provide high-quality care to seriously ill veterans 
and their families, it is important that interdisciplinary provid-
ers have a good understanding of the unique culture and expe-
riences of veterans and the associated health risks and coping 
strategies that may be common in this population. This chapter 
includes a summary profile of each of the major military con-
flicts in the last eight decades that have produced the largest 
cohorts of veterans. Each cohort possesses comorbid patterns, 
which are featured in brief introductory case studies (please 
note that these cases are based on real patient experiences and 
have been altered significantly to protect patient confidentiality). 
Specific challenges and strategies in communicating with seri-
ously ill veterans are addressed and a selective review of commu-
nication interventions for patients, families, as well as healthcare 
personnel is provided.

US Veterans
The major cohorts of Veterans include World War II (WWII), 
Korean War, Vietnam War, and Gulf War veterans. The 
Department of Veterans Affairs1 estimates that in 2010 approxi-
mately 22,658,000 Americans were veterans, including those who 
live outside the United States. Of this number, an estimated 37% of 
veterans are enrolled in the Department of Veterans Affairs health-
care system.2 Currently, it is estimated that 1,840,000 are women 
and 9,166,000 are older adults (65 years or older). The number of 
WWII veterans is estimated to be 1,901,000; they are the oldest 
cohort and are dying quickly (more than 550 WWII veterans die 
every day). The Korean War veterans are estimated at 2,448,000, 
and most are older adults. The Vietnam War veterans are the larg-
est cohort, estimated at 7,526,000, followed by Gulf War veterans, 

who are the youngest cohort and number approximately 5,737,000 
Americans.2 An estimated 997,000 veterans served both during 
both WWII and the Korean War; approximately 347,000 Korean 
War Veterans served during the Vietnam War; and 291,000 vet-
erans served during all three wars. Previous to the Gulf War, the 
veteran population was predominantly non-Hispanic white, male, 
and married. Recently, more women and ethnic minorities have 
joined the US Armed Forces. About one-third of all veterans have 
been in combat and exposed to experiences related to death and 
dying during their tour of duty.

World War II Veterans

Mr. O is an older WWII veteran who saw intense combat in France. 
He never thought he would live through the series of conflicts he 
encountered on Omaha Beach. But he did live. Nearly all of his battal-
ion did not. He remembered mortars going off to the side and the back 
of him and seeing his brothers sent in countless directions as metal 
fragments tore through them. He remembered seeing this and then 
losing consciousness. Mr. O woke up in a hospital. He stayed there 
for 1 year. His family did not know about his year-long hospital stay 
on a mental ward until this week—over 70 years later; this week he 
entered hospice care provided by the VA. After his time in France, he 
came home to east Tennessee and never left his house, unless he was 
gardening. He missed his children’s graduations, weddings, and ball 
games that took place just a mile or two from his home. He missed 
the same for his grandchildren. Home was the only safe place. He was 
never treated for posttraumatic stress disorder (PTSD) and was not 
diagnosed with the illness until he also learned he had advanced liver 
cancer 2 months ago.

WWII veterans have fought on the continents of Europe, Asia, 
and Africa and have worked in extreme weather conditions, in very 
hot and very cold areas. Approximately 200,000 US service per-
sonnel performed occupation duties in Hiroshima and Nagasaki 
following the atomic bombing of Japan, and a similar number 
participated in atmospheric nuclear weapons tests from 1945 to 
1962. Veterans who were stationed in Nagasaki and Hiroshima, 
Japan, during WWII before 1946 and those who participated in 
nuclear tests from 1945 to 1962 are known as “atomic veterans.” 
The Department of Veterans Affairs identifies 195,000 servicemen 
who were involved in the occupation of Hiroshima and Nagasaki, 
with an additional 210,000 personnel participating in 200 postwar 
nuclear tests. Studies3–9 of Japanese atomic bomb survivors have 
shown that exposure to radiation has been associated with leuke-
mia, various cancers, and cataracts. Exposure to asbestos is seen 
in this cohort and may be associated with mesotheliomas. WWII 
veterans are predominantly men.
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Korean War Veterans

Mr. P’s first assignment was with a fighter-bomber squadron in Japan, 
but the Air Force decided to make a medical corpsman out of him. 
Shortly after the United States went to war in Korea in 1950, Mr. P 
was on active duty, loading casualties onto transport planes bound 
for Japan. He spent time with a MASH unit, claiming it was hardly 
like what was depicted in the famed TV show. Returning home from 
the war, he remained sensitive to those who would diminish his service 
because he was not an infantry soldier. Within days after he returned 
home, he detached from the armed services and started a new career. 
As the years passed, he experienced more and more difficulty with his 
mental health issues due to recurrent bouts of depression. Never mar-
rying or having children, Mr. P relied for years on an older brother who 
was also a veteran, but now he finds himself completely dependent on 
the VA for his care as he ages and his physical health diminishes.

According to the 1990 US Census, 92% of the 4.9 million Korean 
War veterans are white. Korean War veterans are rapidly aging 
and dying. By the 2010 census, the number of Korean War vet-
erans was estimated to be just under 2.5 million. Approximately 
5% percent of Korean War veterans are women. The median age 
of these veterans is 78.5  years. Most Korean War veterans are 
mid-old (75 to 84) or old-old (over 85). The Korean War hostilities 
(fighting) occurred from June 27, 1950, to July 27, 1953, and the 
official Korean War era dates from June 27, 1950, to January 31, 
1955 (all veterans who served on active duty during this period are 
deemed to be Korean War veterans).

A total of 5,720,000 persons served in the US Armed Forces 
during the Korean War, with 33,741 battle deaths and 103,284 
wounded. Injuries from cold weather conditions were common 
during this era; many veterans have delayed squeal, including 
peripheral neuropathy, skin cancer in frostbite scars (in such loca-
tions as the heels and earlobes), arthritis, collapsed foot arches, 
stiff toes, nocturnal pain, and cold sensitization. These cold-related 
problems may worsen as they grow older and develop complicat-
ing conditions such as diabetes and peripheral vascular disease, 
placing them at higher risk for late amputations. The Korean War 
was initially deemed to be a police action and a conflict, rather 
than a war. This may be a sensitive issue for Korean War veterans, 
who may not feel their service was appropriately acknowledged.

Vietnam War Veterans

In 1965 Ms. B was a nurse on a mission. Inspired by her brothers’ service 
in the Vietnam War, and having earned a master’s degree in psychiatric 
nursing and graduated from Officer Candidate School, she enlisted in 
the Air Force. She knew the need for psychiatric care was exigent and 
insisted that she be assigned to the front line to take care of infantry com-
bat soldiers, not officers. Her concern included wounded servicemen as 
well as local civilians. In her 2 years in the field she was unwavering in 
her commitment not only to American soldiers but also wounded Viet 
Cong combatants. Upon her return to the states, Ms. B entered private 
nursing practice. In her early 50s she retired and was soon diagnosed 
with Parkinson’s disease. She opted to receive care outside of the VA (as 
she felt that she needed specialized women healthcare programs, which 
were not available through her local VA) but missed the camaraderie of 
others who served and could relate to women’s war experiences.

The Vietnam War (aka the Second Indochina War) occurred 
from 1954 to 1973. The United States and other members of the 
Southeast Asia Treaty Organization fought in support of the 
Republic of South Vietnam against the Viet Cong (Communist 
forces of South Vietnamese guerrillas, also known as the National 

Liberation Front) and the North Vietnamese Army. Direct 
U.S. military involvement ended on August 15, 1973. The North 
Vietnamese Army captured Saigon in April 1975, and North and 
South Vietnam were reunified under the Communist regime. 
More than 47,000 US service members were killed in battle, and 
another 11,000 suffered noncombat deaths. The Vietnam War is 
known as “the only war America ever lost.” This perceived failure, 
in addition to the extensive US antiwar protests, had a significant 
negative impact on Vietnam War veterans.

US citizens did not welcome the returning veterans as war 
heroes. Instead, these veterans, who had suffered tremendous 
physical and emotional harm (during the extreme war conditions) 
defending their country in a war they did not instigate, were sub-
jected to public anger and protests, provoking in them a sense of 
guilt and shame. Many experts feel that this suboptimal reception 
is a primary etiological factor in some of the psychological after-
math these veterans report.

Vietnam veterans suffer high rates of chronic mental illnesses, 
including major depression, suicide, PTSD, and substance abuse 
as well as the consequences of chemical warfare. Chemical war-
fare was used to destroy bushes, crops, and trees to prevent 
Communist insurgents from having the cover they needed to 
ambush passing convoys. Americans sprayed millions of tons of 
defoliant herbicide (“Agent Orange”),9–12 which contained the 
toxic byproduct dioxin. According to the VA, diseases associated 
with Agent Orange exposure include amyloidosis, chronic b-cell 
leukemias, chloracne (or similar acne-type diseases), diabetes 
mellitus type 2, Hodgkin’s disease, ischemic heart disease, mul-
tiple myeloma, non-Hodgkin’s lymphoma, Parkinson’s disease, 
peripheral neuropathy, porphyria cutanea tarda, prostate cancer, 
respiratory cancers (including cancers of the lung, larynx, tra-
chea, and bronchus), and soft tissue sarcomas (other than osteo-
sarcoma, chondrosarcoma, Kaposi’s sarcoma, or mesothelioma). 
Of note, the VA presumes that Lou Gehrig’s disease (amyotrophic 
lateral sclerosis [ALS]) diagnosed in all veterans who had 90 days 
or more continuous active military service is related to their ser-
vice, although ALS is not (so far) thought to be related directly to 
Agent Orange exposure. There are no specific tests to detect Agent 
Orange exposure or to demonstrate that the herbicides caused 
individual medical problems. As a result, veterans who served in 
Vietnam or the Korean demilitarized zone are presumed to have 
been exposed to Agent Orange.13 Hepatitis C infection is more 
common in this population as compared to the general popula-
tion. Sixty-three percent of veterans enrolled in the VA who test 
positive for hepatitis C virus are Vietnam Era veterans.12 Chronic 
hepatitis C infection can result in hepato-cellular cancer, which is 
a serious life-limiting and eventually fatal illness.

Gulf War, Afghanistan, and Iraq War Veterans

Mr. J joined the army at age 17. Within the next 3  years he was a 
trained paratrooper preparing for deployment to the Gulf. He was also 
a trained Spanish linguist as tensions were high in areas of Central 
America. However, his battalion was posted to the Saudi desert 
region. At 21, he had lost part of four toes due to frostbite. Many years 
later, Mr. J was diagnosed with gout, arthritis, depression, and PTSD 
and was a heavy drinker. He had persistent pain and was on high 
doses of prescription analgesics. Due to his multiple chronic illnesses 
and pain, he had difficulty working and no steady income, thereby 
making his housing situation tenuous.
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Fibromyalgia and chronic fatigue syndrome are common in 
Gulf War (Desert Storm) veterans. Afghanistan War (Operation 
Enduring Freedom) and Iraq War (Operation Iraqi Freedom) 
veterans exhibit infectious disease (multidrug-resistant acineto-
bacter Leishmaniasis, a sand fly–transmitted infection of the skin) 
and problems caused by exposure to depleted uranium, contami-
nants and toxins from pollution (e.g., sewage-polluted water, air 
pollution, food and water affected by agricultural and industrial 
contamination), cold weather, high altitudes, and severe sand and 
dust storms. Additionally, these veterans are at higher risk for 
depression, suicide,14,15 PTSD, substance abuse, and other chronic 
mental illnesses.16,17

Palliative Care Needs of Seriously Ill Veterans
The burden of chronic illness is higher in veterans compared to 
the general population, and most veterans die of chronic illness. 
Veterans’ palliative care needs are similar to those of the general 
population in that they need high-quality palliative care early in the 
trajectory of serious illness. In addition, veterans have some unique 
palliative care needs due to their combat exposure, including pris-
oner of war experiences and the unique risks specific to each war 
(as described previously). Veterans also exhibit the unique char-
acteristics of battlemind and stoicism when facing serious illness, 
behaviors secondary to their training and work in the armed forces.

“Battlemind”18–25 is defined as a soldier’s inner strength to face 
fear and adversity during combat with courage. It is the will to 
persevere and win in circumstances of grave danger. When on a 
tour of duty, a member of the US Armed Forces is expected to 
be strong and fully operational at all times. There is a significant 
stigma associated with any show of weakness or retreat from the 
warfront. The armed forces are expected to meet challenges head 
on and maintain mental toughness during times of great stress, 
adversity, and challenge. For example, the US Navy Sea Air and 
Land personnel often quote the phrase, “The only easy day was 
yesterday.” They know and expect to encounter adversity and train 
in teams to overcome extremely challenging battle-related cir-
cumstances, while being fully cognizant that they may be gravely 
injured or die in service to their country. This battlemind comes 
from the ongoing rigorous training they receive when on active 
duty and often becomes an integral part of their identity.

Thus veterans, when faced with serious illness, demonstrate tre-
mendous courage and resilience and work hard to maintain a stoic 
approach. While this can certainly be a strength and help veterans 
cope with serious illness, this stoicism may also prevent them from 
openly discussing their illness-related fears and concerns with their 
family and healthcare team, leaving them to suffer in isolation. Data 
also shows that veterans are at a higher risk for PTSD, depression, 
and substance abuse.16,17,26 Veterans who are reluctant to openly dis-
cuss the consequences of serious illness with their family members 
may use suboptimal coping strategies, including alcohol and recre-
ational drugs, further isolating themselves from their loved ones.

Unique Stresses Veterans Experience That 
Influence Their Responses to Serious Illness
Life Threat
About 30% to 40% of veterans have been exposed to combat, 
which includes death and dying, during their tours of duty. Some 

have survived being prisoners of war. Medics in combat zones 
are at high risk for loss of life. Even those who are not directly 
involved in fighting are at high risk for fatalities, including driv-
ers of supply trucks and convoys in war zones. When encounter-
ing serious illness at the end of life, veterans may have a sense of 
déjà vu—of being back on the warfront—and feel the same sense 
of threat, helplessness, and lack of control. This is one of the rea-
sons why veterans who receive healthcare in the community may 
choose to return to VA for end-of-life care, as they may feel safer 
in the familiar surroundings of the VA among their fellow veter-
ans when facing potential loss of life. This is also the reason that 
veterans on home hospice care continue to seek care at the VA, as 
they are reluctant to sever ties with a familiar and trusted environ-
ment. Likely a related finding is that families of veterans who have 
died experienced higher satisfaction with end-of-life care than 
those veterans who died in non-VA facilities.27 Veteran desire to 
stay connected to the VA and its people becomes a source of con-
flict when home hospice personnel tell the veterans to cancel all 
VA appointments and not to contact the VA.

Loss of Colleagues and Friends/Relationships  
and Loss of Limbs
Loss is a pervasive experience for many members of the armed 
forces. Armed forces personnel often miss important life events 
and milestones of their loved ones when on a tour of duty and feel 
a sense of guilt about missing these events. They lose friends and 
colleagues in the line of duty. Many will put their own lives at risk 
without a second thought in an effort to rescue fellow team mem-
bers on the warfront. While this past experience with grief and loss 
gives veterans tremendous courage to deal with serious illness, it 
also puts them at risk for suffering in silence and not adequately 
communicating with their care team or seeking the help they need.

Warrior Culture and Moral Injury
Men and women on active duty may be forced to commit actions 
that may be in direct conflict with their fundamental values and 
beliefs. For example, they have to deploy force, wound, and even 
kill enemy soldiers. They may also witness collateral harm that 
befalls civilians, women, and children who are at the battlefront and 
become war casualties, all in the line of duty. Hoge28 surveyed US 
soldiers and Marines and found that 52% of soldiers and Marines 
reported shooting or directing fire at the enemy; 32% reported being 
directly responsible for the death of an enemy combatant; 65% 
reported seeing dead bodies or human remains; 31% reported han-
dling or uncovering human remains; and 60% reported having seen 
ill/wounded women and children whom they were unable to help.

Many of these experiences and actions may conflict with their 
personal and religious/spiritual beliefs, causing tremendous guilt 
and shame. Veterans may not fully grasp the impact of violence 
or the warrior culture during active duty. However, there may be 
delayed consequences that take a big toll on long-term physical, 
emotional, and spiritual health. When they separate from the 
armed forces culture and context and return home to lead civilian 
lives with family, veterans may ponder their past experiences and 
actions and suffer tremendous distress. These issues come to the 
forefront at the end of life, when they are in the process of doing 
a life review and confronting imminent death. During these vul-
nerable times, they may lack the defenses to cope with their guilt 
and shame, and, depending on their religious/spiritual beliefs, 
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they may fear after-life consequences of their actions in the line 
of duty.

These experiences can skew how veterans interpret pain due to 
serious illness. Some may feel that the disease-triggered pain is ret-
ribution for the pain they have inflicted on others during wartime. 
Others may believe in redemptive suffering and choose not to treat 
their pain but instead suffer to atone for their “sins.” In a study31 of 
pain and coping conducted on a group of 109 veterans with chronic 
pain, researchers studied nine specific pain-related adaptive and 
maladaptive coping and belief domains: guarding, exercise/stretch, 
resting, catastrophizing, control, disability, harm, medication, and 
pacing. Each of the pain-related coping responses and beliefs were 
classified as adaptive (exercise/stretch, control, and pacing) or 
maladaptive (guarding, resting, catastrophizing, disability, harm, 
and medication). The study results showed that maladaptive cop-
ing and beliefs played a more powerful role than adaptive coping 
and beliefs in predicting pain interference and depression. Further, 
adaptive responses may be more important than maladaptive 
responses in predicting patient-reported pain intensity.

Posttraumatic Stress Disorder
Prior to 1980, PTSD did not appear in the Diagnostic and Statistical 
Manual of Mental Disorders. It was included in the third edition of 
the manual and became a common diagnosis for Vietnam veter-
ans.32 Over time, the illness was recognized in all classes and gen-
erations of military members. PTSD is an anxiety disorder that 
can develop when a person has experienced, has witnessed, or has 
been confronted with an event (s) that involved actual or threat-
ened death or serious injury or a threat to the physical integrity 
of self or others. The Diagnostic and Statistical Manual of Mental 
Disorders classifies PTSD as an anxiety disorder characterized by 
a triggering trauma, followed by a series of intense negative emo-
tional responses to the trauma. PTSD23 is more common in war 
veterans, especially in combat veterans, and is extremely common 
in prisoners of war. According to the National Center for PTSD, 
one in three veterans who survived combat in WWII, Korea, or 
Vietnam developed chronic PTSD, and more developed some 
PTSD symptoms. The estimated prevalence of PTSD is about 30% 
in Vietnam War veterans, 10% in Gulf War veterans, 6% to 11% in 
Afghanistan War veterans, and 12% to 20% in Iraq War veterans.

It is important to note that trauma-related memory can be trig-
gered by somatosensory triggers such as pain or nausea. For exam-
ple, a veteran who was a prisoner of war and experienced pain and 
torment in the enemy camp may have recurrent flashbacks and 
related agitation when he or she is experiencing pain at the end 
of life as a part of serious illness. Alternatively, a veteran who has 
coped with PTSD by repressing related memories may become 
vulnerable due to serious illness and have a resurgence of intru-
sive memories. Some veterans, when treated with opioids for pain 
related to serious illness, may have nightmares and flashbacks due 
to the mind-altering properties of these drugs. In such situations, 
they may prefer to forego the medication and bear the physical 
pain rather than experience the extreme suffering triggered by 
PTSD. Finally, PTSD patients have a higher prevalence of depres-
sion and recreational substance abuse. Colored by their negative 
war experiences, they may be mistrustful of government-related 
services, including the Veterans Health Administration.

The multifaceted nature of PTSD as a mental illness pres-
ents compounding effects for healthcare teams as well as family 

caregivers once a veteran is facing a chronic or terminal period 
of illness. Avoidance is a common coping mechanism for indi-
viduals with PTSD.31 This, in addition to distrust of the health-
care system, can create a dynamic in which the patient is viewed 
as difficult—causing healthcare professionals to respond in kind 
with avoidance. A  patient-centered approach is suggested by 
experts as an effective way of caring for veterans with PTSD.32 
A series of behavioral health interventions have been systemati-
cally introduced by the VA to offer caregiver counseling and sup-
port. These interventions include emotionally focused couples 
therapy for trauma, lifestyle management courses, conjoint cogni-
tive behavioral therapy for couples, strategic approach therapy for 
couples (targeting spousal anxiety), and many others.33

Communication Challenges  
for Seriously Ill Veterans
As described previously, veterans have unique life experiences and 
are at risk for certain illnesses, which influence their worldview and 
how they choose to interact with healthcare providers. Stoicism is 
common in veterans, who tend to be particularly reticent about 
their war experiences. It is also common for a veteran’s spouse and 
family members to be completely unaware of the details of the veter-
an’s war experiences and consequences. For example, a veteran may 
have significant PTSD or be in the throes of moral injury–related 
distress without their loved ones even knowing. Thus it is important 
to talk directly to the patient, document his or her branch of service, 
and routinely and gently explore whether he or she experienced or 
witnessed combat, as well as to screen him or her for PTSD and 
moral injury. Box 26.1 offers several example questions that provid-
ers can use to learn more about veteran experiences.

Box 26.1 Sample Questions to Promote Sensitivity to Veteran 
Experiences

♦ What kind of feelings have you had about your deployment 
experience?

♦ How have you been feeling about yourself since 
returning home?

♦ What would help you come to terms with your deployment 
experiences?

♦ Can you tell me about some of the workplace challenges you 
have faced recently?

♦ As a service member, you already have many skills prospec-
tive employers may be interested in. Can you tell me some of 
the skills you cultivated in the military?

♦ Who are you spending time with after returning home?
♦ How have you felt that your friends or family relationships 

have changed while you were deployed?
♦ Can you identify one person whom you can talk to about your 

deployment experiences?

Source: Koenig CJ, Maguen S, Monroy JD, Mayott L, Seal KH. 
Facilitating culture-centered communication between health care 
providers and veterans transitioning from military deployment to 
civilian life. Patient Educ Couns. June 2014;95(3):414–420.
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In order to mitigate distrust, it is best to first elicit the 
patient’s preferred communication style (direct vs. indirect) 
and information-seeking preferences and tailor the communi-
cation to the specific needs of the individual patient. Veterans 
from ethnic minorities who are socioeconomically disadvan-
taged may be wary of discussing limiting high-intensity care 
due to fear of racial prejudice. Fortunately, most veterans tend 
to prefer a direct style of communication and value honesty 
very highly. An open approach about the benefits and burdens 
of each aspect of the care plan usually alleviates any mistrust. If 
asked, providers should be willing to refer the patient for a sec-
ond opinion and not be defensive about this request. One study 
found that telephone communication for primary care needs is 
the preferred strategy among veterans, as only slightly half of 
those surveyed were regular computer users and had ever used 
the Internet.34

Communication Interventions 
for Improved Care
The majority of veterans receive care in the community. Many 
veterans may be concurrently receiving care through Medicare, 
Medicaid, or private insurance but also enroll to receive care at 
the VA. Sometimes veterans may be receiving medications and 
other interventions both in a VA facility as well as through the 
community-based healthcare system. Currently there are no coor-
dinated communication systems that seamlessly integrate elec-
tronic medical records across systems of healthcare. Thus veterans 
may be at risk for receiving medications concurrently from the VA 
and from community providers. More than one-third of veterans 
in one study reported never discussing non-VA medications with 
their VA physicians.35 To facilitate care coordination and com-
munication between VA and non-VA providers, Shi et al. suggest 
five best practices for both VA and non-VA sites36 (see Box 26.2). 
Furthermore, there is a great need to educate community-based 
healthcare personnel about veterans’ unique needs. This is espe-
cially true for end-of-life care, as home hospice care received by 
veterans is provided through Medicare-certified community 
hospices.

Currently the VA provides home-based primary care but does 
not provide home hospice care because it is funded by the Medicare 
Hospice Benefit. The VA contracts with Medicare-certified 

community-based home hospices and will pay for home-hospice 
services for seriously ill veterans who are not eligible for the 
Medicare Hospice Benefit (as hospice care is a fundamental enti-
tlement for all veterans). Thus all community-based palliative 
care personnel should familiarize themselves with the unique 
health risks, communication preferences, and needs of veterans 
and their families. It is important to ask all patients about their 
veteran status and document this carefully. Veterans with ALS or 
Agent Orange-exposure and other service-connected conditions 
may be eligible for special benefits both for themselves as well as 
their families. Most veterans receive also some funeral benefits 
from the VA.

In 2003 the VA was the first system to introduce a Web-based 
Personal Health Record (PHR) to its patients and their families. The 
intervention was designed to complement face-to-face services and 
empower patients and their caregivers, as well as create an extended 
sense of community for sick veterans. The PHR includes features 
that make a medical health record available to patients/caregiv-
ers and most recently secure messaging with the entire healthcare 
team. A recent study37 of usability for the VA’s PHR showed that 
the majority of users wanted family caregivers to have access to and 
use the system to schedule appointments, help manage prescription 
medications, and communicate with healthcare team members. 
Additionally, veterans indicated a desire to share access of the PHR 
to care providers outside of the VA system. Other programs are 
under examination at VA facilities across the country.

Conclusion
In summary, veterans who served their country have an increased 
prevalence of chronic illnesses, have unique approaches to pain 
and illness based on military training, and are likely to have PTSD. 
Special attention is required to identify illnesses that are specific to 
each war era. It behooves all providers to gain a deeper understand-
ing of how veterans’ past training and experiences in the armed 
services influence how they cope with serious illness. A gentle and 
open communication approach bolstered by knowledge of the key 
issues more common in war experiences will help us better support 
and enable veterans to live and die with dignity.38–40
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Box 26.2 Recommended Best Practices for Veterans 
Administration and non-Veterans Administration Care 
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CHAPTER 27

Neonatal and Pediatrics
Barbara L. Jones and Kendra D. Koch

Introduction
Like adult palliative care, pediatric palliative care is not one 
service but an approach to care that may be offered at different 
facilities and by different providers. Used in both inpatient and 
outpatient settings, pediatric palliative care seeks to prevent 
and relieve suffering in children with life-threatening illness. It 
offers culturally sensitive social, emotional, and spiritual inter-
ventions and appropriate medical treatments to optimize qual-
ity of life during the child’s illness and to extend emotional care 
and social support to the patient and his or her family.1,2 The 
World Health Organization (WHO) expounds on this definition, 
explaining that

Palliative care for children represents a special, albeit closely related 
field to adult palliative care. WHO’s definition of palliative care 
appropriate for children and their families is as follows; the prin-
ciples apply to other paediatric chronic disorders (WHO; 1998a):

♦ Palliative care for children is the active total care of the child’s 
body, mind and spirit, and also involves giving support to the 
family.

♦ It begins when illness is diagnosed, and continues regardless 
of whether or not a child receives treatment directed at the 
disease.

♦ Health providers must evaluate and alleviate a child’s physical, 
psychological, and social distress.

♦ Effective palliative care requires a broad multidisciplinary 
approach that includes the family and makes use of available 
community resources; it can be successfully implemented even 
if resources are limited. It can be provided in tertiary care 
facilities, in community health centers, and even in children’s 
homes.3

These echo the American Academy of Pediatrics’ Core Principles 
of Patient- and Family-Centered Care, which encourage health-
care providers to listen to and respect “each child and his or her 
family”4 while promoting the confidence of patients and families 
as they “participate in making choices and decisions about their 
health care.”4

Why Is Communication Important 
to Children and Families?
Without communication in the form of honest, clear, and acces-
sible dialogue, parents may not have the information they need 

to make decisions or the education and support they need to care 
for their children. This makes communication not only an issue 
of quality care but of ethical care.5,6 Often, parents are asked 
to make decisions for their ill child based on information and 
options communicated to them by members of the child’s pallia-
tive care team. If this communication is ambiguous or unclear, the 
parent is unfairly limited in the quality of the decision that he or 
she can make. At the end of a child’s life especially, parents want 
adequate information and supportive communication so they can 
make the best decisions for their child and so those decisions will 
be less likely to lead to regret.7,8 Parents express that good com-
munication in pediatric palliative care leads to better social and 
emotional outcomes for the child and family9,10 and, inversely, 
bad communication results in negative social and emotional out-
comes for the family.9,10

Note that the word “child” is used in this chapter to refer to the 
patient’s status as a minor. Unless otherwise noted in context, it 
refers to patients from birth to adulthood (i.e., infancy, childhood, 
and adolescence).

Identifying the Population
The population that receives pediatric palliative care is comprised 
of children diagnosed with life-threatening illnesses who are 
not expected to reach adulthood due to the illness or symptoms 
caused by it. Cancer is the most common illness associated with 
pediatric palliative care in developed countries and is the lead-
ing cause of nonaccidental or traumatic death in children ages 1 
to 19. According to the latest data from the Centers for Disease 
Control and Prevention, 45,068 children died in 2010. Almost half 
of those deaths occurred before the age of 1 because of congenital 
anomalies or sudden infant death syndrome. Of the remaining 
deaths due to natural causes (not unintentional injuries, suicides, 
or homicides), the majority occurred because of congenital anom-
alies (6,114 deaths), followed by cancer (2,160 deaths).11,12 Other 
children who may benefit from palliative care may be diagnosed 
with a range of neurological, metabolic, and pulmonary diseases. 
Cardiac, respiratory, renal, and gastrointestinal diseases are also 
common along with immunodeficiency and other congenital 
anomalies.13,14 These medically complex diseases account for 
most cases in which a child needs palliative care.14

The need for palliative care can stem from either the disease 
itself or the symptoms produced by the disease. The Oxford 
Textbook of Palliative Care groups children with palliative needs 
into four categories:13
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Category 1 includes children who have diseases for which a cure 
exists, but the cure has not been successful for the specific child 
patient. Cancer is an example of such a disease.

Category 2 encompasses children with a disease for which no 
cure exists; however, medication and therapy can be used for 
symptom management and to prolong life. Examples of diseases 
in this category are cystic fibrosis and Duchenne’s muscular 
dystrophy.13

Category 3 contains children with diseases that cannot be cured 
or without a direct approach to cure. Here, symptom manage-
ment is the main goal. Metabolic diseases are often seen in this 
category.13

Category 4 presents providers and clinicians with special chal-
lenges. This category consists of children with static diseases 
that do not directly progress to a stage where death is immi-
nent. Instead, the symptoms and secondary effects of the dis-
ease are the life-threatening aspects. An example is a child with 
encephalopathy caused by an anoxic brain injury, such as a 
near-drowning event.13 The disease or injury is not continuing, 
but the disruptions caused by the disease or injury are.

Symptoms that may arise because of the diseases in each of 
these categories include seizures, cognitive impairments, speech 
difficulty, problems with external intake, fatigue, somatic pain, 
dyspnea, appetite disturbances, weight changes, constipation, 
anxiety or depression, urinary problems, irritability, and diar-
rhea.14 For many of these diseases, developments in treatment 
and technology have led to prolonged lifespans for children who, 
in the not-so-distant past, would likely have died in infancy or 
childhood. Survival rates of infants born prematurely15 or with 
various congenital anomalies have increased as well.16,17 This in 
turn has led to increased usage of life-extending medical technol-
ogies including feeding tubes (gastrostrostomy tubes, nasogastric 
tubes, jejunostomy tubes), central venous catheters, tracheostomy, 
noninvasive ventilation, and ventriculoperitoneal or ventriculo-
jugularshunts shunts.14

Pediatric Needs Differ From Adult Needs
Although pediatric palliative care shares many of the same aims 
and interventions as adult palliative care, it differs from adult pal-
liative care in several ways that directly affect communication:

1. Children live much longer than adults after initiating palliative 
care,14 making communication in care coordination and conti-
nuity of care an integral feature of pediatric palliative care.

2. Palliative care for children is often used concurrently with 
curative care.18 This means that conversations about decision-
making and goal-setting may be more complex and require 
information and options that consider the patient’s and family’s 
goals for cure and comfort.

3.  Different life-limiting diagnoses are found in children than in 
adults,13,14,19 requiring pediatric healthcare providers to dis-
cuss with families different trajectories of illness, treatments, 
and potential outcomes than they might with adult popula-
tions. Because many of these diseases are rare or undiagnosed, 
trajectories of illness and prognosis become especially difficult 
for healthcare providers, adding complexity to communication 

about areas of anticipatory guidance, including medical deci-
sion-making and symptom management.

4. At one time, physicians were the primary decision-makers 
in pediatric medical care (patriarchal model). More recently, 
shared decision-making has become most often viewed as 
ideal.20 This model encourages parents to consider the wishes 
of their child and to receive the guidance of their child’s pallia-
tive care team to make the most optimal decision for the care 
of their child.4,21,22 Shared decision-making requires appropri-
ate and concise communication with parents and patients to 
achieve the most effective patient care.21

5. The ill child’s developmental age requires medical provid-
ers and psychosocial practitioners to employ communication, 
interventions, and treatments that are age appropriate.22,23

6. Because children who use palliative care services live in the 
context of a family, addressing the family’s needs helps support 
and care for the ill child.6,23 Communication is the mechanism 
used to maintain dialogue and intervene with families.

7. The death of an adult, especially in the last third of life, is 
“expected” and, although painful to families, is generally more 
accepted than the death of a child.24 When the time comes that 
purely palliative measures are the best options for ill children, 
communication becomes a key part of allowing families to make 
meaning of what for many seems tragic and “unnatural.”23

8. Children cannot legally consent to treatment or make binding 
medical decisions; their parents and caregivers become their 
surrogate decision-makers. This can create complex communi-
cation and ethical challenges.25

Understanding these differences is foundational to being 
able to offer comprehensive and effective care to children with 
life-threatening illnesses and their families. Although pediatric 
palliative care and adult palliative care have many commonali-
ties, ill children and their families truly do need specialized treat-
ments, care, and communication.

Pediatric Palliative Care Needs
Family Support Needs
As noted, pediatric palliative care should not be limited to the 
patient alone but should promote a patient- and family-centered 
approach that provides assessment and care for parents, siblings, 
and the ill child.4,6 Families of children with serious illness face 
unique challenges, including reorganization of family roles, cop-
ing with the trauma of their child’s diagnosis, and both antici-
patory and actual losses.26 Family is impacted when care for the 
child affects marital/partnered relationships27 and emotionally 
impacts siblings.27,28 Cost of medical care and wages lost to care 
(time off work, reducing work hours) cause financial stress on 
families,29 while the physical demands of care-giving and stress 
itself take a negative toll on parents’ (especially mothers’) physical 
and mental health.27,30 In addition to caring for their ill children, 
families whose children are at the end of their lives have the added 
tasks of making the most difficult decisions about artificial hydra-
tion and feeding, life-prolonging treatments, and whether or not 
to allow for natural death21 at a time that may feel anything but 
natural. In order to provide good and effective palliative care to 
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the child, the interdisciplinary team must include both medical 
and behavioral healthcare providers who can support and care for 
the family and child.6,26

Providing this type of care requires pediatric palliative care pro-
viders to attend to three consensus-based principles: (a) respect for 
the child and the family, (b) understanding the family as part of the 
care team, and (c) effectively and compassionately caring for the child 
and his or her family from diagnosis through death and bereavement. 
Quality communication allows members of healthcare teams, includ-
ing physicians, social workers, nurses, chaplains, child life specialists, 
psychologists, and others, to address these aims most effectively.31

Communication Needs
Parents voice that good communication is integral to good care.6,10 
Exchange of information, treatment and symptom management 
options, end-of-life decisions, caring, patient improvement, and 
patient decline are all conveyed through communication. The 
informational content exchanged between parent and healthcare 
provider composes the what of communication. In addition, the 
tone, language, style, and cultural sensitivity of the communica-
tion compose the how, and both aspects are important to qual-
ity communication. Based on research and consensus, Feudtner 
organizes the tasks that need to be achieved by the palliative care 
team into three groups:31

1. Problem-solving and decision-making activities such as identify-
ing and describing the problems that confront the patient and fam-
ily. This includes clarifying the goals and hopes that motivate and 
guide care and evaluating the pros and cons of a variety of options.

2. Interventions typically used to improve the quality of life and 
minimize suffering for patients, family members, and clinical 
staff. They address the physical, mental, emotional, social cul-
tural, spiritual, and existential needs of the individual.

3. Logistical efforts that aim to provide high-quality services in 
various settings, including the hospital and home, the coordi-
nation of these services, and the arrangement of appropriate 
payment.

Using these three domains, we can frame the communication 
needs of healthcare providers and children with life-threatening 
illnesses and their families. The remainder of this chapter focuses 
primarily on providing communication information, challenges, 
and strategies from the perspectives of parents, clinicians, and 
patients to address these three areas:
♦ Problem-solving and decision-making
♦ Assessing for and implementing interventions
♦ Managing logistical efforts

Bringing Children and Adolescents  
Into Conversations
Although evidence has existed for some time that children and 
adolescents benefit socially and emotionally from being invited 
into discussions about their medical prognoses, diagnoses, trajec-
tories of illness, and treatments, some parents and some healthcare 
providers still hesitate to give them a primary role in the manage-
ment of their health or a meaningful voice in decision-making. 
Healthcare providers highly rate family opinions as impacting 

their clinical decision-making; however, the child is often seen as 
part of the familial aggregate and not a separate or predominant 
voice, potentially leading children and adolescents to be marginal-
ized in their own care.32 Reasons given by parents and healthcare 
providers for excluding children and adolescents from discussion 
include fear of destroying the child’s hope or damaging the child 
psychologically; not wanting to burden the child with medical 
information, prognosis, medical decisions, or diagnosis;33 the 
child not having the cognitive ability to understand medical con-
cepts and options for treatment;34 and being concerned that the 
child would make “wrong” choices about his or her care.34

Research offers evidence that ameliorates many of the con-
cerns expressed by parents and healthcare providers. Studies 
indicate that children with serious illness desire involvement in 
decision-making and conversations about their health.32,35 Even 
more, children and adolescents who take part in discussions 
about their care, including diagnosis, prognosis, treatments, and 
decision-making, have better social and emotional outcomes, 
especially related to anxiety and depression, than those for whom 
engagement has been limited.34

Logistical issues (such as time constraints), parents’ concern 
with the appropriateness of a child’s presence in meetings (e.g., 
a child being in a care conference with several specialists) or 
the parents’ desire to “protect” the child from information that 
they may deem too burdensome may compel parents to take on 
the role of “communication broker,” acting as the mediator of 
information between the healthcare provider and the child.36,37 
Research shows that parents acting in this role both facilitate and 
inhibit communication between the child and the healthcare pro-
vider.36 For their part, children do value aspects of this arrange-
ment, knowing that parents can act as buffers for information 
that is indeed too cumbersome or that they feel does not specifi-
cally involve them.36 This outlook corresponds with several other 
studies in non-US or Western Europe contexts, which reveal that, 
for particular parts of communication, family filters may be cul-
turally expected and desired by healthcare providers, patients, 
and family.38 Although many parents value direct, developmen-
tally appropriate communications between healthcare providers 
and child,37 in some cases of communication brokering, parents 
may want to limit communication to minors for personal or cul-
tural reasons.38 In these scenarios, the parents’ authority should 
be respected, and they should be permitted to filter communica-
tion in ways they feel are most fitting to their family’s cultural 
beliefs and practices. The palliative care team may also employ 
strategies to negotiate with parents, encourage truth-telling, and 
encourage future communications with the child.39 These strate-
gies include

1. Ally with the parent in expressing the desire for what is best for 
the child.22

2. Educate the parents about research that shows that children 
often know of the bad news, including if they are dying, even 
when they are not explicitly told, and anxiety in children may 
increase when they are left without information, leaving them 
to imagine what is wrong.34

3. Encourage parents by telling them that the team will help share 
news with the child, be present when the news is discussed, and 
help them choose the best words to tell their child difficult news.39
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4. Devise a plan with the parents that allows the child to be told 
the diagnosis, prognosis, and other information as the treat-
ment proceeds or the illness progresses. This should be custom-
ized according to the child’s questions or at signs of increased 
stress in the child.22,39

5. Reassure the parent that he or she is a “good parent” who obvi-
ously cares deeply for his or her child.40

Efforts to communicate with children about their illness hon-
ors the ethical principles of truth-telling and respecting patient 
autonomy. Children often know more about their illness and 
prognosis than adults realize. Children have a right and a desire 
to make sense or find meaning in their living, their suffering, and 
their potential death. If families and healthcare providers do not 
communicate with children in compassionate, developmentally 
appropriate, and honest ways, then they inhibit children from 
being a part of their own journey. Far from protecting them, pre-
venting children from engaging in information, discussion, and 
meaning-making actually isolates them.

Talking with Children and Adolescents
Communication with children depends on understanding the 
social, relational, cultural, developmental, and emotional factors 
that may affect each child’s understanding and beliefs about his or 
her illness.41 It is important to remember that the appropriateness 
of communication is based on developmental (not chronological) 
age. When talking about illness, the Oxford Textbook of Palliative 
Care for Children makes several suggestions, as outlined in  
Table 27.1.41

The interdisciplinary team members can be very helpful in 
communicating with children in developmentally appropriate 
ways. Social workers, child life specialists, and psychologists all 
have specific training and skills in communicating with children 
directly about their illness and helping them understand what is 
happening to their bodies and their lives.

Problem-Solving and Decision-Making
Parents and guardians of children with serious illness are their 
children’s surrogate medical decision-makers. Types of deci-
sions that family members of children with life-threatening 
illness may be asked to assist in making include whether to 
continue chemotherapy or other potentially curative treat-
ments when there is little hope of successful outcome, whether 
to intubate or whether to extubate a child who has already been 
put on ventilation, whether to begin or discontinue artificial 
hydration and nutrition, whether to allow a child to undergo 
surgery for placement of a tracheostomy or feeding tube, and 
whether to allow the child to undergo other invasive surgical 
interventions.

Parents are asked to make these decisions at the same time they 
are potentially grieving, trying to cope with the everyday tasks of 
caring for their ill child, working, attending to the normal con-
cerns of living, and accounting for incremental losses in their 
child’s function or prognosis. This medical decision-making role 
affects parents in many ways, including increasing stress, worry, 
and decisional regret. However, greater parent participation in 
decision-making also affects good outcomes for the child, includ-
ing potentially improved care.25 Shared decision-making that 
encourages meaningful participation by healthcare providers and 
parents can decrease uncertainty and allow for greater expression 
of parent and child preferences.

Parent Communication in Decision-Making
Research suggests that parents may make decisions based on 
several factors. Previous experience with disease,42 growing 
understanding of the disease trajectory combined with ambigu-
ity around the success of the treatment options presented,25 and 
provider recommendations all influence the decision that parents 
will make regarding the comfort and care of their ill child.42 In 
addition, parents place high importance on the child’s quality of 

Table 27.1 Recommendations for Talking About Illness

Dos Don’ts

♦ Listen first

♦ Take cues from the child

♦ Take stock of your own beliefs and anxieties

♦ Talk in terms that the child can understand

♦ Be concrete

♦ Pace your explanation

♦ Elicit clarifying information before responding to the child’s questions

♦ Ask the child to repeat back what has been said, in order to make sure 
that he or she has understood it

♦ Share literature for children appropriate to the situation at hand

♦ Consider using creative activities such as drawing, painting, 
storytelling, and puppet shows to help to facilitate discussions

♦ Reassure the child that he or she is loved, will be cared for, and will 
not be abandoned

♦ Be honest

♦ Do not equate age with understanding

♦ Do not regard the concepts of disease or death as fixed

♦ Do not assume that children do not know about death/are not aware of the signs  
just because they do not verbalize their knowledge or awareness

♦ Do not use euphemisms or overly complicated explanations

♦ Do not make explanations about what the child is asking

♦ Do not assume that one conversation will be enough

♦ Do not say what you do not believe

♦ Do not be afraid to say “I don’t know.”

Source: Oxford Textbook of Palliative Care for Children.13
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life, his or her neurologic prognosis, and their perception of the 
child’s pain and suffering.43

The type of language used by parents can give clues as to the 
decisions that they will make. In one study, heuristic features in 
a parent’s speech supported decision-making by offering greater 
understanding, clarity, ease of communication, a decision-making 
compass, and choice selection.44 Examples of heuristic devices 
used by parents in palliative conversations could include ”We 
need to fight,” “I want to give my child a chance,” or “It’s in God’s 
hands.” These phrases should not be viewed as contrived expres-
sions but as opportunities to extend conversations and to explore 
and problem-solve difficult situations and decision-making sce-
narios. Providers should listen for the language that parents use 
and reflect that back in their communication but not impose their 
own definitions on the situation.

As professionals, members of palliative care teams may favor 
a “rational” discussion of burdens versus benefits of any one 
particular treatment or intervention (or the cessation of these) 
to the child. However, parents may not make decisions based 
on belief or thought alone. Parents may employ more complex 
decision-making pathways, including emotions and feelings.45 
In particular, expression of “hopes,” may serve as a helpful 
synthesis for thoughts and feelings about current and future 
scenarios in the lives of their children,46 allowing for hope-
ful thinking to be a pathway of decision-making for parents of 
children with life-threatening illness. Healthcare providers can 
make use of these influences by providing space for emotional 
content in conversations and by asking about and affirming feel-
ings and emotions within the context of decision-making and 
problem-solving.45

Pediatric Palliative Care Team 
Communication: Facilitating Parent Decision-Making
Parents in decision-making roles find three aspects of commu-
nication with healthcare providers to be especially helpful: affir-
mation, information, and discussion. Healthcare providers’ 
acknowledging the reasonableness of the parent’s choice and 
offering verbal reassurances communicates affirmation that 
helps parents not only to make decisions but to cope afterward 
with the decisions they have made. Access to clear and accurate 
information is often mentioned in studies as affecting parents 
in their decision-making. In one study, healthcare profession-
als’ verbal reassurance and providing adequate information pre-
dicted overall satisfaction of parents with the decision-making 
experience.47 Inversely, in another study, too little information 
was negatively associated with parents’ decision-making compe-
tence.48 Parents are helped (or expressed that they will be helped) 
by choices or options being communicated to them,9,48–50 and 
parents expect that healthcare providers will be available to 
engage in discussions about the decision(s) to be made.5,51

Decision-making tools may be used to assist the family and team 
in framing specific questions about social needs and context, bur-
dens versus benefits of interventions, goals of care, family hopes, 
and the child’s wishes. Ross Hays, a physician at Seattle Children’s 
Hospital has developed the Decision-Making Tools)52 to be used 
by general pediatric providers, as well as those on palliative care 
teams. The protocols for its use and a pdf of the tool can be found 
at http://www.promotingexcellence.org/tools/pe4824.html.

Assessing For and Implementing 
Interventions
Anticipatory Guidance
Anticipatory guidance may mean different things based on the illness 
of the child and the communication needs of the family. For some, this 
guidance may include describing future conditions that may develop 
as part of the trajectory of the child’s illness and the treatments or 
intervention options that might be used in the eventuality that those 
conditions develop. For instance, a child with severe cerebral palsy, 
who is nonambulatory, may be at risk of developing recurrent aspira-
tion pneumonia.41 As the child progresses in age and in his or her 
disease, information regarding potential risks to the child develop-
ing infection should be communicated to the parent, and choices that 
may become an option during that time should be explored. In this 
instance, the parents might be told that their child is at risk of recur-
rent infection from aspiration. This could lead to discussions about 
the use of feeding tubes, tracheostomy, and ventilation, as needed, 
depending on where the child is in the course of illness.

In the same way, a child who is at a later stage of respiratory ill-
ness may already be facing end-stage illness and may have already 
utilized normal treatment courses, including frequent antibi-
otics, supplemental oxygen, and numerous hospitalizations.41 
Anticipatory guidance, in this case, may include describing the 
likelihood of the development of further respiratory symptoms, 
such as further dyspnoea, pain, noisy secretions, psychosocial 
issues,41 and the discussion of burdens versus benefits, goals of 
care, and wishes of the child for end of life.

Each of these conversations, although different in content, 
requires that the healthcare provider use a team approach, enlist-
ing the expertise of child life specialists, nurses, social workers, 
psychologists, physicians, and others to comprehensively address 
the different facets of living that are impacted for the child and 
family. As with all of pediatric palliative care, anticipatory guid-
ance is more than a medical issue; it encompasses social, emo-
tional, and spiritual domains of care as well.

Information, Information, Information:  
Delivering What Parents Need and Want
Whether it is news of first diagnosis, prognosis, discharge orders, or 
possible side effects, parents of children with life-threatening illness 
are asked to hear, digest, and retain masses of information. The way 
that information is delivered is incredibly important to parental out-
look and to supporting a therapeutic relationship between parents 
and healthcare providers.37,53 People want their information in dif-
ferent ways. Some people find that more information in illness allows 
them to exert more control, reducing the uncertainty in a situation. 
For these people, information may act as an instrument for coping. 
However, others want no information or limited information.54 
Although some parents find certain types of information upsetting 
and may even seek to limit it, most parents want more medical infor-
mation55 about their child’s illness. In addition, parents want infor-
mation that is timely and linguistically and culturally accessible.

Specific Communication Strategies
Because of the difficult decisions that parents need to make and 
because difficult news must be delivered, parents want to be able to 
trust the communication and information they are receiving from 
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their healthcare providers. Part of that trust comes when the provider 
is able to communicate information and promote discussion in ways 
that are most accessible and useful to the parent. This may include 
presenting the information at a particular time, in a particular lan-
guage, or using a particular style (i.e., directive versus nondirective). 
Subtleties in communication such as showing respect (calling an 
infant by name) or cultural humility (avoiding the use of culturally 
bound metaphors when giving descriptions or information) allow 
parents to participate in the decision-making process more fully and 
with greater feelings of competence9,50 and allows for clearer com-
munication between all members of the palliative care team.

Managing Logistical Efforts
Continuity of care is essential to caring for children with 
life-threatening conditions. According to a study undertaken 
by Heller and Solomon, assuring continuity of care requires 
that healthcare providers attend to three areas of care and 
communication.56

1. Informational continuity guarantees that a medical history and 
history of prior events, along with the patient’s and family’s val-
ues, preferences, and social context, are clearly and consistently 
related to all providers involved in patient care.

2. Relational continuity promotes knowing the patient and family 
as people and as a system by acknowledging that the well-being 
of each individual in the family has the potential to affect every 
other individual in the family system.

3. Management continuity ensures that care is planned, timely, 
and complementary. This requires that healthcare provid-
ers communicate not only with child and family but with 
other specialists, as they create plans of care that are seamless, 
disease-appropriate, and implementable.

Care Conferences and Rounding With Families
Care conferences may contribute to continuity of care and clarifica-
tion of the care plan and treatment options. In some studies, parents 
do not prefer care conferences to other routine communication that 
they have with healthcare providers, but they do recognize that care 
conferences offer a venue for achieving particular decision-making 
goals, including “discussing treatment limitations” and “discuss-
ing repercussions of decisions made.”51 In a different study about 
families “rounding” with medical teams, the communication that 
is regarded as most beneficial is that which most engages parents in 
dialogue. As the care team learns more about the needs and routines 
of the child through family-centered, multidisciplinary rounds, 
decisions on care and plans were affected by parent communica-
tion and engagement in 90% of interactions.57 These studies offer 
evidence that care conferences and rounding with medical teams 
offer parents venues for conversation that positively affect and sup-
port communication between families and healthcare providers.51,57

Specific Populations  
and Communication Needs
Palliative Care in Neonatal and Perinatal Care
Palliative care in perinatal and neonatal care is distinct from pedi-
atric care in several notable ways. Perinatal palliative care is often 

delivered at a time when families were expecting a “healthy” or 
“normal” birth and can be incongruent with the typical expecta-
tions of a joyful arrival of a newborn.58 The birth of a child with 
a congenital anomaly or life-limiting condition may come as a 
shock to the family and cause an immediate sense of fear and con-
fusion. High-tech interventions exist that help sustain and con-
tinue life in the neonate population, but this raises many ethical 
dilemmas and opportunities for communication with families. 
Family-centered care in neonatal care is increasingly important 
due to the growth in diversity of this population, their extended 
needs for complex care, and the intricate decision-making 
required. Familial distress and lack of confidence and support in 
caring for their children during this time are additional reasons 
necessitating family-centered care.59 Perinatal palliative care may 
be delivered after the prenatal diagnosis of a lethal or life-limiting 
condition or may occur after diagnosis at birth. Palliative care can 
also be provided following unsuccessful attempts at curative treat-
ment of a severe medical problem. Palliative care in this setting 
may last a few hours, weeks, or potentially years, depending on 
the condition. Providing neonatal palliative care involves working 
closely with families to understand their unique needs and help-
ing them find meaning in their child’s life, even if it is brief.

Despite recent medical advances, deaths in the first year of life 
are still the leading number of childhood deaths in the United 
States.11,12 Neonatal and perinatal healthcare practitioners must 
become adept at working with families to honor their child’s life, 
reduce suffering, and collaboratively make decisions. Integrating 
palliative care principles into this care involves true partnership 
with families. As with older children, the goals of care include 
helping the family make the best possible decision in a supported 
environment while minimizing distress in the child.

In a recent survey of pediatric palliative care programs in the 
United States, Feudtner et al. found that 90% of programs sur-
veyed reported covering neonates and 53.5% provided prenatal 
consultation.60 However, there was a wide variety of models and 
staffing levels in these programs. While there have been increas-
ing efforts toward family-centered care in neonatal intensive 
care units (NICU), many parents express dissatisfaction with 
healthcare provider–parent communication, parent involvement, 
availability of information, and transitions of care.61,62 Parents 
of babies in the NICU demonstrate high levels of psychological 
distress.63 Clearly, communication and family-centered care are 
necessary for supporting parents and children in the NICU.59

Healthcare practitioners have an ethical duty to care for the 
family in pediatric palliative care, including during the perina-
tal and neonatal period.6 Members of the interdisciplinary team, 
including physicians, nurses, and social workers, can be trained in 
effective and compassionate communication strategies to reduce 
suffering in families as they face these difficult decisions.59

Recommendations for improving family support in the NICU 
include communication training for NICU staff, parental partici-
pation in decision-making, parent presence and participation in 
caregiving, parent-to-parent connection, psychological support 
when an infant dies, and transition to home support.59 Parents 
report that the most important aspects of care are open and hon-
est communication, sharing of information and the meaning of 
this information, involvement in decision-making, healthcare 
provider–parent partnerships, and policies and programs that 
promote parenting skills and family involvement.59 Various 
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studies have shown the benefits of family-centered care, including 
communication, in neonatal care. Family-centered communica-
tion strategies appear to improve parental well-being, parental 
satisfaction, and staff satisfaction.59

Palliative Care for Adolescents and Their Families
Providing palliative care to adolescents and their families also 
requires healthcare practitioners to use communication strategies 
that respond to the needs of this population.64 Adolescence is a 
time of growing maturity, capacity, identity development, personal 
growth, and exploration.64Adolescents are old enough develop-
mentally to make their own decisions and to contemplate the spiri-
tual and psychological aspects of their illness and impending death 
but do not have the legal status to make their own decisions.22,64 
Even though parents and guardians are the legal decision-makers 
in adolescent care, healthcare practitioners are ethically obligated 
to include adolescents in their care decisions. This can create com-
munication challenges for the healthcare team as they try to help 
adolescents and families facing end of life.

In order to support adolescents, practitioners must communi-
cate with both the young person and his or her family and assess 
for any points of disagreement or discomfort.65 Specifically, when 
working with adolescents, healthcare practitioners must earn and 
maintain trust in order to best elicit feelings and support their 
concerns.66 According to the American Academy of Pediatrics, 
pediatric palliative care providers should “facilitate clear, compas-
sionate, and forthright discussions with (pediatric) patients and 
families about therapeutic goals and concerns, the benefits and 
burdens of specific therapies, and the value of advance care plan-
ning.”67 (p. 966) Parents are sometimes concerned about “being 
honest” with their child at the end of life. Typically, adolescents 
have very strong opinions about their treatment and palliative care 
and need to be included in all decision-making. They may, how-
ever, attempt to protect their parents or providers and be reticent 
to share their true wishes. Conversely, they may openly disagree 
with either their parents or their healthcare providers. Providers 
should create opportunities for the adolescent to voice his or her 
desires. Based on their growing autonomy and independence, 
adolescents express that they want and need: informed control in 
decisions about their care, structured dialogues with their family 
and healthcare team about medical decisions, and opportunities 
for expression of psychological and spiritual concerns.68,69

When adolescents are facing end of life, they need communica-
tion strategies that elicit and honor their wishes and values.64,65 
It is critical to ask questions such as: “What is most important to 
you?” “What do you hope to be able to do?” “How can we best sup-
port you in meeting these goals?” “What is the hardest part about 
this treatment?” “Is there some part of care or treatment that is 
simply too much for you right now?” “What do you want most?” 
Specific tools, such as Voicing my ChoicesÒ, have been developed 
to assist adolescents and their families communicate their pref-
erences.68,70 All of these strategies can facilitate communication 
with adolescents about their end-of-life care preferences.

Areas in Need of Improvement
Despite many advances in family-centered care and collaborative 
communication in pediatric palliative care, there are still areas for 
improvement.

♦ Palliative care can and should be introduced early in the diagno-
sis of a perinatal or childhood illness. Palliative care can occur 
simultaneously with curative treatments and offers opportuni-
ties for decision-making and preparation before a crisis.

♦ Perinatal and neonatal palliative care initiatives must continue 
to be developed that recognize the trauma of receiving a lethal 
or life-limiting diagnosis before, during, or after birth. The 
incongruence of expectations of birth and the reality of severe 
illness or death create unique challenges for these families.

♦ Adolescents need to be involved and informed in their medi-
cal decision-making. Healthcare providers should strive to have 
private and exhaustive conversations with adolescents and their 
families about their palliative care needs.

♦ Interdisciplinary teams that include both medical and behav-
ioral healthcare providers should be used to assist children and 
families in palliative care. Social workers, child life specialists, 
psychologists, psychiatrists, and art therapists can all help the 
interprofessional team facilitate communication.

♦ All providers need training and ongoing education in 
family-centered communication strategies.

♦ Healthcare teams should work from a stance of cultural humil-
ity and awareness and pay specific attention to the differing 
meanings of illness, childhood, death, and bereavement across 
cultures.

♦ Funding streams should support healthcare providers in hav-
ing meaningful conversations with children and family.

Conclusion
Pediatric palliative care providers offer comprehensive care for 
the child and family within their cultural and familial context. 
Communication is a key to relationship-building that will allow 
the child and family to be heard, supported, and helped through-
out their care. Palliative care practitioners must listen to the 
child’s and family’s needs, support and partner with children and 
families in problem-solving and decision-making, assess child and 
family needs moment to moment, implement culturally relevant 
and child- and family-focused interventions, and be prepared to 
have multiple conversations in order to ultimately reduce suffer-
ing and enhance quality of life. Healthcare providers are encour-
aged to communicate with humility, effectively share information 
in the way the family has requested, and co-create care and treat-
ment plans through conversation and dialogue. Communication 
is greater than a collaborative exercise. It is the means to good 
pediatric palliative care. It is the foundation upon which parents 
build trust and the ability to act as decision-maker with and on 
their child’s behalf during the incredibly difficult time of their 
child’s illness and death.
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CHAPTER 28

Lesbian, Gay, Bisexual, and 
Transgender Communication
Carey Candrian and Hillary Lum

Introduction
When I was eleven years of age, spending the summer on 
my grandparents’ estate, I used, as often as I could do it 
unobserved, to steal into the stable and gently stroke the 
neck of my darling, a broad dapple-gray horse. It was not a 
casual delight but a great, certainly friendly, but also deeply 
stirring happening. If I am to explain it now, beginning from 
the still very fresh memory of my hand, I must say what 
I experienced in touch with the animal was the Other, the 
immense otherness of the Other, which, however, did not 
remain strange like the otherness of the ox and the ram, but 
rather let me draw near and touch it. When I stroked the 
mighty mane, sometimes marvelously smooth-combed, at 
other times just as astonishingly wild, and felt the life beneath 
my hand, it was as though the element of vitality itself 
bordered on my skin, something that was not I, was certainly 
not akin to me, palpably the other, not just the another, really 
the Other itself; and yet it let me approach, confided itself to 
me, placed itself elementally in the relation of Thou and Thou 
with me.1(pp26-27)

For Buber, the famous philosopher, the “I-Thou” connectedness 
described in this quote is a product of interaction, created mutu-
ally among individuals in relation to one another.2 In short, it 
is a feeling of unity or oneness achieved when attending to the 
other. Moreover, Buber is not suggesting by “thouness” that every 
relationship should move toward intimacy and the disclosure or 
realization of the other’s real self but that “realness” of the other 
resists fixation of meaning that is often prescribed through the 
act of labeling.3 When we label someone or something, it is no 
longer the same. The very act of defining causes clear distinctions 
in what someone is and is not, how they behave, how we should 
behave, and even what someone looks like. From a communica-
tion perspective, the moment language is used to define an “other” 
is often the critical moment that precludes authentic conversation 
and understanding.3

This chapter is titled “Lesbian, Gay, Bisexual, Transgender 
Communication,” otherwise known as LGBT. The labels, and the 
accompanying initials, draw attention to genuine difference and 
“otherness.” We must remember that homosexuality was included 
in the Diagnostic and Statistical Manual of Mental Disorders until 
1973.4 Like Buber and his philosophy on dialogue that is relational 

and responsive, we share an appreciation of difference and a deep 
respect of the singularity of the other and his or her unique strug-
gles beyond categories. We also believe that every clinical interac-
tion holds the possibility of either closure or growth, including 
new meaning, shared understanding, and improved partnership. 
Dialogue is a process by which patients, families, and physicians 
engage from their individual perspectives. In so doing, they have 
the opportunity to communicate productively, to create some-
thing new together, rather than reinforce what either one already 
has or is. The goal of this chapter is to improve communication 
between LGBT adults living with serious illness, their family of 
choice, and their healthcare providers with the goal of creating 
conversations that are inclusive of difference and responsive to the 
individual’s values, goals, and informed choices.

Overview of Nonheterosexual Populations
Although the abbreviation LGBT is commonly used as an 
umbrella term for identifying the health needs of this community, 
we cannot overemphasize that within the diverse, larger group of 
nonheterosexual individuals are several unique populations, each 
with their own health concerns.4,5 In this discussion, we draw 
from available studies and advocacy literature, focusing on pal-
liative care communication needs and strategies and recognizing 
that current information has limits in its generalizability.

Global population estimates of LGBT persons range between 
4% and 10%.6 According to the American Community Survey 
of the 2010 US Census, there are over 152,000 same-sex 
married-couple households among a total of 594,000 same-sex 
couple households in the United States.7 Nationally, about 1% of 
all couple households were same-sex couples. It is estimated that 
by 2050, LGBT people, ages 65 years and older, will account for 1 
of every 13 elders in the United States.8 Since a majority of health 
issues appear later in life, the experience and burden of disease 
faced by older LGBT people will likely be considerably worse, 
given that they often face ageism, long-term effects of negative 
social attitudes, sexual stigmatization, overt discrimination, and 
homophobia when they access the healthcare system.9 These 
issues are exemplified through the critically acclaimed documen-
tary film Gen Silent, in which filmmaker Stu Maddux follows six 
LGBT elders who must decide whether to hide their sexuality in 
order to survive the healthcare system.10
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Nonheterosexual individuals have the same basic health needs 
as the general population, although they experience significant 
health disparities and barriers related to sexual orientation and/or 
gender identity or expression.5,11 Many individuals avoid, delay, 
or receive inappropriate/inferior care, which often translates into 
a lack of genuine understanding. Furthermore, nonheterosexual 
individuals have increased substance use and dependence,12 often 
attributed to stress from stigmatization, marginalization, or fear 
of discrimination when disclosing sexual identity. Although 
healthcare needs are similar across populations, the means of 
understanding them are different.

To assist nonheterosexual patients, LGBT families of choice, 
and healthcare providers with meeting the communication needs 
of these individuals when they face serious illnesses, this chap-
ter (a)  summarizes the palliative care needs of this population, 
(b) describes the communication challenges, (c) highlights com-
munication strategies, and (d) concludes with practical clinical 
approaches and areas in need of improvement.

Palliative Care Needs of Nonheterosexual 
Individuals
The goal of this section is to provide an overview of the pallia-
tive care needs of sexual minorities who are living with serious 
illnesses and their families of choice. As already described, these 
individuals have unique needs and circumstances. In this context, 
given that the goals of palliative care are to deliver person-centered 
and family-focused care that assists patients and their significant 
others in meeting physical, intellectual, emotional, social, and 
spiritual needs, it is essential that healthcare providers effec-
tively communicate and engage individuals in patient–provider 
relationships that recognize and accept sexual orientation and 
identity.

In the context of increased burden of serious illnesses, LGBT 
persons face significant unmet palliative and end-of-life care 
needs.13 A recent systematic review of the palliative care needs, 
experiences, and preferences of LGBT populations found that the 
majority of current literature focused on the cancer experience of 
gay men and lesbian women.14 Only a few papers had evidence for 
the bisexual population, and there were no studies on transgender 
people. In the context of health disparities relating to serious ill-
ness, the palliative and end-of-life care needs of sexual minorities 
and their families of choice include unique considerations relating 
to advance care planning and decision-making, partner and fam-
ily caregiver support, and end-of-life care and closure.15

Health Disparities Related to Serious Illnesses
LGBT persons experience higher incidences of life-limiting 
and life-threatening diseases. Disparities in cancer and other 
life-limiting illnesses have been identified. Lesbians experience a 
higher risk of obesity and associated secondary outcomes of these 
conditions, such as type 2 diabetes, coronary heart disease, stroke, 
osteoarthritis, and breast and colon cancer.16,17 Furthermore, les-
bians have a higher lifetime risk of breast, cervical, and ovarian 
cancer than heterosexual women.18,19 HIV infection rates are dis-
proportionately higher among gay, bisexual, and other men who 
have sex with men; African American and Hispanic men appear 
to be at particularly high risk.20 Both HIV infection and long-term 

antiretroviral therapy have been associated with increased risk of 
cardiovascular disease, including coronary artery disease, myo-
cardial infarction, peripheral arterial disease, and chronic heart 
failure.21 Additionally, gay men with HIV infection or AIDS are 
also at a higher risk for hepatitis B and hepatitis C coinfection.22 
Gay men have a much higher risk of anal cancer, in addition to the 
burden of HIV-related cancers.23,24

In addition to disparities in chronic medical conditions, includ-
ing malignancies, there is a growing emphasis on the need to 
minimize discrimination and increase awareness of the high 
baseline prevalence and burden of mental health issues among 
nonheterosexual individuals.25,26 Existing health disparities may 
reflect the historical and social context that LGBT persons have 
experienced. Victimization and discrimination create significant 
risks in the aging and health of LGBT older adults and their care-
giver partners. Over the course of their lifetime, most LGBT older 
adult participants have faced serious adversity: 82% have been vic-
timized at least once because of their perceived sexual orientation 
or gender identity, and 64% have been victimized three or more 
times.27 Many LGBT adults have encountered discrimination in 
employment and housing, impacting their economic security. 
Discrimination experiences are linked with poor health out-
comes. Nearly 4 out of 10 LGBT adults have contemplated suicide 
at some point during their lives.27

Of note, there are very few studies regarding the specific experi-
ences of bisexual or transgendered persons and their experience 
of life-limiting illnesses, though concern for health disparities 
exists.5 In fact, there is a greater risk of HIV, breast, and prostate 
cancer for male-to-female transgender people and higher risk of 
ovarian, breast, and cervical cancer for female-to-male transgen-
der people.28–30

Advance Care Planning and Advance Directives
Nonheterosexual individuals face challenges in developing future 
medical care plans and including the people whose input would 
make a difference in decision-making and advance care plan-
ning. The inclusion of same-sex partners in decision-making and 
treatment planning has been shown repeatedly to be a priority for 
LGBT patients facing life-limiting illness.14 Those who desire their 
same-sex partner to be their healthcare representative (“health-
care power of attorney” or “healthcare agent/proxy”) must 
complete an advance directive (AD) formally making such a des-
ignation. Without such documentation, a same-sex partner may 
have limited or no rights regarding the medical decision-making 
and treatment planning for her or his partner, especially if there 
has been a history of nonacceptance of the same-sex relationship 
by the patient’s biological family members.13,31

One study suggests that while a majority of LGBT patients are 
knowledgeable about ADs and the identification of healthcare 
proxies, only 49% of those who desire a same-sex partner to be 
their surrogate decision-maker have completed the necessary 
documentation.31 Providers are encouraged to educate patients 
about the importance of completing such documentation so that 
their medical and end-of-life wishes may be met. State-specific 
legal recognition of same-sex marriage is expanding in the United 
States. However, even legally married LGBT individuals who 
want their partner to be their surrogate decision-maker are still 
advised to complete legal ADs to provide clear documentation. 
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For instance, a legal AD may help promote the recognition of the 
surrogate decision-maker partner, especially if the individual is 
hospitalized while traveling in a state that does not recognize the 
legality of their marriage. Additional ethical considerations relat-
ing to palliative and end-of-life care for LGBT individuals have 
been described elsewhere.32

Effective advance care planning should include an open and 
inclusive medical decision-making process. In a qualitative study 
involving gay men and lesbian women with cancer, partners were 
important to the patients’ decision-making, with a preference for 
involvement from the time of diagnosis.33 Additionally, lesbian 
women with cancer experienced a heterosexually biased environ-
ment and desired their partners to be included in decision-making 
and treatment planning. This study highlighted the importance 
of open communication between patients, families of choice, and 
healthcare providers for more holistic, patient-centered care.34 
Providers who are involved in assisting with decision-making 
may consider inquiring about whether a patient’s biological family 
knows that a patient’s legally designated surrogate decision-maker 
is the patient’s LGBT partner. Strategizing with the patient on how 
to proactively communicate this may help avoid conflicts, espe-
cially when it is not clear that sexual orientation is known among 
family members. For instance, as discussed in  chapter 35, advance 
care planning conversations in the context of HIV/AIDS may 
involve a first-time disclosure of sexual orientation.

An emphasis on the location and nature of care in the context 
of advance care planning has been reported. In a study of older 
gay and lesbian caregivers, the majority of patients had completed 
ADs mainly to protect themselves and their caregiver partner 
from biological family members and professionals who might 
otherwise disregard their advance care planning and care pref-
erences.35 For instance, because care in a long-term care facility 
is often associated with fear of stigmatization and harassment, 
LGBT persons may specifically discuss and document their wishes 
to avoid care in certain healthcare settings.

Partner and Family Involvement and Support
LGBT persons with serious illnesses may have a different defini-
tion of “family” compared to heterosexual persons. LGBT families 
of choice are more likely to include same-sex partners and friends 
rather than biological family members.36 LGBT elders are less 
likely to have had children than their heterosexual peers; those 
who do are less likely to receive care from their adult children.5 
Moreover, LGBT patients may receive support from unique social 
circles, sometimes referred to as “lavender families” or “fami-
lies of choice,” with whom they find acceptance.37 These LGBT 
families of choice may be comprised of heterosexual friends, other 
members of the LGBT community, coworkers, and biological rela-
tives, all of whom may provide support at the end of life.13 The 
United Kingdom’s National End of Life Care Strategy discussed 
potential consequences of lack of openness and discussion of 
death and dying. Specifically, where same-sex partners have not 
discussed their relationship status, healthcare professionals may 
subsequently exclude the partner’s involvement in the patient’s 
care.38 The challenges that LGBT persons face in disclosure of 
sexual identity and recognition of same-sex partners, including 
the healthcare providers’ responses to the presence of same-sex 
partners, is discussed in the next section.

Looking beyond the individual’s support system, there is also 
a lack of formal support groups for gay and lesbian individuals, 
which are often a mainstay of patient and family-focused sup-
port in malignancy and other chronic illnesses (i.e., progressive 
neurologic diseases). In a qualitative study of gay and lesbian 
individuals with cancer, participants highlighted the lack of sup-
port groups for lesbian/gay people and the difficulty of disclosing 
their personal life experiences in heterosexual support groups.33 
Moreover, a study of lesbian and heterosexual women with newly 
diagnosed breast cancer found that lesbian women were more 
likely to receive support from their partners and friends.39

End-of-Life Care and Closure
In working with terminal patients, providers should be able to 
assist patients in activities such as reflecting on their life and 
events. Thus palliative care providers should be aware of potential 
experiences of hostility and discrimination during the patient’s 
life and be willing to provide direct support and connection to 
counseling if requested. The end-of-life period can be a time of 
reunion and reconciliation with estranged family and friends; 
this may be especially true for LGBT patients who may have expe-
rienced isolation from these individuals in the past due to their 
sexual orientation.13 Providers should be sensitive to potentially 
complex family and social dynamics that reunions can create for 
both the patient and his or her partner. For instance, a patient’s 
biological family may initiate some reconciliation with a patient 
but in a way that denies the role of the same-sex partner or LGBT 
family of choice. Additionally, when such reunions do not occur, 
feelings of grief, loss, and abandonment experienced by an LGBT 
individual at the end of life may be magnified.

Not surprisingly, partners facing the loss of their same-sex 
loved one may experience disenfranchised grief—grief that is 
not acknowledged or viewed as legitimate, owing to the relation-
ship not being fully recognized by the patient’s biological family 
or community.40,41 Such disenfranchisement may limit the part-
ner’s ability to grieve openly, resulting in a lack of bereavement 
support from healthcare professionals and worsening feelings of 
isolation.13,42 Palliative care, hospice, and primary care providers 
should be attuned to this when monitoring the grief reaction of 
a newly widowed partner and proactively offer bereavement sup-
port services as indicated.

Communication Challenges
When caring for nonheterosexual persons, it is important to 
explore sexual preferences, avoid heterosexist assumptions, rec-
ognize the importance of partners in decision-making, and fos-
ter genuine understanding and opportunities for relationships.14 
There is a significant need for palliative care providers to acknowl-
edge the patient’s identity and provide an open, nonjudgmental 
environment. To accomplish this, palliative care providers need to 
acknowledge potential discrimination in staff, address and ensure 
sensitive assessment, and recognize that meaningful relation-
ships in healthcare are not just founded on technically appropri-
ate transactions but on what providers say (content skills), how 
providers communicate and relate to patients (process skills), and 
what providers are thinking, including the feelings, attitudes, 
biases, assumptions, and intentions (perceptual skills) that enter 
into and structure the interaction.41 If providers fail to have an 
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open discussion with the patient about sexuality, patients are less 
likely to reveal their sexuality, and care of the whole person is 
compromised.

Past negative reactions or instances of discrimination may affect 
an LGBT patient’s decision to disclose and discuss his or her sex-
ual orientation with healthcare providers. For example, a study of 
gay and lesbian caregivers of persons with dementia revealed three 
strategies related to disclosure communication: active disclosure, 
passive disclosure, and passive nondisclosure (i.e., patients neither 
revealed their sexuality nor claimed a heterosexual identity).43 
According to a comprehensive 2011 survey conducted in partner-
ship with Services and Advocacy for GLBT Elders and funded by 
the National Institutes of Health and the National Institute on 
Aging, more than one-fifth of LGBT older adults surveyed said 
they had not reported their sexual orientation or gender identity 
to their primary physician.44 Given that sexual orientation is an 
important part of an individual’s personhood and social history, 
its recognition and acceptance by healthcare providers is essential 
to the provision of holistic and patient-centered palliative care. 
Additionally, an appreciation of a patient’s sexuality and sexual 
orientation is especially pertinent to end-of-life care, given the 
importance of assisting patients in reviewing and reflecting on 
their life.13

Communication Strategies
Consider the following case scenario that introduces the palliative 
care needs, communication challenges, and strategies relevant to 
nonheterosexual individuals who face serious illnesses:

Julie, a 72-year-old white male-to-female transgender woman 
who had a history of congestive heart failure, suffered a hip frac-
ture after falling at home. Surgical repair of the hip fracture was 
complicated by postoperative respiratory failure requiring several 
days of mechanical ventilation, Clostridium difficle infection, and 
delirium. Prior to admission, Julie had lived alone and used a 
walker for ambulation, and her partner of 15 years, Mark, lived 
a few miles away. Julie had four adult children including a local 
daughter whom Mark described as “being in an elevator that only 
goes down,” suggesting the daughter had her own challenges.

During her hospitalization, Julie was transferred to the medical 
floor where she was assessed by physical therapy and occupational 
therapy and recommended for subacute rehabilitation. However, 
she clearly expressed a desire for comfort-oriented care with hospice 
and asked to speak with the palliative care consult team. Initially, 
Mark continued to urge Julie to participate in therapy. The palliative 
care team met with Julie and facilitated completion of an advance 
directive, where Julie chose Mark as her healthcare power of attor-
ney because she didn’t want her daughter to be overwhelmed. Julie 
planned to speak with Mark fully about her end-of-life care prefer-
ences but was hesitant to include her daughter in those conversa-
tions because their relationship had been strained over the years.

Julie chose a nursing home that she was familiar with, since she 
had been previously admitted to the same facility for subacute reha-
bilitation one year prior. The palliative care team assisted with the 
transition, including transmitting the advance directive and docu-
menting that Julie’s preference was to be referred to using female pro-
nouns. Julie’s preferences and desire to be treated with dignity and 
respect were primarily evident through Mark’s discussion, requests, 

and advocacy on Julie’s behalf. The nursing home multidisciplinary 
team discussed the appropriateness of assigning Julie to a single 
room with its own bathroom both related to C. difficle infection and 
to provide her with privacy. Members of the hospice team met with 
Julie and Mark, both individually and separately, to provide sup-
port. Julie expressed that she was ready to die, desired to be alone at 
the time of death, and was still deciding how involved she wanted 
her daughter to be with after-death arrangements. Mark described 
Julie’s very difficult life, including harsh interactions from members 
of her biological family. He was pleased with the care she was receiv-
ing in the facility, feeling that the staff was able to provide care and 
support that she had not received from others close to her. Mark 
visited Julie daily in the nursing home and recognized that Julie was 
becoming increasingly less responsive. He described fond memories 
including her broad smile after she woke up from her transgender 
surgery 9 years previously. Julie died almost 3 weeks after admis-
sion. Mark was able to be present with her; however, her daughter 
remained distant and struggled with the burial arrangements.

Improving the quality of communication for LGBT individu-
als often has more to do with understanding how to engage oth-
ers in language choices than giving language advice.45 In Julie’s 
case, this meant being intentionally available to Julie and Mark 
to hear their story and concerns in the moment. For mem-
bers of the LGBT community, which includes individuals from 
diverse cultural, ethnic, and religious backgrounds, palliative 
care providers can employ key communication skills to pro-
mote relationship-centered, authentic, and open communication  
(Table 28.1). Like the case illustrated with Julie preferring female 
pronouns only, a core communication strategy is to incorporate 
language choices as directed by the patient, using her or his words 
to understand and safely discuss the individual’s sexual orien-
tation and/or gender identity and related concerns. A necessary 
initial step is to make sure that the patient is encouraged to be 
open about his or her identity, including but not limited to sexual 
orientation and gender identity—without fear of discrimination 
or inferior treatment. In Julie’s case, this was achieved by open-
ness to engage Julie’s partner, Mark, even before formal ADs had 
been completed. To reduce the barriers that LGBT individuals 
face, the US National Resource Center on LGBT Aging and the 
Joint Commission advise healthcare providers to offer all clients 
the option and opportunity to disclose their sexual orientation or 
gender identity (both in person and on paper) but never force such 
disclosure.44,46 When talking with Julie and Mark, for instance, 
it was important to provide space for them to share about what 
their relationship meant to them, including their struggles with 
acceptance over the years. In the following sections, communica-
tion strategies are described to facilitate opportunities for LGBT 
patients to discuss their sexual orientation and/or gender identity 
using their preferred language. Table 28.1 offers a set of commu-
nication skills for engaging nonheterosexual patients and their 
families of choice using open and inclusive language that culti-
vates relationship-centered communication.

Language Makes a Difference
It is important that LGBT community members are part of the 
healthcare organization’s vocabulary. For example, terms such 
as “husband,” “wife,” or “spouse” should be expanded to reflect 
the scope of significant relationships that nonheterosexual people 

 

 

 

 

 



Table 28.1 Communication Skills: Inclusive of Nonheterosexual Patient Populations

Skill Description of Skill Example of Skill

Initiating the Session

Establishing initial rapport ♦ Greet patient and obtain name
♦ Introduce self and role
♦ Demonstrate respect and interest
♦ Use patient’s preferred terms (if patient does not explicitly state, the words 

“partner” or “significant other” are favored over “husband/wife/spouse” 
because they are gender neutral)11,47

Convey respect through eye contact, 
supportive gestures (e.g., uncross arms, 
refrain from using the computer while 
talking)

Identifying reason(s) for visit ♦ Identify problems/issues/needs
♦ Provide openness for disclosure
♦ Negotiate agenda, include needs of patient, families of choice, and providers

The Patient Dignity Question can provide 
an early expression of openness: “What do 
I need to know about you as a person to 
give you the best care possible?”53

Gathering Information

Exploring needs ♦   Encourage patient to tell story free of judgment
♦   Listen attentively without interrupting
♦   Facilitate patient’s responses verbally and nonverbally
♦   Clarify patient’s statements that are unclear
♦   Refrain from speculating about sexual orientation or gender identity

“It sounds like you have someone in your 
life who you really care about. Are you 
open to telling me about them?”

To elicit more information try asking, “Is 
there anything else you think is important 
for me to know so I can better support 
you during this journey?”

Understanding the patient’s 
perspective

Determine, acknowledge, and explore
♦ patient’s ideas
♦ patient’s concerns regarding each problem
♦ patient’s expectations
♦ effect on patient’s quality of life

Encourage patient to express feelings:
♦ listen with supportive gestures including eye contact
♦ express support by seeking to understand first, not simply saying the 

next thing
♦ acknowledge that your own beliefs and values influence what you say and 

what you hear

Summarize to verify interpretation and express that patient is heard

I would love to ask you a few questions 
about your support system. Who do you 
consider family? Who do you rely on for 
support? Who would you like to have here 
with us when we are discussing your care?

Building Relationship

Developing rapport ♦ Accept patient’s views and feelings nonjudgmentally
♦ Empathize with patient, including overtly acknowledging past hardships
♦ Provide support and describe partnership by the palliative care team
♦ Deal sensitively with embarrassment or distressing topics

When patient discloses information, 
acknowledge before moving on, “How 
long ago was the surgery?” or “I really 
appreciate you sharing this information 
with me. If there is anything I, or the team, 
can do to make you feel more supported 
during this time, please let us know.”

Involving the patient and other 
desired individual(s)

♦ Ask permission to discuss personal questions
♦ Share your own thinking as appropriate
♦ Explain rationale regarding questions that may be surprising to patient

“Thank you for sharing this aspect of your 
life with me. Would you like to invite your 
partner to join us? How would you like 
other people to be involved?”

Explaining and Planning

Incorporating the patient’s 
preferences

♦ Elicit patient’s beliefs, concerns, and expectations
♦ Encourage patient to ask questions and express doubts
♦ Observe patient’s verbal and nonverbal cues
♦ Elicit patient’s beliefs and feelings about medical information, options, and 

decisions

“I noticed when I mentioned having 
a family meeting your body posture 
changed and you took a few deep breaths. 
Is there anything you want me to know 
before we all talk?”

(continued)
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may have, such as “significant other,” “life partner,” or “domes-
tic partner.” Unfortunately, many traditional intake forms only 
ask for “male or female,” which fails to capture information on 
gender nonconforming or transgender individuals. The National 
Resource Center on LGBT Aging has identified several ways to 
incorporate inclusive language into forms and conversations to 
foster diversity and inclusivity:44

♦ Avoid making assumptions about sexual orientation and gen-
der identity by using inclusive language when asking about 
sexuality.

♦ Use forms that include relationship options such as “partner” or 
“significant other.”

♦ Create opportunities for LGBT persons to talk about families 
of choice by asking, “Who do you consider family?,” “Who in 
your life is especially important?,” and “Are you currently in an 
intimate relationship?”47

♦ Let the person or members of the families of choice guide how 
to address the individual; consider asking, “Am I using the term 
or pronoun you prefer?” or “How do you self-identify?”

Cultivate Relationship-Centered Interaction Skills
Unlike other communication skills that focus on guiding 
patients to elicit and strengthen motivation for changing behav-
ior, relationship-centered interaction skills provide a commu-
nication strategy for understanding behavior in order to meet 
LGBT individuals’ palliative care needs. Relationship-centered 
communication starts with the premise that forging a relation-
ship, however short or long, is essential for making decisions 
and acting together. Palliative care providers need to foster 
open communication where individuals feel they are genuinely 
understood and respected. To accomplish this, palliative care 
providers need to create opportunities for people to feel heard, 
connected, and engaged in on-going medical care. Table 28.1 

provides tangible examples of palliative care communication 
specific to LGBT persons within a clinical visit, including key 
aspects of initiating the visit, gathering relevant information, 
building the relationship, explaining and planning medical care, 
and closing the visit.

Create a Welcoming Environment
Beyond specific verbal communication strategies as outlined pre-
viously, the need for welcoming and inclusive environments is 
also critical. As a group of people who have been historically mar-
ginalized, LGBT persons tend to “scan the room” when they first 
enter a new facility, looking for visible signs that it is welcoming. 
The National Resource Center on LBGT Aging has developed a 
helpful checklist44 (Table 28.2) of nonverbal visibility strategies 
for individuals and healthcare organizations, including palliative 
care and hospice agencies, to consider as part of a comprehen-
sive plan to create environments and settings that are welcoming 
and show positive signs of inclusion and respect. Organizations 
can utilize local or regional visual signs and SafeZone Programs 
designed to convey respect for all people regardless of race, eth-
nicity, gender expression, gender identity, sexual orientation, 
socioeconomic background, age, religion, body shape, size, and 
ability.48,49

Future Needs and Areas of Improvement
Given the extensive periods of discrimination, stigmatization, 
and resulting health disparities, consistent relationship-centered 
and family-focused care for members of the LGBT community 
requires a commitment to improving communication on mul-
tiple levels. First is the need for professional education for clini-
cal team members (including medicine, nursing, and allied health 
professionals) to promote comfort and acceptance, identify and 
diminish bias, facilitate disclosure of sexuality, and minimize 
heterosexual assumptions within assessment and care and thus 

Skill Description of Skill Example of Skill

Planning: shared decision-making ♦ Ascertain patient’s desired level of involvement in decision-making
♦ Explore patient preferences on care options
♦ Offer suggestions and choices, incorporating patient input
♦ Share own thought processes, recommendations, and dilemmas
♦ Check with patient (i.e., if plan is acceptable and if concerns have been 

addressed)

“If time is limited because of your illness, 
what is important to you? Who would you 
like to be involved? Are there things that 
you want to discuss?”

Closing the Session

Forward planning Connect with patient about next steps:
♦ explain possible unexpected outcomes
♦ what to do if plan is not working
♦ when and how to seek help

“What gives you strength or help 
during this challenging time? There are 
many different ways of coping. Are you 
interested in a support group? Are there 
LGBT community resources that you 
would like us to help you explore?”

Ensuring appropriate closure Summarize visit
♦ ask for corrections or additions
♦ check if patient is comfortable with the plan or has questions

“I learned from you today that it is very 
important that you feel safe and in control. 
Do our next steps feel okay to you?”

Note: Adapted from Teaching and Learning Communication Skills in Medicine (2nd ed.)54 and Skills for Communicating with Patients (2nd ed.).41

Table 28.1 Continued
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strengthen communication and disclosure.14 Second is the need 
to recognize the importance of respecting the patient’s wishes and 
involving the partner in decision-making and treatment discus-
sions. Providers should be aware of the legal situation for same-sex 
couples in their state and establish mechanisms to ensure that 
patient and partner preferences can be met. Third is to ensure that 
palliative care teams can respectfully identify the needs of this 
patient population and are equipped to make appropriate referrals 
for services and resources. Specific ways to ensure that organiza-
tional care policies and procedures are inclusive of nonhetero-
sexual patient populations and focused on improving partnership 
with LGBT persons are described in Table 28.3.

Conclusion
At its core, communication between nonheterosexual individuals, 
their families of choice, and their healthcare providers should be 
relationship-centered, grounded in four underlying principles of 
patient-provider relationships that are well known to the palliative 
care team:50,51

♦ Each patient is a unique individual with her or his own set of 
experiences, values, and perspectives.

♦ Communicating genuine emotion is fundamental to develop-
ing and maintaining relationships.

♦ Allowing an equal opportunity to express all relevant positions 
and opportunity to make a choice based on these positions 
emphasizes respect within the clinical relationships.

♦ Genuine and authentic relationships improve satisfaction for 
patients, families of choice, and healthcare providers.

Thus, for palliative care providers, the goal is to build open and 
authentic relationships, so that patients feel comfortable disclos-
ing their experiences, allowing exploration of their physical, intel-
lectual, emotional, social, and spiritual needs. To consistently 
strive for relationship-centered care, we must remember that 
every person, message, and choice is important. Any idea should 
not be dismissed and, when possible, should be written down, 
even if the idea does not seem clinically relevant in the moment.52 

Table 28.2 Communication Environment: Creating Welcoming and 
Inclusive Palliative Care Agencies

Material Visibility

Hang images of LGBT adults in welcome areas and high-traffic common 
spaces.
♦ Include representations from multiple racial and ethnic groups, aging 

generations, sexual orientations, and gender identities.
♦ Hang Safe Zone signs around the agency to signify LGBT solidarity and 

acceptance.48 Safe Zone Trainings help provide participants with the skills 
to create a safer space for nonheterosexual individuals.49

♦ Display copies of LGBT-relevant magazines, publications, and information 
about local LGBT resources.

Policy Visibility

Post the agency’s nondiscrimination policy on the website and in the lobby.
♦ The policy should specifically state the agency’s commitment to inclusion 

and protection of all people, as well as their caregivers, family members, 
and friends, regardless of sexual orientation and gender identity and 
regardless of whether the state specifically protects against sexual 
orientation and/or gender identity discrimination.

Structural Visibility

If possible, have single-stall, gender-neutral bathrooms available for staff 
members, patients, and visitors.
♦ All individuals should be allowed to use the restroom they feel most aligns 

with their gender.

Community Visibility

Highlight or display agency partnerships with, or outreach to, the LGBT 
community.
♦ Consider regularly hosting LGBT programming.
♦ Hang banners or advertisements displaying local LGBT community center 

events and partnerships.

Note: Adapted from Inclusive Services for LGBT Older Adults: A Practical Guide To Creating 
Welcoming Agencies.44

Table 28.3 Palliative Care Team Communication: Improving 
Partnership

Visiting Policies

Review visiting policies to ensure it includes the patient’s right to review 
visitors that the patient has designated, such as a partner, domestic partner, 
spouse, or friend.
♦ Policies for accepting visitors should be the same for both same-sex and 

opposite-sex partners.

Defining Family

Review definitions for “family” to ensure they include a patient’s “family of 
choice”—friends, partners, and other people close to the individual—as well 
as “family of origin”—biological family members or those related by marriage.

Intake Forms

Review intake forms and provide options to include nonheterosexual 
relationships, not defined through “husband” and “wife” categories.
♦ Single, Married, Widowed, or Partnered should be included.

Team Liaison

Select at least one team member to be responsible for continually improving 
services and care welcoming toward LGBT and other diverse older adults.
♦ This individual could also serve as a direct liaison between patients, their 

friends, partners, and families to receive input and suggestions about 
improving care for LGBT patients.

Team Recognition

Highlight and honor staff members who demonstrate exceptional care or a 
commitment to serving LGBT adults and their families of choice.
♦ Use exemplary staff members as mentors or guides for other staff 

members who are less familiar with engaging LGBT patients.

Accountability and Monitoring

Create ongoing monitoring mechanisms for patients to report and address 
biased behavior from fellow patients and staff, and for staff to report 
discriminatory or biased behavior.
♦ Be sure to outline process for handling and learning from potential 

complaints.

Note: Adapted Inclusive Services for LGBT Older Adults: A Practical Guide to Creating 
Welcoming Agencies. National Resource Center on LBGT Aging4 and Advancing Effective 
Communication, Cultural Competence, and Patient- and Family-Centered Care for the 
Lesbian, Gay, Bisexual, and Transgender (LGBT) Community: A Field Guide.46
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Nonheterosexual individuals face a number of challenges when 
accessing healthcare and interacting with their caregivers and 
healthcare providers. Although caring for the whole person at 
the end of life is a familiar concept to palliative care providers, 
a greater emphasis on aspects of communication and care relat-
ing to sexual orientation and lifestyle choices must be consistently 
integrated into healthcare interactions. If unaddressed, many of 
the issues nonheterosexual individuals face at the end of life can 
ultimately lead to increased health disparities. Identifying com-
munication strategies that facilitate conversations that are inclu-
sive of difference and responsive to the individual’s values, goals, 
and informed choices is one way to improve the healthcare envi-
ronment and healthcare experience of LGBT individuals.
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CHAPTER 29

Patient-Centered 
Communication
Marleah Dean and Richard L. Street Jr.

Introduction
Mrs. Cohen is a 72-year-old, African American patient who was 
diagnosed with stage III breast cancer less than a year ago. Since 
her diagnosis, she has undergone a double mastectomy, radiation, 
and several rounds of chemotherapy. Healthcare providers have 
been monitoring her health, and, so far, her recovery has been going 
well. However, yesterday she presented to the emergency depart-
ment with chest pain, difficulty breathing, and persistent coughing. 
Mrs. Cohen does not have any other medical conditions or issues 
that might complicate this event (e.g., heart problems, asthma, dia-
betes, or psychological problems). Based on these symptoms and 
her medical history, the emergency department physician on duty 
is concerned if it is a distant (metastatic) recurrence of the breast 
cancer that has now traveled to her lungs. The physician refers Mrs. 
Cohen to her oncologist who confirms it is indeed cancer.

Mrs. Cohen is devastated, as is her family. She has three chil-
dren and nine grandchildren. She is frustrated and overwhelmed 
with the information provided by her emergency department phy-
sician and oncologist. Due to the progression of the cancer, the 
oncologist says she has anywhere from 3 to 6 months to live.

This news means Mrs. Cohen will now receive palliative 
care—care focused on improving the patient’s and family’s quality 
of life through pain management and psychosocial support. Mrs. 
Cohen wants to return home and live out her remaining months 
with her children and grandchildren; however, her children want 
her to stay in the hospital so she can receive the best care and man-
agement for her pain. If you were Mrs. Cohen’s healthcare provider, 
how would you take care of her? What could you do to improve her 
physical health but also her emotional well-being and quality of life, 
as well as address the family’s requests?

One answer is to engage in patient-centered communication. 
According to the Institute of Medicine’s report “Crossing the 
Quality Chasm,” patient-centered care was identified as one of 
the six aims for improving the quality of the US healthcare sys-
tem.1 Patient-centered communication is vital to patient and 
family-centered care.2,3 Recent research has identified seven 
pathways through which patient-centered communication can 
lead to better patient health outcomes, such as greater knowledge 
and understanding, quality health decisions, heightened social 
support, increased patient empowerment, enhanced therapeutic 
relationships, and better emotional management.4,5 Following 
this framework and extending this research to palliative care, this 

chapter (a) summarizes the components of patient-centered com-
munication and (b) discusses the challenges of patient-centered 
communication in palliative care and communication skills to 
address those challenges.

Overview of Patient-Centered 
Communication
The term “patient-centeredness” originated based on the limi-
tations of the biomedical approach to medicine.6 There are two 
dominant medicine models—the biomedical model and the 
biopsychosocial model. The biomedical model focuses on the 
patient’s disease pathophysiology, whereas the biopsychosocial 
model of medicine accounts for the ways in which an illness’s 
behavioral, psychological, and social dimensions can influence a 
patient’s disease.7

Healthcare communication from a biomedical model perspective 
extracts a disease’s symptoms and isolates a biological cause for the 
abnormality. In contrast, patient-centered care involves communi-
cation that not only recognizes patients’ expressions of symptoms 
but also their emotions, concerns, and feelings. In other words, it is 
not enough for a healthcare provider to simply treat a patient’s dis-
ease; the provider must also address the person who has the illness.

The biopsychosocial model is reflected in the various defini-
tions of patient-centeredness. Consider, for instance, the following 
paraphrased definitions:
♦ Seeking to understand the patient as unique8

♦ Trying to enter and see the patient’s illness from their eyes9

♦ Performing care that is close to the patients’ wants, needs, and 
preferences10

♦ Exploring the illness and disease experience; understanding 
the individual as a whole; discovering “common ground” for 
treatment management; incorporating prevention and health 
promotion into care; enhancing the clinician-patient relation-
ship; “being realistic” about personal limitations and issues11

Several important dimensions of patient-centeredness are 
portrayed here. The first dimension extends the practice of med-
icine from the absence of disease to the inclusion of “dysfunc-
tional states.”12 At the root of patient-centered care is the belief 
that effective healthcare does not simply encompass healing the 
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physical body but also attending to the emotional, psychologi-
cal, and social aspects of being human. The second dimension 
includes the patient’s nonmedical issues in clinical encounters 
(e.g., emotional, psychological, and social issues) in the healthcare 
provider’s responsibilities, because such issues can affect health 
problems.6,11 The last dimension is the provider’s ability to view 
and perceive health from the patient’s world.13 To use the common 
phrase, providers must be able to “walk in their patients’ shoes.”

Although patient-centered communication has been concep-
tualized and measured in various ways, this chapter adopts the 
patient-centered communication framework Epstein and Street4 
advocate. Accordingly, patient-centered communication should 
focus on the key communication goals inherent to patient-centered 
care, including
♦ eliciting, understanding, and validating the patient’s perspec-

tive (e.g., concerns, feelings, expectations)
♦ understanding the patient within his or her own psychological 

and social context
♦ reaching a shared understanding of the patient’s problem and 

its treatment
♦ helping a patient share power by offering him or her meaning-

ful involvement in choices relating to his or her health.4(p2)

It is clear from this definition that treating the “whole” patient 
and being responsive to his or her medical and psychosocial 
needs is central to patient-centered care.14 Being patient-centered 
means caring for patients based on the patients’ own experiences 
as well as listening, respecting, and honoring their perspectives 
throughout the healthcare journey.15 Patient-centered communi-
cation means balancing between “the art of generalizations and 
the science of particulars”9(p100),15 Furthermore, patient-centered 
care requires patient-centered healthcare systems,16 families, and 
patients. In other words, healthcare providers, patients, families, 
and healthcare services create the relationships through which 
patient-centered care is achieved.4,17 Figure 29.1 depicts the col-
laborative nature of patient-centered care.

Yet challenges exist for patient-centered communication in 
palliative care. One of the deeply rooted characteristics of pallia-
tive care is the involvement and support of the patient and his or 
her family.18 The very involvement of families in palliative care 
encounters—especially with patients who have advanced diseases 
and illnesses—can be problematic. Indeed, palliative care encoun-
ters are fundamentally different from other care contexts (e.g., 
primary care, dermatology, emergency care, etc.), because there 
are usually three parties in every clinical encounter. The health-
care provider, the patient, and the family come to the interaction 
with their own beliefs, values, attitudes, preferences, goals, and 
emotions, which ultimately influence communication and care.  
Figure 29.2 provides a visual representation of this dynamic inter-
action and how it affects patient-centered communication and 
care.

Patient-Centered Communication Functions
To accomplish the key goals of patient-centered care and over-
come challenges to palliative care, Epstein and Street propose a 
functional perspective, emphasizing the “work” that must be 
done to achieve patient-centered communication.4 In order to 
communicate effectively in a patient-centered manner, providers, 
patients, and families—as appropriate—should focus on the fol-
lowing six main functions: (a) fostering the patient–provider rela-
tionship, (b) providing and receiving information, (c) responding 
to emotions, (d) managing uncertainty, (e) making decisions, and 
(f) enabling patient self-management.

While these functions are not independent from one another 
and often overlap, they do represent key communication tasks 
to accomplishing patient-centered care. These functions are not 
communicative actions that one person (e.g., the healthcare pro-
vider) does or is responsible for; rather, they are accomplished 
interactively as healthcare providers and patients and families 
work collaboratively to achieve these communication goals inher-
ent in these functions. Figure 29.3 provides a visual of this model.4

Important here is how these functions are used effectively and 
under what circumstances, which will depend on the palliative 
care situation and the unique clinical, personal, and familial 
attributes in play.19 While palliative clinicians should be versatile 
in all six functions of patient-centered communication, specific 
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Figure 29.1 Patient-centered care, communication, and health outcomes.4
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communication skills are discussed throughout and serve as good 
resources for clinicians. Table 29.1 provides a summary of these 
communication skills.

Fostering the Patient/Family–Provider 
Relationship
The first function is fostering the patient/family–provider rela-
tionship. This relationship is important for palliative care because, 
often, healthcare providers are responsible for patient care leading 

up to death, and these final months can be unpredictable.20 Pivotal 
characteristics of this patient-centered communication function 
are trust, rapport, and shared understanding of responsibilities 
and roles.21,22 These characteristics help build strong relationships 
between providers and patients and their families.4

First, patients trust healthcare providers who are informative, 
include them in the decision-making process, and are sensitive to 
their concerns.23,24 Second, building rapport—or connecting with 
patients through verbal and nonverbal communication—leads 
to satisfactory relationships.25 Third, healthcare providers and 

Responding to
Emotions

Exchanging
Information

Health
Outcomes

Managing
Uncertainty

Enabling Patient
Self-Management

Fostering Healing
Relationships

Making
Decisions

Figure 29.3 Patient-centered communication: Six core functions.4

Table 29.1 Patient-Centered Communication Skills

Patient-Centered 
Communication Function

Communication Skill Definition Conversational Example

Fostering the patient/
family–provider relationship

Name the problem or issue Articulate each person’s perspective 
in the encounter and come to 
agreement on the main issue

“From our discussion thus far, it is evident we all have 
different opinions. Let’s specifically point out what 
those are and then decide how we should proceed.”

Providing and receiving 
information

Clarify the facts Check understanding by asking 
verbal questions

“Please repeat back what I explained to you to make 
sure we are on the same page.”

Responding to emotions Address negative emotions Identify, acknowledge, and validate 
each person’s emotions

“It seems like you feel overwhelmed and frustrated. That 
is completely understandable. Is there anything I can do 
to help you?”

Managing uncertainty Frame an uncertain 
prognosis

Determine the source of uncertainty 
and frame information based on 
what is known and unknown

“The future is uncertain. How about we discuss what 
information we do know?”

Making decisions Encourage participation Provide opportunities and prompt 
each person’s preferences

“Your opinion is important as we make these last 
decisions. What would you like to do?”

Enabling patient self-management Teach self-activation Represent and advocate for one’s 
interests and desires

“Let’s discuss specific issues you and your family can 
look for at home that might signal a need for clinical 
treatment. I will also teach you what you can do to help 
treat these possible issues.”
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patients must understand each other’s roles and responsibilities 
by learning and comprehending each other’s preferences.26 Last, 
providers should build partnerships, listen actively, ensure patient 
understanding, display empathetic nonverbal behaviors, and 
engage in joint agenda-setting with the patient.27–29

One challenge to fostering relationships in palliative care is 
discovering the patient’s and family’s health preferences, devel-
oping shared goals, and creating a plan to accomplish those 
goals. Because there are multiple parties involved in palliative 
care encounters, healthcare providers must manage a variety of 
beliefs, values, attitudes, preferences, goals, and emotions. The 
patient enters the clinical encounter with a particular perspec-
tive; the family may enter with a different perspective,30 and often 
the patient and family have not discussed each of their perspec-
tives. This adds an additional level of complexity to a difficult 
situation, requiring the healthcare provider to navigate relational 
dynamics.31

To address the challenge of multiple perspectives, providers can 
name the problem or issue (see Table 29.1). Doing so helps paint 
a clear, overarching picture for the patient and his or her family. 
First, healthcare providers cannot assume everyone has the same 
perspective or shared understanding of what the situation is and 
how it should be addressed.4 In fact, research regarding patient 
and healthcare provider goal concordance is often poor, except 
when goals are explicitly discussed.32 Second, providers must dis-
cover and learn about each person’s perspectives and preferences 
and then try to accomplish a consensus through negotiation and 
discussion.4 While determining family preferences is important, 
the healthcare provider is caring for the patient and must adhere 
to the patient’s wishes.30 Likewise, providers must also express 
their own perspectives, as they are the healthcare experts.

For example, suppose a female patient has lymphoma can-
cer that normally would be treated with chemotherapy. If she 
receives this treatment, the cancer is potentially controllable; 
however, the patient recently had bowel surgery, resulting in sev-
eral complications and infections as well as significant weight 
loss. As such, the cancer progressed. Now the patient’s body is 
not responsive to chemotherapy, which would have saved her life. 
During a clinical encounter, the healthcare provider explains 
this situation to the patient and her husband. Each seems to 
understand, but at the end of the conversation, the husband says, 
“But we are, of course, working toward a cure, right?” The hus-
band clearly does not understand a cure is not possible because 
of the problems from surgery; he does not make the connection 
that these issues have influenced his wife’s ability to survive the 
cancer. Thus, healthcare providers need to work on establishing 
common understanding and achievable goals. Here the hus-
band’s uncertainty about the prognosis and treatment produced 
goal confusion.33 Naming the problem or issue at hand decreases 
the likelihood of confusion.

Providing and Receiving Information
The second function is providing and receiving information. 
Information is essential to palliative care, because patients experi-
ence life-threatening illnesses and must cope with disease progres-
sion, symptom management, and treatment options.34 Information 
exchange entails three main components:  information-seeking 
(e.g., asking questions, eliciting beliefs), information-giving (e.g., 

explanation, reports, beliefs), and information-verifying (e.g., 
checking for understanding and accuracy).35

Healthcare providers, patients, and families must present and 
manage information with each other in order to reach a shared 
understanding of patients’ health.4 However, many times there 
is lack of agreement and misunderstanding. For instance, Bruera 
et  al. found providers and palliative care cancer patients only 
agreed 38% on treatment options.32 Furthermore, due to the 
nature and magnitude of the information, palliative care patients 
commonly do not understand their disease, its extent, and even 
the likelihood of a cure.36 So in order to effectively exchange 
information, healthcare providers must learn patients’ informa-
tion needs, understand their health beliefs and values, and present 
clinical information in comprehendible ways.4 Overall, providing 
information enhances patient satisfaction, facilitates participa-
tion, decreases anxiety, and increases coping abilities.37,38

A challenge to exchanging and managing information in pal-
liative care is achieving a balance between providing enough 
information to the patient and the family for them to make an 
informed health decision while also not overwhelming them with 
the information. Because patients must make quality of life and 
end-of-life care decisions, they need information on diagnosis, 
prognosis, treatment, symptom management, and hospice ser-
vices. At the same time, receiving this information can be devas-
tating and distressing.39,40

In order to address this challenge, providers should clarify the 
facts (see Table 29.1). Healthcare providers can provide small 
amounts of information in increments and check understanding 
about that information. Providers should repeat this process until 
the patient has the information he or she needs or wants or there 
is saturation and giving more information will be counterproduc-
tive. Engaging in this process reduces the likelihood the patient 
and his or her family will become overwhelmed with the amount 
of information provided.

Also, questions such as “Do you understand what is going 
on?” and “Can you describe the current situation and what that 
means for the patient’s health?” are helpful. This strategy, called 
the “teach-back” approach (providing information and then ask-
ing the patient to repeat the information back to ensure compre-
hension)41,42 enables healthcare providers to better identify when 
information becomes distressing and when to stop providing 
information. Additionally, by occasionally assessing compre-
hension of information, providers can gain an idea of how much 
information the patient or family needs/wants and specifically 
evaluate where the information provision is lacking. Finally, this 
technique is particularly helpful for making decisions. Clarifying 
facts enables the provider to determine if all persons (e.g., pro-
vider, patient, and family) are on the same page about the course 
of treatment and health trajectory.

Responding to Emotions
The third function is responding to emotions. Because palliative 
care includes care at the end of life, patients and their families com-
monly manifest emotional distress.43 The patient may feel anxiety 
and fear, while the family members may experience sadness and 
depression. For instance, fear is a common emotion experienced 
by palliative care patients and caregivers. Penman and Ellis found 
patients and caregivers experienced different types of fear, such 
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falling and getting hurt and not being able to help, dying alone 
and being alone, not being comfortable, and confronting the pro-
cess of death.43 Unfortunately, palliative care often fails to provide 
needed emotional support to address these fears.44

Recognizing negative emotions, both providers’ own emotions 
and those of their patients and families, is a challenge. Previous 
research reveals that providers have a difficult time recognizing 
the patient’s or family’s emotions for several reasons. Healthcare 
providers may lack the skills to identify and deal with emotional 
issues; they may believe that attending to emotional subjects will 
take too much time, that discussing emotions will cause further 
patient distress, or that it is not their responsibility.45–48 However, 
healthcare providers must address and deal with these emotions, 
since it is part of their social role as providers.48

Furthermore, responding to emotions in palliative care can be 
challenging because there are multiple perspectives among pro-
viders, patients, and family members. On one hand, patients and 
their families experience emotions such as fear, anxiety, and sad-
ness, which can have psychosocial effects on individuals’ health.46 
On the other hand, healthcare providers can experience over-
whelming emotions too, which can result in their feeling uncom-
fortable, burnt out, fatigued, or distressed and ultimately making 
it difficult to care for the patients.49,50 In fact, providers engaged 
in end-of-life care are more likely to experience significant burn-
out due to feelings of frustration, failure, and powerlessness.51,52 
Such burnout and being overwhelmed may be why providers 
often engage in avoidance behaviors in clinical encounters.53 Yet, 
because caring for patients who are approaching death inevitably 
means responding to emotions, healthcare providers must learn 
how to process with their own emotions in order to assist patients.

To address this challenge, providers can address the negative 
emotions (see Table 29.1). Healthcare providers must identify 
the type of emotion the patient or family is experiencing, then 
acknowledge and validate the emotion while constantly check-
ing to see if the emotional distress is distressing and requires a 
referral.48 Also, healthcare providers must acknowledge their own 
negative emotions as well as their patients’, without letting the 
negative emotions overwhelm them. By doing so, providers can 
maintain emotional stability.

Dean and Street’s three-stage model of patient-centered com-
munication for addressing emotional distress can be an effective 
tool in palliative care.48 A thorough description of this model is 
beyond the scope of this chapter, but the model’s three stages are 
recognition, exploration, and therapeutic action. First, a health-
care provider should seek to recognize negative emotions. To 
enhance the likelihood of recognizing patients’ emotions, pro-
viders can enact mindfulness (e.g., being conscious of people, 
interactions, and situations), self-situational awareness (e.g., 
self-reflexivity), active listening (e.g., verbal and nonverbal behav-
iors to learn a perspective), and facilitative communication (e.g., 
supportive communication, rapport building). After identifying 
a negative emotion, the healthcare provider should explore that 
emotion with the patient. This way, providers can acknowledge 
and validate negative emotions as well as be empathetic. However, 
sometimes engaging in these patient-centered behaviors is not 
enough to mitigate patients’ negative emotions; when this is the 
case, the model’s therapeutic action stage calls providers to offer 
referrals and interventions to reduce emotional distress. In fact, 
two-thirds of the referrals in palliative care are for emotional care 

and support.54 Overall, the model’s stages impact health outcomes 
through direct (e.g., responding empathetically reduces alleviate 
distress to some degree) and indirect pathways (e.g., helping the 
patient feel known may offer comfort and produce greater emo-
tional well-being).48

Managing Uncertainty
The fourth function is managing uncertainty. Uncertainty is 
inherent in all health experiences but especially in palliative care. 
An individual experiences uncertainty when he or she believes 
aspects of health or illness are unclear, inconsistent, unknown, or 
unpredictable.55 Unfortunately, managing uncertainty is one of 
the most understudied and problematic elements of patient-cen-
tered communication,4,56,57 and the specific strategies with which 
to manage uncertainties are poorly understood.55 Providers can 
assist patients and their families by acknowledging that uncer-
tainty exists, framing information based on what is known and 
unknown, being empathetic and engaging in active listening, and 
teaching patients coping techniques to personally assist them in 
their day-to-day lives.4,58

Uncertain prognoses and treatment discrepancies are com-
mon barriers to effective palliative communication and care.33 
Healthcare providers must frequently explain poor prognosis, 
treatment failure, and end-of-life estimates. A challenge to man-
aging a patient’s and family’s uncertainty is that the ambiguity of 
diagnosis, prognosis, and treatment can produce confusion. Also, 
patients and their families do not know when the patient might 
die, and not knowing can produce anxiety, fear, and stress.20 As 
such, uncertainty cannot always be eliminated and therefore must 
be managed.4

To address the challenge of managing uncertainty, providers 
can frame an uncertain prognosis to the patient and their fam-
ily members (see Table 29.1). The amount of information and the 
way in which the information is provided is based on a patient’s 
and family’s preferences and can influence health outcomes. For 
example, some patients may want to know the prognosis. In this 
case, the healthcare provider should first determine how many 
details the patient wants to know (e.g., statistics, future plans, suc-
cess rates); provide the information, including the negative and 
positive aspects; assess, acknowledge, and respond to the patient’s 
emotional reactions; and evaluate the patient’s understanding of 
the information.59

Other patients may not want to know the prognosis. In this case, 
the provider should learn why the patient holds this preference, 
acknowledge his or her emotional and informational needs, and 
provide enough information for the patient to make an informed 
health decision while respecting the patient’s preferences. Last, 
some patients may want to know their prognosis but are afraid 
of the information. In these cases, the provider should acknowl-
edge the ambivalence, work with the patient to discuss the pros 
and cons of knowing versus not knowing, and provide a variety 
of ways the information can be presented in order to reduce the 
concerns and fears.59

Making Decisions
The fifth function is making decisions. Decision-making is essen-
tial to any patient–provider interaction, including palliative 
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care. Decision-making includes three main steps:  information 
exchange, deliberation, and the final decision.60 Exchanging 
information involves seeking and providing perspectives on the 
health condition, while deliberation encompasses discussing clin-
ical findings and recommendations based on patients’ and fam-
ily’s preferences in order to make a final decision.

Decision-making becomes especially relevant during end-of-
life care.61 Patients and their families must make decisions about 
treatment, life support, and hospice care. A patient might want 
to spend their last few months at home, while family members 
may prefer hospital-based palliative care—revealing a fundamen-
tal difference in what the patient and family value and consider 
important to the best quality of life and death. Decision-making 
at end of life is also important because decisions about life and 
death are often made based on personal and spiritual beliefs.62 For 
example, palliative care patients’ perceptions regarding patient–
provider communication about psychosocial/spiritual needs and 
decision-making are strongly correlated to distress about death.63

A challenge to making a high-quality decision is discovering 
and understanding patients’ preferences. Healthcare providers 
often do not know their patients’ needs and values, and patients 
may not know or understand all treatment options.4 Patients vary 
on their desired degree of participation in clinical encounters,64 
in part based on their preferences for decision-making involve-
ment65,66 and in part based on functional capacity (e.g., illness), 
where family members become the decision-makers.61,67 In other 
words, patient participation in decision-making ranges on a con-
tinuum from paternalistic (e.g., provider decides) to shared (e.g., 
provider and patient decide together) to informed (e.g., patient 
decides based on provider’s information).60

Generally, to address this challenge and enact patient-centered 
decision-making, providers can engage in a variety of commu-
nication strategies such as active listening, setting an agenda, 
checking understanding, accommodating preferences, and 
communicating empathy and warmth.4 Yet, more specifically, 
providers can encourage patient participation (see Table 29.1). 
This means not only providing opportunities for patients to be 
involved throughout the decision-making process (e.g., pausing 
and utilizing silence) but also prompting and soliciting patients’ 
opinions about treatment and care as well as telling patients their 
opinion is important to making decisions (e.g., open-ended verbal 
questions).

Enabling Patient Self-Management
The final patient-centered communication function is enabling 
patient self-management. Self-management is the perceived 
ability to self-manage one’s illness by navigating the healthcare 
system, seeking information, coping with side effects, and find-
ing help when needed.4,68 Such ability is crucial to palliative care 
patients and their families. Management encompasses tasks that 
providers can perform for their patients (e.g., creating contingency 
action plans) that may eliminate barriers to self-management 
and strategies providers can engage in to assist patients in car-
ing for themselves outside of the clinical encounter (e.g., teaching 
and encouraging meditation, positive thinking, and journaling). 
In palliative care, providers may need to act or advocate on the 
patients’ behalf in order to help them navigate the healthcare 
system (e.g., coordinate care, arrange referrals), support patient 

autonomy to enhance patient self-efficacy and motivation,69 
and provide guidance and skills as well as resource access (e.g., 
Internet, health educators, or interactive media).4

The challenge to enabling patient self-management is the 
patient’s ability to be autonomous. Because palliative care 
often encompasses healthcare outside of clinical environments, 
patients must learn how to effectively care for themselves, and 
family members must learn how to care for their ill loved one. 
Pain and symptom management requires patient autonomy 
in palliative care. Providers must assist patients with manag-
ing their pain in order to increase a patient’s quality of life and 
well-being.70,71 Autonomy-supportive behaviors include inves-
tigating patients’ ambivalence about autonomy, giving various 
options to achieve the same objective, and providing patients 
with amble time to make a decision.4 Such behaviors cultivate 
patient motivation (e.g., the desire and willingness to perform a 
behavior) and self-efficacy (e.g., a patient’s belief that he or she 
can indeed perform that behavior), which are essential to enact-
ing patient autonomy.4,69

In order to address this challenge, providers can teach 
patients self-activation (see Table 29.1). Activation refers to 
self-advocacy—the ability to represent oneself. By teaching 
patients and their families how to navigate the healthcare system, 
locate providers who best fit their needs, and recognize potential 
health problems,72 providers can help patients become active in 
their decision-making and overall care.4

In sum, patient-centered communication includes fostering 
patient/family–provider relationships, providing and receiving 
information, responding to emotions, managing uncertainty, 
making quality decisions, and enabling self-management. These 
communication functions overlap and work together in order 
to meet needs, overcome challenges, and impact health out-
comes. However, it is important to note that these functions of 
patient-centered communication are only a guide for communi-
cation. At a certain point, healthcare providers must improvise, 
be creative, and adapt to the environment19—in other words, be 
willing and able to communicate competently.73

Patient-Centered  
Communication Competence
Traditionally, communication competence has been conceptual-
ized two ways: as an individual outcome and as a process.73,74 As 
an outcome, communication competence is defined in relation to 
the communicator’s success (e.g.: Is the individual able to accom-
plish both relational and personal goals during communicative 
interactions?).73,75–77 As a process, the communicator learns how 
to communicate competently by being motivated, gaining knowl-
edge, and practicing skills.76,78 Taken together, communicating 
competently is a collaborative and constitutive process19 whereby 
“communication focuses on the key tasks or ‘work’ communica-
tion must do well in order to achieve the interaction’s goals.”58(p11) 
In other words, communicating competently is a contextual, goal-
specific process in order to accomplish particular outcomes.19 This 
perspective is helpful for examining patient-centered communi-
cation, because it acknowledges that the success of the encounter 
is jointly achieved through the communicative exchange of the 
participants.79
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In short, palliative care providers need to be what Ronald 
Epstein (personal communication) calls, a “skilled communica-
tor.” A skilled communicator is someone who not only learns 
how to engage in effective patient-centered communication but 
also knows how to adapt communication and knows when to use 
communication in order to achieve particular goals (e.g., mutual 
understanding and shared decision-making). Researchers and 
healthcare providers must work hard to create programs and 
trainings to teach providers how to be skilled communicators by 
enacting patient-centered communication.

Conclusion
Reflecting back to Mrs. Cohen’s health experience, patient-centered 
communication provides the means to overcome her palliative 
care challenges. In order to overcome Mrs. Cohen’s negative emo-
tions, her providers can address her emotions by acknowledg-
ing, validating, and managing them. To address her information 
overload and assist her in making health decisions, Mrs. Cohen’s 
palliative care providers could clarify the facts and check her 
understanding throughout the clinical encounter. To assist her 
family and future decisions, her providers can name the problem, 
frame the prognoses, and discuss the health options with Mrs. 
Cohen and her children.

Overall, patient-centered communication addresses both the 
patient’s and the family’s health and psychosocial needs by treat-
ing the patient as a “whole” person; respecting all parties’ prefer-
ences; and actively listening, effectively informing, and checking 
understanding. In essence, patient-centered care puts into prac-
tice an idea of Sir Williams Osler’s: “The good physician treats the 
disease; the great physician treats the patient who has the disease.”
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Care Coordination and 
Transitions in Care
Finly Zachariah, Brenda Thomson,  
Matthew Loscalzo, and Laura Crocitto

Introduction
Healthcare today consumes nearly 18% of the gross domes-
tic product, and this is expected to increase to 25% by 2037.1 It 
is projected that the aging population will drive this increase in 
spending. Between the years 2011 to 2030, nearly 10,000 people 
will turn 65 each day.2 By 2030, nearly one in five US residents 
will be 65 and older, with an increasing percentage of adults being 
over the age of 85.3 Elderly patients have higher healthcare costs, 
often due to multiple, coexisting comorbidities, more complex 
care needs, heavy reliance on social support systems to meet their 
needs, and a higher incidence of cancer and cancer-related mor-
tality. Costs of care are also expected to increase with the growth 
of molecular-targeted treatments, genome-based diagnostics, 
new technologies, and coverage expansions as mandated by the 
Affordable Care Act in the United States.

While implementation of the Affordable Care Act is expected to 
result in an additional 34 million citizens being insured by 2019,4 
this sudden increase in demand for healthcare services will occur 
amidst a national shortage of healthcare providers. An estimated 
shortage of 20,400 primary care providers is expected by 2020, 
with a projected shortage of 200,000 physicians within the next 
20 years.5 By 2020, the number of registered nurses is expected 
to fall 29% below predicted requirements.6 Similarly, social work-
ers, typically arriving at their profession later in life, have shorter 
career lengths and are more likely to live in metropolitan areas, 
leaving unfilled needs in many rural areas.4,7 In addition, the 
expanded role of spiritual care with Joint Commission palliative 
care standards along with the aging population and workforce 
will lead to a shortage of chaplains.

As a result of increasing demand and small workforces, health-
care delivery systems are transitioning from “volume to value” 
by implementing new models of healthcare delivery.8 Some new 
models include team-based care approaches, shifting toward pop-
ulation health management, the development of medical homes, 
and accountable care organizations. Consequently, team member 
roles will need to change and provider partnerships will need to 
improve.9–14 Better care coordination and transitions to commu-
nity care settings are necessary, as patients will increasingly rely 
on family caregivers.15–17 This chapter provides an overview of 
care coordination and transitions in care by highlighting shared 

decision-making (SDM) with patients and families that requires 
the efforts of an interprofessional team. A model care coordina-
tion pathway for cystectomy patients at City of Hope National 
Medical Center is described.

Care Coordination and Provider 
Communication
The Agency for Healthcare Research and Quality defines care 
coordination as

deliberately organizing patient care activities and sharing informa-
tion among all of the participants concerned with a patient’s care to 
achieve safer and more effective care. This means that patient’s needs 
and preferences are known ahead of time and communicated at the 
right time to the right people, and that this information is used to 
provide safe, appropriate, and effective care to the patient.18

Collaboration, knowledge sharing, transitional planning, patient/
caregiver engagement, and alignment of resources are crucial to 
all care coordination efforts.19

In 2011 poorly managed care transitions were responsible for 
$25 billion to $45 billion in unnecessary spending, partly due 
to unnecessary readmissions and avoidable complications.20 It 
is estimated that $17.5 billion is spent on the 2 million Medicare 
beneficiaries who are readmitted each year.21 When care is not 
coordinated well, fragmentation and inefficiencies ensue,22 caus-
ing negative outcomes such as treatment delays, dangerous errors, 
and increased mortality.

Care coordination relies on SDM between patient, family, and 
the healthcare team to determine care plans that address qual-
ity of life priorities. SDM involves facilitating a patient’s right to 
self-determination, and it helps patients and families integrate 
values, evidence-based medicine, and a provider’s expertise to 
make informed decisions.23 The utilization of decision aids dur-
ing SDM has been shown to improve engagement, knowledge, 
confidence, and decision-making quality and reduce uncertainty, 
often resulting in patients choosing more conservative thera-
pies.24 Most patient-centered communication and SDM models 
have focused on communication between patient and physician, 
and only recently are promising models being taught and imple-
mented that incorporate the entire healthcare team.25–28
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Within the context of cancer care, a functional, 
patient-centered communication model includes the following 
six domains:  exchanging information, fostering healing rela-
tionships, managing uncertainty, recognizing and responding 
to emotions, making decisions, and enabling self-management 
and patient navigation.29 Elements of patient-centered commu-
nication include (a)  understanding a patient within his or her 
psychosocial context, (b) addressing the patient’s fears and goals, 
(c) involving patient and family to the level desired, (d) developing 
a shared understanding of problems and prognosis, (e) exploring 
perspectives on trade-offs and impaired function, and (f) creating 
a mutually agreed-on best-practice, feasible treatment plan con-
sistent with patient values.23,29,30 Unfortunately, patient-centered 
communication is still not commonplace due to lack of familiarity, 
time, and applicability, as well as the presence of specialty-driven 
biases toward certain treatments.25,31–36

In addition to patient-centered communication and SDM, 
care coordination requires that providers from all disciplines 
work together as an interprofessional team. An Institute 
of Medicine workgroup designed to evaluate team-based, 
patient-centered healthcare identified the following key values 
and principals of highly functioning healthcare teams: honesty 
and transparency about decisions and mistakes, discipline in 
carrying out roles even when inconvenient, creativity in tack-
ling problems, using all outcomes as opportunities to learn, 
humility in respecting each member’s role, and curiosity in 
using daily lessons for continuous improvement.37 Five key 
principals identified were shared goals ref lecting patient and 
family priorities, clear roles and accountabilities for each mem-
ber’s functions, effective communication skills, measurable 

processes and outcomes with timely feedback on results, and 
mutual trust.38

In the absence of care coordination among providers, patients 
and families can receive conflicting, mixed messages rather 
than clearly focused information that enables decision-making. 
Two studies analyzing interprofessional primary healthcare 
teams attributed conflict to a lack of clarity on role boundar-
ies and scope of practice, providers’ failure to trust and act on 
other professional team members’ recommendations, and a lack 
of accountability.39,40 Barriers to resolving conflict stem from 
provider time constraints and workload, the hierarchical nature 
of healthcare settings, the inclination to avoid confrontation 
for fear of causing anxiety, and a lack of recognition or motiva-
tion to address conflict.40 Table 30.1 outlines provider roles and 
responsibilities for collaborative transitions in care. The table 
sets forth the team roles ideally performed and the implications 
for patient, staff, and the healthcare system when team roles are 
performed well.

Communicating Transitions in Care
A core tenet of palliative care is to treat patient and family as a 
unit, exploring who they are and what they value and then offer-
ing medical therapies that fit their goals.41 The involvement of 
patients and families in making decisions about goals of care 
and transitions of care should happen at the start of diagnosis 
and at key time points throughout the illness.42 Studies indicate 
that discussions occurring too early or too late may not allow 
appropriate reflection or capture a patient’s values for his or her 
present medical care.43 A prospective study of more than 1,200 

Table 30.1 Provider Roles and Responsibilities for Collaborative Transitions in Care

Provider Role and Responsibilities Implications for Patient, Staff, and Healthcare System

Inpatient RNs ♦ Conduct assessment of patient that includes but is not limited 
to risk factors, educational level and health literacy, coping, pain, 
activity level, beliefs, sexuality, quality of life, advanced directives

♦ Medication reconciliation
♦ Provide education regarding disease process, self-care, and medications
♦ Synthesize findings and develop care plan in collaboration with 

medical team and patient/caregiver
♦ Referrals to social services as appropriate
♦ Carry out medical treatments and assesses responses
♦ Document interventions and outcomes
♦ Maximize patient autonomy

Patient: Secure and confident in healthcare team, knows needs 
are being addressed

Staff: Less burnout because of decreased distress and 
empowerment   
System: Engaged patient and family

Outpatient RNs ♦ Education/medication teaching
♦ Triage for medical needs and psychosocial barriers, referring to 

medical team, clinical social worker, or case manager as appropriate
♦ Nursing assessment and medical reconciliation at each encounter

Home Health Nurses:
♦ Home safety evaluation, transportation, nutrition, ability to perform 

activities of daily living, symptom and side effect control
♦ Home medication reconciliation, compliance, and education
♦ Prepare and reinforce education to patients and families for their 

roles at home, link to resources as appropriate

Patient: Comfort in being cared for as an individual, 
satisfaction, safety, trust in staff 

Staff: Satisfaction, empowered healthcare team member

System: Holistic approach, patient centered

(continued)

 



Provider Role and Responsibilities Implications for Patient, Staff, and Healthcare System

Primary MD ♦ Decisions around and communication of disease directed care
♦ Diagnose, provide treatment options, assess patients’ preferences 

and goals of care, develop individualized plan of care, monitor 
disease status and modify treatment plan as indicated, educate 
patient and family on disease

♦ Communicate in an open, honest, and timely manner; document 
clearly and effectively

♦ Facilitate coordination of care with other providers and consultants

Patient: Patient and family actively engaged and partners in 
care, individual values identified and respected, adherence 
to care plans increased, patient anxiety decreased, improved 
patient satisfaction

Staff: Reduced staff distress, reduced turnover and sick time 
and increased communication, coordination, and job-related 
satisfaction

Systems: Patient-centered, quality, cost-efficient care delivered

Consultants ♦ Assessing, recommending, ultimately providing guidance or 
co-management assistance to colleagues for optimal management

♦ Effective communication to care team and patient regarding 
treatment plan and follow-up

Patient: Coordinated, safe care

Staff: Team building, respect as an important team member

Systems: Efficient and effective use of resources; improved 
patient safety

Nurse Practitioners, 
Physician Assistants

♦ Proactively assess and manage signs and symptoms within scope of 
license

♦ Implement plan as outlined by physician or pathway/protocol.
♦ Facilitate consults, communicate discharge needs to case manager, 

obtain medication authorizations, refills for medications and 
supplies, and communicate test results to patients in timely fashion

♦ Interface and liaison between physician and patient

Patient: Coordinated care across the continuum including at 
transitions

Staff: Extension of physician respected and valued healthcare 
team member

System: Efficient and effective use of staff resources; 
coordinated and safe patient care

Social Workers ♦ Screen, identify, address psychosocial problems and barriers
♦ Manage high-risk patient populations facilitating adherence to 

complex treatment protocols
♦ Problem-based supportive counseling
♦ Prepsychiatry/psychology assessments
♦ Second-line advance care planning
♦ Facilitate goals of care conversations/family meetings
♦ Support and guide end-of-life transitions.
♦ Bereavement counseling for family members and caregivers

Patient: Prospective identification and management of 
problems and barriers to maximizing the benefits of medical 
care, adjustment to illness and finding meaning

Staff: Support medical and nursing staff in patient and family 
management

System: Patient, family, staff enhanced satisfaction; ensure 
beneficial use of resources; goal-directed patient-centered care 
delivered

Nurse Coordinators ♦ Evaluation and preparation of patient for treatment
♦ Provide patient education at key points throughout care tailored to 

cultural and literacy needs; refer to ancillary specialists as appropriate
♦ Direct patients along trajectory of care
♦ Contact/point person for patient
♦ Liaison for interdisciplinary team
♦ Provide medical guidance—highest level of coordination
♦ Assessment at follow-up visit
♦ Provide continuity through transitions
♦ Identify and address system barriers to care

Patient: Informed, confident, and compassionately cared for

Staff: Valuable and respected team member

System: Patient-centered compassionate, holistic care delivered

Child Life Specialists ♦ Age-appropriate education/interventions
♦ Play therapy
♦ Coping strategies
♦ Assess and recommend appropriate referrals
♦ End-of-life rituals
♦ Use cultural/age-appropriate language

Patient: Consistency and continuity with home life, family 
supported, coping tools provided and increased adherence to 
treatment plans; connected to community resources

Staff: Engagement in normalizing processes to manage stress

System: Patient-centered care; patient and family needs 
addressed; staff empowered through education

Patient Navigators ♦ Assist patient in navigating care needs within a complex medical 
system.

♦ Provide a single point of contact for the patient.
♦ Assist in the coordination of care, managing multiple appointments, 

consults and follows up through transitions of care

Patients: Patients and families feel welcome and safe in new, 
complex environment from the beginning

Staff: Increased adherence and compliance from patients

System: Patient-centered coordinated and compassionate care 
delivered; efficient use of institutional resources

Table 30.1 Continued

(continued)



CHAPTER 30 care coordination and transitions in care 249

patients examining discussions about end-of-life care and the 
care received showed that having discussions with patients and 
families was most effective anytime (31–60, 61–90, and >90 days) 
before the last 30 days of life and resulted in less aggressive care 
(e.g., chemotherapy in the last 14 days of life, acute care and ICU 
care in the last 30 days of life) and greater utilization of hospice.44 
When physicians wait until a patient medically declines to have 
these discussions, patients are often already in the hospital under 
situations of higher stress. The study also found that only patient- 
or family-recognized end-of-life discussions had an impact on 

aggressiveness of care as compared to provider-recognized/docu-
mented end-of-life discussions, highlighting the need to continu-
ally assess patient and family perceptions in active goals of care 
discussions.44 One study examining family perspectives around 
SDM at the end of life recommended the healthcare team main-
tain hope while preparing for death, discuss achievable goals and 
preparing for the future, pace their explanations, remain open to 
discussing alternative medicine, maximize the patient’s physical 
strength, and avoid statements that the healthcare team can do 
nothing for the patient.45

Provider Role and Responsibilities Implications for Patient, Staff, and Healthcare System

PT/OT/Rehab Providers ♦ Functional assessments
♦ Recommend equipment needs to improve mobility and 

maximize safety
♦ Maximize physical functioning in rapidly changing environment
♦ Provide education on exercises to be done at home
♦ Adapt care plans based on progress

Patient: Patient, family and community resources prospectively 
activated to maximize function, rehabilitation, and satisfaction

Staff: Increased functional status, which maximizes therapeutic 
options, increases patient safety (decreased falls)

System: Provides safe methods of transitioning to lower level of 
care, increases patient safety, enhances functional status, thus 
improving quality of life

Patient Educators ♦ Assist with creation of education incorporating literacy level, 
cultural, and linguistic needs of patients/families

Patient: Actively engaged and informed about all aspects of care 
leading to increased shared decision-making; apply knowledge 
to maximize benefits of medical care and positive outcomes

Staff: Improved patient adherence to complex protocols

System: Patient, family, staff enhanced satisfaction; efficient use of 
institutional resources; improved independence with home care

Pharmacy Personnel ♦ Passive drug monitoring
♦ Monitor utilization in complex care
♦ Reconcile discharge medications with home meds
♦ Identify and report interactions (in highly complex patients, need to 

round with team, ICU rounds, BMT, etc., for active engagement in 
clinician consultation)

♦ Active management in protocol-driven care (renal dosing, coumadin/
diabetes/cholesterol clinics)

Patient: Informed, more confident and adherent; pharmacist is 
a trusted resource available to patients

Staff: Increased knowledge; knowledgeable expert consultation 
available 24 hours a day

System: Increased safety, decreased cost

Case Managersa ♦ Screen patients for factors that affect progression of care
♦ Develop safe and effective discharge plan in collaboration with 

interdisciplinary teams and patient/caregiver
♦ Anticipate, develop, and coordinate for successful transitions in care 

across the trajectory and settings communicating unmet goals
♦ Ensure appropriate level of care
♦ Facilitate timely and efficient delivery of care
♦ Collaborate and build relationships with community partners.
♦ Ensure compliance with regulatory requirements related to 

utilization review and discharge planning
♦ Proactively prevent unnecessary readmissions
♦ Demonstrate patient advocacy
♦ Prevent medical necessity denials
♦ Track avoidable delays
♦ Knowledgeable of coverage limitations and financial responsibilities 

of organization and patient balancing cost and quality

Patient: Less stress and anxiety, more satisfaction

Staff: Empowered, valuable/knowledgeable team member

System: Compliant with regulations; patient safety is priority; 
fiscally sound

a Utilization review and discharge planning.

Table 30.1 Continued
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Decision-Making Involving Possible 
Transitions From the Acute Care Hospital
A critical decision-making juncture occurs in discharge planning 
from hospitals. Any decisions should be made in the context of a 
person’s overall values and goals. Many resources detail the com-
munication framework of appropriate goals of care conversations 
and elements of the conversation patients and families find most 
important.46–50 One review looked at outcomes of goals of care 
discussions and found six goals: to be cured, live longer, improve 
or maintain function/quality of life/independence, be comfort-
able, achieve life goals, and provide support for family/caregiver.51 
The first three goals may indicate a patient is not yet hospice-ready, 
but all six goals would be supported by palliative care. When a 
patient is ready to leave the acute care setting, transitions can be 

made to home with or without additional services, or to an inter-
mediate location, as listed in Table 30.2.

Numerous transitions occur throughout a patient’s care tra-
jectory both within hospital units and between settings, and all 
require a formal relay of patient/family information between 
providers (called a handover). As team members collaborate 
regarding care planning, they too should ensure that the next 
healthcare provider has a clear understanding of unmet goals of 
care and necessary follow-up. Failure to provide details related 
to the patients’ ongoing needs leads to adverse consequences.52 
Communication between the sending and receiving providers 
should follow a common plan of care and include a discharge 
summary with a problem list, baseline physical and cognitive 
functional status, documentation of patient goals and prefer-
ences (including advance directives), allergies, a medication list 

Table 30.2 Patient Goals, Medical Criteria, and Resources Needed to Transition to Post-Acute Care Settings56

Setting Description of Services Patient Goals Medical Criteria Resources

Home Healtha Skilled nursing, rehabilitation services, 
social work, home health aide 
performed by certified home health 
providers

♦ Desire to be cured/
live longer

♦ Desire to be home

Interventions can safely be provided 
in the home either by teaching 
patient/caregiver as taught and 
supported by a licensed, skilled 
home care agency.

If interventions are custodial in nature, 
a licensed agency may not be required

♦ Caregivers capable 
and available, either 
family or hired.

♦ Resources to 
support

Hospiceb Services are provided to terminally ill 
patients in any care setting. Includes 
bereavement and support services for 
caregivers.

♦ Desire to support highest 
quality of life possible over 
quantity

♦ Desire for comfort and 
support for self and 
loved ones

♦ Curative therapies are a 
greater burden than benefit

Terminal illness with prognosis of six 
months or less to live.

♦ Covered by 
insurance

♦ May be paid 
privately

♦ May qualify for 
services through 
charity directly from 
the agency

Rehabilitation and 
Therapy

Services are provided in any setting, 
but typically in an acute rehabilitation 
facility or a skilled nursing facility

♦ Desire to improve or 
restore functional status

Medically assessed functional 
improvement possible

♦ Covered by 
insurance

Long-Term Acute Care Care for the medically complex 
patients who require 25 days or more of 
inpatient care

♦ Acceptance that care is 
not possible in alternative 
level of care

♦ Desire or necessity to be 
outside of home at end of 
life

Serious medical conditions that 
require extended inpatient hospital 
stays. Complicated interventions 
such as dialysis, ventilator 
care, complex wounds, pain 
management, multiple intravenous 
medications

♦ Covered by 
insurance

Skilled Nursing Less intensity of care providing 24-hour 
a day skilled nursing care, rehabilitation 
services, and medical management

♦ Acceptance that care is 
not possible in alternative 
level of care

♦ Desire or necessity to be 
outside of home at end of 
life

Requires 24-hour skilled  
nursing care

♦ Covered by most 
insurances

♦ If custodial in 
nature only, limited 
coverage options 
unless Medicaid 
or long-term care 
insurance

Subacute Care Specialize in care for the medically 
complicated, stable patients who have 
medical needs that cannot be managed 
in a less intensive setting

♦ Acceptance that care is 
not possible in alternative 
level of care

♦ Desire or necessity to be 
outside of home at end of 
life

Frequently more stable than 
long-term acute. Requires complex 
needs such as ventilator weaning or 
extensive therapy prior to going home

♦ Covered by 
insurance

a Service is provided at home. b Service can be provided at home or in a facility.
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that reconciles home medications with present regimen, clear 
follow-up instructions for labs and appointments, and clear guid-
ance on warning signs and symptoms with appropriate contact 
information.53 Especially important, and often overlooked, is 
the capacity and willingness of the family to care for the patient 
at home.

An intervention engaging patients to take a more active role 
in their care, facilitating communication between settings with 
the assistance of a “transition coach,” was found to be effective 
in improving patient care and decreasing hospital admissions.54 
More significant transitions occur where the primary provider 
can change, such as when a patient enrolls in hospice. One study 
examining perceptions noted that patients and families felt aban-
doned from the loss of continuity with their providers and also 
felt a lack of closure. Nurses and healthcare providers did not feel 
abandoned but did note a lack of closure.55 Decision making for 
an ideal transition incorporates medical criteria and required 
resources, but in addition involves patients and families as part of 
the team and fundamentally uses patient goals to drive the level of 
care delivered.

Piloting a Care Coordination Pathway
Communication engagement among healthcare providers and 
the patient and family is the foundation for true patient- and 
family-centered care. What is less obvious and appreciated is that, 
taken together, competence, communication, connection, and 
coordination create the trust that is essential for the level of bio-
psychosocial complexity that is endemic to excellence in health-
care. In reviewing more than 700 case reports in which formal 
complaints were lodged at City of Hope National Medical Center 
(where we are employed), virtually all of the problems listed by 
patients or their families related to perceptions of inadequate com-
munication, coordination, and connection. We describe here the 
development of a pilot project of a care coordination pathway, a 
method of patient-care management of a group of patients during 
a defined period of time.

The aim of the project was to develop an evidence-based path-
way that fostered collaboration of the disciplines with the patient 
on a regular basis to stimulate an interprofessional level of team 
interaction, decrease care variation among providers, engage and 
empower the patient, and improve the quality of care delivered. 
First, two previous years of cystectomy patients at City of Hope 
National Medical Center were reviewed and compared to that of 
other cancer centers. The length of stay, readmission rate, reasons 
for readmission, and utilization of services and resources were 
analyzed. Patients who undergo cystectomy, similar to national 
figures, typically have a greater than 60% complication rate and 
greater than 30% readmission rate. Upon presentation of the sta-
tistics analyzed, the urology group discussed and agreed to the 
development of a care coordination pathway. An interdisciplinary 
team was convened with nursing, social work, patient education, 
case management, medical oncology, supportive care medicine, 
chaplaincy, pharmacy, nutrition, and urology representatives, 
with input from former patients, to develop a care pathway. The 
baseline challenges were lack of expertise in team-based models 
of care, initial resistance to change, lack of infrastructure for a 
nurse care coordinator, disciplinary silos with an interdisciplinary 
approach to care, and urologist rounding time of 7 AM.

The pathway begins with identification of a newly diagnosed 
bladder cancer patient (see Figure 30.1). The patient is screened 
prior to surgery for biopsychosocial issues that may impact his 
or her health. Next, patient communication preferences are elic-
ited and the patient is screened for initial goals of care involving 
advance directives. Problem-based biopsychosocial screening 
is performed utilizing a tablet-based platform (SupportScreen), 
which allows for real-time identification and triaging of the patient 
concerns, whether it is the desire for educational information in 
written or electronic formats, the desire for providers to know of 
symptoms that may need to be addressed, or perhaps an endorse-
ment of suicidal ideation where the system would page a social 
worker to come up immediately to assess the veracity of the con-
cern. Utilizing information from the SupportScreen and National 
Comprehensive Cancer Network criteria, the patient, caregiver, 
and urologist have a detailed conversation integrating the infor-
mation preferences and advance care planning concerns identified 
on SupportScreen as well as goals of care. The patient, family, and 
healthcare provider then decide on the best value-based treatment 
course for the patient (often the patient then proceeds to cystec-
tomy or adjuvant chemotherapy followed by cystectomy).

Preoperatively, the patient and family attend a new patient 
orientation class and meet the care coordinator. The care coor-
dinator performs the stoma marking (identification of the site on 
the skin where the surgeon creates an opening) and educates the 
patient and family on the pathway and procedure. In addition, the 
coordinator meets with the social worker regarding completion 
of an advance directive, further goals of care, and any barriers 
to treatment. With the case manager, the coordinator discusses a 
discharge plan, including caregiver assistance, discharge medica-
tions and supplies, and a standard medical workup with appropri-
ate medical clearances, labs, and X-rays. A lay patient navigator is 
available throughout the continuum of care to answer questions, 
remind patients of appointments, coordinate appointments, tri-
age for any specific needs, and guide the patient through the 
system.

The patient is then admitted the day of surgery, follows a stan-
dardized care plan with deviations documented in a progress 
note. Daily multidisciplinary rounds occur at the bedside with 
the urology and palliative medicine attendings, a case manager, 
nurse coordinator, social worker, urology fellow, urology mid-
level provider, and bedside nurse. When the model was originally 
implemented, each team member had clearly delineated roles and 
responsibilities and reported during bedside rounds. Over time, 
the daily discussion on rounds has led to an increased understand-
ing of each of the other disciplines’ roles and an increased aware-
ness by all members of the team of what must occur for the patient. 
With the urologist’s continued daily encouragement to the team, 
while in the patient’s room, to raise any issues of concern, team 
confidence has been built, and team members increasingly discuss 
concerns within and even outside their discipline, indicating they 
are starting to operate in an interprofessional fashion. Medical, 
psychosocial, nutritional, and educational needs are discussed 
with the patient during rounds along with daily patient goals, goal 
progress, and discharge plan. A whiteboard in the patient’s room 
is updated to reflect the outcomes of daily rounds and is used to 
communicate the information to all team members, including the 
patient and family. Upon discharge, patients are monitored closely, 
as they are at high risk for readmission. The care coordinator calls 
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each patient 24 hours after discharge, and patients return to the 
clinic 3 and 7 days following discharge, and then again at 3 weeks, 
where the family is screened to assess whether there are develop-
ing or existing concerns that may impact the support the patient 
needs in the postdischarge period.

In addition to the assistance rendered by the nurse care coordi-
nator and healthcare team, patients often have home health needs. 
The major home health agencies caring for cystectomy patients are 
engaged and provided specific hands-on training in urostomy care. 
They are notified to observe for potential red flags and are provided 
with direct lines of communication with the urology healthcare 
team to ensure optimal collaboration and the ability to quickly 
convey any concerns while caring for the patient. Similar training 
is done with the triage nurses. Quality metrics including length of 
stay, postoperative complications, readmissions, pathway adher-
ence, and patient satisfaction are tracked and regularly assessed. 
Team huddles with team members occur weekly and, when needed, 
to address issues, concerns, modify practice, and build cohesiveness.

City of Hope has been successful in obtaining hospital and pro-
vider support, developing a collaborative multidisciplinary team 
for cystectomy patients. The triage nurses indicate that the volume 
of calls since pathway inception has decreased and that patient 
education and communication has been much more effective, as 
patients have a much better understanding of the procedure, type 
of diversion, and care techniques. Early analysis also shows a trend 
toward decreased readmissions and increased patient satisfaction. 
Furthermore, advance directive completion rate has increased from 
a baseline of 38% to 68% in the 6 months of the pathway. In addi-
tion, there has been post-pathway implementation of direct referrals 
from the urology service to hospice. Historically, patients would 
first transition to medical oncology and then proceed with hos-
pice. The direct referral from urology indicates an enhanced level of 
communication and patient-centric care. The biggest challenge has 
been establishing and maintaining a high functioning team. This 
entails changing the current way of practice and the current culture 
and remembering that competent, caring, connected profession-
als can coordinate activities on the basis of clear communication, 
which allows delivery of the best care possible to patients.

Conclusion
Communication is a key component to delivering quality health-
care. A patient-centered communication model insures that the 
patient, family, and provider share in the decision-making; an 
interprofessional team coordinates care to treat the whole per-
son from diagnosis throughout the transitions in care that follow. 
Both tenets are key to insuring the best possible healthcare for the 
patient and the family in an increasingly complex and overly bur-
dened healthcare environment.
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CHAPTER 31

Trust, Hope, and Miracles
Rhonda S. Cooper, Louise Knight, and Anna Ferguson

Introduction
The oncologist requested that the palliative consult team see a 
41-year-old leukemia patient whose disease had recurred after 
numerous rounds of chemotherapy and only a brief period of 
remission. During a lengthy consult with the oncologist, the 
patient and her longtime partner had been advised that all avail-
able treatment options had been exhausted, except for the pos-
sibility of a Phase I  trial. The oncologist also had spoken to the 
patient about hospice service availability. With little hesitation, 
the patient and her partner replied, “We will consider the trial, 
although frankly, we are hoping for a miracle.”

No scenario occasions the discussion of miracles like that in 
which a healthcare provider presents to a patient the choice of 
either hospice services or a Phase I trial. While the offer of the trial 
extends the active treatment options beyond additional standard 
protocols, it offers the least certainty of success of all the clinical 
trials. Offering some reassurance and hope for many patients, in 
Phase I trials the drug is being tested for the first time in humans 
to find a safe dose and explore toxicity.1 For the informed patient, 
therefore, the hope for a miracle is a poignant, reality-based 
response to the situation since the expected outcome is that the 
trial will not extend the patient’s life and may even shorten it.

Regardless of the clinical decision in this scenario, the health-
care provider is, in essence, advising the patient and her family 
of the probable terminal nature of the patient’s disease. In this 
instance, the palliative team should further explore the range of 
options (hospice care or clinical trial) with the patient and her 
partner. In the process, the team needs to encourage them to 
talk about their feelings, including their hopes and fears, as well 
as encourage them to plan for the future should the leukemia 
prove fatal.

Fortunately, in this case, the physician, palliative nurse, and 
social worker had met previously with the patient for symptom 
management concerns, and the palliative chaplain had met the 
patient and her family during a previous admission. The entire 
team was well aware of the patient’s need to be heard and under-
stood and had built an empathic relationship that had given 
attention to the patient’s affective needs as well as her need for 
objective information. A  relationship of trust had been estab-
lished, so that the patient felt confident that the healthcare team 
would respect both her decisions and her religious beliefs. “We 
know God can do this,” the patient said with conviction, “and 
we just need the doctors not to give up hope. We fully expect a 
miracle to happen.”

Many people, including healthcare providers, believe that 
miracles can and do happen, even in the most traumatic of inju-
ries.2,3,4 Some writers note that the belief in miracles is based in 
irrationality, meaning that something will occur despite the laws 
of science.5 Others frame the belief in a miracle as a statement of 
faith or piety, since the holy texts and traditional writings of many 
religions contain reports and stories of miraculous occurrences. 
Daniel Sulmasy, a practicing physician and former Franciscan 
friar, has contributed notably to this discussion on the role of 
religious faith.6,7,8 For many people, medical interventions are 
conduits of divine and otherworldly healing energy; and medical 
practitioners are a “heaven-sent” instrument of divinely empow-
ered healing.

While most patients enter treatment with hearts full of hope, 
the hope for a miracle may also be the cri de coeur in the face 
of uncertainty and existential distress. In other words, a mira-
cle becomes the ultimate treatment option when all others have 
failed. For the distraught parent, child, spouse, or partner who 
cannot imagine life without his or her loved one, the hope for a 
miracle is a reasonable option. Besides, who can positively assert 
that miracle cures never happen? Patients intuitively understand 
that healthcare providers “have no particular ability to determine 
the actual chances that a miracle will occur.”9(p582) In fact, for a 
patient who may be facing the threat of losing his or her life, or a 
caregiver losing a beloved family member or friend, the hope for 
a miracle may come from a place of grief and distress as well as 
sincere religious faith.

The related topics of trust, hope, and the expectation of a mir-
acle, whether rooted in a sincere belief in divine intervention or 
as a visceral response to the anxiety of uncertainty, is explored in 
this chapter, along with palliative team response strategies. Indeed, 
some have pointed out that an archaic definition of hope is trust, or 
reliance, as in the expectation that something will happen for the 
good and that there is something or someone who may be able to 
help.10 Further, hope in relation to illness or infirmity is considered 
to be a commonly utilized, if not a primary, coping strategy.11–13

While the equation of hope with trust may be relevant in certain 
cases, we contend that trust is a “preexisting condition” and that 
hope is much more than a coping strategy. The capacity for trust 
is a psychological reality that all parties bring to the relationship 
from the outset. This trust baseline, which is rooted in the attach-
ment bonds developed in a child’s early life experiences with his 
or her primary caregiver,14 likely sets the stage for the entire tra-
jectory of the patient–caregiver–provider relationship. That said, 
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trustworthiness may be fostered and built over time as the care 
relationship itself develops.

In this process of relationship-building, hope holds great prom-
ise as a reliable and fitting way for healthcare providers to frame 
the palliative conversation, from the very beginning of treatment 
to the conclusion of the patient–family–provider relationship. 
Rather than being a flashpoint for conflict, the hope for a miracle 
has the potential to engender a deeper provider–patient/family dis-
cussion about their hope. Indeed, the introduction of the possibil-
ity of a miracle cure, despite all medical evidence to the contrary, 
may be embraced by the healthcare provider as an invitation to 
initiate or advance the conversation about hope in the context of 
a trustworthy relationship. The provider’s willingness to enter into 
such a discussion takes courage, sensitivity, and a commitment to 
patient partnership, components upon which palliative communi-
cation inarguably is built.

As the case is built for these contentions, this chapter explores 
the notable challenges presented to the palliative care pro-
vider: namely, issues of trust occasioned by psychosocial and/or 
cultural predispositions, as well as issues of power inherent in the 
patient–healthcare provider relationship. This chapter acknowl-
edges the possible reasons for the patient or family’s belief in a 
miracle in the dialectical framework of hope and denial, while the 
case of the African American community is explored as an exam-
ple of the delicate interplay of trust, power, and religious sensibili-
ties. The healthcare provider’s strategies for responding in ways 
that continue the palliative conversation, rather than forestall it, 
are discussed, notably through the conversational AMEN proto-
col. Finally, the conversation framed by hope is exemplified as a 
worthy endeavor for the palliative care provider who is committed 
to person-centered and family-focused care.

Trust as a “Preexisting Condition”:  
The Psychosocial Reality
Healthcare providers, when working with a patient and his or her 
family, must remember that they are working within the positive 
and negative experiences of the patient’s lifetime. The provider 
may represent to the patient or family all past healthcare provid-
ers, all in authority, or all who control some aspect of the patient’s/
family’s lives. When a person seeks healthcare, he or she brings to 
the relationship each and every life experience, his or her premor-
bid health behaviors and emotions, and other individual character 
traits. Likewise, healthcare providers contribute the same to this 
newly formed relationship. The healthcare provider must recog-
nize this reality, a critical component of self-awareness and the 
development of skills to monitor one’s level of engagement with 
the patient and family.

Unrecognized feelings and emotions, including those around 
trusting or being trusted, may distort how the healthcare pro-
vider interprets a clinical encounter as well as adversely affect 
patient–provider communication.15 In the case of the hope for a 
miracle, providers can personalize the perception that the patient/
family has lost faith in their ability to prognosticate or provide 
appropriate treatment and set off a chain reaction of negative 
responses. While the content of the discussion is about the dis-
ease and treatment, the healthcare provider may internalize the 
discussion as a personal failure. Internal and external pressures 
within the healthcare system can drive this perceived internal 

failure as can the provider’s lifelong experiences that are brought 
to the relationship.

In the formation of the healthcare relationship, each party tests 
the other on varying trust levels starting with the simplest, for 
example, the return of a phone call, to the most complex, includ-
ing treatment planning and outcome discussions. In this context, 
trustworthiness is built as an emotional and intellectual joining 
within a relationship. Behaviors, language, attitude, tone, and 
nonverbal communication play a role in the development of trust 
within the patient/family and healthcare provider relationship. 
Within this fragile dynamic, demonstrated behaviors of trustwor-
thiness by the healthcare provider solidify the relational founda-
tion. In turn, these behaviors set the stage for the conversational 
exchange around treatment planning, disease prognosis, and 
healthcare goals, which will occur within the provider–patient 
trust framework.

The use of self is an important concept in all healthcare provid-
ers’ practices, whether as chaplain, social worker, nurse, or physi-
cian. Every discipline has its own knowledge base and competence 
measure, and all healthcare providers practice the art of healing. 
Indeed, every healthcare provider, to be most effective, uses his 
or her emotional resources and personal life experiences to con-
nect with patients, learn their stories, formulate assessments, and 
support them throughout their illness trajectory. Self-awareness, 
therefore, enhances a provider’s effectiveness, regardless of his or 
her team role, especially when caring for people who have signifi-
cant disease burden, physical or emotional distress brought about 
by symptoms, and/or anxiety as a result of facing end-of-life issues.

The way a person responds to an illness or provider is not 
determined solely by the illness or the personalities involved but 
instead by the entirety of who the patient is. Everyone, includ-
ing the healthcare provider, has an outlook, values, or worldview 
that impacts the way he or she experiences and makes meaning of 
his or her illness.16 The palliative care provider should be aware 
of the patient’s capacity (or lack thereof) to trust the providers. 
Accordingly, the healthcare provider can resist the tendency to 
personalize the emotional issues unconsciously brought to the 
relationship. However, the provider also must be aware of the 
trust issues he or she brings to the relationship. All parties in the 
patient–family–provider triad (or dyad, as the case may be) play a 
role that may well be influenced by psychosocial realities beyond 
the immediate encounter.

If the healthcare provider is not aware of his or her own core 
beliefs, values, family of origin influences, gender issues, socio-
cultural influences, especially around trust, he or she may be 
nonplused by the unconscious redirection or shift of emotions 
from a person in the patient’s life to the provider. Similarly, the 
healthcare provider may unconsciously redirect some of his or her 
feelings toward the patient and become emotionally entangled in 
ways that do not benefit the caregiving relationship. These trans-
ference and countertransference issues are part and parcel of 
the intense caring relationship occasioned by life-threatening or 
chronic illness, and only through self-awareness can the provider 
understand and manage these dynamics in a helpful way.

As an example, the difficult patient may be so labeled more as 
a result of the healthcare provider’s unrecognized/unacknowl-
edged issues than as a result of the patient’s issues.17 While some 
patients clearly have psychiatric or psychological issues that affect 
the patient–provider relationship, healthcare providers may have 
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emotional reactions to certain patients because of their own 
biases. Similarly, a healthcare provider of any discipline may label 
as religious ideation a person’s hope for a miracle in the face of 
seemingly incontrovertible evidence, thus preventing his or her 
own ability to communicate an empathetic acknowledgement and 
response to a patient’s hopes and fears.

By being self-aware, providers understand how they impact 
the relational dynamics, thereby setting the stage for the 
patient–family–provider relationship trajectory from beginning 
to end. For example, if a healthcare provider has unresolved feel-
ings about death, dependency, vulnerability, or loss of control or 
a hesitancy to give bad news for fear of the response, he or she 
may unknowingly fail to be empathetic. The provider’s response 
will depend on his or her personal history of responding to diffi-
cult situations. Based on a person’s life experience and unresolved 
personal issues, he or she may create distance between himself/
herself and the patient or may become overinvolved and foster an 
unhealthy emotional dependency between himself/herself and 
the patient. Lack of self-awareness will impact a healthcare pro-
vider’s ability to foster trustworthiness by his or her presence or 
demonstrate sincere concern for the well-being of the whole per-
son, a hallmark of good palliative care.5

Issues of Power
Quality palliative care is resolutely person-centered as well as 
family-focused and prizes communication and patient involve-
ment, even partnership, in care discussions and decisions.18 In the 
medical context, regardless of the provider’s affability or open-
heartedness, the provider generally sets the relationship tone and 
parameters. Past research suggests that, in general, patients speak 
less than healthcare providers during meetings or consults and 
mainly in response to provider questions.19 Indeed, one study 
found that in professional conversations with physicians, parents 
of pediatric patients under the age of 13 asked questions or gave 
their opinions in an assertive manner, as in disagreement with the 
physician or making a recommendation, in less than 10% of their 
utterances.20

During challenging conversations that are part of the care of 
patients with chronic, incurable, or terminal diseases, the “mir-
acle question” often arises. Experience shows that the healthcare 
provider rarely welcomes this as part of the discussion about 
end-of-life matters. The authors contend that the healthcare 
provider’s power, both of status and interaction, is a factor in 
communication with the patient or family, including that of the 
palliative intervention, since “power relations are always relations 
of struggle.”21(p72) Therefore, a rudimentary understanding of 
language and power may be instructive in terms of palliative care 
communication, especially when the conjoined subjects of hope 
and miracles emerge or become problematic from the healthcare 
provider perspective.

Status-based power refers to that of the person who is in con-
trol of the destiny of another by virtue of position or role. The 
provider’s uniform or white coat, along with his or her title, signi-
fies this type of power in the healthcare setting and is undeniably 
connected to the healthcare provider’s interactional power as well. 
Generally the provider not only has more to say but also controls 
the content being discussed, topics introduced and developed, 
and is the one whose opinions take precedence.22 Even with the 

best of intentions, the healthcare provider controls the floor, while 
the “difficult patient” is one who often is described as “talking too 
much,” “always changing the subject,” or “in denial” about some 
aspect of the information being discussed.

In relation to the hope for a miracle, we suggest that on a 
conscious or unconscious level, some patients/family members 
attempt to shift the balance of power in a difficult conversation 
by introducing assertions that presumably are outside the health-
care provider’s comfort zone, including the belief in miracle heal-
ing or other similar statement of faith. This shift may be a clue 
that the patient does not feel involved or engaged, that shared 
decision-making is not felt,23 or that the patient is simply resis-
tant to the information being presented as it relates to disease pro-
gression or the lack of treatment options available. Regardless, it 
behooves healthcare providers to recognize the power dynamics 
at play, so that they will not unknowingly marginalize or mini-
mize the patient’s contribution to the conversation or take per-
sonally the miracle comments as a statement of distrust in their 
competence.17

The Miracle Hope in the Context of Hope 
and Denial
Whether as a conscious or unconscious attempt on the part of the 
patient/family to shift the balance of power, or as a sincere expres-
sion of religious piety, or simply as an existential “gut response” to 
uncertainty and distress, the patient/family often introduces the 
hope for a miracle into discussions with providers. In the open-
ing case scenario about the leukemia patient whose disease had 
relapsed, the patient/family member raised the hope for a miracle 
at a point at which continuing treatment was being offered. The 
miracle discussion becomes more problematic for the healthcare 
provider when a challenging conversation is taking place about 
end-of-life decisions such as discontinuing aggressive treat-
ment, allowing a natural death, or using extraordinary means to 
extend life.

At these poignant times, the provider often interprets the patient 
or family’s hope for a miracle as a way to “prolong the inevitable” 
or as denial that further medical treatment will not be effective 
or life-enhancing. The healthcare provider faces the contradictory 
pressures to treat the patient both as an “object” to be fixed, in 
terms of his or her disease, and as a “subject,” a person with feel-
ings, beliefs, hopes, and fears.24,21 Hope and denial remain in play, 
alongside each other, during every interaction along the trajectory 
of both the disease progression and, as this chapter suggests, the 
patient–provider relationship itself.

Oftentimes, the healthcare provider uses the phrase “false 
hope” to dismiss or diminish the patient’s or family’s hope for a 
miraculous cure in the face of insurmountable medical challenges. 
A belief in miracles may result in the continuation of nonbenefi-
cial treatments that prolong death rather than uphold life;25 how-
ever, the person who sincerely trusts in a higher power or divine 
interventionist possesses a worldview that believes there is more 
to life than meets the eye. If healthcare providers diminish or dis-
count this belief, they may be setting themselves in opposition to, 
or competition with, the higher truth or supernatural reality that 
the patient embraces and trusts.

False hope must be considered in light of who judges what is 
true and false. In terms of the aforementioned power dynamics, 
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generally the one in power is the one naming or defining the fal-
sity or trueness of the specific hope, which rarely advances either 
the conversation or the relationship of trust. For instance, the 
patient who hopes for a miracle may respond to the healthcare 
provider: “You have to understand, we are people of faith,” as the 
healthcare provider communicates skepticism or impatience. For 
whether the healthcare provider grasps it or not, a person’s belief is 
generally based in logic, whether that belief is in a divine presence 
with power over the natural world or in the possibility of divine 
intervention leading to a miraculous outcome that defies science. 
In other words, the patient believes not in the miracle per se but 
in the power of the subject/object of his or her faith to intervene.

The patient’s or family’s insistence on a miraculous cure also 
may be a “necessary rest-stop” on the road to acceptance of what is 
to be.26 Mental health professionals have long known that denial 
may be an adaptive coping strategy, if it gives a person time to 
adjust to a distressing life change or painful issue, such as that 
occasioned by a serious illness. Indeed, denial is common in the 
face of life-limiting or incurable disease.27 The idea of the rest-stop 
on the way to acceptance is one way to imagine this, in that the 
image is congruent with the idea of denial as a coping strategy. 
Without respite a person may be unable to persevere in the face 
of what may appear to be insurmountable physical or emotional 
challenge. Without a pause, some people are not able to reflect 
meaningfully on the implications of their circumstances.

A particularly vexing situation arose in a critical care unit in 
which the husband of an intubated patient who was dying from 
a lung infection insisted, based on his religious faith, that the 
extraordinary measures medically supporting his wife not be 
withdrawn. His reason was, in part, because he and his faith 
community were trusting God for a miracle healing. He was con-
vinced that it was not time for his wife to die, for she had recently 
been elevated to a position of authority within their community, 
and her heart’s desire was to fulfill that responsibility and role. 
The healthcare team explained the medical situation to this man 
many times and threw up their hands figuratively and literally 
in rounds, repeatedly asserting that this patient’s spouse was “in 
deep denial.”

Interestingly, the patient’s husband was having a parallel dis-
cussion with the hospital chaplain about such practical items as 
how to choose a funeral home and when to notify the patient’s 
family, who lived several time zones away, to come to the bedside 
to say their good-byes. He was processing his feelings of antici-
patory grief with the chaplain as well as exploring his religious 
commitments in light of the circumstances. His greatest concern 
clearly was to advocate faithfully for his wife with the healthcare 
team and at the same time practically prepare for the loss of his 
beloved spouse. The chaplain assessed that the man was not deeply 
in denial, although he did express seemingly contradictory expec-
tations about the outcome of his wife’s illness. On the one hand, he 
said he believed that God could “work a miracle” and heal his wife; 
on the other, he believed that this outcome was not likely given her 
medical condition.

Sometimes a patient or family member maintains two perspec-
tives that appear to the healthcare team to conflict.28 The family 
member, for instance, in fulfilling his or her role as the patient’s 
advocate with the healthcare team, will insist on the best care 
possible or “everything that can be done,” so that a miracle might 
have the time and space to occur. The family is attempting to live 

out their core religious belief in a divine power that has the ability 
to intervene for the good. At the same time, the family member, in 
his or her role as a practical family caregiver, is considering how 
to accept what he or she innately fears will happen and how the 
unknown future will unfold for himself/herself and other family 
members.

This creative tension between hope and denial is explored in the 
work of Steve Nolan, a palliative care chaplain.29 Chaplain Nolan 
builds on a model of hope development espoused by Rumbold,30 
who earlier incorporated psychiatrist Avery Weisman’s review 
of the defenses that dying persons use to ameliorate the anxiety 
aroused by their impending death.31 Drawing on these two theo-
rists, Nolan explores the interplay between hope and denial and 
joins Weisman in his suggestion that each instance or level of 
denial has a corresponding acceptance level. In other words, each 
level of denial yields, when impossible to sustain, to an acceptance 
of a new reality in which the individual is living. With respect to 
Rumbold, he continues, “hope is, by definition, always associated 
with, and sustained by, denial and acceptance.”29(p24)

With this in mind, Nolan concludes that “stealing denial is a 
maleficent act that healthcare providers should resist, no mat-
ter how much they feel that the person for whom they are caring 
needs to face up to reality.”29(p25) This insight is relevant in the 
case of the patient who is religiously grounded, as well as the one 
who does not have a specific faith preference. For just as denial 
may yield to acceptance, so also patient and provider hopes alike 
may evolve and change along with the understanding of cure and 
healing.

A Case in Point: The African  
American Community
A fact well known to the hospice and palliative care community 
is the general underutilization of palliative and hospice services 
by the African American population, including both Christian 
and Muslim adherents.32 Barriers have been explored, including 
history and heritage, religion and spirituality, education, bioethi-
cal issues, breach of trust, and health policy; and work groups 
have been formed to address the situation. The issues of trust 
and spiritual/religious hopes, including for a divine intervention 
such as a miracle, are inextricably related. The person-centered, 
family-focused healthcare team should be aware of these.

Some studies have concluded that cultural mistrust of medical 
care appears to have significant influence on the attitudes and deci-
sions of African American patients in the case of advance direc-
tives and other end-of-life matters.33 In urban areas of the United 
States, where the majority of population may be non-Caucasian, 
the Caucasian minority will likely comprise the dominant cul-
ture. In other words, the segment of the population that holds 
most of the decision-making power and exerts the greater eco-
nomic weight will be Caucasian. In healthcare settings, the fact 
that the majority of the administrators are not persons of color or 
female—rather, are primarily Caucasian and male—demonstrates 
who holds the power both in the management and delivery of ser-
vices. These factors give us clues as to why African Americans may 
mistrust healthcare providers.

Add to this dynamic that of the aforementioned provider–patient 
power struggles. Whether valid or not, many providers will intuit 
or feel African American patients’ or families’ distrust—especially 
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healthcare providers new to the family. A relationship formed in 
distrust will quickly fail or be minimally productive. At the medi-
cal center where we serve, the case is well known in the commu-
nity of Henrietta Lacks, an African American woman of humble 
means who died of cancer in 1951. Healthcare providers harvested 
samples of Lacks’s tissue without her permission. Thereafter, these 
providers cultured the samples in a laboratory and then bought 
and sold them for research purposes; they survive as the HeLa 
cell line to this day in medical scientists’ laboratories around the 
world.34

African Americans’ experiences with the US healthcare sys-
tem, which includes segregated hospitals, breaches in trust such 
as mentioned, and a legacy of poor access, may explain why many 
African Americans do not take a healthcare provider’s pronounce-
ment at face value, especially regarding the use of extraordinary 
measures to extend a critically ill person’s life.35 Our checkered 
history in the United States may lead the patient and/or family to 
insist that “everything be done” regardless of the medical facts of 
the case. In this and other situations, distrust (by the patient and/
or family) as a “preexisting condition” is a lived reality for many 
healthcare providers, in particular the feeling that palliative and 
hospice care will be of a “second order” or less than would be pro-
vided for non-African American patients.

The African American community is also, by and large, more 
religiously oriented than other cultural groups in the United 
States, including Asian Americans and Caucasian Americans.33,36 
An interesting study that characterizes the physician as “God’s 
mechanic” reviews spiritual practice and beliefs in rural south-
eastern states, including a significant African American popu-
lation. The results show that 80% of respondents to a telephone 
survey said that they believed God acts through physicians to cure 
illness, and 40% believe God’s will is the most important factor in 
recovery. Most people (87.5%) expressed belief in religious mir-
acles, including healing of illness.37 This predisposition to view 
healthcare providers through the lens of a theocentric faith, along 
with a belief in God’s ability to perform miracles, may well set the 
stage for palliative care resistance that seemingly diminishes the 
care level or “gives up on God.”

A notable exception may be found among African Americans 
who belong to the Jehovah Witness faith, comprising between 
20% to 30% of the church’s membership in the United States. 
Although Jehovah Witnesses are known in healthcare settings 
for their refusal of most blood products on religious grounds, less 
well known is the church’s emphasis on completing and regularly 
reviewing advance directives. The document is often reduced to a 
wallet-sized card and attached to the back of the driver’s license, 
in the hope that instructions will be found in a medical emergency 
about the person’s end-of-life decisions, medical proxy, and pref-
erences regarding blood products. Jehovah Witness theology also 
teaches that God does not perform miracles in the present day, 
medical or otherwise, so a devout, informed Witness would not 
express this hope.38

Healthcare providers who may be confounded or frustrated by 
an African American patient’s or family’s perceived mistrust in 
them, or their deep resistance to palliative and hospice discus-
sions, should resist personalizing the distrust. Palliative care pro-
viders also must resist the temptation to minimize the resistance 
by attributing it solely to denial or false hope or communicate a 
less than respectful attitude toward an individual’s cultural or 

religious beliefs. A mindfulness of a patient’s or family’s religious 
sensibilities, including the belief that only God gives or takes away 
life, will help healthcare providers resist putting themselves in 
competition with the God of the patient’s understanding. Why? 
Because everyone knows who will win that contest, at least in the 
patient’s or family’s mind.

Communication Strategies:  
The AMEN Protocol
Adherents of many religions in various cultural settings believe in 
miraculous medical recoveries or cures, including Islam, Judaism, 
Buddhism, and Christianity. Even within these religions, a spec-
trum of belief exists in the probability of miracles occurring. The 
cultural preferences and setting, as well as the depth of adherent’s 
religious practice, may all affect a patient’s hope for a miracle in 
the face of serious illness. Healthcare providers who are non-
plused by the patient or family who expresses hope for a miracle 
in response to bad news about the prognosis or treatment outcome 
may do well to consider a communication strategy called AMEN39 
(see Box 31.1).

The goal of person-centered palliative communication is stay-
ing engaged, especially in the midst of challenging conversations 
about terminal, chronic, or life-limiting illness, during which 
patients’ religious beliefs are discussed, namely, those that involve 
the hope for a miracle. As mentioned earlier, there is a difference 
between trust and trustworthiness. While trust is a “preexisting 
condition,” the provider who has created a safe space of hearing 
the patient and family and their concerns also has created a trust-
worthy space. Tolerance is not enough in this case, since tolerance 
is merely a passive response to a difference. More critical than tol-
erance are the tools of humility and respect for the patient’s/fam-
ily’s lived experience and background.

In light of the goal of remaining engaged with patients and fam-
ilies, a conversational protocol called AMEN may be helpful. The 
tool can help normalize what is often viewed as solely religious by 
framing it in the concept of hope. When the patient or family and 
healthcare provider do not share the same religious beliefs and 
attempt to engage in a theological discussion or disputation, they 
disrupt the provider–patient communication and compromise the 

Box 31.1 AMEN Protocol39

♦ Affirm the patient’s belief. Validate his or her position: “Ms. 
X, I am hopeful, too.”

♦ Meet the patient or family member where they are: “I join you 
in hoping (or praying) for a miracle.”

♦ Educate from your role as a healthcare provider: “And I want 
to speak to you about some medical issues.”

♦ No matter what; assure the patient and family you are com-
mitted to them: “No matter what happens, I will be with you 
every step of the way.”

Cooper RS, Ferguson A, Bodurtha JN, Smith TJ. AMEN in 
challenging conversations: Bridging the gaps between faith, hope, and 
medicine. J Oncol Pract. July 2014;10(4):e191–e195.
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relationship—possibly to the detriment of the patient’s well-being 
and comfort.

The heart of the AMEN protocol is the commitment to joining 
rather than placing more distance between patient and provider. 
Note the emphasis on the use of the word “and” rather than “but” 
in the response of the provider. Even a “yes, but” is a token join, 
in that the “but” expresses a contradictory opinion that fails to 
address the person’s ideas who has just spoken their opinion or 
hope.40 The word “but” dismisses the patient or family member 
who has spoken of his or her hope for a miracle. Furthermore, the 
protocol and its movement toward joining and assuring patients 
of remaining with them “every step of the way” abrogates the 
responsibility of the healthcare provider to engage on a theologi-
cal or religious level.

The concept of nonabandonment of the patient by the healthcare 
provider has been shown to provide hope for patients entering pal-
liative breast cancer care.41 How physicians communicate is often 
as important, or more important, than what they communicate.5,42 
Providers’ communication should reassure patients that they will 
not be alone as their disease progresses or distressing symptoms 
persist and provide reassurance and the certainty of continuing 
care. The challenge for healthcare providers, of course, is in the 
realistic ability to meet their own goal of nonabandonment, espe-
cially in the case of the patient who transitions to hospice care. 
With this in mind, providers may prefer to speak of the healthcare 
team’s commitment: “We will be with you, every step of the way,” 
thereby symbolically enlarging the circle of care for the patient.

An experienced palliative care nurse shared that the subject of 
divine intervention often became an issue in the cardiac center 
where she cared for patients. She also confessed that she quickly 
changed the subject when it did, even though she was a religious 
person herself. After a presentation on the AMEN protocol, she 
reported that the very next day a patient responded to news of 
his disease progression with the assertion, “I hear what you are 
saying, but I believe I will be cured by a miracle.” This time, how-
ever, the nurse felt empowered by the protocol to say, “I join you 
in your hope for healing, and I respect your faith. I also want to 
be faithful to my role as a nurse and share some information as we 
make some decisions about your care. Remember, we are in this 
together, all the way.”

With the AMEN protocol, the palliative care provider steps out 
of the provider role for a moment and responds as a human being, 
whether he or she is a religious person or not. The use of “and” 
signifies two people in conversation and signals a momentary sus-
pension of the power dynamic. After all, healthcare providers also 
are hoping for cure, remission, and relief from suffering for their 
patients, are they not? Providers also are able to clarify their role, 
as did the palliative care nurse in the aforementioned scenario, 
and speak from that perspective. The reassuring statement of non-
abandonment will, in fact, facilitate hope, albeit an evolving or 
changing set of specific hopes. When healthcare providers join the 
patient or family as a person, they do not give false hope—on the 
contrary, they recognize that hope is real, hope is energizing, and 
hope is at the center of healing.

Hope Reimagined
Sometimes the palliative care provider may best respond to the 
expectation for a miracle healing with the simple invitation, “Tell 
me more about the miracle.” This allows the healthcare provider 

to accept the invitation to engage in a deeper conversation about 
hope, since the courageous palliative care provider is the one who 
will walk through the portal provided by the “miracle conversa-
tion” and continue the conversation about hope. Challenging 
conversations will always be challenging conversations, yet the 
self-aware provider will not be thwarted by his or her own biases, 
anxieties (e.g., about loss of health or death), or issues.

A patient with refractory leukemia had endured months of gru-
eling, life-limiting treatments and lengthy hospital admissions. 
As a person with a well-known religious commitment, from the 
first consultation with his physician the man had shared his belief 
that God would heal him. “God is in control,” he would say, “and 
my family and I are claiming a miracle, no matter what the doc-
tors say.” Although all the healthcare providers patiently listened 
and were tolerant of his evangelistic fervor, the healthcare team 
shared an unspoken understanding that the treatment options 
had become wholly ineffective, even as the patient’s level of physi-
cal suffering was increasing.

One day, the chaplain was informed that this patient was express-
ing a high level of diffused anger at every healthcare provider who 
entered the room, including his nurses, the dietary staff, and the pri-
mary care team. When the chaplain engaged the patient and asked 
him why he was angry, he was clear: “I’m angry because I have hoped 
and prayed for a miracle, and it is just not happening. I am not get-
ting better. I am getting worse.” After a time of respectful silence, the 
chaplain quietly asked, “Bob, what is your back-up hope?”

Almost ref lexively, the patient responded with a list of 
hopes—for discharge from the hospital to the hospice near his 
home, for food that he enjoyed, for the opportunity to make his 
own funeral plans. He spoke as if he had been freed from the bur-
den of the hoping for a miracle and empowered to express and 
bring to fulfillment the more mundane, realizable hopes. He 
related to the idea of the back-up hope in a way that surprised the 
entire healthcare team, and indeed he soon was transferred to a 
hospice facility where he was surrounded by loved ones and car-
ing staff. He died peacefully three days later, after making his own 
funeral plans and leaving his two sons with his parting wisdom.

A reimagining of the concept of hope, as a present-oriented 
endeavor rather than solely future oriented, may help the pallia-
tive care provider navigate the conversation as well as assist the 
patient to stay grounded in the present. Hope as an essential attri-
bute of being is that which may energize and motivate a person to 
live as well as possible in the present day. Hope for the person with 
an incurable and life-limiting disease may be allowed to trans-
form from a hope for recovery to a hope beyond recovery,29 thus 
allowing sadness, as well as resolve, to coexist with hope. As the 
family of the aforementioned patient said at the memorial service, 
“Bob trusted God with his life and with his death. God is always in 
control. The miracle happened. Bob truly was healed.”

Sometimes healthcare providers are concerned that a person 
will lose their faith when the hoped-for miracle cure does not 
occur. Similarly, they are reluctant to fully disclose to the patient 
the terminality of his or her disease, because the healthcare pro-
vider is fearful that the patient will lose hope or be unable to 
cope.43 Smith et al. found the inverse to be true:  that the more 
honest and clear information patients received, the more hopeful 
they were able to be. The authors attributed this to the patients’ 
ability to plan their daily life intentionally in the context of know-
ing their time may be limited.44
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Individuals often prove to be more spiritually resilient than 
one might think. The negative predictions, or fears, on the part of 
healthcare providers, that a patient or family will lose their faith, 
hope, or ability to cope when a miracle healing does not occur do 
not take into account this resiliency. For one thing, “expectation is 
not based solely on some objectively demonstrable external real-
ity, but on what persons believe the reality to be.”27(p236) In addi-
tion, faithful people, those who are devout in their religious faith, 
generally find a way to make meaning of their circumstances, as 
in the case of patient Bob. Consciously or intuitively, they are able 
to reframe their healing and hope understanding, as patient and 
provider alike are challenged by hope to expand their understand-
ing/definition of healing.

The Conversation Framed by Hope
In light of the understanding of hope as both future- and 
present-oriented, the Hope Project has been introduced at the 
comprehensive cancer center where we work. A goal of the project 
is to encourage physicians, nurses, social workers, chaplains, and 
other members of the healthcare team to ask from the beginning of 
their relationship with a patient the open-ended question: “What 
are you hoping for?” This simple yet thought-provoking query 
then can serve as a cornerstone for current decision-making, 
future conversations, and the patient–provider relationship as a 
whole. Hope can become the common ground and the place where 
everyone has an equal voice.

The world of oncology, for better or worse, tends to be suffused 
with military metaphors. This language is heard at all levels—from 
patients, to staff, to families. Cancer is spoken of as an enemy, 
patients as warriors or fighters, chemotherapy as “the big guns,” 
t-cells as generals, and treatment as the fight or battle. At the time 
of diagnosis, most people share the same hope that the battle can 
be won and the cancer cured. Then, when patients feel they are at 
war, which many do, discussing hope with them can be like bring-
ing in the Red Cross. Discussing hope is humanitarian aid:  the 
box of rescue supplies that arrives in a war-ravaged place.

The contents of that box alone may not cure or solve a single 
problem people have, but its very arrival brings a life-sustaining 
message—and that message is that we as providers know that the 
war has taken so much from the patient, but it has not taken his 
or her humanness, and that humanness has not been forsaken or 
forgotten. Further, it is an opportunity to humanize the conversa-
tions that are to follow, whether about treatment protocols, prog-
nosis, or progress. For even when the “big hope” for cure is not 
realizable, healthcare providers can simultaneously allow patients 
and families the space to grieve that loss and help them trust that 
hope is not reserved only for the curable. This is rooted in the 
belief that hope can shift, evolve, and change, as curative possi-
bilities begin to fade.45

The Hope Project’s exploratory study of the patients’ and pro-
viders’ hope perceptions concluded that hope is essential to good 
quality of life and also very individualized in terms of its content. 
These findings may be utilized by using interview techniques 
established in other areas of subjective assessment. For example, 
just as pain is what the patient says it is, so too is hope. As a pro-
vider would not treat patients’ pain without first asking them to 
describe it, neither can providers get very far in a hope discussion 
without first asking what it is that hope means to the individual. By 

virtue of taking care of patients at the most vulnerable moments 
of their lives, healthcare providers influence a patient’s hope expe-
rience, whether or not they intend to, for better or worse.

A conversation framed by hope allows healthcare providers to effi-
ciently and compassionately talk about what is probable versus what 
is possible. It allows palliative care providers to put words on the par-
adoxes that are part and parcel of end-of-life care, namely that fear 
and peace can coexist, as can disappointment and hope. The gift to 
patients and families is the reminder that they do not need to choose 
one or the other. Patients can hope for a miracle drug while at the 
same time prepare their family for life without them. They can grieve 
the loss of moving toward a cure and yet, at the same time, celebrate 
the way they feel in the present day (see Box 31.2).

As patients with cancer and other chronic conditions live even 
longer, it becomes necessary to have strong yet dynamic threads 
that can tie together years’ worth of remissions, relapses, side 
effects, setbacks, decisions, new therapies, anxiety, and research. 
Hope can be one of these threads, for it is likely the unacknowl-
edged undercurrent in many patient–provider conversations. 
In this case, there is power when the unspoken is spoken. For it 
may be that identifying what we hope for this week, this month, 
from this treatment—whether there is a “this time next year” or 
not—these are the hopes that drive people, that sustain them dur-
ing difficult treatments, that get them out of bed in the morning 
and into their daily lives. These seemingly “lesser” hopes often 
may be those that bring the most joy and meaning to life.

Conclusion
A modern-day sage, Oprah Winfrey, has observed that every per-
son shares the common desire to be seen and heard. As common-
sensical as it may sound, a patient’s or family member’s expression 
of the hope for a miracle, particularly during a difficult conversa-
tion about a poor medical outcome, may be, in part, a plea to be 
“seen and heard” by not only the God of their understanding but 
the healthcare provider team as well.

Understanding that one principle, that everybody wants to be heard, 
has allowed me to hold the microphone for you all these years with 
the least amount of judgment. Now I can’t say I wasn’t judging some 
days. Some days, I had to judge just a little bit. But it’s helped me to 
stand and to try to do that with an open mind and to do it with an 
open heart. It has worked for this platform, and I guarantee you it 
will work for yours. Try it with your children, your husband, your 
wife, your boss, your friends. Validate them. “I see you. I hear you. 
And what you say matters to me.”46

Box 31.2 Talking about Hope 

For healthcare providers, the hope question is a tool. The next 
time a patient says, “They told me there was no hope left, so 
I came to you,” or “You’re not giving up hope on me are you?” or 
“Please tell me there’s still hope,” the provider can respond, “I’m 
really glad you mentioned hope—we know how important hope 
is. I want to make sure it’s part of our conversations. So tell me 
more about what hope means to you.” The conversation about 
hope can evolve and change, in stages, just as the relationship 
itself is built incrementally, as trustworthiness is demonstrated 
by the healthcare provider.
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The courageous palliative care provider is the one who will walk 
through the door provided by the miracle conversation, hear what 
the patient or family has to say, value and affirm it, and continue 
the conversation about their hopes—and fears. The healthcare 
team members who set the stage from the outset of the relation-
ship by asking the patient and family what they are hoping for set 
the expectation that they will be heard and seen, no matter what 
the future holds.
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CHAPTER 32

Physical Pain and Symptoms
Danielle Noreika, Barton Bobb, and Patrick Coyne

Introduction
Symptom assessment and treatment is a crucial component of 
managing most disease processes. Optimal symptom management 
includes assessment of the state of the disease process and comor-
bid disorders, technical skill and experience in choosing among 
various therapeutic options, and healthcare system utilization. 
Although these and many other features are important, one of the 
most vital aspects is the thoroughness of discussion about pain. In 
order for healthcare providers to successfully treat pain, they must 
consider the many facets of communication about symptom man-
agement. In many disease processes, the most predominant symp-
tom a patient encounters is pain. Communication about pain is 
necessary to address the symptom but also to properly diagnose 
and assess, evaluate therapy success, and manage complications of 
some pain treatments (such as addiction disorders).1

Pain assessment, in particular, includes verbal and nonver-
bal pain score reporting, cultural influences on pain reporting, 
and patient history to fully characterize pain prior to selecting 
an optimum therapeutic regimen.2 There are also special patient 
populations, such as geriatrics and pediatrics, that may require 
additional considerations for communication about pain. In the 
absence of objective data to measure pain, the provider’s com-
munication skills become quintessential in pain assessment and 
symptom management. Communication may occur with the 
patient themselves (e.g., nausea) or with the patient’s family (e.g., 
in the case of delirium). Communication about pain and physical 
symptoms, as discussed more closely in this chapter, is integral to 
successful evaluation and management.

Obtaining a Complete Pain History
Obtaining a complete pain history requires a thorough discussion 
about the many variables that impact pain. First is the pain score 
that is generally rated on a scale of 10 (zero being no pain, 10 being 
the most severe). The pain score relies on subjective patient experi-
ence and clearly cannot be validated by laboratory or physiologic 
data.3 A  highly personal report, the pain score varies greatly 
between patients in similar disease scenarios. The healthcare pro-
vider utilizes the pain score not only to guide initial treatment 
plans but also to reassess efficacy of therapy over time. Providers 
place much emphasis on the pain score from the patient’s pain his-
tory but also must consider a multitude of other items for effective 
pain management.

As providers try to determine the pain etiology in order to 
direct the therapy course, many times, they view pain location 

as the most crucial piece of the equation. Some pain providers 
use a diagram and ask patients to indicate the areas of the body 
where they are experiencing pain.4 Pain quality is also generally 
necessary to create a differential. Neuropathic pain, for instance, 
may be described by patients as a “burning” or “shooting” pain, 
whereas somatic pain may be described as “dull” or “aching.”5 
Radiating pain also may be concordant with a neuropathic pain 
origin. Alleviating and exacerbating factors should be reviewed, 
especially in light of previously successful pain therapies. The 
healthcare provider may potentially discover in this portion of the 
history medication or nonmedication options that can be further 
explored based on prior use, as well as therapies already tried and 
not tolerated. This information should be condensed into an area 
that is easy to reference in the electronic medical record for other 
providers to access. Taking a thorough pain history also involves 
discussing a number of variables and consideration of the patient’s 
nonverbal values.

Assessment of Pain Severity  
in Special Populations
Nonverbal assessment of pain severity is at times necessary for 
patients who cannot give a score, such as nonresponsive patients 
and pediatric patients. Certainly teenage patients can utilize 
numerical rating scales as well as accurately describe pain history, 
but younger children may not possess the language skills to do 
so. A number of nonverbal pain severity scales have been devel-
oped and validated for use in young children including Faces and 
Faces–Revised (R), Oucher, and the Wong Baker Faces Pain Rating 
Scale (WBFPRS).6 Faces-R updates the Faces scale by allowing 
scoring from 1 to 10, instead of 1 to 6; both scales are easy to use, 
require little to no training to administer, and are available in a 
multitude of languages. The Oucher uses a numerical pain rating 
scale out of 100 that can be utilized by older children and has dif-
ferent culturally specific pictures available for younger children. 
Like the other two scales, the WBFPRS is easily administered and 
available in multiple languages. All of these scales are appropriate 
for use in children ages 4 and up.

However, in patients under 4  years old, behavioral observa-
tional scales are often utilized. For this age group, CRIES, the 
Neonatal Infant Pain Scale (NIPS), and the Face, Legs, Activity, 
Cry, Consolability (FLACC) scale have been validated. These 
scales assess different cry, facial expression, leg movement com-
binations, and other observable characteristics.2 CRIES stands for 
“Crying, Requiring oxygen, Increased vital signs (blood pressure 
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and heart rate), Expression, Sleepless” and is scored on a 10-point 
scale by provider observation for infants 6 months or less in age. 
Six indicators (facial expression, cry, breathing patterns, arms, 
legs, and state of arousal) are assessed in the NIPS scale for chil-
dren up to 1 year of age. The FLACC scale can be used for patients 
who are between 2 months and 7 years of age.2 The use of specific 
tools vary across institutions, and it should be noted that the use 
of any one tool should be used with the appropriate patient popu-
lation consistently.

In addition to differences in pain severity assessment, younger 
patients may be able to provide only a limited pain history or none 
at all, challenging the healthcare provider to design appropriate 
treatment plans. A parent or caregiver must be involved in com-
munication aimed at describing pain in pediatrics, especially in 
the age range where changes in observable behaviors are perhaps 
the only pain indicator. Pain assessment in pediatrics potentially 
differs from that of the standard adult encounter, but effective 
tools may be similar to those utilized in the assessment of selected 
populations of adults.

For elderly patients, especially those with cognitive disorders, 
healthcare providers may be challenged to discern the pain level 
the patient is experiencing. Elderly patients commonly experi-
ence persistent pain related to increase in chronic medical condi-
tions, as well as the higher frequency of musculoskeletal disorders 
such as arthritis. Older patients should be carefully assessed and 
frequently screened because pain reporting may differ from that 
of younger patients or may manifest in other ways such as agi-
tation or declining functional status. The healthcare provider 
should consider setting aside more time for pain assessments in 
the elderly, as history-taking may be somewhat more challenging, 
involving the use of nonverbal scales and family or other caregiver 
discussions.7 Families may be asked to share their perception of 
the patient’s pain, information about periods of agitation, previ-
ous history of pain and pain behaviors, withdrawal from touch, 
avoidance of movement, or other indicators that pain may be an 
issue for the elderly patient who is unable to report a history.

Prompt diagnosis and appropriate treatment for pain is essen-
tial, as uncontrolled pain can lead to multiple consequences, 
including functional impairment, falls, decreased socialization, 
mood changes, sleep disturbances, and greater healthcare utiliza-
tion. Discussion of potential evaluation and management strate-
gies are time consuming if done correctly, as elderly patients are 
more likely to experience side effects or complications, and this 
requires thorough explanation to patients (if they have the capac-
ity) and caregivers. Caregivers need to be assessed carefully, as 
persistent pain can be a strain on family as well as the patient.8 
Successful pain management in elderly patients generally neces-
sitates precise communication and observation as well as potential 
caregiver support for treatment planning.

Chronic Pain Assessment Scales
Healthcare providers utilize several scales to help patients com-
municate salient aspects of their pain history in order to guide 
treatment courses. The Brief Pain Inventory (BPI) and the McGill 
Pain Questionnaire are the most utilized. The BPI is a short instru-
ment that helps gauge the severity and impact of pain on patients 
and can be used at serial visits over time to assess improvement on 
therapy. It was originally validated in cancer patients, but evidence 

now also exists for non-cancer chronic pain, and it is available in 
multiple languages. This questionnaire includes a body diagram 
for patients to indicate areas of pain, multiple ratings for pain 
scores over the week prior to presentation (highest, lowest, aver-
age, etc.), and scoring related to function and quality of life factors 
(sleep, interactions with other people, work, mood, etc.). It can be 
filled out by patients and quickly reviewed at visits to document 
pain trends over time, as well as the effect of pain management 
on patient function to help gauge treatment success.4 The McGill 
Pain Questionnaire was developed to as a quantitative pain mea-
sure. It is an in-depth measurement of pain descriptors, activities, 
or environmental factors that affect pain, and it rates pain sever-
ity at multiple points prior to the visit. The final score is a sum-
mation of the present pain score, the number of words chosen to 
describe the pain, and a pain-rating index that can be assigned to 
pain descriptors. The patient can complete this, although the short 
form is likely most easily utilized for pain assessment. In contrast 
to the BPI, it does not give any assessment of function in relation 
to pain.9

Although the BPI and the McGill Pain Questionnaire are likely 
the most commonly cited multidimensional tools, healthcare 
providers employ others, including the Massachusetts General 
Hospital Pain Center’s Pain Assessment Form; the Initiative on 
Methods, Measurement, and Pain Assessment in Clinical Trials; 
the Memorial Pain Assessment Card, and others.10 Additionally, 
specific scales exist in order to further explore certain types of 
pain, such as the Neuropathic Pain Scale, Leeds Assessment 
of Neuropathic Symptoms and Signs, the Neuropathic Pain 
Questionnaire, and others.11 In-depth rating scales such as the 
BPI and McGill Pain Questionnaire may aid healthcare provid-
ers in better evaluating patient pain histories and allow for more 
accurate assessment of pain management courses over time.

The Role of Culture in Communication 
About Pain
A patient’s cultural background may affect the solicitation of a 
pain history and discussion of pain. Pain perception and report-
ing varies widely based on the patient’s ethnic or cultural back-
ground. Also, pain expression can differ cross-culturally ranging 
from stoic to consistent outward displays of pain. Similarly, mis-
understanding or misinterpreting verbal and nonverbal expres-
sions can skew the pain score. Descriptions of pain may change 
the interpretation of the patient’s pain history. For patients who 
speak another language, translation variations can cause pain 
descriptions to be misinterpreted or misconstrued. Some cultures 
believe that patients should be able to manage pain to a certain 
degree on their own, as a measure of self-control over life, or that 
“complaining” of pain to a healthcare professional represents 
inappropriate behavior.

Religion may also impact the interpretation of pain. For instance, 
patients of a Buddhist background may believe enduring pain is a 
path toward spiritual growth.12 Healthcare providers need to be 
aware of cultural differences in pain expression. Many assessment 
scales, including the BPI and the McGill Pain Questionnaire, have 
been translated into multiple languages and validated in a variety 
of cultural backgrounds.12 Once the healthcare provider takes a 
complete history, continued detailed communication may be nec-
essary for a successful pain management plan.
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Pain management goals and acceptable treatment plans may 
also vary by culture and background. In general, many Western 
civilization patients find medications to be an appropriate initial 
step to pain therapy, while patients in Eastern civilizations may be 
more comfortable with complementary or alternative treatments 
prior to considering medications. In addition, for some patients 
there is a discomfort with the use of opioids for pain management 
because of cultural taboos. Providers must often take extra time 
in these instances to ensure that pain histories are not underre-
ported because of discomfort with the treatment plans or medica-
tions being offered.

Situations in which there is a language barrier in addition to 
a cultural barrier may be especially challenging. Ideally, in such 
instances, a healthcare provider would carefully discuss with the 
patient and family members (using a translator, if needed) a sum-
mary of the relevant symptoms and potential treatment plans, 
including culturally-based therapy options.13 If language is a bar-
rier, interpreters should be offered at the initial and subsequent 
visits to allow patients and family members to express treatment 
plan side effects, intolerances, or other issues. Failure to do so may 
cause patients to stop medications or other therapeutic agents, 
allowing uncontrolled symptoms to continue because the patient 
could not fully communicate his or her concerns.12 Consideration 
should be made to investigating nonpharmacological measures 
that may be culturally preferable to use of medications. Culture 
may play a significant role in pain evaluation and management, 
and healthcare providers should consider culture as a factor in 
pain communication. Team members who have expertise in these 
therapies as well as their culture should be consulted.

Communicating Treatment Goals  
and Evaluating Therapeutic Response
Once a management plan is selected, ongoing, open communi-
cation between provider, patient, and family gives the highest 
chance of success. Nonjudgmental, supportive communication 
and shared decision-making with a common goal may allow the 
best chance for the patient to accurately follow the management 
plan.14 It is also necessary to define clear outcomes for the patient 
who might have the impossible goal of being pain free. Discussing 
with the patient, from the outset of therapy and intermittently 
throughout the course, that the goal is general improvement 
over time to a tolerable level of pain on average may help prevent 
treatment failures. Patients should expect days where their pain 
is worse, even if the average is improved over previous levels.15 
Although these concepts are most commonly found in chronic 
nonmalignant pain, they are important tenants when communi-
cating about pain with patients and families.

Patients with malignancy-related pain share several contextual 
factors that impact communication and can result in treatment 
plans that do not lead to anticipated results. Time constraints 
influence the provider’s ability to engage in pain communication 
with the patient and may preclude a thorough exploration of all 
concerns. Time may be limited at the provider visit or may exist in 
the inability to reach a nurse or provider after the encounter when 
an issue arises. The healthcare provider must have a supportive 
staff available to the patient when questions or concerns about 
pain occur. Delays in communication about pain may impact the 
patient’s ability and willingness to uphold the pain management 

agreement from the beginning of the therapeutic relationship. For 
example, a patient may call to discuss an emergency department 
visit that resulted in an opioid prescription. Another contextual 
factor impacting communication about pain is patient/family fear 
of addiction to pain medications. Some patients with pain may 
avoid utilizing opioid pain medications because of addiction fears 
as well as side effects; these patients may have improved success in 
therapy when their concerns are fully addressed. The involvement 
of family caregivers also impacts adherence to treatment plans. 
Caregivers often play a critical role in pain and symptom manage-
ment and should be involved in education to manage the patient’s 
discomfort.16 Communicating about patient pain with family 
caregivers is an opportunity to determine if they have concerns 
regarding pain management. Communication with other team 
members as well as other healthcare providers will help solidify 
pain treatment planning.

Pain treatment plans that are supported by an interdisciplinary 
palliative care team as well as the other providers caring for the 
patient are potentially more likely to achieve success. Although 
time-consuming, constant communication between healthcare 
providers is vital to pain management. If the healthcare provider 
has in-depth knowledge of the treatment plan, this allows for 
more patient support and helps prevent the addition of medica-
tions or other therapies that may pose patient risk. Healthcare 
provider collaboration may also result in new ways to address 
pain such as radiation therapy, physical therapy, psychology, and 
so on. Patients benefit from a multifaceted approach to therapy by 
a healthcare team, continued communication regarding the care 
plan, and assistance in achieving the treatment goals.17 Active 
communication with patients, families, team members, and other 
healthcare providers assures the pain management plan has the 
highest chance for success.

Communication About Complications 
of Pain Management
One of the most feared risks of chronic pain management is addic-
tion. According to the American Society of Addiction Medicine, 
addiction is “a chronic disease of brain reward, motivation, 
memory and related circuitry leading to characteristic biological, 
psychological, social and spiritual manifestations reflected in an 
individual pathologically pursuing reward and/or relief by sub-
stance use and other behaviors.”18 The National Institute on Drug 
Abuse estimates that illicit drug and alcohol abuse contributes to 
the death of more than 100,000 Americans per year. In 2011 a sur-
vey estimated that 52 million Americans over age 12 have used 
prescription medications (pain medications, sedatives, and stimu-
lants) nonmedically in their lifetime.19 Given the overwhelming 
prevalence of addiction disorders, it is imperative that commu-
nication about pain with patients and families include screening 
and provision of treatment of additive behaviors.

Healthcare providers should screen patients who are at high 
risk of opioid abuse, especially in the prescription of controlled 
substances to treat chronic nonmalignant pain. Available vali-
dated screening tools are the Opioid Risk Tool, the Diagnosis, 
Intractability, Risk, Efficacy score, the Current Opioid Misuse 
Measure, and the Screener and Opioid Assessment for Patients 
with Pain–Revised.20 Positive screens do not indicate that the 
patient cannot be prescribed opioids; rather, the healthcare 
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provider must develop a careful safety plan prior to institution. 
In addition to these scales, in every initial patient encounter, the 
healthcare provider should discuss mental health disorders, social 
factors, personal or family history of substance abuse, employ-
ment, and any legal issues related to substance use or distribu-
tion.1 At therapy introduction, the provider must communicate 
the safety standards that will be utilized. Various safeguard tools 
that many practitioners employ include controlled substance 
informed consent or agreements, random urine drug screening, 
pill counting, and review of state prescription monitoring data. 
Careful review of controlled substance informed consent agree-
ments, if utilized, is necessary to develop a trusting relationship 
between patient and healthcare provider. Many of these agree-
ments include sole provider status for controlled substances 
prescription, restriction of replacement of lost or stolen medica-
tion, submission to random drug screening, compliance with pill 
counting, review of state prescription monitoring data, and (likely 
most important to highlight with patients) instances where con-
trolled substance prescriptions will be tapered or discontinued.21 
It is important to explain to patients, in terms they can easily 
understand, the importance of chosen outlined safeguards and 
potential consequences of any noted behaviors at the first visit, 
prior to prescribing any controlled substance. Patients should also 
understand that this tool is utilized to promote safety not only for 
the prescribing provider but also for the patients. After an initial 
therapy plan is chosen, adherence to delineated safety agreements 
and periodic screening for substance abuse issues is a necessary 
part of continued treatment.

Continued communication throughout a pain management 
treatment course is a safe prescribing expectation. The Federation 
of State Medical Boards has highlighted multiple areas of recurrent 
communication in appropriate management including repeated 
assessment of changes in pain reports, ongoing discussion of 
nonopioid therapy for pain (coanalgesic pain medications, physi-
cal therapy, etc.), and investigation into function. Assessment of 
function, which includes activities of daily living, employment, 
and interaction with other people, is an important monitoring 
tool in the prescription of pain medication in chronic nonmalig-
nant pain. Lack of improvement or function decline with appro-
priate titration and rotation of pain medication over time may 
indicate the potential for underlying addiction.20 Patients may 
also display aberrant behavior, including asking for repeat pre-
scriptions between visits, self-escalation of medication, or visit-
ing multiple providers for prescriptions. Careful provider–patient 
communication should occur in all of these instances, as well as a 
thorough investigation, which may indicate an undertreated med-
ical or addiction issue. The screening tools may also be utilized 
periodically during the course of treatment to identify substance 
abuse disorders.1 If an addiction disorder is identified, treatment 
should commence as soon as possible.

If a patient appears to have behaviors consistent with addic-
tion or meets criteria for substance dependence or abuse, the 
healthcare provider will need to address multiple issues. First and 
foremost, the patient will need treatment for his or her substance 
abuse disorder, with mental health providers engaged for this pro-
cess. Supportive therapy is often crucial for successful treatment, 
and many patients will benefit from programs such as Alcoholic 
Anonymous and Narcotics Anonymous, in addition to treatment 
of any mental health disorders.

Although the cornerstone of substance dependence treatment 
or abuse is referral to mental health specialists, there is certainly 
a continued role for the primary healthcare or palliative care 
provider. Supportive techniques such as brief motivational inter-
viewing have been shown to be effective in helping to develop 
rapport even with patients with challenging situations or person-
ality conflicts. Brief motivational interviewing includes the use of 
open-ended questions, affirmation, and reflective listening and 
requires that the healthcare provider avoid any hostile or judg-
mental behavior.22 If possible, patients who have pain disorders 
and have been diagnosed with substance abuse or dependence 
should be titrated down on the opioids dose or have their opioids 
discontinued. There is evidence to suggest that decreases, even 
significant ones, in opioid dosages may not produce a notable 
change in pain scores, and, after taper, the risk inherent in con-
tinued opioid therapy (i.e., side effects such as constipation or risk 
of harm such as overdose) will be minimized.23 In a retrospec-
tive study performed at Massachusetts General Hospital over a 
7-year period, a chart review of 109 patients with chronic pain 
revealed that both increases and decreases in opioid dose did 
not produce a significant change in pain score over time.23 The 
healthcare provider should undertake a very careful pain man-
agement strategy preferably in consultation with a mental health 
professional caring for the patient. Management plans may range 
from use of long-acting basal opioids (such as methadone) with-
out any short-acting opioid for breakthrough with small prescrip-
tions (1 to 2 weeks at a time) and frequent follow-up to the use of 
buprenorphine/naloxone for treatment of the co-occurring disor-
ders.24 Treatment of concurrent pain and substance abuse disor-
ders is challenging and will require careful communication with 
patients, mental health professionals, and the healthcare team 
caring for the patient. Table 32.1 summarizes considerations for 
patients with high-risk behaviors.

Communication About Pain Management 
at End of Life
A patient’s final moments are a lasting memory for loved ones, 
and uncontrolled pain or discomfort at the time of death can be 
a significant stressor for the bereaved. Pain histories at the end of 
life can be difficult or impossible to obtain, and information about 
patient pain must often be sought from patient observation over 
time as well as nursing staff, family, and other provider reports. 
Nonverbal scales, as noted previously in this chapter, are fre-
quently utilized, as many patients at this stage are unable to report 
pain scores. Healthcare providers, including nursing staff, must 
be attuned to any change in the patient status as a potential indi-
cator of pain, especially the onset of delirium or agitation. Input 
of close family members who are spending time with the patient 
is important to incorporate into management plans, as they are 
often able to identify the presence of pain in the patient.25 Close 
communication regarding treatment plans, that often include opi-
oids, should be conducted with family members to ensure com-
plete understanding of the medication rationale. Some family 
members develop the erroneous assumption that carefully titrated 
pain medications are being utilized for the purpose of sedation. 
Since many loved ones are highly focused on interactions with 
the patient when time is short, this may be a great burden that 
would potentially improve with thorough discussion. Families 
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may also benefit from reinforcement that medications used are 
intended for the sole purpose of pain control, and, when given in 
this way, they are very unlikely to shorten the time until death.26 
Communication about pain at the end of life with families may be 
challenging but has direct impact on their understanding of the 
experience and their bereavement.

The Role of Culture and Religion 
in Communication About  
Symptom Management
Palliative care providers need to be prepared to engage patients 
and family members about questions and concerns related to cul-
ture and religion when they arise. These types of situations can be 
particularly challenging when the patient and family’s religious 
beliefs prevent healthcare providers from giving patients the care 
they need. How does this affect providers’ ability to discuss pain 
in a nonjudgmental manner? If healthcare providers have a diffi-
cult time identifying with the religious beliefs espoused in the first 
place, could their ability to communicate become compromised 
even further? Even if healthcare providers try to hide their nega-
tive feelings, they may still unconsciously send messages of disap-
proval that can negatively impact their interactions with patients/
their families. The palliative care chaplain or other available 
spiritual care provider should be consulted to provide a thorough 
assessment of the patient’s and family’s beliefs and to mediate the 
communication with the healthcare team. In some cases, when 
possible, a provider may ask a colleague to take over primary care 
for this particular patient and his or her family if they fear their 
level of discomfort will prevent them from communicating with 
and caring for the patient and family.

Cultural and religious differences can become particularly 
important when the healthcare provider raises the topic of pallia-
tive sedation for intractable symptoms. How does the family’s cul-
ture/worldview/religion conceptualize the process of artificially 
sedating their loved one, potentially until death? The family may 
already view this method of managing refractory symptoms, such 
as terminal delirium or dyspnea, as hastening death/euthanasia. 
In discussing this issue, it may therefore be necessary for the pro-
vider to be aware of and explore the family’s beliefs in more detail. 

As in any conversation with patients/families from other cultures 
or religions, providers should not assume to know or understand 
a family’s beliefs just because they are from a certain cultural/
religious background. Religious beliefs may potentially affect the 
patient’s care when intractable symptoms are present and pallia-
tive sedation is suggested. A patient scenario is offered to dem-
onstrate the importance of the team approach in communication 
about culture and pain:

A palliative care team caring for an African American female with 
terminal delirium hears from the patient’s bedside nurse that the fam-
ily is arguing over whether to continue palliative sedation or not. The 
nurse reports that the family’s biggest concern is over the patient’s 
spiritual beliefs and how that may affect her after death. Some family 
members are devout Muslims, making the situation even more com-
plicated. The bedside nurse notifies the advanced practice nurse on 
the team who in turn spends some time talking to the family about 
their concerns. She then calls in the chaplain and social worker to help 
assess the situation further and to provide support to the family. The 
social worker, who has established a good rapport with the family, fur-
ther assesses family dynamics and explores how she can help ensure 
continued peaceful relationships among family members. The chap-
lain spends time with both Christian and Muslim family members to 
explore their concerns in more depth. Finally, the entire palliative care 
interdisciplinary team discusses how to best care for this patient and 
her family during their next semiweekly team meeting.

In addition to having a different culture and/or religion, patients 
and their families may also speak in a different native tongue. When 
treating intractable nausea or dyspnea, for example, a healthcare 
provider may need to discuss the potential advantages and side 
effects of a variety of medications (e.g., steroids, metoclopramide, 
or haloperidol) and complex interventions (e.g., stenting, drain-
ing gastrostomy tube, peritoneal or pleural fluid drainage catheter 
placement). It is imperative that patients and their families have 
a good grasp of the potential benefits versus risks/burdens to the 
patient and family prior to treating these symptoms as aggressively 
as possible. More important, providers should use lay language to 
discuss pain medications and symptoms with patients and families 
to enable understanding of pain processes and how pain medica-
tions work. The Plain Language Planner for Palliative Care is one 
tool that can be used to help translate routine medical language 
into plain language for patients and families (see Table 32.2).

Table 32.1 Considerations in Patients with High-Risk Behavior

Suspicious or Red Flag Behaviors

1. Requesting early refills

2. Filling prescriptions from multiple providers

3. Finding of illicit substances on urine drug 
screening

4. Absence of prescribed medication on urine  
drug screening

5. Personal or family history of substance misuse

6. Decline in functional status with increasing 
medication doses

7. Self-titration of opioids

8. Reluctance to pursue non opioid therapies  
for pain

Screening for Red Flag Behaviors

1. Review state prescription monitoring 
program data

2. Random urine/serum drug screening

3. Pill counts at each visit

4. Controlled substance agreement discussed 
and signed

5. Complete substance use, family, legal, and 
occupational history

6. Obtaining records from prior providers

7. Screening tools (CAGE, ORT, SOAPP)

Measures to Take With Red Flag Behaviors

1. Clear documentation of behaviors

2. Repeated explanations of controlled substances 
agreements

3. More frequent urine drug screening

4. Prescriptions for shorter intervals (1 to 2 weeks)

5. Avoidance of immediate-release medications

6. Avoidance of medications with higher abuse 
potential or street value

7. Evaluation by substance abuse trained professional

8. Requirement that prescriptions are only filled at one 
pharmacy

Note: CAGE = Cut down, Annoyed, Guilty, Eye-Opener; ORT = Opioid Risk Tool; SOAPP = Screener and Opioid Assessment for Patients with Pain.
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Ideally, a professional third-party medical translator is available 
to translate, either in person or over a special translator phone or 
computer. The use of a translator can help ensure that the mes-
sage is conveyed accurately and without any potential mistransla-
tion. If friends or family members are tasked with the translation, 
information may not be communicated in the manner intended, 
whether accidentally or subconsciously/intentionally, especially 
when discussing bodily functions may be a cultural taboo con-
sidered embarrassing and cause translation to be inaccurate. 
Communication about pain may also involve sharing poor prog-
nosis and cultural customs may inhibit a family member or friend 
from accurately translating the information. In some countries/
cultures—Saudi Arabia for example—family members may try to 
withhold bad news from patients, especially women, usually in an 
effort to protect them.27 Yet another Saudi Arabian study found 
that all cancer patients interviewed wanted to know their prog-
nosis and almost all of them wanted detailed information about 
potential risks versus benefits of treatment.28

From one our own clinical experiences, similar behavior was 
exhibited in a family from Yemen who initially did not want to 

disclose information about diagnosis and prognosis to their 
20-year-old daughter with end-stage liver disease and poor over-
all prognosis. The patient was often minimally communicative 
with healthcare staff, apparently by choice, but she was not con-
fused and had the ability to understand information presented 
to her and make her own decisions. When the patient was inter-
viewed with help of a translator and expressed the desire to receive 
information, her family reluctantly agreed to allow the healthcare 
provider to provide it. The healthcare provider must be able to 
maintain the proper balance of person-centered communication 
and family-focused care.

Family/Caregiver Communication in the 
Absence of Patient Communication
One of the more challenging aspects of communication regard-
ing symptom management for palliative patients occurs when the 
patients themselves are unable to participate in the discussion and 
decision-making. Terminal delirium, brain damage/coma, and 
end-stage dementia commonly cause such incapacitation. When 

Table 32.2 Plain Language Planner for Palliative Care

Medicine Recommended Use in 
Palliative Care (Symptom)

Plain Language Explanation

Amitriptyline Nerve pain Nerve pain can feel like “tingling,” “burning,” or “electrical” zaps. This medicine helps that kind  
of pain.

Dexamethasone Anorexia

Fatigue

Pain

Nausea

Decadron can help with a queasy stomach and also create an appetite. It also gives energy and 
helps reduce pain.

Diazepam Anxiety The feeling of dread or worry goes hand in hand with the challenges of this illness. Valium is a 
short-acting medicine that can help with those feelings of worry that are so strong they distract 
from you enjoying things.

Docusate Sodium Constipation A lot of the medicines you are using to help with pain can also slow down your gut. And this is 
common. So we have to keep your poop moving. This drug is good in helping with that.

Fluoxetine Depression Feelings of sadness and loss are really normal for someone dealing with all you are dealing with. 
Prozac is an antidepressant medicine that can make those feelings less painful.

Haloperidol Delirium Confusion can be improved with this medicine called Haldol. It will help clear your thoughts.

Hyoscine
Butylbromide

Nausea

Respiratory tract secretions

An uneasy stomach is common. Being in a car can make it worse. Also, this medicine can help dry 
up the fluid that gets stuck in your breathing tubes.

Ibuprofen Pain Your bones can hurt. And your joints. Ibuprofen gets at that kind of pain.

Loperamide Diarrhea Really loose poop, or diarrhea, can get better quickly with Immodium.

Lorazepam Anxiety Feeling nervous or dreading things is a common thing. And we want you to feel better and less 
nervous. Ativan can make the anxiety and worry less intense.

Metoclopramide Nausea and vomiting Nausea can include the feeling of being full or even queasy after eating just a few bites of food. 
Reglan can make this feeling go away.

Morphine Pain

Dyspnea

Morphine relieves many different types of pain. It can also help you breathe easier.

Senna Constipation A lot of the medicines you are using to help with pain can also slow down your gut. And this is 
common. So we have to keep your poop moving. This drug is good in helping with that.

©Palliative Care Communication Institute.
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patients are unable to communicate their symptoms, providers 
have to rely on family members to report and discuss treatment 
plans and options. Since symptom ratings are usually based on a 
subjective patient rating, it is particularly important for all health-
care providers and family members at the bedside to discuss how 
symptoms will be assessed (e.g., respiratory rate greater than 24 
per minute, increased work of breathing for dyspnea) while also 
devising a treatment strategy.

Sometimes, as previously mentioned, patients require palliative 
sedation for intractable symptoms at the end of life, and they are 
frequently unable to discuss symptom management either before 
or after treatment initiation. There are no universally accepted 
guidelines on what communication needs to take place prior to 
implementing palliative sedation, but a variety of organizations 
have issued position statements, including the National Hospice 
and Palliative Care Organization.29 This organization’s statement 
indicates that part of the process involves ensuring that patients/
families understand the reasoning behind and goals for the ther-
apy and obtaining detailed informed consent from them prior to 
starting it.29 It should also be established what other potentially 
life-sustaining therapies should or should not be continued (e.g., 
artificial hydration) and whether attempts should be made to 
lighten or even stop sedation periodically to reassess symptoms 
without it.29

Throughout the process of caring for patients who are unable 
to rate their symptoms themselves, it is essential that an inpatient 
primary care team in charge maintains close communication 
among the various providers involved in the care, including the 
bedside nurses and nurses’ aides who are able to watch closely for 
signs of worsening symptom control throughout the day and night 
and are also usually speaking to family members at the bedside 
more frequently. Keeping close contact with family members and 
making sure they receive the support and information they need 
is also crucial. If the patient’s dying process and/or, even worse, 
perceived suffering is prolonged beyond what was expected, fam-
ily members will need increased levels of support, communica-
tion, and reassurance on a continual basis. In an outpatient setting 
(e.g., a home hospice situation), nurses will need to make more 
frequent home visits and phone calls for closer patient monitoring 
and family support. For further information, see the chapters on 
acute care and outpatient care settings in this volume.

Role of the Interdisciplinary Team
Several members of the interdisciplinary team play a critical role in 
talking to patients and families about symptom management. For 
example, a palliative psychologist can assist with depression and/
or anxiety. Psychologists can not only help patients with the assess-
ment and treatment of their depression and anxiety through thera-
peutic communication visits but may also be able to help reinforce 
the potential role of medications used to treat their symptoms, 
especially if patients are reluctant to receive treatment. If a patient 
has insomnia, a psychologist can discuss this symptom, offer sleep 
hygiene measures, and review potential mental health causes for 
the symptom. Social workers can also play a significant role for 
these patients and their families with their expertise in counseling.

Chaplains may also play an important part in helping patients 
and family members talk about symptoms, especially spiritual dis-
tress and existential suffering that may occur alongside depression 

and anxiety. Patients may be willing to talk about depression and 
anxiety in more depth with a chaplain than they would with other 
healthcare providers, especially if the patient is spiritual and thus 
does not feel threatened by the chaplain yet may attach stigma to 
speaking with a mental health specialist about his or her symp-
toms. Chaplains may discuss and assess the patient’s spiritual 
health in-depth and its potential bearing on overall mental health. 
They can assist in talking to both patients and family about how 
to manage symptoms, especially at the end of life, when spiritual/
existential suffering may become more prevalent. As patients and 
their families face impending death, chaplains may be helpful in 
assisting in the exploration of this time and its implications from a 
spiritual standpoint (e.g., relating to the belief of an afterlife post-
death that may induce fear and uncertainty).

Another member of the interdisciplinary team who can help 
significantly in communicating with patients and families about 
certain symptoms is the dietitian. When patients complain of 
anorexia, the dietitian can talk to them about this symptom and 
how to find the right kinds of food to provide the best nutritional 
value and meet their caloric requirements. Dietitians can also 
reinforce to both patients and families the importance of not forc-
ing food intake when the patient is simply not hungry or even 
actively dying and the question of artificial feeding or hydration 
is raised. If patients are complaining about nausea, dietitians can 
talk to them about this symptom in more detail and what kinds of 
foods to avoid triggering further nausea.

Conclusion
Clinical communication skills are essential in achieving success 
in facilitating physical pain and symptom management. Physical 
pain and symptoms are common among palliative patients who 
experience life-limiting diseases, and special patient populations 
offer unique communication challenges for assessing and provid-
ing pain management. Ongoing communication requires focus-
ing on ensuring that patients and their families are well informed 
and that their needs are heard and addressed. Further research 
is needed to help define better symptom assessment of nonverbal 
patients, more uniform symptom assessment across cultures, and 
management strategies for patients with substance abuse disor-
ders and life-limiting illnesses.
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CHAPTER 33

Complementary and 
Alternative Medicine
Paul Posadzki and Fiona Poland

Introduction
In the United States, the National Center for Complementary 
and Alternative Medicine defines complementary and alterna-
tive medicine as non-mainstream approaches that go together 
with or in place of conventional medicine.1 Complementary and 
alternative medicine (CAM) includes (a) natural products such as 
herbal medicines; (b) mind–body practices such as yoga, guided 
imagery, and tai chi; and (c) manipulative body-based practices 
that include chiropractic and massage therapy. In the context of 
palliative care, people often use CAM to palliate their symptoms 
or alleviate the side effects of conventional treatments, detoxify 
their bodies, boost immunity, and enhance their overall quality 
of life, or to cope better physically, emotionally, and spiritually.2 
A national survey on home and hospice care in the United States 
found that 4 out of 10 Americans use some type of CAM, primar-
ily for pain and cancer care, and 42% of hospice providers offer 
CAM services, primarily message therapy, support group, music 
therapy, and pet therapy.3 CAM practitioners include acupunc-
turists, aromatherapists, chiropractors, naturopaths, osteopaths, 
reflexologists, nutritional advisors, spiritual/energy healers, and 
massage practitioners. These practitioners are widely seen by 
patients as more compassionate, respectful, and empathic than 
their allopathic counterparts.

CAM practitioners are perceived as optimal providers of 
patient-centered care.4 The CAM conceptual terrain clearly 
stresses the importance of compassionate patient–provider com-
munication in pedagogy and practice.5 The ontological and episte-
mological values and rationale underlying communication skills 
are emphasized in the education of CAM practitioners. Although 
the dichotomous construct of mind and body (underpinning 
medical curriculum and research) has been suggested as an 
obstacle to health professional–patient interactions,6 most CAM 
practitioners are taught that there is no mind–body dualism, only 
a holistic (somatic–psychosocial–spiritual) human being.7 As a 
result, CAM practitioners often have a more comfortable relation-
ship with their patients than conventional healthcare providers, as 
they do not have to communicate distressing information such as 
prognosis rate or survival statistics. The aims of this chapter are to 
summarize the role of communication in using CAM therapies, 
identify the features of communication about CAM therapies, and 
summarize the communication approach for CAM conversations 
in palliative care.

Role of Communication in CAM
Since the 1980s, qualitative and quantitative researchers have 
shed light on the communication process in healthcare consulta-
tions.8 Communication between healthcare provider and patient 
has been shown to positively impact a number of health outcomes, 
including reductions in emotional distress, levels of discomfort, 
concerns, fear, hopelessness, aggression, grief, depression, resig-
nation, or utilization of health services such as fewer diagnostic 
tests and referrals. Quality communication also leads to bet-
ter emotional and physical health, higher symptom resolution, 
enhanced pain control, better treatment regimen compliance, and 
improved patient satisfaction.9

Communication between a patient and a CAM practitioner is 
of paramount importance, especially within the context of pal-
liative care10 where an individual explores the unknown environ-
ment of one’s own death and suffering.11 The CAM practitioner’s 
interpersonal and communication skills greatly influence how 
the “therapeutic alliance” or partnership is established.12,13 In 
palliative care, respecting the patient’s inherent worth, dignity, 
integrity, and autonomy is essential for establishing a therapeutic 
alliance. CAM practitioners have professional and, more impor-
tant, moral obligations to understand and meet the patient’s needs 
and challenges, fears, and anxieties. A patient-centered commu-
nication style involves an ability to explore and discuss patients’ 
expectations, needs, or wishes; a warm and friendly approach; and 
an ability to gain the patient’s trust and influence patient behav-
ior.14 Talking about CAM modalities requires building a patient 
relationship, in addition to strictly supplying information to the 
patient.

In clinical practice, communication requires honesty and 
open disclosure,15 two communication features needed for effec-
tive symptom control. For a CAM practitioner, communication 
means accurately understanding patients’ psychological chal-
lenges (anger, resignation), physical symptoms (pain), and their 
needs or concerns. While communicating with patients, CAM 
practitioners screen for signs of physical, emotional, and spiritual 
discomfort and offer knowledge, guidance, support, and a non-
judgmental approach. The CAM practitioner and patient primar-
ily use interpersonal communication (both verbal and nonverbal) 
to exchange vital and emotionally charged information. Both 
verbal and nonverbal communication are equally important in 
building the practitioner–patient relationship, and both parties 
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can contribute to the patient’s feelings of vulnerability, hope, 
abandonment, and being seen as a person (holistically).16

Communication About CAM
There are different ways to talk about CAM modalities, and 
cultural setting influences the manner in which a particular 
modality’s purpose and desired or/and expected outcomes are 
explained.17 A traditional Korean medicine practitioner prescrib-
ing herbals or doing acupuncture in Korea might use a different 
terminology (e.g., “damp phlegm”) compared to one practicing 
in the West who might not use such terms. A spiritual healer or 
Reiki master might explain the importance of mindfulness or 
acceptance in coping with cancer-related nausea and vomiting. 
A mind–body practitioner or yoga teacher may want to explain 
the role of meditating or clearing one’s mind in managing insom-
nia. Such diverse modes/ways of communication can enhance 
patients’ understanding of CAM modalities, improve satisfaction, 
and assist with health decision-making. Hence, most CAM pro-
fessionals realize the huge potential for patient benefit from life-
style modifications. These modifications might include enhanced 
self-agency, sense of coherence, self-efficacy, and empowerment, 
boosting psychosocial and spiritual resources.

A CAM practitioner must constantly work to understand how 
patients communicate and find ways to respond effectively and 
efficiently. Patients associate the use of metaphors in positive rat-
ings of healthcare provider communication skills.18–20 So, for 
instance, a herbalist wanting to improve communication skills 
might employ metaphors adjusted to patient age, gender, needs, 
beliefs, or knowledge, while remaining aware that some patients 
prefer qualitative information (values, metaphors) to quantitative 
(numbers, facts) or a combination of the two. Several examples of 
such metaphors might include
♦ This herb (Echinacea spp.) will cause f looding of your 

self-defense cells.
♦ Acupuncture will slowly extinguish your pain.
♦ Meditation structurally alters the brain and builds your mental 

resources.
♦ Relaxation creates an inner sanctuary.
♦ Aromatherapy delicately touches your senses.
♦ Osteopathy sets your bones and muscles in a perfect alignment.

Furthermore, the use of adjectives will necessarily differ from 
one another according to the CAM modalities themselves. For 
instance, it would be perfectly reasonable to describe lavender 
essential oil with such adjectives as “beautiful,” “delicate,” “soft/
delicate,” whereas the same phrasing would sound trivial if used 
in an acupuncture session, for instance in talking about a “beau-
tiful” needle. Therefore, when interpreting a particular CAM 
modality, the practitioner must use words related to the essence of 
that particular practice.

A CAM practitioner is also responsible for providing reli-
able evidence of effectiveness. The practitioner’s communication 
should (and often does) include understanding a patient’s (and 
family members’) experience and expectations of a given treat-
ment. CAM practitioners should mention risks associated with 
the practice they pursue and conduct a balanced discussion of 
the uncertainties and safety of a given modality. For instance, a 

herbalist should openly and honestly discuss the possibilities of 
potential interactions of antiemetic drugs with St. John’s Wort. 
An acupuncturist should clearly mention the risks of pneu-
mothorax or infections following a session. In both examples, 
however, CAM practitioners must remain balanced in com-
municating the risk–benefit ratio (positive in these examples) 
of the therapies without scaring their patients unnecessarily. 
Communication should include the CAM practitioner’s recom-
mendations as informed by clinical judgment and patient prefer-
ences, while insuring the patient understands and agrees to the 
recommendations.21,22 It has been reported that patients express 
a strong preference for some modes of communicating treatment 
benefits over others, for example, preferring pictures to words.18 
Therefore, CAM therapists might consider using more graphs and 
charts. The CAM practitioner’s role is to balance information, for 
example, by explaining acupuncture and the emotional support 
associated with the treatment, which are both likely to be relevant 
to decision-making and clinical outcomes.

Because so much information is now available on the Internet, 
CAM practitioners must also be aware of both the strengths 
and limitations of patient and family knowledge when discuss-
ing CAM. Practitioners should be able to effectively discuss poor 
prognosis, adverse medical outcomes, as well as limitations of 
so-called miracle medicines without giving the patient false hopes 
or unrealistic expectations. Inability to do so breaches moral and 
ethical standards of care. Table 33.1 provides a list of websites of 
evidence-based CAM practices where patients and families can 
access reliable information on CAM and cancer.

CAM practitioners must also be able to clearly communicate 
with patients of all age groups, taking into account various cog-
nitive abilities such as perception/reception, logical thinking and 
reasoning, ability to memorize facts, and attention span. Often, 
the growing population of elderly patients receives little atten-
tion.23 In addition, in certain types of diseases, cognitive prob-
lems can complicate treatment decision-making. For example, 
dementia may affect a patient’s competence to express treatment 
preferences,24 making practitioner communication even more 
important. Ultimately, such communication will help the prac-
titioner accomplish the fundamental duty of conveying the infor-
mation necessary to enable the patient to make an informed and 
appropriate decision.25

Communicating about CAM options and patient values and 
beliefs, and openly discussing the benefits of CAM with patients 
and families, are part of the holistic services provided by palliative 
care providers. Discussions should convey support, provide edu-
cation, and review the potential role of CAM in the relief of suffer-
ing and potential improvement to a patient’s quality of life. CAM 
practitioners must also discuss life expectancy with sensitivity 
and honesty while deciding whether or not to encourage hope.26 
If needed, practitioners should provide information on pallia-
tive care planning, treatment decision-making, effect on family, 
symptom management, and mode of death.

Communication Approach for Conversations 
About CAM
In their training or professional practice relating to palliative care, 
CAM practitioners may need a specific strategy to ensure respect 
for patients’ autonomy and to recognize their needs and wishes. 
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With the goal of strengthening the therapeutic alliance between 
practitioner and patient, communication about CAM should be 
embedded in the humanist moral values of empathy and compas-
sion. The following guidelines are suggested for those communi-
cating about CAM:
♦ Convey compassion and empathy and acknowledge the patient’s 

dignity and autonomy.
♦ Recognize the patient’s biopsychosocial-spiritual (holistic) 

needs and wishes.
♦ Ensure sensitivity to, and respect for, the patient’s concerns and 

values.
♦ Be aware of or taking cues from a patient’s emotional and psy-

chological responses.
♦ Adopt humanistic and ethical principles of care.
♦ Intend healing and provide relief for the patient’s symptoms.
♦ Transmit positive emotions.
♦ Enact a trustworthy, open, and clear approach.
♦ Be sensitive and understanding.
♦ Be responsible for the patient.

♦ Actively engaging with the process of care.
♦ Support the patient’s quality of life.

The importance of interpersonal relationships and the social 
environment of care to the overall perception of potential CAM 
benefits have frequently been stressed in the literature.27–32 The 
power of meaningful conversation is seen as a core component 
of CAM practitioners’ patient approach;28,29,32–34 in other words, 
some patients mainly want to be listened to. The desire to have a 
meaningful dialogue, including a CAM practitioner’s focus on 
patient needs and wants, is often discussed in qualitative studies.33 
“Chatting” and bringing a nonjudgmental approach are central to 
this process, often exposing seemingly irrelevant but diagnostically 
important details.32 Palliative care patients should be encouraged 
to talk and given enough time for discussion. Communication, in 
itself, is an effective way of alleviating patient symptoms and is asso-
ciated with the social interactive support that CAM practitioners 
offer their patients. However, a lack of appropriate dialogue may, in 
turn, result in a patient’s loss of confidence in CAM practitioners;28 
one study found that there were instances where older patients had 
either not been fully informed about their condition or their treat-
ment requests had been ignored. Patient anger, lack of trust, and a 
“broken patient–practitioner therapeutic alliance” resulted.

Table 33.1 Websites of Evidence-Based CAM Practices for Patients and Families

Organization Description Website

CAM-Cancer Concerted Action for Complementary and Alternative Medicine Assessment 
in the Cancer Field. Originally funded by the European Commission within 
the Framework 5 Programme, it is now hosted by the National Information 
Center for Complementary and Alternative Medicine at the University of 
Tromsø, Norway

www.cam-cancer.org

National Center for Complementary  
and Alternative Medicine

Conducts and supports research and provides information about 
complementary health products and practices

www.nccam.nih.gov

NHS Choices NHS Choices offers a wide range of resources that can support healthcare 
professionals in their work with patients and clients

www.nhs.uk

The Royal Marsden Information and education services for doctors, nurses, allied health 
professionals, and health service managers

www.royalmarsden.nhs.uk

We Are MacMillan Cancer  
Support

Independent, expert, up-to-date information to meet the information needs 
of people affected by cancer

www.macmillan.org.uk

Cancer Research UK A number of bodies work together to ensure the best use of funds received 
and continue to carry out world-class cancer research

www.cancerresearchuk.org

NCI at the National Institutes  
of Health

The NCI coordinates the National Cancer Program, which conducts and 
supports research, training, health information dissemination, and other 
programs with respect to the cause, diagnosis, prevention, and treatment of 
cancer, rehabilitation from cancer, and the continuing care of cancer patients 
and their families

www.cancer.gov

Physician Data Query The NCI’s comprehensive cancer database. It contains summaries on a wide 
range of cancer topics, a registry of clinical trials from around the world, and 
a directory of professionals who provide genetics services. Contains the NCI 
Dictionary of Cancer Terms, with definitions for medical terms, and the NCI 
Drug Dictionary, with information on agents used in the treatment of cancer 
or cancer-related conditions

www.cancer.gov/cancertopics/pdq/
cancerdatabase

National Hospice and Palliative Care 
Organization

The largest nonprofit membership organization representing hospice and 
palliative care programs and professionals in the United States

www.nhpco.org

Note: CAM = complementary and alternative medicine; NCI = National Cancer Institute.

http://www.cam-cancer.org
http://www.nccam.nih.gov
http://www.nhs.uk
http://www.royalmarsden.nhs.uk
http://www.macmillan.org.uk
http://www.cancerresearchuk.org
http://www.cancer.gov
http://www.cancer.gov/cancertopics/pdq/cancerdatabase
http://www.cancer.gov/cancertopics/pdq/cancerdatabase
http://www.nhpco.org
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Conclusion
Quality palliative care communication includes creating a relax-
ing CAM treatment environment and enabling patients to be 
more at ease talking about CAM therapy. Open conversations 
about CAM therapies facilitate patient coping and psychologi-
cal and social wellness. The CAM practitioner who shows inter-
est, pays attention and gets involved, identifies and explores the 
patient’s health concerns, and exercises quality communication 
can improve patient satisfaction, outcome, and healing as well as 
meet patient expectations/preferences, and establish a therapeutic 
alliance. Discussions about CAM empower patients by encourag-
ing them to take an active part in managing symptoms, which, in 
turn, can lead to broader lifestyle changes.

Drawing on concepts in humanistic values and ethical prin-
ciples such as respect for patients’ autonomy and integrity and 
recognition of their needs and wishes, we have outlined a commu-
nication approach to discussions about CAM. Cultivating these 
values and principles should inform a CAM practitioners’ code of 
practice. Such an approach may reflect and address patients’ needs 
for sharing experiences and facilitate delivery of patient-centered 
care during CAM consultations. The power of individualized 
care, a compassionate attitude, and open environment can be seen 
as a catalyst for more quality communication in the palliative care 
setting.
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CHAPTER 34

Redefining Comfort Measures:
Communicating About Life Support, 
Artificial Hydration, and Nutrition
Dawn M. Gross, Nancy Clifton-
Hawkins, and Mariela Gallo

Introduction
Based on recent National Vital Statistics, over 2.5 million people 
die per year from illness.1 Of these deaths, the leading causes are 
heart disease, malignant neoplasms, cerebrovascular diseases, 
Alzheimer’s disease, and kidney disease. The age-adjusted death 
rate increased for six leading causes of death: chronic lower respi-
ratory diseases, diabetes mellitus, influenza and pneumonia, 
chronic liver disease and cirrhosis, Parkinson’s disease, and pneu-
monitis due to aspiration of solids and liquids.1 Every day, health-
care providers ask families and friends if it is time to end their 
loved one’s life support, artificial nutrition, and hydration. In our 
complicated world, neither families nor healthcare providers want 
to make such decisions.2 Many factors hinder decision-making 
when patient and healthcare providers come to this crossroad in 
care. Studies have found that healthcare providers have little or no 
training in conducting these difficult conversations with patients 
and families.3 To make these life transition points as seamless as 
possible, a provider must be a skilled communicator.

Being aware that a healthcare provider’s individual moral and 
ethical standards also influence his or her ability to communi-
cate about end-of-life plans with patients and family members is 
critical to developing competency in these areas of communica-
tion. Researchers often infer that moral and ethical issues affect 
the healthcare provider’s “comfort level” with end-of-life care. 
Advances in medical care may affect this comfort level further, in 
that such advances have blurred the decision of how far to go in 
treating a terminally ill patient.4 Because we can is not that same 
as we should.

This chapter examines the important factors that influence how 
providers can successfully facilitate conversations about goals 
of care related to life support, artificial hydration, and nutrition 
so they align with transitions in care delivery. We define what 
providing care actually means as it pertains to life-sustaining 
treatments. Beginning with the science behind the physiological 
responses of a terminal patient receiving life support, artificial 
nutrition, and hydration, the discussion then moves to the com-
munication process between the healthcare provider and patient, 
emphasizing that honesty and truthfulness are key components in 

initiating a conversation about end-of-life care. Finally, vignettes 
detail these complex conversations and tools and strategies are 
discussed that assist the healthcare provider and the patient as 
they embark on this journey together.

Fundamental Science of Life Support, 
Artificial Hydration, and Nutrition  
at the End of Life
Guiding patients and families through the transitions of the body at 
the end of life sets the foundation for informed decision-making.5 
As healthcare professionals, we recognize that discussing care 
details with patients and families is a complex conversation that 
can be daunting for all involved. However, giving vague or incom-
plete information about the end of life can increase distress.6

Communication with patients and families about advanced 
disease and end of life is often referred to as “breaking of bad 
news.”6 Instead of instilling a sense of loss, healthcare profession-
als can begin to refocus this communication by acknowledging 
and discovering the unique needs of patients and families, with 
attention to providing comfort rather than withdrawing care. 
The Education for Physicians on End-of-Life Care project from 
the Institute for Ethics at the American Medical Association 
provides an eight-step protocol to discuss end-of-life treatment 
options. The underlying goal of this protocol is to seek clarity 
from both the patient/family and healthcare provider. The proto-
col states: (1) be familiar with policies and statutes, (2) arrange and 
use an appropriate setting for the discussion, (3) ask the patient 
and family what they understand, (4) discuss the general goals of 
care, (5) establish context for the discussion, (6) discuss specific 
treatment preferences, (7) respond to emotions, and (8) establish 
and implement the plan.7 The healthcare provider has an ethical 
and legal obligation to appropriately discuss end-of-life treat-
ments with patients and families. This can only be achieved with 
timely, respectful, and honest discussion.

In a study based on qualitative secondary data, patients 
were asked to describe examples of helpful communica-
tion as they entered advanced care. Four key elements were 
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described:  respecting the importance of time, demonstrating 
caring, acknowledging fear, and balancing hope and honesty in 
the provision of information.6 These elements, in the context of 
information-giving and education, become essential for making 
life-altering decisions about healthcare. Using the four elements 
provided from this study, a framework is created for walking 
patients and families through the details of the dying process and 
understanding the roles of life support, artificial hydration, and 
nutrition.

Discussing Illness Prognosis With Patients 
and Families
Healthcare professionals are responsible for informing and pre-
paring patients as illness progresses. Throughout the continuum 
of care, this involves providing information and education related 
to the patient’s health status and prognosis. Over the past decade, 
extensive research has been conducted on the type of information 
that should be shared when discussing a person’s health status. 
Findings reveal that healthcare providers should offer informa-
tion on prognosis that includes a potential timeline for death, 
signs and symptoms of the dying process, and potential manage-
ment of the patient’s comfort.8 While prognosis is crucial, clinical 
guidelines rarely include when to inform patients and families of 
prognosis and initiate end-of-life decision-making. Timing is crit-
ical for informing and educating in accordance with the patient’s 
and family’s readiness to process the information. Is there a point 
in terminal illness when patients and families are “ready” to hear 
that death is near?

Results from studies exploring timing and location of such con-
versations vary, yet they trend toward favoring nonacute settings, 
early in the illness trajectory.9 Earlier communication takes prep-
aration on behalf of the provider to establish the appropriate envi-
ronment, ensure there is enough time to communicate, and take 
into account whom the patient wants to be present when informa-
tion is given.9 Whenever prognosis is discussed, the patient should 
be encouraged to have a supportive companion such as a spouse, 
immediate family member, or close friend present. The setting 
for the conversation is important as well. Turning off electronic 
devices to prevent interruptions and eliminating other poten-
tial distractions may permit both healthcare professionals and 
patients and their families to fully engage in the conversation. The 
healthcare provider should allot sufficient time for the conversa-
tion, so that he or she can present as many facts as possible, while 
giving patients and families the opportunity to pause, process, 
and question. Healthcare providers need to invite questions as 
well, even if patients and families convey a good understanding 
of the information.

Studies have found that patients and families have little to no 
understanding of the benefits and risks related to life support, 
artificial nutrition, and hydration.10 Discussions about benefits 
and risks related to these kinds of treatments are often weighed on 
the basis of improving the quality of life for the patient. However, 
in a recent study researchers found the decision to remove or sus-
tain life support, artificial nutrition, and hydration continues to 
be significantly misunderstood as a “life-prolonging” measure.10 
This is a clear indication of the need to better inform and educate 
patients and families about the benefits and risks related to these 
forms of care for terminally ill patients.

Using simple language is the best way to educate and com-
municate sensitive information. Table 34.1 describes sensitive 
discussion points, potential misunderstandings, and alternative 
statements using simple language for end-of-life discussions. 
Using simple terms also helps invite patients and families to reveal 
important cultural and religious beliefs that may greatly impact 
their decision to use or forego artificial nutrition and hydration. 
For example, studies have found that religious beliefs such as 
Jewish principles of prioritizing the sanctity of life can influence 
decisions related to the use of artificial nutrition and hydration.10 
Also, different ethnic groups treat food and fluids as culturally 
significant.

In some cultures, the symbolic nature of food in relation to the 
provision of nutrition and hydration for a terminally ill patient 
can be viewed as a vital necessity. A study in Taiwan found that 
a patient’s loved one worries that the terminally ill patient will 
become a “starving soul” after death if nutrition and hydration 
is removed.11 Such a concern can drive a family’s decision to con-
tinue artificial nutrition and hydration, which may cause greater 
discomfort for the patient. In Western society an overarching prin-
ciple of autonomy guides decisions in clinical ethics. This speaks 
to the autonomy of the patient’s or authorized surrogate’s right 
to self-determine end-of-life care related to sustaining or remov-
ing life support, artificial nutrition, and hydration.12 However, it 
is important to realize that this definition of autonomy does not 
translate to more communal cultures where individual autonomy 
is not a prevailing principle. Acknowledging this reality augments 
the need for healthcare providers to continuously refocus commu-
nication about end-of-life care. Beginning with clearly discussing 
the specific signs and symptoms that will occur in the dying pro-
cess will help everyone involved understand what comfort mea-
sures optimally align with the patient’s and family’s values.

Discussing Signs and Symptoms
Although each person approaches death in a unique way, there are 
expected physical changes the body endures at the end of life. Most 
people experience some or a combination of symptoms related to 
the body’s shutting down as death approaches. The body begins 

Table 34.1 Discussion Points, Possible Misunderstandings,  
and Alternative Statements

Discussion Point Patient/Family  
Possible Misunderstanding

Alternative

“It may be time 
to think about 
withdrawal of 
care.”

Removal of care to induce 
death

“It may be time to think 
of other ways to provide 
care and comfort.”

“At this point, 
hospice is the next 
step to take.”

There is no more hope/reason 
to keep patient alive

“At this time, I want to 
make sure special care 
and attention is given to 
the patient’s comfort.”

“The treatment 
failed to work.”

There is nothing more that 
can be done

“The cancer did 
not respond to the 
treatment, as we had 
hoped.”
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to transition from a living to a dying state. Beginning with loss of 
appetite, the body no longer needs the energy to stay alive. There 
is a gradual disinterest in food, followed by loss of desire to drink 
fluids, which is natural and normal. Loss of appetite and desire to 
drink will become apparent to families, as the patient begins to 
have difficulty swallowing and experiences dry mouth. This can 
be one of the hardest experiences for families if not understood. 
As the body becomes weaker, the body’s system progressively 
slows down. A dying person will begin to sleep more, become dis-
oriented, and progressively lose bladder and bowel control. As the 
body continues to lose its ability to maintain itself, the person’s 
pulse rate begins to slow down, body temperature fluctuates from 
hot to cold, perspiration may increase, and breathing takes on new 
patterns.

Educating patients and families to anticipate these physical 
changes can help them remain calm so they can be fully pres-
ent and empowered to provide care that is intuitively comforting 
based on their relationship with their loved ones. By partner-
ing with the patient and family, healthcare providers can sup-
port patient and family wishes by exploring traditions, values, 
and ways of coping. For example, in a survey of individuals from 
many different cultural and faith traditions, a recurrent theme of 
comfort was family members’ wish to keep their loved ones warm 
near the end of life by the act of applying blankets. As a healthcare 
provider, taking time to describe and explain typical changes in 
body temperature and skin color at the end of life is critical. By 
doing this, we can ensure that family/friends are not misinterpret-
ing their own intuitive acts of providing comfort as unhelpful or 
harmful, if the physiologic response to these actions (i.e., regain-
ing of normal skin temperature or color) is not achieved.

Discussing Removal of Life Support, 
Artificial Nutrition, and Hydration
Even when patients and families understand the common signs 
and symptoms of the normal dying process, many issues can still 
arise. A very common fear is that the patient will suffer from thirst 
and hunger if artificial nutrition and hydration is removed. It is 
essential to help the patient and family understand that the loss 
of appetite and reduced fluid intake is normal and that aggressive 
attempts to counteract this process could lead to discomfort and 
create more symptoms such as bloating, swelling, cramps, diar-
rhea, and shortness of breath, without improving the outcome. 
Important points for education include that the body no longer 
needs large amounts of energy and the patient’s digestive system is 
progressively slowing down. At this stage, the patient is no longer 
interested in food or in need of it. The same is true for fluids, and, 
when drinking tapers off, the body naturally becomes dehydrated. 
Dry mouth can appear to be a sign of thirst to the family. However, 
if the patient is close to dying, the family should be informed that 
dry mouth is best relieved by providing mouth care, such as keep-
ing the patient’s lips moist using a swab, rather than by providing 
artificial hydration.

Removing other forms of life-sustaining treatment is another 
area of concern for patients and families. Initiating and/or discon-
tinuing cardiopulmonary support is often based on the preferences 
stated in the patient’s advance directive. Healthcare providers 
should never assume that family members were involved in this 
decision or that they understand what will follow. If the patient 

has no advance directive or is unable to decide what he or she 
wants, the healthcare provider must conduct a more extensive dis-
cussion and, at times, engage in a process of negotiation with the 
family. Prior to transitioning modalities of care, the healthcare 
provider must explain to patients and families what will happen 
after life-sustaining treatment is removed. Equally important, the 
healthcare provider must demonstrate empathy by inviting fami-
lies to show support to the patient in as many ways as they wish.

The cultural and religious aspects of comfort for the patient and 
family become the center for the provision of care. As part of a 
qualitative survey, participants were asked to state their ethnicity 
and answer 10 questions about end-of-life care decisions.13 When 
asked to describe comfort measures, a Chinese participant replied 
that “music, touch, anything that would enhance the individual’s 
sense of well-being and physical, psychological, emotional, and 
spiritual ease.”13 Participants were also asked how their health-
care team could support their needs while discontinuing artificial 
nutrition and hydration. A respondent shared, “Loving care on 
their last days and allow for cultural practice in the healthcare 
setting, if requested.”13 The results of the survey demonstrate the 
importance of redirecting care, so that patients and families feel 
comforted in ways that are valuable to them.

Holistic Approach to Care
Many providers are drawn to healthcare to save lives, alleviate suf-
fering, provide assistance to patients and families, and assist with 
the spiritual journey that can accompany illness and disease. Even 
when a cure is no longer possible, our duty to provide care does not 
end. Such care may, in fact, include the removal of life-sustaining 
treatment. As healthcare professionals, the way that we approach 
care is based on the training we received. How we interact with 
our patients is influenced by our focus on a Western medical 
model that can be detached and fragmented.

Healthcare, from a traditional perspective, is primarily about 
saving lives. It is about finding causes for an illness and offering 
a cure. Much of the time, this emphasis separates a person from 
his or her body, as healthcare providers focus solely on a singu-
lar body part and neglect the person as a whole.14 Feelings and 
emotions fall to the more scientifically bound discussions and 
findings, and patient-centeredness is lost to a universe of large, 
incomprehensible scientific words. In his 2002 article, Little 
defined “humanistic medicine” as a reminder to healthcare pro-
viders that they need to be more compassionate and empathetic 
toward their patients. Little believes that healthcare should be 
more of a balance between the traditional view of medical care 
and the humanistic view.15 He suggests that practitioners use the 
term “value-based” medicine. Per Little, this phrase “reminds cli-
nicians of the sustaining values that underpin the whole health 
endeavor. These values include an acceptance of the value of 
individual human life in quality and quantity. Both individuals 
and communities hold a place of importance that contributes to 
human security and flourishing.”15(p319)

Terminally ill patients often experience emotional distress from 
distorted thinking.16 When providers are able to connect the emo-
tional to the cognitive functions of an individual, they will be able 
to help the patient gain insight, change behavior, and regain con-
trol.16 By effectively incorporating the emotional and cognitive 
aspects of each individual involved in the end-of-life experience, 
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namely, the terminally ill patient, healthcare provider, family, 
and community as defined by the patient, we can see the entire 
picture and better understand the overarching “human” needs 
that a patient and family are facing. The 2014 study of patient and 
physician relationships from the Empathy and Relational Science 
Program at Massachusetts General Hospital found that “rela-
tionship factors really do make a difference in patients’ health 
outcomes.”17(e94207) While the care we provide at the end of life 
does not cure, it is still care. It is what allows for the healing of 
patients and their families. It is up to us as healthcare providers 
to recognize the needs, beyond cure, and provide care that meets 
these needs.

Provider-Driven Versus Patient-Directed 
Healthcare
Part of recognizing patients’ and their family’s needs is to under-
stand where each person is emotionally and cognitively. A per-
son’s ability to cope will determine his or her ability to take in 
the information that is presented. Roeland and colleagues advise 
that providers determine the family’s and/or patient’s coping level 
prior to engaging in difficult medical discussions and develop a 
pathway to determine a person’s coping capacity and how this 
influences modes of communication during end-of-life care 
decision-making2 (see Figure 34.1). They suggest that as a patient 
approaches death, knowing where he or she is emotionally and 
cognitively can help the healthcare provider play a larger role in 
identifying viable options, such as helping to facilitate the process 
of moving from artificial nutrition and hydration to other forms 
of care and comfort.

Understanding where patients are along the illness continuum 
is key—as any misinterpretation of where they are could have 
disastrous effects on trust and future relationship-building. 
Roeland and colleagues have devised a communication assess-
ment model that can help frame patient/healthcare provider 
discussions. Any member of the healthcare team would ben-
efit from ascertaining the coping mode of the patient and adjust 
his or her communication approach accordingly. For example, 
open-ended or patient-directed communication works when 
the patient is adaptively coping. If we were to approach such a 
patient with a “clinician-driven” mode, he or she would consider 
us “condescending and patronizing.”2 Conversely, if we were to 
use a patient-directed modality with a patient who is engaging in 
maladaptive coping, “you can increase patient suffering, provide 
poor medical care and set the stage for a complicated bereavement 
process with the family.”2(417) Both misinterpretations will dam-
age trust and all levels of communication from this point forward.

A 19-year-old woman with long-standing cystic fibrosis is readmit-
ted for pseudomonas pneumonia. The primary team is frustrated 
and consults the palliative care team to assist with her “noncompli-
ance” in the respiratory therapy plan of care. When the team enters 
the patient’s room at 4 pm, she is lying in bed, looking quite fatigued, 
attempting to dry her hair with a towel. The team introduces them-
selves. One of the members acknowledges that she appears quite 
tired. She looks up at them and says, “Yes. I finally was able to get 
help to the shower,” she nods at the nurse. “So at least now, I finally 
feel half-human after feeling so terrible and exhausted all day. What 
do you want?” The physician responds, “We’re glad you have finally 

been able to shower.” The chaplain adds, “It sounds like you have 
had quite a frustrating day.” The social worker asks, “Would you like 
us to visit now, or would you prefer we come back at another time?” 
“Yes, tomorrow afternoon,” the patient replies. The team returns the 
next day to find the young woman, still exhausted but ready to talk.

In this patient-directed approach, the team discovers how an 
illness is interfering with what matters most in this patient’s life 
(i.e., showering and feeling “human again”). The healthcare team 
takes the first steps toward developing trust with this patient by 
conveying empathy and acknowledging the patient’s frustration. 
Patient-directed care is enacted by returning the next day to dis-
cuss her care as requested, rather than prioritizing the team’s goal 
of discussing her care on their initial visit.

Fang’s Story
An 86-year-old, Cantonese-speaking woman, previously well and 
living independently, is now on her fourteenth day of ventilator 
dependence in the ICU. She developed an aspiration pneumonia 
that became complicated by sepsis and renal failure. The family is 
adamant that they continue to “do everything” possible to save her. 
The ICU team is trepidatious about discussing placement of a tra-
cheostomy and PEG tube.

The opportunity to educate patients and family on possible 
conflicts that might arise between healthcare and cultural prac-
tices becomes possible once the foundation of trust has been laid. 
The more open to dialogue and discovery a provider is, the more 
nimble a conversation can be. In other words, if providers notice 
themselves becoming uncomfortable in a conversation, the first 
place to consider looking is internally. What is making them frus-
trated, anxious, angry, or despondent? What a healthcare pro-
vider might consider “futile care” may have significant meaning to 
the patient and family. Consider the goals of any given interven-
tion and explore other actions that could ultimately achieve the 
same desired outcome. Often, the impasse we think we are facing 
when exploring a refocus of care from life-sustaining measures 
to comfort-focused care are not as different as we think. Those 
actions are merely misperceptions about how the action can or 
cannot achieve what someone actually wants.

Fang’s Story, Continued
A family meeting is called with the support of the palliative care 
team and interpreter services. A pre-meeting occurs to understand 
any cultural preferences in communication practices (e.g., being in 
the presence of the patient, the first-born son acts as decision-maker, 
etc.). The meeting begins by thanking the family for meeting 
(trust-building with acknowledgment of time and effort taken to 
be present) and by asking the family their understanding of their 
mother’s illness (trust-building by being curious). The son states, 
“We want you to just keep doing what you are doing.” This is an 
opening to ask what it is he thinks is being done and what the antici-
pated outcome will be. “You can cure her so she can be at my wed-
ding next month,” the son replies. A member of the healthcare team 
responds, “I wish we could make your mother well again, so she 
could breathe on her own and attend your wedding. Unfortunately, 
that is not what we see as possible.” At this point, another family 
member speaks, “She cannot die this month. The wedding has been 
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set on this date for its auspiciousness and cannot be changed. If she 
dies in the same month, it will be very bad luck.”

This last statement is an opening for the healthcare team to 
align their care efforts in support of the family’s wishes on behalf 
of the patient. Negotiations can now move toward how to attempt 
to achieve the newly discovered goal (i.e., to not have the patient 
die the same month as her child is married) in a way that allows 
for the uncertainty of life and death to be openly discussed, 
so that if the goal is not met, it is not out of lack of respect or 
understanding.

By providing open and honest communication, providers main-
tain trust even in the face of potential disappointment and loss. 
This “turning toward” what might likely be an uncomfortable 
conversation is key to maintaining trust. So how can we engage in 
these types of conversations? John Gottman, renowned researcher 

and author of The Science of Trust, describes any interaction as a 
trust-building opportunity.18 Each interaction holds the possibil-
ity of turning toward or turning away from a person. These “slid-
ing door moment[s] ” are points in time when one can choose to 
make a difference by choosing to connect with another person and 
be present versus choosing to turn away and be alone. Gottman 
notes that trust erodes gradually over time, if we continually 
turn away. He created the ATTUNE acronym (Box 34.1) to sup-
port actions of engagement: A: Awareness, T: Turning Toward, 
T: Tolerance, U: Understanding, N: Nondefensive responding, and 
E: Empathy.20

Healthcare providers build trust by uncovering and discov-
ering aspects of the patient, the family, and even themselves. 
Trust-building involves an attitude that throws out assumptions 
and embraces the present moment. Taking advantage of John 
Gottman’s “sliding door moments,” where we can honestly engage 

Organization of meeting with patient +/– family, data collection

Assess coping

“I believe my cancer has spread.” “You should know, you are the doctor!”

Maladaptive coping

Proceed with focus, clinician-directed
approach

Declarative statement
“Unfortunately, your cancer is worse

despite our best treatments.”

Assess coping

Maladaptive coping

Proceed with forced choice options
“Where would you prefer to take your last breath? At home

or in the hospital?”

If continued maladaptive coping, proceed with empathic truth
telling

“You are dying. We are calling hospice to help you.”

Adaptive coping

Adaptive coping

Proceed with open-ended questions,
patient-directed approach

Single, open-ended question
“What have the doctors told you about what is going on?”

Figure 34.1 Approach to medical discussions based on assessment of patient coping
From: Roeland E, Cain J, Onderdonk C, Kerr K, Mitchell W, Thornberry K. When open-ended questions don’t work: The role of palliative paternalism in difficult medical decisions. J Palliat Med. 
2014;17(4):415–420.
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with the patient, it becomes possible to develop a strong trusting 
relationship that will be a bridge to having the conversation about 
providing other forms of comfort care at the end of life.18 Now we 
are in a position to engage in the following conversation as Fang’s 
story continues:

The primary physician offers, “I wish I had a different answer. 
We have simply reached the extent of what medical science has to 
offer.” The chaplain adds, “This has nothing to do with the desire 
or effort on your part.” Time is given to allow the family to hear 
this news and respond with words or emotions. The social worker 
then continues, “The questions ahead of us that we really need 
your guidance on is how can we now best support her and your 
family in honoring what is most important to her. You have stated 
that it is very bad luck if she were to die during the same month 
as your wedding. When any person is as sick as your mother, it is 
important to know that they can die at anytime.” Another pause 
is offered to allow family to respond. The nurse on the team then 
suggests, “We would like talk with you about some things we can 
do together to best honor her and your wishes.”

The relationship has been grounded in empathy, by hearing the 
family’s concerns and needs, and trust, by articulating the truth 
in what is and is not possible. The conversation can now focus on 
what is possible moving forward and supporting the patient and 
family each step of the way despite the heightened uncertainty of 
Fang’s care.

Principles of Communication for Building 
End-of-Life Plans
Diverse patient populations require healthcare professionals to 
be mindful of the various values, beliefs, and existing knowl-
edge that patients bring to discussions about palliative care. 
Building trust and moving toward the discovery of patient 
goals requires a hybrid approach that removes the provider’s 
personal assumptions and recenters the conversation around 
the patient’s own culture and belief system. This allows the 
patient to make decisions that best meets his or her needs.19 
Much like the pathway for building trust, there are several 
communication principles that providers need to be aware 
of when building end of life plans with patients and families 
(Table 34.2).

Case Study: Mr. and Mrs. Burton
Mr. and Mrs. Burton, a 99- and 95-year-old husband and wife, 
were both hospitalized for aspiration pneumonia and urinary tract 
infections. Family had recently moved from out of state to be with 
them. Their son is suffering from a chronic illness and can no longer 
take them home. Mr. and Mrs. Burton have some mild to moderate 
dementia, have had other recent admissions, and are now looking 
at long-term placement.

Prior to meeting the patients or family, the palliative care team 
considers the best, most comprehensive discharge plan based on the 
information they have already gathered. They begin to identify an 
inpatient hospice unit with space in a double room as an option to 
present to the family should their goals be consistent with this plan.

The team enters Mrs. Burton’s room. No family is present at the 
moment. Mrs. Burton is able to easily communicate the longtime 
suffering she has experienced in her legs after sustaining a hip frac-
ture and undergoing repair. She also is able to tell the team with 
equal clarity that she wants to eat macaroni and cheese. With this 
information in hand, the team heads to her husband’s room. Mr. 
Burton’s designated power of attorney, his son Daniel, and his wife 
are positioned on opposite sides of his bed. Daniel’s sister is in a 
chair, toward the foot of the bed.

The team shares their experience visiting with Mrs. Burton before 
they began speaking directly to Mr. Burton. Knowing about Daniel 
and the family disposition, the team had decided not to suggest that 
either parent go “home” to Daniel’s house. Regardless, the team also 
wants to provide an opportunity for Mr. Burton to express his goals 
and priorities to see if they are aligned with his family’s. Daniel 
does not appreciate this line of questioning, as noted by his frequent 
interruptions and cold stares.

The team offers to meet with the family in a separate room as 
tension seems to be mounting. Being very conscious of body lan-
guage and making certain no table or physical object is in between 
Daniel and the team, the lead physician maintains an open posture 
with arms and legs relaxed, leaning into the family while she asks, 
“So, how can I help you?” Daniel quickly launches into why it is 
impossible for him to take his parents home and how angry he is at 
the team’s questioning. The physician acknowledges this and gently 
offers a provider-driven response, “I have no intention of having 
your parents go home with you.” This immediately allows Daniel to 
relax. She continues, “I am aware of your own health struggles and 
want to do everything in my power to support you, while ensuring 
your parents receive the most impeccable care in the setting they 
would feel most comfortable.” Daniel’s sister and spouse then began 
to communicate their support of identifying alternate care settings 
with maximal support focusing on comfort so as to alleviate further 
stress on Daniel.

This natural and powerful transition in a conversation occurs, 
more often than not, when families are allowed to and aided in 
hearing each other speak. Having assessed a maladaptive coping 
environment, provider-driven communication may be the best 
initial approach to establish a trusting relationship.

The Burden of Decision-Making
Making the decision to discontinue artificial hydration and nutri-
tion and refocus care at the end of life is easier said than done. 

Box 34.1 ATTUNE Acronym to Support Engagement  
With Patients and Family Members

♦ Awareness of your partner’s emotion
♦ Turning toward the emotion
♦ Tolerance of two different viewpoints
♦ trying to Understand your partner
♦ Nondefensive responses to your partner
♦ responding with Empathy

Source: http://greatergood.berkeley.edu/article/item/
john_gottman_on_trust_and_betrayal
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When viewing the decision-making process, the practice of shared 
decision-making (decisions made with healthcare team, patients, 
and their family) may benefit from re-examination. Why is it that 
a surgeon, for example, can assess a situation as being too risky 
and refuse to do a surgery, but when it comes to deciding whether 
or not to offer or stop artificial food and hydration at the end of 
life, providers abdicate and direct the decision-making process to 
the patient and family? For patients, the reasons can be founded 
in cultural, filial, and religious beliefs. Healthcare providers, while 
trained to be involved in decision-making, may be challenged to 
make decisions related to end-of-life care. The questions for the 
provider are: “How do we move through this? How can we acknowl-
edge that we are very uncomfortable with making this end-of-life 
decision?” Maybe the answer lies in our ability to acknowledge the 
fact that we have reached the end of what science and technology 
can do for us. Maybe, if we can recognize that life has a beginning 
and an end, we can begin to escort the patient and their family into 
the next phase of their life. The decision then shifts from what we 
should do to how we can best support the process.

Providers are often reluctant to approach the subject of chang-
ing care from life support, artificial nutrition, and hydration 
to comfort care because they do not know what the family and 
patient may be thinking. A survey by, Clifton-Hawkins and 
Gallo asked individuals what other forms of comfort care they 
would want to give them if they knew that providing food and 
water to their loved one was actually hurting them.13 Box 34.2 
and 34.3 summarize family definitions of comfort care and goals 
for end-of-life care. Understanding what a patient and family 
really wants aids the decision on how to shift the paradigm of 
comfort care.

Healthcare Providers’ Previous Experiences 
Frame Their Ability to Make Decisions
When having a challenging end-of-life conversation about remov-
ing some forms of medical support, healthcare providers may be 
confronted with their own feelings. If a nurse has experienced a 
patient improving after the removal of artificial nutrition and/

Table 34.2 Principles of Communication for Building End-of-Life Plans

Communication Principles Explanation/Examples

Be reliable. Do what you say. If you make an appointment with a patient and family, be present for the appointment.

Honor your promise. If you are unable to come back at the agreed-on time, then acknowledge this as quickly as possible and  
agree on an alternate time. Failure to acknowledge a broken promise dissolves any formation of trust.

Do not belittle a promise. The seemingly most trivial of promises may hold great significance to a patient (e.g., you notice a patient 
appears thirsty during your visit. If you say, “I will go get you some water,” you need to do this). Your doing 
this demonstrates follow-through and builds an experience of commitment and integrity. Failure to follow 
through erodes trust.

Recognize if you cannot keep a potential promise. Quickly renegotiate the promise and deliver on it.

Be honest. Tell the truth. If you believe a patient is dying, say so (e.g., “This is difficult for me to say, but I am concerned your father  
is dying. I hope I am wrong about this. In case I am not, it is important for me to be sure I am doing all that  
you believe matters most to your father.”)

Admit if you are uncomfortable. It is okay to have emotions and share them (e.g., the pathology report is pending but, in your clinical 
experience, your gut tells you this person has cancer. Instead of avoiding the subject (or the patient’s room 
altogether), state what your concerns are, why, and the possibility that you might be wrong—which is why 
the pathology is being studied. The person is thinking about it whether you speak it out loud or not, so 
validating their concerns and unease allows for compassion and empathy to develop in both directions.

Speak from the heart. Be vulnerable. Speak to what will make a difference and to what you are committed to, for the patient and 
family (e.g., “I am here to discover what you wish, so we can provide the care you want”).

Speak your feelings. We are part of healthcare; it is okay to show we care. If moved to cry, allow yourself to cry; if moved to laugh, 
allow yourself to laugh, but be moved.

Be open—volunteer information. If asked how you are, challenge yourself to go beyond “fine” or “great” and answer honestly. Share some of 
your thoughts and feelings with the patient. This demonstrates you are not afraid to express and to hear the 
truth. In fact, you are actually keenly interested and open.

Do not omit important details. If we fail to speak clearly, such as saying someone is dying, we fail to support people in preparing for death, 
which then sets up a legacy of complicated grief instead of hope, healing, and gratitude.

Do not mask truths. By sharing your truth (e.g., that the pathology results may not be what we are hoping for), you foster trust 
and partnership, so if difficult decisions need to be made later, you have laid a foundation of compassion  
and honesty from which to work.

Establish rapport. Exchange information. Invite patients and families to articulate their needs and wants. Ask questions to 
identify interests and values. Find opportunities to demonstrate your understanding of their strengths, 
expectations, and expertise.

Express gratitude. Acknowledge the willingness of the patient and family to engage in these difficult conversations.
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or hydration, he or she may hesitate weighing in on the decisions 
surrounding end-of-life planning.20 Other times, providers may 
internalize their feelings to protect themselves, thereby stifling 
patient interactions. Healthcare providers such as social workers 
recognize that individual attitudes and self-awareness can influ-
ence their role in the provision of palliative and end-of-life care.21 
It is vital that the provider identifies where past experiences may 
influence his or her patient interactions. The key is to recognize 
how to set aside personal preferences and assumptions in favor of 
discovering another’s preferences, goals, and values.

Case Study: Ms. William
For several days, Ms. William, a 75-year-old with a terminal lung 
disease, had been complaining of increasing abdominal discomfort. 
She was receiving nutrition via a tube running from her nose into 
her stomach, so she had not been able to taste food for several days. 
She really wanted to have the tube removed, but so long as she was 
on the ventilator she had no ability to eat on her own. The follow-
ing day, as the palliative care team walked in to visit, she grabbed 
a pen and journal and wrote, “I vomited head-to-toe last night.” 
The team was shocked by her jovial mood as she wrote and they 
read: “My stomach feels much better.” She patted her stomach and 
kept writing. “It was the first time anyone had thought to let me try 
and brush my teeth since I have been in here!”

Listening closely to our patients, we allow our own assumptions of 
what comfort may look like to fade away in favor of an alternate, 
individualized view. Ms. William’s story is a stark reminder that 
patients, not providers, define comfort.

Ms. William, Continued
At her request, Ms. William was able to be taken off the ventilator 
for what was predicted to be just a few hours before her respiratory 
status would decompensate again, requiring mechanical support or 
natural death. These few hours without the ventilator placed her in a 
rare position to answer the question, “If your lungs were to fail again, 
would you want the tube put back down your throat and be placed 
back on the breathing machine?” “If that’s what it takes to keep me 
alive, so be it. I am not ready to pull the plug yet, if I don’t have to.”

The following morning, Ms. William was reintubated. When the 
palliative care team entered her room, they found her alert and 
writing in her journal, “I still want to live.” The team spoke with 
Ms. William’s attending physician who had earlier been frustrated 
and confused by the palliative care team’s support of Ms. William’s 
request to be re-intubated, despite being terminal. He shared that 
he was confronted by his own discomfort and not Ms. William’s.

Perhaps what makes medicine a frontier of endless discovery has 
less to do with the scientific advances pushing the envelope on our 
medical know-how and more to do with how our patients chal-
lenge what we believe we know about ourselves. Pema Chodren, 
in her book Taking the Leap: Freeing Ourselves from Old Habits 
and Fears, suggests the reason behind our inability to tackle dif-
ficult situations is the existence of a negative back story that fuels 
our reluctance.22 She suggests taking the opportunity to step back 
before having difficult conversations with patients and reflecting 
on what is making it hard to begin the conversation. Healthcare 
providers should aks themselves: Is there an unresolved experi-
ence preventing me from having this conversation? Did I suffer 
emotional harm? How is holding onto that experience going to 
help me in the present moment or keep me from being honest with 
my patient? Once providers are able to free themselves from past 
experiences, they open the door to more truthful and trustworthy 
relations with patients and their families.

Conclusion
Maura Schlairet and Richard Cohen state in their article, 
“Allow-Natural-Death (AND) and Other Orders: Legal, Ethical, 
and Practical Considerations,” that conversations with patients 
ought to begin with a different way of viewing end of life.23 Rather 
than looking at the process as one in which care is removed, we 
need to look at this time in life as one in which care is redefined. 
Borrowing from the work of Salladay, it has been suggested that 
this redefining of care be referred to as decision-making that 
allows for a natural death.4 This language communicates to 
patients and family members that comfort measures are being 
provided. Planning end-of-life care that supports a natural death 
will require the healthcare provider to develop a foundational 
relationship of trust, compassion, empathy, and honesty. This 
foundation will allow the ongoing provision of patient and family 
care, according to how the patient and family define the care and 
the comfort they want and need.
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CHAPTER 35

Advance Care Planning
Jeanine Blackford and Annette F. Street

Introduction
Conversations about end-of-life planning are increasing in com-
plexity and scope. Advance care planning (ACP) is a process 
that has developed internationally to facilitate communication 
between individuals and healthcare providers to identify and 
document medical and personal care preferences consistent with 
personal values in the event that a patient becomes too ill in the 
future to express his or her wishes.1 In this process, patients also 
identify a person (or persons) whom they trust to insure that their 
healthcare wishes are respected should they lose decision-making 
capacity. The ACP conversation is designed to address two key 
questions:2

1. If you are unable or do not want to take part in your healthcare 
decision-making, what do we need to think about when making 
decisions about your care?

2. If you are unable or do not want to take part in your healthcare 
decision-making, to whom should we speak?

Based on the ethical principle of patient autonomy and the legal 
doctrine of patient consent, ACP helps to insure that the concept 
of consent is respected if a person becomes incapable of partici-
pating in his or her treatment decisions. It allows a commitment 
to person-centered care, where personal values can be respected.

These conversations occur in a context where medical tech-
nology advances have given healthcare providers the ability to 
prolong life by artificial and mechanical means. These advances 
have created their own ethical dilemmas that need careful consid-
eration, especially when treatments may be of limited benefit to 
the patient. People may live longer but with increasing disabilities 
or comorbidities. Aside from lengthening the illness trajectory, 
these technological advances have also increased palliative care 
options. The boundaries between active medical management for 
cure and palliative care for symptom control are now blurred, and 
patients are offered more choices, some of which may be unwanted 
or unwarranted.3 Irrespective of the reason for palliative care 
admission, patients have the right to make decisions about their 
healthcare, now and for the future. Informed decision-making 
about treatment requires that patients with life-limiting illnesses, 
and others making decisions on the patient’s behalf, understand 
the consequences of potential treatments. However, many patients 
are too ill at the end of life to make treatment decisions or dis-
cuss their preferences for place of death, family involvement, or 
spiritual care.

This chapter explores the role of communication in ACP, dis-
cussion points in an ACP conversation, and communication 

strategies for initiating and maintaining ongoing dialogue about 
ACP with patients and family members.

Conversation Through the ACP Process
The ACP process has three key components: (a) a guided dis-
cussion to provide information and explore healthcare options 
and treatment preferences; (b) appointment of a proxy or sub-
stitute decision-maker; and (c) expression of a person’s wishes 
for care, preferably in writing. A guided ACP discussion(s) has 
a number of key elements to assist patients in clarifying their 
end-of-life healthcare preferences. Discussions are designed to 
assist individuals to understand their medical condition and 
potential future complications; consider the benefits and bur-
dens of current and future treatments; ref lect on their goals, 
values, and personal beliefs to guide future care; discuss 
choices with family and/or important others and healthcare 
providers; decide on a decision-maker in the event that the per-
son is unable to make decisions or communicate; and docu-
ment these choices.

To participate in ACP, patients need to have knowledge about 
their life-limiting illness and possible outcomes so they can deter-
mine their healthcare preferences. In a person-centered approach, 
information is not merely a biomedical description of the disease; 
patients need to explore the illness in terms of their experience 
and its potential impact and consequences of living with the dis-
ease.4 The palliative care provider’s role is to ascertain what the 
patient and family understands of the diagnosis and prognosis 
and to facilitate a discussion that explores what matters to them. 
The discussion can simply begin with: “Tell me what you under-
stand about your illness.”

Patients need information about their illness trajectory, car-
diopulmonary resuscitation; potential treatment options such as 
ventilation, artificial nutrition, and hydration; and, more specifi-
cally, comfort care. Patients can easily become confused between 
treatments they received in the curative phase of their illness and 
those offered as palliation—as treatment may be the same but 
for different purposes. A key element of ACP discussions must 
include decisions about when to have treatment and when to stop 
treatment, and an overview of acceptable alternatives should be 
discussed. Patient decision-making relies on the thoroughness of 
discussion about current and future benefits and burdens of treat-
ment. Healthcare providers need to help patients understand the 
likeliness of treatment outcomes and to consider how long treat-
ment should continue and what symptoms and side effects are 
acceptable.
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Religion, spirituality, and culture interplay to influence future 
care decisions.5 Different religions with their specific values, 
beliefs, and practices can shape a person’s illness meaning and 
influence future treatment options.6 More broadly, spirituality is a 
part of how we think about the world and ourselves. As palliative 
care providers help individuals explore their values and beliefs, 
they address patients’ dimensions of spirituality; the meaning 
they attribute to their life, their sense of purpose, and their rela-
tionship with themselves and others are a part of how they make 
sense of their world.5,7

Culture can influence who participates in the discussion, who 
makes the decisions, what types of decisions are made, and what 
rituals are important in end-of-life care. In this exploration, the 
decisions the patient and/or family (and/or community) make can 
challenge palliative care providers’ beliefs about what constitutes 
good end-of-life care. ACP is based on Western values and can 
be contrary to a family’s own cultural beliefs.8 A  family’s deci-
sion to withhold prognostic information can be difficult in a 
Western medical culture that values and promotes truth-telling 
in healthcare. Cultural humility can assist palliative care provid-
ers to understand their own cultural positioning, both personally 
and professionally.9,10 It is in the process of critical reflection that 
our own cultural complexities become evident. In ACP, cultural 
humility also requires palliative care providers to engage in ACP 
themselves to be truly self-aware.

Family members and significant others form an important part 
of the ACP process. Choices about who participates in the discus-
sion are influenced by personal preferences as well as religious and 
cultural influences. Before treatment options are fully explored, 
the patient must decide, if able, about how he or she wants the 
process to proceed. The sequence in which these discussions occur 
can vary. Some may prefer to talk with palliative care team mem-
bers first to become clear about their goals and future treatment 
preferences; others may prefer the discussion to occur in consul-
tation with the family and health providers; while some may be 
present at the conversation but expect the family to lead. Finally 
some, particularly older people, may even prefer that the doctor 
make the decisions.

The Appointment of a Decision-Maker
With the involvement of the family and/or significant others, 
patients may choose to nominate and legally identify a person(s) 
to make decisions on their behalf in the event they become unable 
to make decisions. The appointment of a decision-maker is done 
informally in some countries or states; in other places, it is a legal 
process with powers of attorney or guardianship to make deci-
sions on the behalf of the person who is not competent or able 
to do so. Choice of a substitute decision-maker or proxy is based 
on trust, but there are other factors that also need to be consid-
ered, including whether the chosen person is willing, available, 
and capable. Increasingly, families are scattered geographically, so 
it is hard for family members to remain informed and have an 
understanding of the context in which the patient is living/dying. 
It is not a unique scenario where a son returns home to insist his 
mother be treated, whereas those who have lived locally have 
witnessed the deterioration and recognize her declining health. 
Alternatively, the proxy may actually be sicker than the person for 
whom he or she is making decisions.

A Written Plan
Internationally and nationally, the forms of documentation vary 
that detail healthcare wishes such as living wills, advance direc-
tives, and statements of choices. Although there are inconsisten-
cies within and between countries regarding the terminology and 
legislative procedures used in the ACP process, there is general 
agreement in the literature and in practice that facilitated discus-
sion is at the heart of the process.11–15

The ACP process may be different over the illness trajectory, but 
the need for open and ongoing communication between all parties 
remains the same. Palliative care providers, irrespective of their 
location in the healthcare system, have a responsibility to be able 
to initiate, facilitate, and document ACP conversations with their 
patients and families. ACP is only possible when there is quality 
communication throughout the process and that communication 
is clearly documented and available for future use.

Communication Strategies
Serious illness provides patients with an opportunity to prepare 
for a future, while possibly limited, that focuses on quality of 
life—a fundamental principle of palliative care. For the major-
ity of patients, ACP concerns are not so much about treatment 
options as they are questions of pain and symptom management, 
reduced burden on their loved ones, and a desire to die in famil-
iar surroundings.16–18 ACP and the provision of palliative care 
are intimately linked, as they provide opportunity to achieve 
person-centered care. A number of palliative care national asso-
ciations and organizations recognize this importance and provide 
resources and tools for palliative care health providers to enable 
them to facilitate ACP in their practice (see Table 35.1).

With the palliative care team appropriately prepared and 
equipped with information and decision-support tools, the next 
steps of ACP are to assess competence, appoint a proxy or substi-
tute decision-maker, clarify values, and find opportunities along 
the illness trajectory to facilitate discussion. This chapter includes 
a set of original conversation starters (Table 35.2) that draws on a 
previously published framework19 and follows transition points in 
palliative care practice.

ACP Discussion Points
In any admission to a healthcare service, there are routine prac-
tices. Patients expect healthcare providers to ask questions, take 
vital signs, conduct an examination, and collect information. ACP 
information could form part of this “routine” collection. Useful 
information may already be evident in the referral information. 
Information about competence level, appointment of a substitute 
decision-maker, and advance directives or plans may be absent 
from a referral, partly because those who designed such docu-
ments did not consider requesting such information. As part of 
the admission process, the palliative care provider needs to know 
what the patient understands about his or her diagnosis and prog-
nosis.20,21 This understanding may also extend to the family and/
or significant others.

In addition to assessing understanding, patient competence 
needs to be assessed. An assessment of competence in any detail 
is beyond the scope of this chapter. Briefly, before a patient is 

 

 

 

 

 



Table 35.1 National Associations and Organization Resources and Tools for Palliative Care Health Providers

Country Organizations/
Resources

Description / Website Web Address

United States The Conversation 
Project

Tools to assist people formulate their healthcare 
preferences and introduce the topic with family and 
health professionals. Health professionals education 
programs available.

http://theconversationproject.org/

Elder Guru: Keeping 
Professionals Informed

Website designed for aged care. Provides ACP 
information. Direct links to all US state-based Attorney 
General’s Office to obtain specific ACP details.

http://www.elderguru.com/resources/

Gunderson Health 
System

Respecting Choices program commenced La Crosse, 
Wisconsin. Model used in a number of US states and 
internationally. Tools, resources, and training for health 
professionals available. Tools are also available for 
community. (Note there is some cost involved with 
some of these tools.)

http://www.gundersenhealth.org/respecting-choices

Physicians Orders 
for Life-Sustaining 
Treatment

POLST model begun in Oregon adopted in a number 
of states. Each site complies a variety of resources for 
health professionals and patients and families.

http://www.or.polst.org/

Everplans website provides access to each state to access 
POLST specific documents.

https://www.everplans.com/tools-and-resources/
state-by-state-polst-forms

Coalition for Compassionate Care of California http://capolst.org/

Mexico Hospice Mazatlan Although advance care planning is not legally 
recognized in Mexico, some information is available for 
palliative care patients.

http://www.hospicemazatlan.org/index.php?option=com_con
tent&view=article&id=51&Itemid=55&lang=en

Canada Canadian Hospice 
Palliative Care 
Association

ACP documents and tools for health professionals; 
patients, and families.

http://advancecareplanning.ca/making-your-plan.aspx

Provincial and territorial specific resources. http://advancecareplanning.ca/making-your-plan/how-to-
make-your-plan/provincialresources.aspx

Canadian Virtual 
Hospice

A variety of “Tools for Practice” compiled by 
clinical experts to facilitate ACP and end-of-life 
decision-making. Includes assessment and evaluation 
tools as well as videos to demonstrate different aspects 
of ACP.

http://www.virtualhospice.ca/en_US/Main+Site+Navigation/
Home/For+Professionals/For+Professionals/
Tools+for+Practice/Advanced+care+planning+_+Decision
+making.aspx?page=1#id_357bb8eb26753c8037c723f34d1
a834e

Educating Future 
Physicians in Palliative 
and End-of-Life Care

ACP education program designed for health 
professionals; specific emphasis on physicians. For 
use in undergraduate, postgraduate, and continuing 
education. Includes useful information about how to 
have “the conversation,” explain life-sustaining therapy, 
and explore own values, which can influence ACP.

http://www.virtualhospice.ca/en_US/Main+Site+Navigation/
Home/For+Professionals/For+Professionals/
Tools+for+Practice/Education/Facilitating+Advance+Care+ 
Planning_+An+Interprofessional+Education+Program+ 
(Curriculum+Materials).aspx

Australia Palliative Care Australia Provides an overview of Australian ACP with links to 
state-specific information.

http://www.palliativecare.org.au/AdvanceCarePlanning.aspx

Respecting Patient 
Choices

Based on US Respecting Choices model commenced in 
Melbourne and expanded to other states and territories. 
Provides state-specific information and documents and 
training for health professionals.

http://www.rpctraining.com.au/

Advance Care Planning 
Australia

Provides information for health professionals, patients, 
and families. Access to state/territory-specific 
information is available. Training for health professionals 
also provided.

http://advancecareplanning.org.au/

Clinical Practice 
Guidelines

Clinical practice guidelines for communicating prognosis 
and end-of-life issues with adults in the advanced stages 
of a life-limiting illness, and their caregiversa.

These guidelines include useful phrases to assist doctors 
facilitate ACP.

https://www.mja.com.au/journal/2007/186/12/
clinical-practice- guidelines-communicating-  
prognosis-and-end-life-issues-adults?0=ip_login_no_cache%
3Dd1e88addd541a563c573fb749f2f5357

(continued)
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Country Organizations/
Resources

Description / Website Web Address

United 
Kingdom

National Council for 
Palliative Care

Information and booklets to assist health professionals 
facilitate ACP. Also pamphlets for the general public.

Also a series of booklets that address “Difficult 
conversation for disease specific conditions.”

http://www.ncpc.org.uk/sites/default/files/

Advance care planning: A guide for health and social 
care staff

http://www.ncpc.org.uk/sites/default/files/
AdvanceCarePlanning.pdf

Difficult conversations (note these require a small fee): http://www.ncpc.org.uk/difficult_conversations

National Gold Standards 
Framework

National initiative developed to improve the quality 
of end-of-life care provide information for health 
professionals and general public about ACP.

http://www.goldstandardsframework.org.uk/
advance-care-planning

UK General Medical 
Council

Guidelines and tips for doctors about what to address in 
facilitating an ACP conversation.

http://www.gmc-uk.org/guidance/ethical_guidance/end_
of_life_advance_care_planning.asp

New Zealand National Advance Care 
Planning Cooperative

Includes online learning; tools and booklets that address 
all aspects of ACP. Designed for use in the community 
and by health professionals.

http://www.advancecareplanning.org.nz/

Note: ACP = advance care planning.
a Clayton JM, Hancock KM, Butow PN, Tattersall MNH, Currow DC. Med J Aust. 2007;186(12):77.

Table 35.1 Continued

Table 35.2 Conversation Starters for Discussions about ACP

Transition Points Potential Prompts in Practice Sample of Conversation Starters

Referral to palliative 
care

Referral indicates
♦ appointment of substitute 

decision maker
♦ written healthcare wishes
♦ not for resuscitation order
♦ evidence of future care preferences
♦ planned treatments

Clarification with the referrer about ACP information provided including:

“Has Joan received any advance care planning information?”

“Have you discussed advance care planning with her? Is there any reason why this has not 
occurred?”

“Has Joan appointed anyone as her (proxy/substitute decision maker)?”

“Your referral has indicated that there is an NFR order; has this been discussed with her?”

Admission to 
palliative care

Use of evidence in referral to confirm 
situation at first meeting:
♦ understanding of diagnosis/prognosis
♦ planned or refused treatments
♦ ACP status recorded

To the patient:

“Simon, the information I received from the hospital tells me that you are … Can you tell me a 
bit more about that so I can better understand what you want?”

“Jack, I see that you have decided not to proceed with the surgery. Can you tell me about this 
so we can work with you on what care you do want?”

Routine palliative care practice to verify 
ACP status.
♦ yes/no advance directive/plan
♦ yes/no copy of documents in file
♦ yes/no proxy appointed;

“no” responses leads to provision of written 
ACP information

“Simon in this admission I need to ask whether you have done any advance care planning. It 
is routine we ask this of everyone we admit to our service”

“You’re not sure about advance care planning. It is … Here I will leave some information for 
you to read and we can talk about it next time I visit.”

“You know about advance care planning. Have you made any decisions? Are they written 
down?”

Routine provision of ACP information We provide all our clients with advance care planning information. You and your wife can 
read it and we’ll talk about it next time. It is really important as it will help us ensure that the 
care we provide is what you want (or: what your future healthcare wishes might be).”

“I have done ACP myself and with my family. Would it help if I talk about my experiences 
first?”

(continued)

http://www.ncpc.org.uk/sites/default/files/
http://www.ncpc.org.uk/sites/default/files/AdvanceCarePlanning.pdf
http://www.ncpc.org.uk/sites/default/files/AdvanceCarePlanning.pdf
http://www.ncpc.org.uk/difficult_conversations
http://www.goldstandardsframework.org.uk/advance-care-planning
http://www.goldstandardsframework.org.uk/advance-care-planning
http://www.gmc-uk.org/guidance/ethical_guidance/end_of_life_advance_care_planning.asp
http://www.gmc-uk.org/guidance/ethical_guidance/end_of_life_advance_care_planning.asp
http://www.advancecareplanning.org.nz/
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able to make an advance care plan, his or her competence must 
be assessed. To be considered competent, patients must be able to 
understand and reflect on their illness in accordance with their 
own values and belief systems.

During serious illness, a patient’s competence may fluctuate. If pos-
sible, providers should delay decisions until they can establish if the 
patient is able to make his or her own wishes known. It is also impor-
tant to remember that despite diminished competence, a patient may 
still be able to participate in the decision-making process. The patient 
may lack capacity to make medical decisions but still be able to con-
tribute meaningfully to a discussion about care and choose a proxy 
for more complex care decisions. If a patient is assessed as mentally 
incompetent, then decision-making responsibility rests with the 
appointed proxy. If a proxy has not been appointed, some jurisdic-
tions identify who has decision-making responsibility.

Following affirmation of mental competence, the palliative care 
provider must establish whether a substitute decision-maker(s), 
sometimes called a proxy, has been appointed. If this has already 
been achieved, then the proxy should participate in the discussion. 

It remains, however, the patient’s choice whether to have the proxy 
present in the initial conversations as he or she clarifies what is 
important. A patient may choose to have the first conversation 
before involving the proxy.

An important aspect for all those involved in palliative care 
is the person’s preferred place of care and place of death. There 
are number of reports that identify that patients prefer to die at 
home,16–18 but this is not often achieved due to high symptom bur-
den, caregiver exhaustion, or failure to ask. When it is clear that a 
patient has indicated the preferred place of care, then the question 
follows: “Given that you have indicated you would like to be cared 
for at home, can you talk about the care that you want?”

Decision-Support Tools
Increasingly, a range of decision support tools are being used to 
assist individuals and their families to make choices between 
different treatment options. These aids include structured inter-
views, scenario-based decisions, value clarification, interactive 
CDs/DVDs, and self-directed online choices (see Box 35.1).

Transition Points Potential Prompts in Practice Sample of Conversation Starters

Identification of
♦ primary carer
♦ next of kin
♦ family relationships

“I’d like to know a little bit more about you and your family. Can we work on this together? I’d 
like to draw a family tree/ecomap so I can understand them better. This is what it looks like.”

“Now that I have a better picture of who is important in your life, if you become too sick 
at any time to make your own healthcare decisions, who would you trust to make them 
for you?”

“I see that you have nominated your daughter to make these decisions. Does she know that 
you want her to do this? Does she know what decisions you would like her to make?”

Insight into illness “Can you tell me about your illness? What has the doctor told you is going to happen?”

“Jenny, what can you tell me about your future treatment plans? I notice that … ”

Preferred site of care “Mrs. Smyth, where do you prefer to be cared for if you get sicker?”

“Okay, so you would really like to stay at home. I’d like to talk about the sort of care  
that you want … ”

Discussion of ACP information provided “Last time I visited I asked you to read this pamphlet. I’d like to take the opportunity to sit 
down with you and discuss it a little further.”

Ongoing palliative 
care management

A visit to the doctor “I see you have been to visit your doctor again. Did he have any news to report? … He said 
that you weren’t getting any better. I wish the news had been better too. If we cannot make 
the disease stay in remission then maybe we can work on some short-term goals that you 
can achieve.”

A significant event “John, it is good news that your grandson is getting married. Have you thought about … ?”

Recovery from an acute episode of the 
chronic illness

“John, it is good to see you home again after that bowel obstruction. You were in hospital for 
a very long time. Have you thought about what you want to do if you get sick again and it 
doesn’t go as well next time? Sometimes having a plan that prepares you for the worse makes 
it easier to focus on what you hope most for.”

Past caregiver experiences “Have you or any of your friends had to care for a person and make decisions for them?”

“Have you or anyone that you know had to make decisions about treatments that might 
prolong life but wondered if it was the right thing to do?”

Discharge from 
palliative care or 
terminal care

Resuscitation “I notice in the documents I received that you want to be resuscitated if your heart stops 
beating. Can you tell me what you expect will happen?”

Discharge planning “Hi, Mrs. Clarke, I am here today to finalize your discharge from our service. It is good you are 
better now. What do you understand will happen in the future with your illness? Have you 
thought about … ?”

Note: ACP = advance care planning.

Table 35.2 Continued
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Barriers to and Enablers  
of Effective ACP Discussions
Despite the World Health Organization’s endorsement and wide-
spread government support for ACP in developed and developing 
countries, as well as community support, utilization of ACP across 
all countries remains low. Multiple interconnected barriers contrib-
ute to the lack of presence. These barriers are discussed in detail next, 
with consideration of potential ways to overcome these barriers.

Lack of Knowledge of ACP
Reluctance for patients to engage in ACP may simply be due to a 
lack of knowledge about the process. Despite the increasing global 
spread since its inception in the United States in the 1990s, ACP 
still remains an unfamiliar concept in public discourse. Palliative 
care increasingly includes patients with non-cancer-related dis-
eases such as dementia,22 lung disease,23–25 renal disease,26,27 
and heart failure,28 where ACP discussions are less common than 
among patients with cancer.29

The crisis response to sudden deterioration in health status is 
created when loved ones and healthcare providers are not clear 
about the range and scope of care wanted. The concept of pal-
liative care advocates having end-of-life conversations early in 
the illness trajectory.30 These conversations focus on elucidat-
ing personal values, which can be used to inform healthcare 
decision-making.31 Patients can reflect and consider their future 
healthcare decisions32 before the onset of a crisis that can occur 
over the illness trajectory.

Public health initiatives to promote and educate about ACP 
are important. In a number of countries, federal and state gov-
ernments and palliative care organizations have developed public 
campaigns to inform the general public about ACP. These strat-
egies include government-sponsored websites with information 
about ACP and guidance on how to proceed to develop a plan, dis-
tribution of ACP pamphlets in plain language,33 training volun-
teers to talk through end-of-life issues in their community,34 and 
providing access to tools and documents to assist people to begin 
ACP. In the United States, “The Conversation Project,” designed 
to help people talk about their end-of-life care, include in the tool 
kit a guide called “How to talk to your doctor (or any member of 
your healthcare team).”

Who Is Responsible for Facilitating ACP?
Confusion exists about who is responsible for initiating and 
facilitating ongoing ACP discussions.24 This leads to the prob-
lem that ACP is always “someone else’s” responsibility. Despite 
promotion by governments and recognition of ACP in palliative 
care guidelines,35–37 many healthcare providers remain reluc-
tant to have an ACP conversation. Two recent UK surveys,38,39 
consisting of 2,055 members of the general public and 1,003 
general practitioners (GPs), found that 25% of GPs had never 
initiated a conversation about end-of-life care wishes. However, 
40% of GPs indicated they were prepared personally for the end 
of life, but only 8% had documented their end-of-life wishes. 
For physicians, reluctance to engage in ACP with patients is 
often linked to difficulties in prognostication in some disease 
groups,40 whereas other healthcare providers report they are 
waiting for the patient to raise the issue.41 A  consequence of 
providers’ inability or reluctance means that many people with 
life-limiting illnesses, who have been in the care of generalist 
and specialist healthcare providers over their protracted dis-
ease trajectory, reach the palliative phase of their illness with-
out ever having had “the conversation.” A recent US survey of 
healthcare providers about ACP and end-of-life care suggested 
that palliative healthcare providers have an important role in 
facilitating ACP.42

Provider discomfort in talking about end-of-life matters is 
not matched by discomfort in patients who benefit from ACP. 
Interestingly, despite 83% of the general public stating they were 
uncomfortable talking about death, 90% of the general public sur-
veyed stated that health professionals should receive compulsory 
training to learn how to talk about end-of-life matters sensitively. 
There is a clear difference between “death talk” with the general 
public and the clientele of palliative care.

Research demonstrates that provision of ACP information alone 
is insufficient to motivate the majority of people to proceed with 
the ACP process and formally document their wishes.43,44 People 
with life-limiting illness expect healthcare providers to raise the 

Box 35.1 Sample of Advance Care Planning Decision 
Support Tools

Target Audience Decision Aid Tool Website

General public ACP (downloadable 
application for mobile 
users)

http://www.acpdecisions.
org/about/.

Five Wishes https://fivewishesonline.
agingwithdignity.org

My Voice—Planning 
Ahead

http://www.
calgaryhealthregion.
ca/programs/
advancecareplanning/

Making your Wishes 
known: Planning Your 
Medical Future

http://pennstatehershey.
org/web/humanities/home/
resources/advancedirectives

PREPARE https://www.
prepareforyourcare.org/

Your life, Your Choices. 
Planning for Future 
Medical Decisions: How 
to Prepare a 
Personalized Living Will 
(available on a variety of 
websites)

http://www.elderguru.com/
download-the-your-life-y
our-choices-planning-for
-future-medical-decisions
-workbook/

Palliative care 
focus

When you need extra 
care, should you receive 
it at home or in a 
facility? A decision aid to 
prepare you to discuss 
the options

http://decisionaid.ohri.ca/
decaids.html#poc

“Thinking Ahead” Gold 
Standard Framework 
Advance Care Planning 
Discussion

http://www.
goldstandardsframework.
org.uk
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issue,15,45,46 and interactions with such providers are known to 
increase ACP completions.44 Palliative care providers need to 
be confident and comfortable facilitating these conversations. 
A variety of communication workshops have been developed to 
prepare healthcare providers to facilitate ACP. These vary in focus 
and intensity, from a generalist approach to disease-specific work-
shops that can extend from 1 to 3 days. The difficulty with such 
workshops is that they may increase healthcare provider knowl-
edge, but the skills do not necessarily translate into practice.47,48 
An important component of the educational process is effective 
mentoring and opportunity to practice and assess competencies 
that will encourage incorporation of ACP into routine practice. 
More important, palliative care providers, working toward cul-
tural humility, need to engage in their own ACP.

“I’m Not Ready to Talk About It”
Lack of acceptance of a terminal prognosis49 or death prepared-
ness50 is seen as a major barrier to ACP. If patients remain focused 
on cure or survival, they may be unwilling to accept the reality that 
they are dying.46 As a result of this failure to engage in ACP con-
versations, it could be assumed that the default position is to treat 
at all costs. These costs are not only financial but, more important, 
are an emotional cost to family and staff. The reverse may also be 
true, where family members or significant others are “not ready” 
to discuss future healthcare decisions, as they expect their loved 
one will get better. In this case scenario, the dying person may 
acquiesce to unwanted treatment at the behest of the family. Some 
cultural groups believe that discussing death will hasten it, create 
a bad omen for possible health outcomes, or encourage the dying 
person to give up.

Reluctance to prepare for end-of-life care is not limited to the 
individual with advanced disease or the family; healthcare pro-
viders may also find such conversations stressful, with patients 
choosing to avoid end-of-life discussions to protect the doctor.40 
Healthcare providers’ perception that a person is “not ready” to 
discuss can also be an excuse for family and providers not to begin 
ACP discussions.

High Symptom Burden
A fundamental principle of palliative care is early involvement 
of the palliative care team in a patient’s illness trajectory.51 
However, referrals are not a common occurrence due to organi-
zational barriers, healthcare provider reluctance to refer early to 
palliative care, and health insurance structures that restrict pal-
liative care access. Patients admitted to palliative care services 
late in the illness trajectory usually have high symptom burden, 
which may limit their capacity to engage in an ACP conversa-
tion. Understandably, patients with severe pain or other intrac-
table symptoms often associated with severe emotional distress 
find it difficult to focus on end-of-life discussions.52,53 Research 
confirms that patients admitted to palliative care experiencing 
high levels of pain and nausea tend to refuse do-not-resuscitate 
orders,53 as they are too uncomfortable to consider their options. 
In person-centered care, symptom management becomes the pri-
mary concern before initiating an ACP discussion. Yet ACP can 
guide symptom management by providing information such as 
whether the person prefers to be pain-free or trade off some pain 
to retain a clearer mind.

If a palliative healthcare provider is not able to engage in an 
ACP discussion, he or she needs to set up another time or refer 
the patient to another member of the palliative care team. The 
size and scope of the palliative care team and its administering 
body will influence this decision. Roles and responsibilities may 
be distributed equally across the team or quite focused for dif-
ferent discipline areas. For example, the physician’s role might be 
to discuss treatment options, while the social worker addresses 
appointment of a substitute decision-maker and the nurse dis-
cusses location and type of care. Alternatively, the strength of 
relationships between specific palliative care team members and 
the person with the life-limiting illness may dictate who is best 
suited to facilitate ACP.4,54

Interpersonal Relationships
The quality of the relationships within the family and/or sig-
nificant others and with healthcare providers can affect ACP.55 
Individual family circumstances and their history can be complex 
and layered with emotional, psychological, and financial issues. 
Palliative care team members often find the most complex and dif-
ficult family relationships would benefit from ACP discussion, but 
they require expert providers to facilitate such conversations.

Difficulties may begin with choosing the right person to be 
the substitute decision-maker. A patient may perceive the fam-
ily has expectations as to who would be selected as a substitute 
decision-maker. In one situation, an elderly woman was fearful 
her daughter “would bully her way into having to be that person 
because she’d just expect that.” A palliative healthcare provider 
encouraged her to talk with her daughter. It became clear that the 
daughter did not want the role, and the family reached agreement 
about the most suitable person to be nominated as proxy.56

Some healthcare providers perceive that such a discussion will 
impair therapeutic relationships. Community palliative care 
nurses report a concern that introduction of ACP may affect their 
relationship with the patient and limit access to the home. Yet 
GPs report that open discussion strengthens their relationship 
with patients.57 It is clear when families are harmonious, open to 
discussion, and able to support their loved one, formal documen-
tation may be considered unnecessary. In complex family relation-
ships with disharmony and potential misunderstanding, however, 
ACP may help resolve conflicts and build trust with healthcare 
providers.57 In such situations, written directives or plans become 
an important goal to achieve person-centered care.

Cultural Barriers
The dominance of a white-centric healthcare system58 has meant 
that minority groups have suffered from discrimination in their 
care.15,59,60 This has created a long-standing cultural mistrust 
of a healthcare system that has for generations failed to respect 
cultural needs and often delivered suboptimal care. Much US 
research in ACP with different cultural groups has highlighted 
this mistrust and shown that there is low ACP utilization within 
these groups and a tendency to request medical interventions. 
US-based research also shows that higher educated and white 
people are more likely to engage with ACP.59,60 Failure to pro-
vide ACP information at an appropriate literacy level, as well as 
in a culturally acceptable form, may limit ACP to people located 
within a particular culture and class.15,61
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In addition to cultural barriers created through different values 
and practices, there are also language barriers for people who 
have English as a second language. People may be able to speak 
some English, but engaging in an ACP conversation is unfair 
and unjust to the person and family. Healthcare providers need 
interpreters working alongside them to facilitate a discussion. 
Although there is written ACP information available in differ-
ent languages, some patients and families will have limited or no 
literacy. More recently, Web-based videos and YouTube clips have 
appeared that explain ACP in different languages. These commu-
nication means, if reliable, open up the potential to ensure ACP 
equity.

Time
Time is an ongoing problem for all parties trying to achieve suc-
cessful ACP. Yet time can also be a convenient excuse to avoid a 
sensitive and delicate topic. Medical appointments are often taken 
up dealing with the current health situation with no time left for 
the patient to raise questions about the future. Physicians report 
they have no time to have such discussions.24,62,63 Realistically, 
given the limited uptake of ACP internationally, palliative care 
providers often find that they are required to initiate the ACP 
conversation. Late referrals to palliative care services also means 
truncated time to establish rapport to the level required to dis-
cuss sensitive issues and less opportunity to conduct an in-depth 
discussion.

Conclusion
ACP conversations provide individuals and their families with 
opportunities to make choices and express their preferences for 
medical treatment, social, and spiritual support in advance of 
their death. The communication approach undertaken in ACP 
needs to encourage a conversation with a focus on elucidat-
ing the desired place of care and of death, personal values to 
inform healthcare decision-making, and identification and/or 
confirmation of substitute decision-maker(s) and may include 
specific, time-limited treatment preferences. Before the pallia-
tive care team can realistically facilitate ACP, certain condi-
tions must be present. These include the palliative care team 
understanding their ACP roles and responsibilities, appro-
priate healthcare provider ACP education, and the provision 
of useful decision-making tools and legislatively appropriate 
documents.

An understanding of the barriers to and enablers of ACP, 
along with the strategic use of conversation starters, can facili-
tate effective person-centered palliative care. ACP can help reduce 
family tensions and bewilderment concerning the individual’s 
preferences and equip healthcare providers to meet the desired 
care needs and goals of person-centered palliative care.
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CHAPTER 36

Palliative Care Communication 
and Sexuality
Les Gallo-Silver

Introduction
To be touched can communicate affection, comforting, agreement, 
appreciation, encouragement, and support and is one of the plea-
sures and blessings of the human condition.1 Our first associations 
with touch begin in infancy and continue to develop as we mature. 
Our physical contacts with extended family and friends contrib-
ute to our touch history, which also includes our experiences with 
romantic and sexual relationships. Our touch histories can be com-
plicated, but the overall importance of touch in the human expe-
rience and the benefits when a person is ill behoove healthcare 
professionals to emphasize the importance of touch for each patient.

Illness, whether acute or chronic, increases our needs for the 
physical communication of love.2 Sexual expression in its many 
forms supports a patient’s overall mental and physical health.3 In 
this way, the touch of others is part of preserving and enhancing 
the quality of life for people receiving palliative care. Palliative 
care communication of human sexuality focuses on our need for 
being held, stroked, and soothed by another’s touch.4 Culture and 
faith-based struggles have negatively impacted the concepts of 
sex and sexuality, in part from the conflation of sexuality with 
nudity, genitals, and sexual intercourse.5 Unfortunately, this is a 
very narrow and inaccurate understanding of the human need for 
physical closeness and the touch of others. The need to touch and 
be touched includes the skin covering our entire bodies, not just 
the genitals.1 Physical affection, comforting, and encouragement 
are not erotic in nature but are sensual experiences. Eroticism 
includes the sexual thoughts we associate with certain sensations, 
while sensuality is the physical enjoyment of various forms of 
touch, including but not limited to the erotic.5–7

Freud’s stages of psychosexual development have had a 
long-lasting influence on our culture’s conceptions of human 
sexuality. It is important to go beyond Freud’s theory based on 
the idea that primitive sexual drive is devoid of an interpersonal 
context.8 The other person involved in the expression of sexual 
drives does not seem to exist in Freud’s formulation. Fairburn did 
not agree with Freud’s drive theory and based his understand-
ing of infantile sexuality on the need for intimacy and emotional 
connection to another human being, providing a broader under-
standing of sexual development.9,10 Viewing human sexuality as 
a vehicle for the physical expression of connection and closeness 
provides the context for palliative care communication about sex-
uality and the power of touch.11

The Touch Continuum
Touch is an integral part of caretaking and love. Touch is essen-
tial for helping an infant organize his or her budding abilities to 
relate to others. Infants sense the emotional state of their caregiv-
ers by the way they are held.6,7 The Touch Continuum captures the 
development of the infant’s body awareness12,13 (see Figure 36.1).

While infants communicate nonverbally, their caretakers com-
municate verbally and nonverbally. The infant responds to vocal 
tone rather than to words. Instinctively caretakers hold, rock, and 
stroke infants to comfort them.12–14 Holding is the infant’s pri-
mary experience of touch. Touch becomes associated with com-
munication, as the infant cries his or her request for closeness and 
then ceases crying when comforted. An infant’s crying communi-
cates a myriad of needs. As the caregiver attempts to interpret the 
infant’s needs, the caregiver’s soothing touch in the form of hold-
ing, rocking, and stroking comforts the infant. When the care-
giver changes the infant’s diaper and makes sounds to soothe the 
infant, the infant associates the touch with comfort. Bathing, dry-
ing, swaddling, rubbing, and tickling the infant add to the infant’s 
touch experiences.6 To this, the caregiver adds kissing, paying 
particular attention to the top of the infant’s head, face, belly, and 
feet. These are highly sensitive body parts with multiple nerve end-
ings and well nourished by blood vessels. The infant responds by 
smiling or giggling at the touch of the caregiver’s hands, fingers, 
and lips. The caregiver enjoys the infant’s response and repeats 
the touching that elicits the wanted response from the infant. The 
mutual positive reinforcement of touch cements the attachment of 
caregiver and child.6,7 The intimate connection between caregiver 
and infant, founded on touch and response to touch, is a consis-
tent model for intimate relationships between partners, family 
members, and close friends.6,7 Touch is the physical “language” 
of love, affection, support, comfort, encouragement, affirmation, 
and validation.6,7

The Sensuality of Touch
Sensual feelings are a misunderstood aspect of the human con-
dition. Sensuality is not necessarily a prelude to sexual arousal. 
Rather, sensual responses are a series of visceral, pleasurable, 
physical sensations that can involve any part of the body. Our 
skin is our largest organ and is highly attuned to the sensuality 
of touch, texture, temperature, and moisture.1 For instance, many 
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people enjoy having someone else wash their hair. One is typically 
not sexually interested in the hair washer, and may not even know 
his or her name, but may find the sensation of the water and soap 
massaged into the scalp a bodily sensation that frequently relaxes.6 
Our infantile response to touch and its relationship to sensuality 
remain with us as we develop into adults.7 The enjoyment of hair 
washing and scalp massaging is an extension of our enjoyment 
of being bathed, dried, and swaddled. The physical communica-
tion of caring, which is inherently nonverbal, is not limited to 
providing personal care or assistance with activities of daily liv-
ing. Typical acts of affection communicate connection and caring, 
long after verbal communication ceases to be effective.15

Example: Carlos and His Father, Tomas
Carlos, the 60-year-old son of 88-year-old Tomas, who is receiving 
palliative care for end-stage dementia in a nursing home, kisses 
his father noisily on the top of his baldhead. Tomas, who has not 
spoken in months, responds to his son that he no longer recog-
nizes by saying “thank you.” If we persist in conflating human 
sexuality with sexual intercourse, then the beauty of this emo-
tionally moving moment between father and son is missed. For 
Tomas, the kiss on the bald head is an imprint from childhood, 
the softness of the lips, their warmth and moistness, as well as 
the noise of the kiss continue to have meaning for Tomas even 
in his much-compromised state. The sensuality of the kiss cuts 
through the haze of dementia. Carlos did not know if his father 
would respond, or if his father would become angry or frightened. 
Carlos did not think about it; he acted in the only way that was 
natural to him and to his father. His father’s “thank you” became 
a treasured memory that is a counterpoint to the heartbreak and 
powerlessness experienced by families of people with dementia. 
Tomas died in his sleep 4 days later.

Expressive and Procedural Touch
Palliative care communication, in the context of a more expansive 
definition of sexuality proposed by this chapter, seeks to honor, 
encourage, and facilitate comforting experiences for patients 
and their families by using expressive touch.16 In terms of the 

palliative care practitioner, touch can take two forms: procedural 
and expressive.1,2 Procedural touch is part of examinations, tests, 
and physical examinations.1,2 The acutely and chronically ill suffer 
through a myriad of tests, treatment, blood draws, and body repo-
sitioning that are so much a part of modern curative medical care. 
The patient’s anticipation of these sensations, and their association 
with pain, discomfort, and related distress, may contaminate the 
patient’s perception of another’s touch. Patients may categorize 
all touch as procedural touch and potentially unpleasant and dis-
tressing.6,7 Families and friends, fearful of adding to their loved 
ones’ suffering, may hesitate to touch the patient for fear of causing 
additional suffering.7 The palliative care provider, as all healthcare 
providers, is taught to touch patients when necessary and in ways 
that do not stimulate the patient. Distracting the patient with unre-
lated conversation and ignoring any sign of the patient’s enjoyment 
of the process are some of the skills of managing the potential 
stimulation of touch. The palliative care provider teaches the same 
management skills to partner/caregivers when teaching them 
how to bathe, dress, change, or catheterize their loved one using 
procedural touch.6,7,16–18 Partners, family members, and friends 
may eliminate expressive touch without specific permission and 
instruction from the patient’s healthcare team.6,7,19

Expressive touch in palliative care communicates concern and 
affection but most importantly communicates respect and recogni-
tion of the patient’s humanity. This type of nonverbal communica-
tion is more effective if the palliative care provider is eye level with the 
patient. Standing over the patient’s bed or wheelchair creates social 
distance by emphasizing the power differential that is typical of rela-
tionships in healthcare.6,7,16 While there are wide cultural variations 
in permissible touch, for the most part it is acceptable to create an 
empathic environment by touching the patient’s bed or wheelchair 
with permission.1,2,16 In situations where there is a more established, 
long-term relationship with the patient, touching the patient’s hand 
or lower arm establishes a powerful empathic connection.1,2,16

Example: Keisha and Her Mother, Odette
Odette receives hospice care for her progressive post-polio syn-
drome. She is now bedbound and living with her daughter, 
Keisha. Odette’s hospice nurse instructs Keisha on how to change 
her mother’s bed sheets. The nurse uses procedural touch to help 
Odette reposition herself during the process. She also uses expres-
sive touch, reassuring Odette with comforting pats on her hands 
and touching her shoulder, as the bed sheet changing process 
causes Odette considerable anxiety and discomfort. The nurse 
models the way Keisha can change the sheets in a professional way 
but also encourages her to use touch to communicate love and car-
ing. The nurse gives Keisha permission to kiss her mother’s hands 
as she grips the bedrails during the process.

Without this type of encouragement, caregivers learn the correct 
care procedures, safety, and sterile techniques, yet patients, family, 
and especially partners can experience mounting disconnection 
and isolation.20,21 Couples often grieve the loss of connection, spon-
taneity, fun, and reciprocity of their pre-illness relationship.22,23

Example: Alexi and His Wife, Sonia, Part 1
Alexi and Sonia survived a horrific car accident. Alexi’s inju-
ries healed. Sonia, paralyzed from the chest down, learned vari-
ous skills in acute rehabilitation. The inpatient rehabilitation 

Holding Rocking Patting Stroking Tickling Kissing

Figure 36.1 Touch Continuum.
(Based on Maltz W. The Sexual Healing Journey: A Guide for Survivors of Sexual Abuse. 3rd 
ed. New York, NY: HarperCollins; 2012; Maltz W. Healing the sexual repercussions of sexual 
abuse. In: Kleinplatz PJ, ed. New Directions in Sex Therapy. New York, NY: Routledge Taylor & 
Francis; 2012:267–284).
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program taught Alexi, her husband of 35 years, how to catheter-
ize her so she could urinate. Sonia told her occupational thera-
pist: “It used to be when he touched me there, he would stroke 
it and kiss it; now he is a plumber, and I am just a clogged sewer 
system.” Using procedural touch, Alexi followed the instructions 
and accomplished this important task with the same efficiency as 
Sonia’s nurses. Alexi is not Sonia’s nurse, but the man that used to 
enjoy making love to Sonia.

Increasingly, the jobs of family members and friends include 
helping with daily living activities, personal care, feeding-tube 
management, suctioning, nebulizer treatments, ordering durable 
medical equipment, and wound care, among other responsibilities. 
Nurses and other healthcare providers teach family and friends 
to accomplish these tasks safely and effectively, using the correct 
techniques for more complex care plans. Palliative care provid-
ers teach these activities preserving professional boundaries with 
patients using procedural touch. Yet Sonia and Alexi’s relation-
ship is not that of patient and nurse. Is there a way for Alexi to 
catheterize his wife in a way that better reflects the nature of their 
relationship? Can it be more loving, romantic, and sensual and 
still use sterile technique? The answers to these questions are yes, 
by using the concept of expressive touch that recognizes their rela-
tionship as inclusive of love, romance, and sex.24 Communicating 
sexuality through touch enables the discussion and exploration 
of these issues. While there are always concerns about the need 
for training in human sexuality, respecting patient’s privacy, and 
maintaining appropriate boundaries, many times a palliative care 
provider’s professional discomfort with the issues of physical inti-
macy may cause him or her to avoid addressing them.23,25–27

Example: Alexi and His Wife, Sonia, Part 2
Sonia needed reassurance from her husband that she was attrac-
tive and that helping her urinate did not disgust him. A psycholo-
gist’s intervention at the acute rehabilitation center helped Sonia 
discuss her concerns and fears with her husband. The psycholo-
gist sat with her hand on the bed rail and leaned slightly forward, 
diminishing the space between their faces appropriate for people 
having a private conversation. When Sonia cried about her loneli-
ness, the psychologist gently touched Sonia’s shoulder, and Sonia 
put her hand over hers. The psychologist asked Sonia if there was 
a way Alexi could comfort her as well. Through her tears, Sonia 
shared how much she enjoyed it when Alexi used to kiss her neck.

In response to the psychologist’s intervention, Sonia and Alexi 
developed a new first step to catheterizing her that was not part 
of his original instruction: Alexi kissed his wife’s neck and fon-
dled her earlobes. The simple act of expressive touch (nonverbal 
communication) facilitated Sonia’s realization that she became 
sexually aroused when Alexi catheterized her. Her physiatrist 
reassured Sonia that this was normal and suggested she share 
this with her husband. Sonia’s occupational therapist suggested 
she obtain a leather-bolstered wedge pillow designed to help a 
woman with spinal cord injury get into a safe position for vaginal 
intercourse.

Assessment of the Patient’s  
Touch Experiences
The foundation of human sexuality is touch, and therefore the 
element of a previously sexual relationship requires assessment 

and intervention before a palliative patient and partner restore 
sexual intimacy to their relationship.28 The most commonly used 
assessment tool in this area is Ex-PLISSIT.19 The Ex stands for the 
extended version of this model of practice over several meetings 
with a patient and her or his partner. The P is for giving permis-
sion for discussion of the topic of sexuality. This is a proactive 
stance for any healthcare professional, instead of putting the bur-
den of raising the topic of sexuality on the patient.6,7,19,28 LI stands 
for providing some information of how the patient’s specific con-
dition may affect sexual functioning. Limiting information to the 
central facts is less overwhelming to patients and partners.19,28 SS 
addresses the need to make some basic suggestions about address-
ing changes in sexual functioning, and IT encompasses referring 
the couple to a specialist in the field of sexual rehabilitation.19

Although Ex-PLISSIT offers an assessment of touch as sexual 
communication, this does not always match the patient’s medical 
and health realities or personal interests. This chapter’s expanded 
definition of sexuality includes all forms of pleasurable touch 
whether or not erotic in nature. Fatigue, pain, unstable heart 
functioning, shortness of breath, low white counts, low platelets, 
and any number of physical obstacles may render sexual activity 
a long-term, rather than a short-term, goal or may not be a real-
istic goal at all. Therefore, prior to the use of Ex-PLISSIT, atten-
tion must first be made to expressive touch as a form of nonverbal 
communication. The TOUCH intervention and assessment tool 
can serve as the primary intervention for palliative care patients 
(see Box 36.1).

T: Taking a history is the natural first step of any assessment 
and intervention. A  typical level and type of pre-illness touch 
accompanies the nature of the patient’s relationship with the pri-
mary caregiver. This is the touch “baseline” for this relationship 
and gives the healthcare provider the type of information needed 
to assess the physical affection and comforting changes in the 
relationship.

O: As some patients’ histories reveal, not all touch experiences 
are positive. In addition, medical issues make certain areas of the 
body off limits to touch because of pain and/or unpleasant sensi-
tivity. Body mapping enables the healthcare provider to organize 
the patient’s touch responses as positive, negative, or neutral.12,13

Box 36.1 TOUCH Assessment and Intervention Tool 
for Communication About Sexuality

♦ Take a history of touch and its place within the relationships 
with caregivers

♦ Organize touch responses using body mapping to help the 
patient identify where he or she likes and does not like to be 
touched

♦ Unify physical touch with emotional feelings and the result-
ing connection with another person

♦ Co-create, with patient, partner or loved one, and the pro-
fessional, opportunities for the patient to be touched by the 
partner or loved one

♦ Honor, with patient, partner or loved one, and the profes-
sional, the effort and risk-taking required by the patient/part-
ner or loved one to reinvest in and make gains with touch
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U: Touch without emotional intent is easily misunderstood 
and misperceived, as is the withdrawal of touch. Unifying the 
touch’s emotional intent with the accompanying physical sensa-
tion enables the patient and caregiver to communicate clearly and 
mutually benefit from touch.

C: Healthcare providers, patients, and caregivers co-create posi-
tive touch opportunities and practices based on the pre-illness 
natural rhythms of physical affection and support.6,12,13

H: It often causes anxiety to stretch one’s self emotionally and 
physically while also feeling ill. Likewise, caregivers are often 
fearful and reluctant to make any demands on an ill loved one. 
Healthcare providers honor this difficult process through normal-
ization and praise.6,7

The following extensive case study demonstrates the use of the 
TOUCH assessment as an interdisciplinary tool. Team meetings 
enable palliative care practitioners to share information and con-
tribute their specialized skills to the patient, thereby facilitating 
use of the TOUCH assessment tool.11,23,27

Example: Mary-Ellen and Her Husband, Gavin
Gavin, at 57 years old, struggled with progressive congestive heart 
failure (CHF) and chronic pulmonary obstructive disease (COPD) 
and required increasing amounts of oxygen support. Mary-Ellen, 
his wife of 30 years, no longer slept in the same bed as Gavin; he 
slept in a reclining chair in the living room. Multiple visits to 
the emergency room, bouts of pneumonia, and the painful water 
retention in her husband’s feet and ankles left Mary-Ellen emo-
tionally exhausted. The visiting nurse noticed they both were 
irritable with each other. He asked them to describe their relation-
ship before the CHF and COPD symptoms worsened. Mary-Ellen 
described Gavin as playful and affectionate. Gavin described 
Mary-Ellen as ticklish and a “good kisser.” Clearly, the physical 
communication between them deteriorated in direct relationship 
with the disease progression.

The visiting nurse asked if she could see the couple’s photo 
album, which had many playful and “goofy” pictures of the cou-
ple.6,7,12,13 The nurse was able to point out the couple’s physicality 
and wondered if they missed this part of their relationship. The 
touch assessment (T) continued with the couple’s description 
of the changes in their relationship. The couple explained that 
many of their arguments often focused on her tending to the skin 
breakdown on his feet. Gavin disclosed to his nurse that when he 
was an altar boy, the parish priest would masturbate by rubbing 
against Gavin’s feet. Mary-Ellen’s putting the antibacterial salve 
on his feet reminded him of the abuse. The nurse used body map-
ping to help Gavin organize (O) his responses to touch.12,13 The 
nurse drew a simple stick figure and asked Gavin where he liked 
being touched. Gavin pointed to his shoulders. He explained they 
always felt sore and tense. He indicated he wanted this area mas-
saged but felt unable to request this of Mary-Ellen because he felt 
“ugly and useless.”

Mary-Ellen told the social worker that Gavin did not appreciate 
all she did for him and treated her “like a servant.” She missed how 
Gavin used sneak-up on her to touch her breasts. To her, this was a 
sign Gavin loved her and found her attractive. Gavin, though, told 
the hospice social worker he perceived the same touch as a pre-
lude to making love and certainly was not mobile enough to sneak 
up on her. As he felt incapable of this type of sexual activity, he 
withdrew from physical displays of affection.6,7 He did not want 

Mary-Ellen “to get the wrong idea”; he failed to realize that he was 
sending a message that he did not love her anymore. Gavin and 
Mary-Ellen’s pre-illness physical affection was playful and com-
forting. The social worker suggested that Gavin and Mary-Ellen 
discuss this exact issue with her assistance. The social worker 
encouraged and facilitated the couple’s sharing of their thoughts 
and feelings about their relationship. Gavin disclosed his sexual 
abuse for the first time. Mary-Ellen’s response was tearful and 
loving. The social worker validated and praised Gavin’s brave dis-
closure and Mary-Ellen’s empathic response.6,7 The social worker 
asked Gavin if Mary-Ellen could touch one of his feet. He placed 
a foot in her lap. Mary-Ellen continued to weep while caressing 
her husband’s foot. In this way Mary-Ellen’s emotion unified (U) 
with her loving touch helped Gavin reinterpret the sensations he 
felt.6,7,12,13

The occupational therapist suggested that the couple “prac-
tice” being affectionate when Mary-Ellen helped Gavin bathe, 
co-creating (C) a positive touch opportunity.6,7,12,13 She indicated 
that if Gavin kept his hands below his shoulders, he would use less 
energy than if he reached up for Mary-Ellen, while he sat on the 
shower chair. It was Mary-Ellen’s idea to bathe Gavin while she 
was topless. Although shocked, Gavin soon enjoyed touching his 
wife’s breasts while being bathed. The couple resumed kissing, and 
Mary-Ellen enjoyed the pleasure Gavin felt when she massaged his 
shoulders and neck.

The nurse, social worker, and occupational therapist all pro-
vided the couple with positive reinforcement and affirmed their 
progress, which honored (H)  their efforts as a couple. Gavin’s 
nurse using the Ex-PLISSIT intervention process helped the cou-
ple meet with an occupational therapist that specialized in sexual 
issues. The occupational therapist, at the couple’s request, helped 
the couple learn how to accomplish and enjoy mutual masturba-
tion. Following her husband’s death, Mary-Ellen told the team 
that their “special help” allowed her to feel closer and more loved 
by her husband. Even in her grief, Mary-Ellen was able to picture 
with a smile Gavin’s face when she first bathed him topless.

The TOUCH intervention teaches that it is not sufficient to 
merely accept or assume patient sexuality within the palliative 
care treatment plan. Rather, healthcare providers need to suggest 
opportunities for patients and their partners to enjoy affection-
ate, romantic, and erotic touch as well as affectionate, comforting, 
and encouraging touch with other family members and friends. 
Encouraging the patient’s loved ones to touch the patient begins 
with giving them positive reinforcement when observing touch 
between them.29

Example: Tina and Her Grandmother, Sarah
Sarah’s amyotrophic lateral sclerosis (ALS) progressed to the 
point where she had to suction out her saliva from her mouth 
on a frequent basis. She retained full mobility of her arms and 
hands, so the mechanics of self-suctioning were not difficult for 
her. Yet, suctioning in front of her family repulsed her, and she 
feared it disgusted her family. The special ALS nurse visited Sarah 
weekly. One day when the nurse visited, Sarah’s 5-year-old grand-
daughter, Tina, was visiting her as well. The little girl watched with 
great interest as her grandmother suctioned herself. She told Tina, 
“Don’t watch me when I do this; it is disgusting to watch.” Tina 
took her hand and lovingly kissed it. The nurse commented, “She 
loves you, and she doesn’t care about the suctioning.” Sarah, with 

 

 



textbook of palliative care communication298

tears in her eyes, asked Tina, “You love Grandma?” Tina replied, 
“And I  love Grandma’s mouth vacuum cleaner!” The nurse 
laughed and added, “I love her mouth vacuum too.” From then on, 
Tina kissed her grandmother whenever she saw her suctioning. 
They made it a game and counted the number of kisses each visit.

Unlearning Negative Touch Associations
Some patients experience arduous aggressive medical care that 
ultimately cures the underlying illness but leaves them strug-
gling with numerous health problems caused by the treatment’s 
side effects. While palliative care improves the patient’s quality of 
life by managing his or her physical symptoms, the vicissitudes of 
procedural touch require specific intervention as well.6,7,30 These 
interventions use behavioral techniques to help patients acclimate 
to expressive touch.1,2,16 For instance, finger writing involves 
“writing” a word on the patient’s hand or arm with a fingertip as 
the patient looks away, with the goal of the patient guessing the 
word based on the sensation. This requires the patient to concen-
trate on the sensations to determine the letters of the word.6,7,12,13

Example: Rafaela and Her Wife, Louisa
Louisa’s first treatment for leukemia was not successful. At 60 years 
of age, Louisa required a bone marrow transplant, and her closest 
match was her adult son. The transplant experience was long and 
difficult for Louisa but her wife, Rafaela, was always there caring 
for and supporting her. Going home cancer-free was a “dream 
come true” for the whole family, but mounting graft-versus-host 
disease (GVHD) symptoms indicated her body was rejecting the 
transplanted cells. GVHD soon made Louise’s posttransplant 
life a “nightmare.” Louise’s skin deteriorated due to GVHD, 
and she did not want anyone, especially Rafaela, to touch her. 
Her skin problems, which once covered almost 50% of her body, 
slowly resolved with treatment, but her reluctance to be touched 
remained. Rafaela presented as increasingly sad and withdrawn 
during her wife’s outpatient appointments. The nurse practitio-
ner met with the couple and learned of their physical relationship 
deterioration. The nurse suggested that the couple practice a touch 
exercise called “finger writing” on the palm of Louisa’s hand and 
provided them with simple instructions. The couple enjoyed the 
game and experimented with finger writing on other parts of the 
body. Six months later, Louisa reported that she and Rafaela were 
sexually active. Rafaela described feeling more normal, as she was 
a “real wife” again.

Using the Ex-PLISSIT process, the nurse made a referral to a 
sex therapist who gave the couple specialized help to reawaken 
sexual responsiveness for both women by adding a variety of sex 
toys.6,7,19 While Louisa needed to become reacquainted with her 
body following her lengthy illness, likewise, Rafaela needed to 
address her feelings of “being rusty” after the long absence of their 
sexual relationship. From this point, they were able to sexually 
experiment with how to give each other pleasure while protecting 
Louisa’s still fragile health. Ultimately, Rafaela and Louisa united 
their affection, need, and desire for each other in ways more satis-
fying than before Louisa’s illness.

Professional Barriers and Obstacles
Sadly, there are continued and consistent professional barriers 
to addressing patient sexuality and communicating about touch 

in healthcare and homecare settings. Anecdotally, the most fre-
quently cited barriers and obstacles include a lack of specific 
training and the fear of being inappropriate by being the first 
to raise sexuality issues with patients.3,27,28,31,32 Healthcare 
providers across a variety of disciplines persist in requiring 
patients to raise the issue of sexuality first before addressing it 
at all.33–36 The healthcare provider, who waits for the patient 
or family member’s questions on sex, communicates that sex 
is not an appropriate discussion topic and is unrelated to their 
healthcare.28,31,32

Despite the perceived awkwardness and in appropriateness of 
communicating about sexuality with patients, healthcare provid-
ers report that they desire additional training in this area.31–36 At 
times, a specific provider within the healthcare team helps patients 
with sexuality issues, presenting team members the opportunity 
to make direct referrals. In other instances, there is a trained reha-
bilitation counselor in the community.6,7,19 Patients benefit from 
the availability of specially trained human sexuality and sexual 
rehabilitation professionals.37 Nonetheless, the multidisciplinary 
team, as first-line palliative care providers, remains professionally 
responsible for proactively addressing sexuality and communicat-
ing about touch as an integrated part of the patient’s life.21–23,27 To 
begin this process, a palliative care provider may decide to prac-
tice with a patient age group and or gender with which they feel 
most comfortable.21–23,27 The strength of interdisciplinary prac-
tice is that team members may have a comfort level with different 
patient populations. The entire team can practice using simulated 
patients and a variety of typical scenarios that involve discussions 
of sexuality.21,27,37–40 Palliative care providers can use any of the 
case examples in this chapter as the basis for scenarios with simu-
lated patients.

Sex Affirmative Healthcare Environments
Skilled nursing facilities, residential hospice programs, subacute 
care units, and acute rehabilitation programs may have patients 
living in them for several weeks to months or longer. Most insti-
tutions did not consider the sexual needs of residents in their 
design plans.38 Rooms are gender segregated except for married 
couples who require the same level of care. In addition, all patients 
are deemed heterosexual unless they self-identify otherwise.7 
Establishing a sex-affirmative environment within healthcare 
is the result of the multidisciplinary teams’ acceptance of sexu-
ality as typical part of the patient’s normal daily activities.7,38,42 
Sexual expression requires privacy, and such privacy must be 
made available to patients in medical, nursing, and rehabilitative 
environments.7

Example: Vimesh and His Partner, Rama
Vimesh visited his partner Rama in the subacute nursing facility, 
where he had lived since his stroke. Both in their 70s and sep-
arated from their wives, who lived in India, they had been lov-
ers for 40 years. For the first time since meeting each other, they 
slept in separate beds, in separate rooms, and in separate build-
ings. Because Rama was aphasic, could no longer speak, and was 
paralyzed to an extent preventing him from using the call bell, 
he was placed in a room closest to the nursing station. The mul-
tidisciplinary staff was accustomed to checking in on Rama if he 
was not sitting in a special wheelchair outside of his room. In the 
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afternoons, on more than one occasion, staff found Vimesh in bed 
with Rama. Vimesh would be asleep, snoring, and spooning Rama 
under the covers. Rama would be awake with a lopsided smile on 
his face. Finally, the nursing home closed Rama’s door with his 
permission when Vimesh visited. The nurse manager told Rama 
that the staff wanted to give him and Vimesh the privacy they 
“deserved.” A simple and respectful solution gave the couple the 
privacy without putting Rama at increased risk but improving his 
quality of his life.

Conclusion
Sexuality is an essential element of the human experience. It 
is part of a continuum of the human need for contact, connec-
tion, and love. There is a primitive drive for sexual release, as 
well as a primitive need to connect to another person emotion-
ally and physically through touch. The TOUCH assessment and 
intervention tool offers a method for palliative care profession-
als to communicate about patients’ and their partners’ sexual 
needs. However, the TOUCH tool requires additional qualita-
tive research to determine its effectiveness in palliative care set-
tings. Some patients receiving palliative care may want to retain 
the erotic elements of their relationships. Others may want to 
focus more on their needs for affection and physical comforting 
through expressive touch. Palliative care communication on the 
issue of sexuality encompasses the entire variety of sensual expe-
riences that help patients retain feelings of acceptance, respect, 
belonging, and desirability. Maximizing the ability to commu-
nicate love and to accept the love of others prevents loneliness 
and isolation.42
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CHAPTER 37

Spiritual Communication
Shane Sinclair

Introduction
Communicating about spiritual issues is both a unique aim and a 
challenge of palliative care. Addressing spiritual issues is identi-
fied as a core component of both the World Health Organization’s 
definition of palliative care1 and the National Consensus Project 
for Quality Palliative Care.2 The centrality of spiritual care to pal-
liative care was so vital that Cicely Saunders, the founder of the 
modern hospice and palliative care movement, suggested that one 
way to measure the quality of end-of-life care was the degree to 
which spiritual care was being practiced.3 While the spiritual care 
imperative is advocated by policymakers and healthcare providers 
alike, the greatest advocates for addressing spiritual needs at the 
end of life are patients themselves, who consistently identify their 
spiritual needs as an integral yet underaddressed aspect of pallia-
tive care.4 While the importance of addressing spiritual needs at 
the end of life is extolled, implementing theory and a growing evi-
dence base into clinical practice remains a persistent challenge. In 
this chapter the importance of communicating with patients and 
their family members about spiritual issues is discussed, provid-
ing the foundation for a clinical framework to assist in addressing 
this essential domain of comprehensive palliative care.

Conceptualizing Spirituality
Defining Spirituality
A fundamental and persistent challenge in communicating with 
patients about their spiritual needs is the lack of specificity sur-
rounding the concept of spirituality and its relationship with reli-
gion. The lack of specificity is evident in a recent review of the 
palliative care literature that identified 92 definitions of spiritual-
ity,5 within a field of inquiry that has emerged from relative obscu-
rity to a burgeoning field of research over the past 30 years.6 Within 
palliative care, spirituality is conceived as a universal domain of 
human health that is informed by and expressed through both 
secular and religious means. While a universal approach has been 
criticized as “generic,”7 it embodies a person-centered approach 
that recognizes both the diverse patient populations healthcare 
providers serve and an underlying assumption that the search 
for meaning and purpose traverses and transcends religion, cul-
ture, and humanity. The need for a shared vocabulary to better 
address these conceptual issues has been recognized8 and recently 
resulted in the formulation of consensus definitions of spiritual-
ity, based on the expert opinion of leaders from diverse spiritual, 
religious, and cultural backgrounds.9–11 The culmination of this 

work resulted in the following interdisciplinary global consensus 
definition of spirituality:

Spirituality is a dynamic and intrinsic aspect of humanity through 
which persons seek ultimate meaning, purpose, and transcendence, 
and experience relationship to self, family, others, community, soci-
ety, nature, and the significant or sacred. Spirituality is expressed 
through beliefs, values, traditions, and practices.9(p5)

While representing a broad conceptualization of spirituality, this 
consensus definition acknowledges that the form and content 
of a patient’s spirituality may vary significantly from patient to 
patient. For the purposes of this chapter, spirituality is defined as 
“an individual’s beliefs, values, behaviors, and experiences related 
to ultimate meaning.”12(p260)

The Relationship Between Spirituality and Religion
While most scholars recognize spirituality and religion as distinct 
yet interrelated concepts,6 the nature of their relationship is an 
additional source of debate among patients and scholars alike. For 
many patients and the majority of healthcare researchers, reli-
gion is subsumed under the broad and more inclusive rubric of 
spirituality, whereas for some patients and scholars, spirituality is 
subsumed under the construct of religion. On the one hand, spiri-
tuality is inextricably linked to religion, resulting in spirituality 
being defined as a “conversation between the classics of various 
religious traditions and contemporary human experience.”13(p90) 
In contrast, the view espoused by many healthcare researchers 
conceptualizes spirituality as an overarching construct, conceiv-
ing “religion as codified, institutionalized, and a relatively narrow 
expression of spirituality.”14(p135)

These contrasting and often dichotomous perspectives have 
unfortunately led to a disparaging debate whereby religion has 
been dismissed by many healthcare researchers as a human con-
struct, archaic and disappearing from Western society,15,16 caus-
ing some religious studies scholars to suggest that “ ‘religion is 
alternatively demonized and dismissed in favour of ‘spirituality’ 
within the hospice literature.’ ”17(p13) While recognizing that for 
many patients spirituality and religion are interrelated terms, 
increasingly patients and the general public identify themselves 
primarily with spirituality, with religion taking an important 
but secondary role.18–22 For the purposes of this chapter, reli-
gion is defined as “an individual’s beliefs, values, behaviors, and 
experiences related to ultimate meaning, often involving dei-
ties and dogma, formulated by faith groups or institutions over 
time.”12(p260)
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Distinguishing and subsuming religion under the broad rubric 
of spirituality is supported by survey data and clinical evidence 
that demonstrates that individuals, whether their spirituality is 
expressed through religious or more secular means, increasingly 
identify spirituality as an overarching universal construct that 
includes religious and nonreligious forms.15 As Sulmasy sum-
mates, “While not everyone has a religion, spiritual issues, in this 
wider sense, arise for almost all dying persons.”23(p1386) While 
the number of individuals identifying no religious affiliation has 
increased marginally over the past 25 years in both Canada (12% 
to 17%)21 and the United States (7% to 14%),24 when religious affil-
iation is combined with other factors of religiosity (attendance, 
importance, and personal practice) there is an apparent shift from 
a primarily religious orientation to a spiritual orientation across 
contemporary society. A US Gallup survey, for example, indicated 
that only 13% of Americans strongly endorsed all nine items of a 
spiritual commitment scale; however, 47% considered themselves 
to be spiritually commited.25 These results are similar in Canada, 
where a national survey reported that 78% of Canadians believed 
that God or a Higher Power exists,20 despite only 29% of the popu-
lation being characterized as highly religious.21 The broad identi-
fication with the term “spirituality” has even been reported among 
atheists—25% of whom acknowledge having spiritual needs.20

In hindsight it seems that Karl Rahner’s prediction 50 years ago 
that “the committed believer of tomorrow will be either a ‘mys-
tic’—someone who has ‘experienced’ something—or will not exist 
anymore,”26(p15) served as a clarion call that has come to fruition 
within contemporary Western society. Individual spirituality 
remains strong, despite a gradual decline in religiosity. Clinical 
research identifies a similar trend toward a universal conceptual-
ization of spirituality that is inclusive of religious and more secu-
lar forms. Astrow and colleagues conducted a modest (n = 369) 
US-based study of cancer patients and found that while 94% of the 
sample reported a religious affiliation, 66% identified themselves 
as spiritual but not religious.27 A separate study of advanced can-
cer patients reported a similar trend, as 56% of patients identified 
themselves as moderately or highly religious, while 72% consid-
ered themselves to be moderately or highly spiritual.28 Healthcare 
providers communicating with patients about spiritual issues 
at the end of life are therefore encouraged to adopt a broad and 
inclusive person-centered approach to spiritual discussions, an 
approach that honors and reflects the deeply personal, dynamic, 
and eclectic understandings and experiences of spirituality at the 
end of life.

Patients’ Perspectives on Addressing Spiritual Needs
While conceptualizing spirituality is an ongoing challenge for 
healthcare providers and researchers alike, the importance that 
patients and their family members attribute to addressing spiri-
tual needs is unequivocally endorsed.23,29,30 A  Canadian study 
(n = 361) identifying patient priorities for end-of-life care identi-
fied the need for improved spiritual support as one of its high-
est priorities.31 In a separate study,32 Heyland reported that 70% 
of patients considered having their spiritual and religious needs 
met an important component of comprehensive end-of-life 
care. Still, when other interrelated study items were taken into 
consideration—such as receiving healthcare that is respectful and 
compassionate, being treated in a manner that preserves dignity, 
and having an opportunity to discuss fears of dying—the salience 

of spirituality to communication at the end of life becomes more 
apparent. In the United States, similar results have been reported, 
as 78% of advanced patients stated that religion and/or spiritu-
ality had been an important component of their cancer experi-
ence.28 When compared with other dimensions of quality of life as 
measured by the McGill Quality of Life Questionnaire, spiritual 
issues are consistently ranked as being as important, and in some 
instances more important, than other domains of quality of life.33 
Likewise in a US study of palliative care patients (n = 332), patients 
ranked coming to peace with God and pain control as the most 
important items among 44 factors of quality end-of-life care.34 
While addressing spiritual needs are particularly important at the 
end of life, US survey data indicates that the majority of nonpallia-
tive patients also desire their healthcare provider to inquire about 
their spiritual needs.23,25

Sadly, there is discordance related to the perceived importance 
of addressing spiritual needs by patients and their healthcare 
providers. While 92% of palliative patients identified “being at 
peace with God” as a very important factor in their end-of-life 
care, only 65% of palliative care physicians considered this to be 
a very important factor.34 Similar results were reported in a study 
on the benefits of addressing spirituality at the end of life among 
advanced cancer patients (n = 75) and oncologists and oncology 
nurses (n = 339).35 While the majority of patients, physicians, and 
nurses felt that routine spiritual care was at least slightly beneficial 
to patients, only 25% of patient participants reported ever receiv-
ing spiritual care during their illness trajectory. Balboni et  al. 
reported a similar trend, as 72% of advanced cancer patients felt 
that their spiritual needs were minimally or not at all supported 
by the healthcare system.36 A similar disparity between patient 
needs and healthcare providers’ abilities to assess spiritual care 
needs was reported in a study of cancer outpatients where the 
majority of patients felt that it was appropriate for physicians to 
communicate with them about their spiritual needs, yet only 18% 
reported that these needs were met, with only 6% recalling a sin-
gle instance, across their entire cancer trajectory, in which a staff 
member had inquired about their spiritual needs.27 In a separate 
study, while oncologists and oncology nurses felt responsible for 
addressing spiritual issues, the importance of addressing spiri-
tual concerns was ranked considerably lower by participants in 
comparison to addressing other psychosocial issues.37 Patients 
and healthcare providers agree that communicating about spiri-
tual issues is a vital component of quality palliative care; however, 
there is a significant gap between theory and practice, as health-
care providers lack the necessary communication tools to effec-
tively address this vital domain.

The Impact of Addressing Spiritual Issues
A growing evidence base suggests that addressing spiritual needs 
has serious ramifications beyond simply the patient experience.38 
In a study at a large Canadian cancer center, patients identified 
prayer as both the single most utilized and the most effective cop-
ing strategy in their cancer experience.39 Similar findings have 
been reported in US studies where 74% of patients reported that 
religion and spirituality played a central role in their ability to 
cope with cancer and 56% of families identified religion as the 
most important factor in helping them cope with their loved one’s 
illness.40 While spirituality provides patients and families with an 
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important resource in coping with end-of-life distress, spiritual-
ity has also been shown to have an important modifying effect on 
many prominent and problematic issues at the end of life.

Spiritual well-being ameliorates pain,41 anxiety,42 depres-
sion,42,43 and desire for a hastened death44–46 and also enhances 
dignity47 and quality of life.48 Research has shown a significant 
negative correlation between spiritual well-being and a desire for 
hastened death, hopelessness, and suicidal ideation.49 In the state 
of Oregon, where physician-assisted suicide has been legal for 
more than 15 years, patients who have exercised this right have 
done so for largely spiritual and/or existential reasons. Patients 
identified loss of autonomy, loss of dignity, and inability to partici-
pate in activities that make life enjoyable as the most prominent 
reasons for choosing to end their life through physician-assisted 
suicide.45,50 While spiritual well-being is a complex and multifac-
eted construct that is influenced by other factors beyond clinical 
communication, failing to communicate with patients about their 
spiritual needs has also been shown to have a significant nega-
tive impact on ratings of satisfaction with care,27 increased prefer-
ences for aggressive treatments at the end of life,36 and increased 
healthcare costs at the end of life.51

What Do Patients Want?
A significant issue pertaining to spiritual communication with 
patients and families is the ephemeral nature of spiritual needs 
and the lack of clinical guidance provided to healthcare provid-
ers on how to effectively address and assess spiritual concerns. 
A lack of formal training in spiritual care has been identified by 
healthcare providers as the primary barrier to spiritual commu-
nication.52 Spiritual needs by their very nature are complex, mul-
tifaceted, ill-defined, and typically evade a script-based approach, 
having a more narrative tone that often challenges the clinical acu-
men of the traditional biomedical model. Patients spiritual needs 
include overcoming fears, finding hope, discovering meaning in 
life, and a desire to talk to someone about finding peace, meaning 
in life, and death and dying.53 In a separate study investigating the 
spiritual concerns of cancer patients, the most common spiritual 
struggles included wondering why God allowed illness to occur 
and questioning abandonment from God. Still, patients reported 
that they sought a closer connection to God and reflected on the 
meaning of life.48

Research shows that spiritual distress is a prevalent issue among 
palliative care patients,54,55 raising a number of clinical questions: 
How do healthcare providers engage in spiritual communication? 
How is spiritual distress similar or different from psychosocial 
distress? How can healthcare providers help patients and fami-
lies in their search for meaning? Which member of the palliative 
care team is best suited to address spiritual needs and deliver the 
spiritual care plan? Finally, how do palliative care team members 
determine which aspects of the spiritual care plan require the 
expertise of a spiritual care professional (chaplain)?

The Role of Healthcare Providers in Spiritual 
Communication
Communicating with patients and families about basic spiritual 
needs falls within the purview of a number of palliative care team 
members including, but not limited to, spiritual care professionals, 

physicians, nurses, social workers, psychologists, as well as com-
munity faith leaders. In one study, dying patients and their family 
caregivers reported primarily talking with family or friends about 
spiritual concerns, followed by clergy and healthcare providers.56 
However, other studies have reported that the provision of spiri-
tual care comes from within the religious community, followed by 
healthcare providers and chaplains.57

While community faith resources are an important source of 
support for those patients whose spirituality is expressed through 
religious means, these supplemental supports should not preclude 
healthcare providers from addressing spiritual needs. In a study 
investigating the utilization of community clergy, few patients 
reported that they had talked to clergy about their hospitaliza-
tion.58 Patients with high spiritual support from their religious 
community are less likely to receive hospice care and more likely 
to receive aggressive measures at the end of life.59 In contrast, 
patients with high spiritual support from their religious com-
munity who also received spiritual support from their healthcare 
team had higher rates of hospice utilization, fewer aggressive 
end-of-life interventions, and fewer intensive care unit deaths.59 
While spiritual support from the healthcare team does not replace 
community-based resources, it does augment them and often 
serves an important mediatory function between healthcare and 
faith communities.

The Essential Skills for Spiritual 
Communication
A persistent challenge facing healthcare providers is how to 
adequately address and effectively intervene regarding patients’ 
and families’ important but deeply human spiritual concerns. 
In contrast to biomedical needs, spiritual care does not attempt 
to provide answers to life’s questions but rather aims to promote 
healing by acknowledging, listening to, and providing a compas-
sionate presence to deeply spiritual questions. Technical skills and 
knowledge are important components to spiritual communica-
tion; however, equally important is the intrinsic and tacit qualities 
of healthcare providers. The mnemonic SACR-D (see Table 37.1) 
provides healthcare providers with a framework of essential skills 
for spiritual communication.60

Self-Awareness
Provider self-awareness is recognized as a hallmark of therapeu-
tic communication in general61,62 and seems to play a particularly 
important role when addressing the sensitive domain of spiritual-
ity. The importance of self-awareness to both healthcare provid-
ers’ well-being and quality patient care was recently recognized in 
an Institute of Medicine report that recommended the inclusion 
of curricula focused on the recognition of how one’s beliefs and 
personal history impact clinical communication.63 While health-
care providers’ own spiritual and religious beliefs should never 
usurp the spirituality of their patient, their own self-exploration 
of spirituality can create a foundation of shared understanding 
and relatedness whereby the ephemeral and sensitive nature of 
spiritual issues can be honored and appreciated. The importance 
of self-awareness in communicating about spiritual issues is 
underscored by research findings that healthcare providers’ spiri-
tual and religious beliefs often differ significantly from those of 
their patients, with the former being less religious, less likely to 
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rely on God when dealing with a major problem, and more likely 
to identify themselves as spiritual but not religious.34,35,64

While spiritual backgrounds may differ between patient and 
healthcare provider, the clinical implications associated with 
patient-reported attunement between their spirituality and that of 
their healthcare provider cannot be easily dismissed. Attunement, 
the degree to which patients feel that their healthcare provider are 
open to and can relate on a spiritual level, has been identified by 
patients as a very important factor in clinical communication22 
and a facilitator in the identification of spiritual needs.65 Provider 
spirituality is often an invisible and an involuntary ingredient in 
the provision of spiritual care that can have both a positive and/
or negative effect in the clinical encounter.29 Healthcare providers 

are therefore implored to cultivate self-awareness regarding their 
own spirituality and its impact in clinical communication, recog-
nizing that self-awareness related to spirituality seems to be more 
associated with qualities such as openness, tolerance, and curios-
ity rather than self-assessed spirituality, religiosity, or technical 
competence on the part of healthcare providers.29,56,60

Spiritual self-awareness has also been shown to have a positive 
impact on providers’ personal and professional lives. The land-
scape of death and dying, where spiritual issues are prevalent, 
permeate the clinical encounter, challenging healthcare provid-
ers to reflect on their own mortality and spirituality. A study of 
interdisciplinary palliative care team members identified health-
care provider spirituality as an important factor that informed 

Table 37.1 SACR-D

Concept Definition Sample Questions/Clinical Strategies

S—Self-awareness Conscious knowledge of how one’s own spirituality 
or beliefs, practices, behaviors, and experiences 
related to ultimate meaning12 impact clinical 
communication

♦ What are my spiritual beliefs and how do they impact my clinical practice?
♦ How can I express spiritual sensitivity in my clinical communication?
♦ What is the impact of frequent exposure to death and dying on me as a 

person and as a healthcare provider?67

A—Assessment Extrinsic and intrinsic means that enable healthcare 
providers to determine the role and importance of 
spirituality in a patient or family member’s life and 
healthcare

♦ FICA (see Box 37.1)70

♦ Are there visual cues available to me that can help me understand this 
person’s spirituality?

♦ As I listen to this person, what are the sources of meaning and purpose in 
his or her life?

C—Compassionate presence The use of healthcare providers whole self when 
engaging a person in suffering, coupled by a desire 
and action aimed at alleviation

♦ How is my presence impacting the clinical encounter?
♦ Who is the person behind the disease?29

♦ How can I actively engage in and alleviate this person’s suffering?
♦ How does this person best receive compassion?

R—Refer to additional 
spiritual supports

The act of referring to a spiritual care professional 
(chaplain), healthcare team member, or community 
spiritual/religious resource for additional support

♦ Which member of the healthcare team is best suited to address this 
person’s spiritual needs?

♦ Are they a part of a religious or spiritual community?
♦ Is there a spiritual care professional/chaplain I can refer to?

D—Dialogue Clinical conversations intended to understand and/
or address a person’s spirituality in a language that 
is accessible to them

♦ How can I communicate about clinical matters in a language that honors 
this person’s sense of meaning and purpose?

♦ Dialect of dignity:

•	 What	do	you	feel	most	proud of?112

•	 Are	there	things	that	you	are	still	needing	to	say	to	your	loved	ones?112

•	 What	are	your	hopes	and	dreams	for	them	in	the	future?112

•	 Are	there	issues	that	you	feel	are	affecting	your	sense	of	dignity?
♦ Dialect of meaning:

•	 What	gives	your	life	meaning?

•	 Where	have	you	found	meaning	when	you	have	faced	challenges	in	
the past?

•	 What	meaning	do	your	current	health	challenges	have	in	your life?
♦ Dialect of hope:

•	 What	is	your	hope	for	the	future?

•	 How	might	hope	change	for	you	if	you	knew	you	had	6	years	to	live?	6	
months to live? 6 weeks to live? 6 days to live?

•	 How	do	I personally	conceptualize	hope	and	how	is	my	understanding	
similar or different to this person?

•	 How	can	I enhance	this	person’s	hope,	beyond	a	hope	for	a	cure?

Source: Sinclair S, Chochinov HM. Communicating with patients about existential and spiritual issues: SACR-D work. Prog Palliat Care. 2012;20(2):72–78.
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spiritual communication with patients.66 The reciprocal nature 
of spiritual communication between patient and palliative care 
provider has also been shown to have a positive impact on provid-
ers’ personal and professional lives, including the cultivation of 
their own spirituality.67 Similar research has also found enhanced 
work satisfaction, effective patient care, and buffering against 
workplace burnout as provider benefits of healthcare provider 
spirituality.67–69

Assessment
Communicating with patients about their spirituality can also 
occur through more extrinsic means, utilizing a variety of tools 
aimed at measuring aspects of spirituality. A  spiritual history, 
such as FICA (Box 37.1) provides healthcare providers with a vali-
dated and efficient tool for spiritual communication and can be 
easily incorporated into existing comprehensive assessment dur-
ing intake or at an initial clinical visit.70,71 The FICA tool and 
spiritual assessments72,73 contain standardized questions that 
have been validated and are intended to facilitate a conversa-
tion rather than being utilized in a formulaic fashion. Two of the 
inherent challenges of spiritual assessments are their utility and 
validity in applying broad constructs to measure the deeply per-
sonal and culturally embedded domain of spirituality. As Selman 
et al. observed in a systematic review of spiritual measures in pal-
liative care, of the 85 tools identified, only 38 had been validated 
in palliative care populations and only 9 were validated in one or 

more ethnically diverse populations.74 Since the evidence base for 
the evaluation of spiritual assessment remains nascent, healthcare 
professionals should be cautious in adopting a “one-size-fits-all” 
approach to assessing the spirituality of their patients.

An essential seemingly self-intuitive yet often overlooked 
modality in assessing patients spirituality is listening. Active lis-
tening has been identified as a core component of optimal thera-
peutic effectives.75 Intuitive listening, focused on both the subtext 
of the patient’s story while also being attuned to the guidance of 
a spiritual source (God, higher power, life force, etc.) is one of five 
essential skills in the provision of spiritual care.29 Having some-
one listen is one of the most frequently identified spiritual needs 
of palliative care patients.76 Listening is a foundational and often 
forgotten component of the clinical dialogue in general.77–80

Compassionate Presence
The presence of the healthcare provider involves the externaliza-
tion of the provider’s intrinsic qualities into the relational space 
created with the patient.29 While technical skills are consistently 
ranked higher by providers than intrinsic qualities, the opposite is 
revealed in patient responses.81–84 Patients who feel connected to 
their healthcare provider and feel that there is a care partnership 
are more motivated to manage their illness and have a greater sense 
of well-being.85 Healthcare providers who are identified as warm 
and friendly and have developed reassuring relationships with their 
patients are more likely to be considered effective healthcare provid-
ers then those who adopt a more objective and formal approach.86

An important component of Chochinov’s dignity-conserving 
care is the healthcare provider’s presence or the tone of care, con-
veyed through body language and attitude, and how it impacts 
the patient’s sense of dignity.87 The positive attributes of a health-
care provider’s presence can facilitate healing, and the impact of 
negative healthcare intrinsic qualities such as apathy, disregard, 
and despair seem to have an equally powerful adverse affect. Kuhl 
coined the term “iatrogenic suffering” to describe the suffering 
inflicted on patients through negative aspects of healthcare pro-
viders’ presence in the clinical encounter.88 Applying the con-
cept of iatrogenic suffering to spiritual care refers to the negative 
impact that healthcare professionals’ own spirituality, ranging 
from overt religious beliefs to unresolved spiritual issues, has on 
their patient’s spiritual well-being.

Presence is a poignant modifier of clinical communication, 
particularly as it relates to psychosocial and spiritual communi-
cation. Presence was identified as a foundational element that all 
spiritual interventions are predicated on and delivered through.29 
Exemplary spiritual care providers are characterized as being 
present, recognizing shared humanity, and having the ability to 
integrate a patient’s spiritual concerns into the care plan.56 The 
paramount role that presence plays in the provision of spiritual 
care is evident in the words of Puchalski, who summates, “Which 
word [God, divine energy, oneness] is not as important as what 
happens between people and living beings. Spiritual care is the 
practice of compassionate presence.”89(p40)

Imbuing healthcare provider presence with compassion is of par-
ticular relevance in spiritual communication. Compassion has been 
defined as “a deep awareness of the suffering of another coupled 
with the wish to relieve it,”90 finding its ethos from the “golden 
rule” and thus serving as both the quintessential indicator and the 
outcome of spiritual care.91 Compassion, along with dignity, have   

Box 37.1 FICA: Spiritual History Tool

F—Faith, belief, meaning

“Do you consider yourself spiritual or religious?” or “Do you 
have spiritual beliefs that help you cope with stress?”

If the patient responds “No,” the physician might ask, “What 
gives your life meaning?” Sometimes patients respond with 
answers such as family, career, or nature.

I—Importance and influence

“What importance does your faith or belief have in your life? 
Have your beliefs influenced how you take care of yourself in 
this illness? What role do your beliefs play in regaining your 
health?”

C—Community

“Are you part of a spiritual or religious community? Is this of 
support to you and how? Is there a group of people you really 
love or are important to you?”

Communities such as churches, temples, and mosques or a 
group of like-minded friends can serve as strong support sys-
tems for some patients.

A—Address/action in care

“How would you like me, your healthcare provider, to address 
these issues in your health care?”

Adapted by C. Puchalski with permission from Puchalski CM, Romer 
AL. Taking a spiritual history allows clinicians to understand patients 
more fully. J Palliat Med. 2000;3:129–137.
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been conceptualized as twin pillars of spiritual care.92 Compassion’s 
universality traverses faith traditions where it is considered to be 
the marker of authentic faith,93 while also extending to secularist 
expressions of spirituality where it is considered a cardinal virtue of 
humanity.94,95 Healthcare providers who are perceived as compas-
sionate by patients and families are less likely to have malpractice 
suits filed against them and are more likely to have their caregiv-
ing perceived in a positive manner.96–98 Vulnerability, the ability 
of healthcare providers to not only acknowledge the suffering of 
another but to proactively position themselves alongside patient 
suffering, is an essential factor in the development of compassion-
ate presence.29

Referral to Additional Spiritual Supports
Spiritual communication is a standard of care across palliative care 
disciplines, with spiritual care professionals possessing specialized 
knowledge and skills in assessing and addressing acute spiritual 
issues.12 Historically, spiritual care was synonymous with religious 
care delivered by denominational chaplains who were commis-
sioned and employed by their faith communities.99 In contrast, 
spiritual care professionals address and/or coordinate the spiritual 
needs of patients from diverse religious and spiritual backgrounds, 
are members of an interdisciplinary healthcare team, and are 
accountable to the healthcare instution.99 The recognition and inte-
gration of spiritual care within comprehensive palliative care, along 
with the development of the discipline of spiritual care, has led to an 
integrated model where spiritual care professionals are recognized 
as core members of interdisciplinary palliative care teams.12,100,101

Interdisciplinary palliative care team members report that spir-
itual care is understood as a function of the healthcare team, while 
recognizing the spiritual care professional/chaplain possesses 
advance knowledge and skills to meet spiritual needs of a more 
acute nature.66 Similarly, oncology interdisciplinary team mem-
bers report that spiritual communication falls within their scope 
of practice, yet they recognize that a spiritual care professional 
is best suited to address spiritual issues.37 While there is broad 
recognition of the role of spiritual care professionals in interdis-
ciplinary healthcare teams by patients, healthcare providers, and 
policymakers, a significant theory–practice gap exists, as spiritual 
care services continue to be treated as an ancillary,12 often being 
relegated to the periphery of so-called core healthcare services.101

In general, spiritual care professionals are certified by a profes-
sional spiritual care organization, are master’s degree prepared, 
have completed a clinical residency program, are bound by a com-
mon code of ethics and standards of practice, and must be recerti-
fied through a peer review process every 5 years.9,12 In addition 
to specialized spiritual care, spiritual care professionals are also 
skilled in the provision of supportive psychosocial care. In a study 
of colorectal cancer patients, chaplains were the primary source 
of psychosocial support, followed by social workers and psycholo-
gists.102 Referrals to chaplaincy services are often for emotional 
support, with nurses and patients being the greatest referral 
sources.103–105 The impact of spiritual care visitations are associ-
ated with lower rates of aggressive end-of-life care and hospital 
deaths and higher rates of hospice enrollment.106

Dialogue
The problem of language in spiritual communication is a well-
recognized issue within the literature and at the bedside.6,8 This is 

due, in large part, to the ephemeral nature of spirituality and the 
limitations of language in the articulation of spiritual understand-
ing, meaning, and appropriate, comforting responses. As patients 
and family members struggle to describe spiritual distress and 
concerns, healthcare providers are equally challenged to engage 
in conversations that address them. This has caused some clinical 
researchers to advocate that spiritual communication should be 
based on a standardized, universal, and codified vocabulary,107 as 
“the language of spirituality is often an obstacle to communication 
rather than an aid to understanding.”8(p303) While the problematic 
nature of language in spiritual communication seems to largely 
be reflective of the nature of the topic, critics note that the field 
of spirituality and health has perpetuated a discourse of ambigu-
ity which is “rich in narcissm”108(p439) and employs terminology 
that everyone uses but no one understands.109 While the lack of 
conceptual specificity has led to a number of broad and inclusive 
definitions of spiritualty9,10 these do not preclude the need for 
providers to tailor their communication about spiritual issues in 
the vernacular of each patient and to develop literacy within the 
following construct-based dialects of spirituality that traverse the 
sacred and the secular.60

The Dialect of Dignity
Dignity, while not being a uniquely spiritual construct, provides 
a language for eliciting the spiritual landscape of patients facing 
the end of life.110 The Patient Dignity Inventory (PDI) is a vali-
dated 25-item measure of dignity-related distress.111 There is a 
significant correlation between the PDI Peace of Mind factor and 
the Functional Assessment of Chronic Illness Therapy-Spiritual 
Well Being Inner Peace Factor.111 While the PDI contains ques-
tions specifically focused on spiritual and existential issues, it also 
addresses broader issues such as continuity of self, worth, unfin-
ished business, and control in life that, while not representing 
overtly spiritual issues, may be rooted in spiritual concerns or alle-
viated through spiritual resources. Dignity therapy, a one-session 
intervention that allows patients to reflect on their legacy and any 
unfinished issues, utilizes a nine-item protocol and can be admin-
istered in 1 to 1.5 hours.112 Patients responses are audio-recorded, 
transcribed, and edited, creating a legacy document that can pro-
vide comfort to bereft family members after the patient is deceased. 
Clinical trials of dignity therapy have reported a high satisfaction 
rate and a heighted sense of personal dignity among patients,112 
with 78% of family members reporting that the legacy document 
helped them in their grief, with 95% indicating they would recom-
mend dignity therapy to patients and family members.113

The Dialect of Meaning
The construct of meaning provides healthcare providers with 
another dialect to communicate with patients about spiritual 
issues. Psychotherapist and existential thinker Viktor Frankl 
identified meaning as a primary drive of humanity that could 
be both derived from and ameliorate suffering.114 The rele-
vance of meaning at the end of life, where suffering is preva-
lent, and its relationship to spirituality has been investigated by 
Breitbart and colleagues.115,116 In a US-based survey reporting 
on the prevalence of spiritual needs at the end of life, issues of 
meaning and purpose were the most frequently identified spiri-
tual needs.117 In spiritual communication, meaning-making 
is an important buffer against end-of-life distress, depres-
sion, and hopelessness.43,37,118 A  “loss of meaning life” is one 
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of the greatest predictors of patient’s desire for a hastened 
death.119 Meaning-centered group psychotherapy, a manual-
ized eight-session psychotherapeutic intervention focusing on 
particular meaning-based themes, is reported to significantly 
improve patient spiritual well-being, sense of meaning, anxi-
ety, and desire for death.120 Addressing spiritual issues through 
the framework of meaning can occur through more pragmatic 
means such as asking patients, “What gives your life meaning?”; 
“Where have you found meaning when you have faced chal-
lenges in the past?”; and “What meaning do your current health 
challenges have in your life?”

The Dialect of Hope
A final dialect for communicating about spiritual issues is hope. 
The nature of hope in palliative care extends beyond the hope 
for a cure121 and instead id defined as “a multidimensional 
dynamic life force characterized by a confident yet uncertain 
expectation of achieving a future good which, to the hoping per-
son, is realistically possible and personally significant.”122(p380) 
Olsman et  al. identified three perspectives on hope in pallia-
tive care: a realistic perspective that involves titrating patients’ 
hope with prognostic information; a functional perspective that 
calls for emphasis on hope as a way of coping with the impact 
of disease; and a narrative perspective wherein hope is used as a 
way to find and maintain meaning.123 Palliative care providers 
need to oscillate between these perspectives in accordance with 
a patient’s own perspective on hope, recognizing that this may 
fluctuate over the palliative trajectory. Duggelby developed a 
living with hope program consisting of a short video with vari-
ous hope activities such as journaling and letter writing, which 
resulted in significantly higher scores on the McGill Quality of 
Life Existential subscale for patient participants versus those 
in the control group.124 Broaching the topic of hope in pallia-
tive care may involve asking focused questions of patients such 
as: “What is your hope for the future?”; “How might hope change 
for you if you knew that you had 6 years to live, 6 months to live, 
6 weeks to live, or 6 days to live?” Communicating about hope 
also involves healthcare providers’ reflection of their own clini-
cal practice in order to determine their own perspectives on 
hope and its effect on patients’ hope. Reflective questions may 
include:  “How do I  conceptualize hope?”; “How is my under-
standing of hope similar and/or different from my patient?”; 
“How can I provide truthful information to this person with-
out destroying all hope?”;121 “What is this person’s tolerance 
for uncertainty?”;121 “How can I  enhance this persons’ hope, 
beyond a hope for a cure?”121,123

Conclusion
Communicating with palliative care patients about spiritual 
issues is an essential component of comprehensive palliative care. 
While both patients and healthcare providers struggle to express 
the deeply personal nature of their spirituality and engage in spiri-
tual communication, the inherent difficulties associated with this 
domain do not preclude the necessity and importance of entering 
into these therapeutic conversations. The mnemonic SACR-D pro-
vides healthcare providers with a clinical framework for spiritual 
communication, providing a means for alleviating patient distress 

as well as promoting professional and personal growth for health-
care providers working in palliative settings.
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CHAPTER 38

Grief Reactions
E. Alessandra Strada

Introduction
An experience of significant loss creates a wide range of emotional, 
cognitive, and physical responses that can be described as grief. 
Grief represents a complex component of the illness experience for 
patients and family caregivers from the time of diagnosis through 
treatment and transitions of care, in advanced illness, during the 
death and dying process, and in bereavement. “Bereavement” is 
defined as the state of having experienced the death of someone 
close. It is virtually impossible to fully understand the complex 
needs of a patient and a family without a deep understanding of 
how they conceptualize, experience, and express grief.

The Clinical Practice Guidelines for Quality Palliative Care 
identifies grief and bereavement care as a mandate for palliative 
care providers.1 Thus developing expertise in understanding and 
addressing the experience and manifestation of grief reactions 
in patients and family caregivers is an essential component of 
person-centered and family-centered palliative care. It is impor-
tant that palliative care providers of various disciplines—medicine, 
nursing, social work, psychology, spiritual care, music therapy, and 
others—develop assessment skills to allow a deep understanding 
of grief reactions within their discipline. Sharing their assessments 
will then allow palliative care providers to work collaboratively for 
the development of interdisciplinary care plans. It is evident that 
the ability to effectively and compassionately communicate with 
patients and family caregivers, as well as with members of the care 
team, about grief reactions underscores quality care.

Every palliative care patient and family caregiver experiences 
loss, and therefore grief, in a profoundly personal manner, shaped 
and modulated by a multitude of psychosocial variables, including 
personal history, cultural practices and values, and spiritual and 
religious beliefs and affiliations.2,3 While grief reactions are a com-
mon and probably universal component of human experience, the 
grieving process affects the fundamental domains of an individ-
ual’s existence and significantly impacts his or her cognitive, psy-
chological, social, behavioral, spiritual, and physical functioning. 
And yet, it is not an illness or a disease to treat. The experience of 
grief in the context of serious and advanced illness can be a pow-
erful catalyst for psycho-spiritual growth and allow for deepening 
of relationships and mutual support between patients and their 
caregivers. Similarly, while distressing and painful, the grieving 
process after the death of a loved person can slowly be integrated 
into a meaningful life narrative for the griever.

On the other hand, the physical and emotional distress elicited 
by grief can become unmanageable and seriously threaten the psy-
chological well-being of those affected. The varieties and intensity 

of grief reactions that can be observed in the palliative care setting 
can range from contained sadness to overt despair; they can include 
distressing physical manifestations and trigger major depressive 
episodes, anxiety disorders, and even transient psychotic reac-
tions. Therefore, while grief is not a disease, it may develop into 
one if the pain of loss cannot be managed and integrated.

Caring for patients and families during their grief reactions can 
be challenging. Confusion exists about what grief is and how it is 
experienced and expressed. The question of what manifestations 
represent pathology and what types of interventions are best suited 
to assist grievers are still being actively debated in the scholarly 
literature. Patients and family caregivers often describe manifesta-
tions and “symptoms” that are confusing or concerning to them, 
because they do not appear directly related to their grieving pro-
cess, nor are symptoms characteristic of that individual’s range of 
response. For example, a transient period of even significant dif-
ficulty in the areas of memory, concentration, focus, and overall 
functioning can be completely normal and adaptive in bereave-
ment. However, these experiences may trigger a sense of loss of con-
trol that may be profoundly alien and distressing. Thus palliative 
care providers’ ability to sensitively and competently communicate 
with patients and families is of critical importance at all stages of 
illness. While palliative care providers should never pathologize a 
grieving process that is following a normal course, they also should 
never trivialize the presence of severe distress by labeling it “nor-
mal grieving.” Providers need to identify and address risk factors 
and other contributing variables to the development of pathological 
grief reactions. Care plans can then be implemented to adequately 
minimize the impact of risk factors and facilitate access to profes-
sional support for patients and families when needed.

This chapter reviews key concepts and aspects of grief reactions 
common in the palliative care setting, with a focus on anticipatory 
(preparatory) grief and bereavement. Current conceptualizations 
of grief are discussed to help palliative care providers understand 
grief reactions. In addition, elements of clinical assessment, differ-
ential diagnosis, and care planning are presented to help health-
care providers integrate and translate clinical information into 
care planning. The overall goal is to emphasize the importance of 
developing skillful communication in these areas.

Theoretical Frameworks for Understanding 
Grief Reactions
The understanding and conceptualization of grief reactions has 
evolved significantly over the years. Early grief studies focused 
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nearly exclusively on bereavement and differentiating nonpatho-
logical from pathological forms. Frameworks were focused on 
identifying the right way to grieve and on the role of detaching 
emotionally from the deceased as a path to effective mourn-
ing.4 Additionally, it was believed that a significant amount of 
expressed emotional distress, termed “grief work,” was necessary 
to the grieving process.5 Otherwise, “absent grief” would remain 
symbolically lodged in the body and psyche, with the potential 
of creating significant health and emotional disruption later on.6 
Furthermore, the grieving process was conceptualized as a series 
of stages or phases, each defined by a predominant emotional 
state.7,8 Finally, researchers studied the difference between patho-
logical and nonpathological forms of bereavement, emphasizing 
the difference between mourning and the development of melan-
cholia, which indicated a depressive syndrome.4

Large empirical studies have provided data on bereaved indi-
viduals in different population groups and have assisted in the 
development of recent theoretical frameworks, such as the Dual 
Process Model, used to conceptualize the nature, manifestations, 
and course of grief reactions. Perhaps the most important con-
tribution to the current conceptualization of grief reactions is 
the recognition of the uniqueness of the grieving process to each 
individual and family. The empirical literature has not supported 
the concept of linear stages or phases in mourning. Bereaved indi-
viduals often experience contrasting emotions at the same time 
and oscillate between them. Instead of focusing on ensuring indi-
viduals are grieving the “correct” way, the emphasis is now on rec-
ognizing the multiple variables that affect the grieving process, 
as well as the particular individual style of expressing grief. Thus 
the main goal of grief and bereavement care is to support the indi-
vidual’s unique and personal grieving process without a precon-
ceived notion of how that process should present or develop.

With this new appreciation of how personal, unique, and unpre-
dictable grief reactions are, studies have focused on identifying 
risk factors for developing bereavement complications,9,10 such as 
bereavement-related depression11 and persistent complex bereave-
ment disorder.12 While early grief conceptualizations emphasized 
the importance of emotionally detaching from the deceased, 
recent conceptualizations, such as the Continuing Bonds model, 
have highlighted the value of maintaining an emotional con-
nection with the memory of the deceased.13 Additionally, as 
described in the Dual Process Model, the grieving process is now 
generally understood as a process of fluctuating between moments 
of restorative grief, with engagement in life-enhancing activities, 
and loss-oriented grief, with significant distress.14,15 For example, 
after the death of a spouse, a griever may experience frequent 
pangs of pain resulting in crying spells lasting for several hours. 
However, even after a distressing crying spell, the same griever 
may experience a change in emotional state and be able to get 
dressed to attend a grandson’s graduation, connecting with loved 
ones with genuine feelings of contentment, perhaps even sharing 
positive stories about the deceased spouse.

In contrast with the early belief that every bereaved indi-
vidual should experience significant distress as a necessary part 
of mourning, recent research has emphasized the role of resil-
ience.17,18 Research has indicated that some bereaved individuals 
who have had a close relationship with the deceased will be able 
to return to a good functioning level relatively soon after the loss, 
without experiencing disabling distress.

Palliative care providers have several important communi-
cation tasks in this area (Box 38.1 and Box 38.2). For example, 
some patients and families are not familiar with the manifesta-
tions of grief and will benefit from psycho-education in this 
area. Others may have misconceptions and old beliefs about the 

Box 38.1 Basic Communication Skills in Grief and Bereavement

♦ Elicit descriptions of patient’s and caregiver’s personal expe-
rience of loss

•	 “What	 has	 it	 been	 like	 for	 you	 since	 you	 received	 the	
diagnosis?”

♦ Explain that the grieving process affects every thought and 
emotion in a person’s life

♦ Provide information and facilitate access to professional and 
community resources

♦ Normalize through education by explaining normal range of 
experiences

•	 Emphasize	that	others	experience	similar	symptoms

•	 Acknowledge	 that	 although	 it	 doesn’t	 feel	 normal,	 grief	
is normal

♦ Use simple language and avoid technical terms
♦ Listen carefully for any metaphors used by the patient/care-

giver and explore meaning

Box 38.2 Team Communication for Grief and Bereavement Care

♦ Identify and monitor patient’s and family caregiver’s existing 
risk factors for complications of grief reactions (i.e., depres-
sion, complicated grief)

♦ Discuss ongoing team support needed for patients and care-
givers with high-risk factors

♦ Educate team members that an individual recently bereaved 
can be diagnosed with major depression

♦ Develop and implement care plans for delivery of 
evidence-based interventions

♦ Make a team decision on what terms will be used to 
discuss grief

•	 Complicated	grief	or	prolonged	grief	disorder
♦ Provide education so that team members are able to recog-

nize signs of disenfranchised grief
♦ Encourage team members to reflect on their own loss and 

grief history in order to recognize patient’s/family member’s 
grieving process and their needs. Explore the following areas:

•	 Self-awareness	 in	 the	 area	 of	 emotional	 experience	 and	
expression of grief

•	 Personal	loss	and	grief	history

•	 Personal	grieving style

•	 Countertransference	 reactions	 when	 witnessing	 others’	
grieving process
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grieving process. Bereaved caregivers may express concern about 
whether they are “grieving the right way” or “the healthy way,” 
whether the distress they are experiencing is normal, or whether 
their apparent lack of distress is normal. Because of the old belief 
that all bereaved persons should experience great distress during 
their grieving process, those who appear to be adjusting relatively 
well to the loss relatively soon may feel guilty about “not suffer-
ing enough.” Others may become concerned about the degree of 
distress they are experiencing. Thus supportive psycho-education, 
normalization of symptoms whenever possible, and ongoing 
assessment to recognize complications of grief and bereavement 
are necessary elements of competent care.

Classification of Grief Reactions 
in Palliative Care
Grief is a multidimensional construct that can be divided into 
subtypes, depending on the setting, phenomenology, and mani-
festations. Furthermore, grief-related terms describing separate 
processes are often used interchangeably, creating confusion for 
providers. Some providers might feel that focusing on constructs 
and terminology is somewhat artificial and does not help us bet-
ter appreciate the grieving experience. Nonetheless, while the 
essence of grief experiences may appear to be substantially simi-
lar person to person, they raise different concerns and risk factors 
for grievers that need to be appropriately addressed. In fact, the 
growing body of research literature has prompted the creation of 
new terminology considered more adequate to describe particular 
grief reactions. Knowledge of the accurate and recent terminology 
commonly used in the context of grief reactions is of considerable 
use for palliative care providers, both for patient care and for com-
munication between members of the care team. Academic knowl-
edge in this area should be used in synergy with the emotional 
and personal experiences of patients and caregivers. For this rea-
son, one of the main communication challenges for providers is to 
translate academic knowledge into information that is clinically 
and practically meaningful and can be communicated to patients 
and caregivers to help them put their experiences in context and 
process the pain of loss.

Grief-related terms indicating the same type of grief reaction are 
frequently used interchangeably in the grief and bereavement lit-
erature. For example, “anticipatory grief” and “preparatory grief” 
both describe the grieving process occurring prior to the patient’s 
death. In this chapter, the term “anticipatory grief” is used, speci-
fying whether it applies to the patient or to the family caregiver. 
Similarly, “complicated grief,” “prolonged grief disorder,” and the 
newly proposed term “complex persistent bereavement disorder” 
all indicate a bereavement process marked by severe morbidity 
representing a clinical disorder. Because it is frequently used in 
the professional literature and it is familiar to most providers, the 
term “complicated grief” is used in this chapter.

Loss and Grief
Grief represents the normal reaction to loss, which can be gen-
erally defined as the experience of being deprived of something 
or someone important.19 While each individual responds to loss 
differently, in most cases a certain degree of distress for variable 
periods of time is to be expected. Even though bereaved caregivers 

have been studied most, palliative care patients who are grieving 
their own loss of health and decline or approaching death may 
experience intense preparatory grief resulting in significant over-
all distress.20,21

Every patient and family will grieve in unique ways, because 
their response to loss is personal and unique. Within a family, 
there may be different perceptions about what represents a loss 
and how its impact is experienced. Healthcare providers should 
not assume that all family members will experience, process, and 
express grief in the same way. In many cases, differences in these 
areas can, if not recognized and addressed, create conflict within 
a family. The ability to grieve together as a family and support one 
another during a difficult time of loss and grief may require skill-
ful and sensitive psycho-education about grief to clarify expecta-
tions, assumptions, and misunderstandings.

Losses are commonly divided into two general categories: phys-
ical losses and symbolic or psychosocial losses.22,23 The experi-
ence of palliative care patients and their families is characterized 
by numerous losses, starting at the time of diagnosis. There may 
be physical losses, such as the loss of body parts and disfigure-
ment due to surgical treatments and worsening of illness. There 
may also be several and often ongoing symbolic or psychosocial 
losses, such as loss of a sense of identity, loss of a particular role in 
the family due to the illness, loss of meaning and purpose, or loss 
of a sense of hope. While physical losses are easily recognized by 
external observers, symbolic losses may not be obvious, but they 
can have even a stronger impact on patients and families.

Grief and bereavement care starts with providers’ ability to 
understand the types of losses experienced by a particular patient 
and family and their impact on everyone’s well-being. It is help-
ful to note whether they are making a connection between the 
experience of loss and the pain of grief. People who are grieving 
may not recognize their distressing physical and emotional expe-
riences as part of a natural grieving process. This is because, while 
it is emphasized that “grief is normal,” it actually does not feel 
normal. Therefore, patients and family caregivers may not notice 
the connection between their grief and a sudden decrease in the 
ability to concentrate, altered emotional responses, a decline in 
short-term memory, or the presence of pain, aches, and gastroin-
testinal distress.

It is helpful to use neutral and gentle language and open ques-
tions to elicit descriptions of patients’ and caregivers’ personal 
experiences of loss; for example, the question, “What has it been 
like for you since you received the diagnosis?” is an open question 
that allows answers at different levels of depth. Carefully noticing 
both the content expressed and the affect, tone of voice, and non-
verbal communication provides a wealth of information about the 
patient’s and family’ s internal experience. Nonverbal communi-
cation becomes an even more critical source of information when 
the patient and the family are not fully fluent in the language spo-
ken by the provider or when there are significant cultural differ-
ences. In this case, it would not be appropriate to rely primarily 
on the spoken language as a source of nuanced communication.

The metaphor of a journey is sometimes used to explore patients’ 
and families’ experiences (i.e., “What has this journey been like 
for you?”) While some patients may resonate with the metaphor of 
the journey, others will not and may find it irritating, because they 
associate positive images and emotions to the word “journey” and 
do not feel that the disease with which they were diagnosed carries 
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any positive association. It is also important to recognize poten-
tial problems with the use of possessive adjectives when talking to 
patients. For example, referring to “your diagnosis [cancer, pain, 
loss]” may be perceived by the patient as creating an uncomfort-
able sense of intimacy with the disease and its consequences. In 
these circumstances, a subtle resentment may be created. Other 
patients will intentionally use the expression “my cancer,” espe-
cially when they want to emphasize a sort of negotiated relation-
ship with the disease that feels empowering to them.

In essence, it is important to use neutral language when explor-
ing patients’ and families’ history of loss. Over time, metaphors 
often come directly from them, as well as particular interpreta-
tions about their situation. And it must be recognized that as a 
conversation organically unfolds and reaches different depths, a 
synergy is created where healthcare provider and patient and/or 
family exchange perceptions in a more personal and less neutral 
manner. However, initial communication in the clinical setting 
about grief reactions should not cloud the core experience of the 
patient and the family as it is developing.

Anticipatory Grief
This term refers to the grieving process experienced by patients 
and their family caregivers that occurs prior to the actual death.24 
The experience and manifestation of anticipatory grief can have 
significantly different presentations in patients and caregivers, 
even in members of the same family. Anticipatory grief in pallia-
tive care patients specifically indicates their personal grief, as the 
unique psychological adaptation process they experience in the 
context of transitions of care, worsening illness, and approach-
ing death.25 While it may cause significant distress, it generally 
does not represent pathology. However, it may become severe and 
trigger depressive episodes, especially in patients who have a prior 
history of depression. While preparatory grief and depression can 
coexist, it is important to differentiate between the two condi-
tions. In preparatory grief, patients’ moods generally fluctuate, 
and they retain the ability to enjoy the company of loved ones and 
look forward to special occasions. Their self-esteem is generally 
intact and, while they may feel guilt related to behaviors that may 
have had a negative impact on their health (e.g., smoking, IV drug 
use), they do not generally feel irrational guilt.

In depression, patients feel low or sad most of the time and 
may experience a sense of worthlessness. Additionally, they may 
develop the belief that no one cares about them or that they do 
not deserve the care they are receiving. In depression, these beliefs 
are very hard to modify, even in the presence of evidence to the 
contrary. As a result, the patient may withdraw emotionally from 
family and/or become less talkative and engaged in what used to 
be a source of pleasure, meaning, and comfort.26–28

Anticipatory grief in family caregivers should be monitored 
carefully. While it indicates a normal process, it may also become 
unmanageable. The early belief that experiencing significant grief 
before the death of a loved one could facilitate integration of the 
loss and ease the bereavement process has not been supported by 
empirical and clinical evidence. High levels of anticipatory grief 
in caregivers may become a risk factor for increased morbidity 
during bereavement. Palliative care team members should pro-
vide more intense support to caregivers who present risk factors 
and whose behaviors raise concern. Significant risk factors for 

complications of bereavement in family caregivers are previous 
psychiatric history, high levels of ambivalence in the relationship 
with the patient, inability to accept or process the patient’s prog-
nosis, financial stressors, history of domestic abuse, substance 
abuse, and current health problems.29–31

Characteristics of Noncomplicated 
Bereavement
Bereavement indicates the state of having experienced the death 
of someone close and involves a grieving process of variable dura-
tion and intensity.32 It is characterized by a constellation of physi-
cal, cognitive, emotional, and spiritual manifestations varying 
in duration and severity. Physical symptoms of loss may include 
shortness of breath, tightness in the throat, feeling of emptiness 
and heaviness, physical numbness, feeling outside one’s body, 
body aches, headaches, dizziness, nausea, gastrointestinal prob-
lems, and heart palpitations. Commonly experienced somatic 
symptoms are similar to those present in depression. They are cry-
ing spells, fatigue, disturbances in sleeping and eating patterns, 
anorexia, weight loss, lack of strength, and loss of sexual desire or 
hypersexualiy.33,34 Noncomplicated bereavement can also include 
transient perceptual disturbances, such as visual and auditory 
hallucinations, impaired short-term memory, and constant worry, 
slowed and disorganized thinking, passive suicidal ideation, and 
constant preoccupation with the deceased. The content of the per-
ceptual disturbances may be focused on difficult circumstances 
surrounding the death or on unresolved relationship issues that 
may elicit guilt, anger, or shame. While a grieving process may 
enhance and deepen one’s connection with a faith or spiritual 
community, it may also result in conflicts in faith beliefs or loss of 
meaning and purpose.35 Studies have shown that noncomplicated 
bereavement can have a significant impact on cardiac function 
and immune and neuroendocrine function.36,37

While the effects of bereavement can create significant distress 
for variable periods of time, with adequate psycho-social and 
spiritual support, the majority of bereaved individuals are able 
to slowly integrate the loss, process the pain of grief, maintain or 
regain the ability to function adequately for their life demands, 
and maintain acceptable physical and emotional health. The 
length of time necessary for the loss to be processed and inte-
grated is variable, unique to the individual, and often unpredict-
able. For some individuals, highly distressing manifestations of 
grief may be experienced immediately after the death. In other 
cases, bereavement involves an initial period of shock, disbelief, 
or denial, often followed by a phase characterized by distressing 
physical and emotional symptoms. And, for some, grief may be 
suppressed for weeks or months.

Complications of Bereavement
Complicated Grief
The past decade has seen a significant amount of research aimed 
at understanding the nature of grief and its manifestations, dis-
tinguishing what is commonly referred to as normal bereavement 
from pathological forms. Even though the majority of bereaved 
individuals are able to integrate the loss of a loved one after a vari-
able period of time, 15% to 25% of bereaved individuals continue 
to experience maladaptive reactions and psychiatric symptoms 
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that significantly impair their level of functioning. Complicated 
grief has been associated with increased risk for major depres-
sive disorder, anxiety disorders (posttraumatic stress disorder, 
generalized anxiety disorder, panic disorder), hypertension, car-
diac events, and overall significantly reduced quality of life.39 
The symptoms overlap with other psychiatric disorders, making 
diagnosis challenging. The terms “complicated grief,” “prolonged 
grief disorder,” and, more recently, “persistent complex bereave-
ment” all refer to the morbidity caused by grief that is not effec-
tively processed and integrated by the individual. As a result, 
the distressing symptoms continue to cause severe and disabling 
impairment long after the loss has occurred.

While complicated grief and prolonged grief disorder were 
proposed for inclusion as formal diagnoses in the Diagnostic 
and Statistical Manual of Mental Disorders (5th ed.; DSM-5), the 
DSM-5 Task Force concluded that insufficient evidence exists to 
support inclusion. Instead, persistent complex bereavement dis-
order was included as a condition warranting further study. The 
criteria include features of complicated grief and prolonged grief 
disorder; however, they should not be used clinically as they are 
intended for research purposes.40 While the creation of additional 
terminology may help standardize future research, the terms 
“complicated grief” or “prolonged grief disorder” are familiar to 
the majority of palliative care providers.

It is important to recognize that palliative care patients may also 
be experiencing complicated grief from unprocessed past deaths 
of loved ones, especially if they have sustained multiple losses over 
a short period of time. Therefore, assessment of current condition 
and risk factors for developing pathological grief reactions should 
be carefully considered for both patients and families.

Bereavement-Related Depression
Major depression can become a complication of bereavement. 
Because of the significant overlap in physical, emotional, and 
cognitive manifestations, differentiating between the two can 
be challenging, especially in the early phases of bereavement. 
In some cases, bereavement and depression may coexist, which 
may further impair the individual’s ability to integrate the loss 
and process grief. In the past decade, the question of whether 
bereavement-related depression is substantially different from 
depression developing in the context of other factors and circum-
stances has been debated in the research and scholarly literature.41 
As a result, the new edition of the DSM (DSM-5) has eliminated 
the bereavement exclusion criterion from the diagnostic criteria 
of major depressive episode. This change implies that an individ-
ual who is recently bereaved can also be diagnosed with major 
depression. Differentiating depression from bereavement in the 
acute stages of grief can be challenging. Generally speaking, in 
bereavement, the individual maintains the ability to emotionally 
connect with others and be consoled by loved ones; suicidal ide-
ation is rare, and, when present, it is focused on joining the loved 
one; the pain of loss is mixed with good memories about the rela-
tionship; grieving is often experienced as moments of profound 
distress, alternating with the ability to feel connection to oth-
ers.42–44 Recognizing depression in the bereaved will allow pro-
viders to develop an appropriate bereavement care plan. Generally 
speaking, while grief is characterized by mood fluctuation with 
an ability to experience positive emotions, albeit briefly, clinical 

depression often presents with constantly depressed mood that 
often does not respond to emotional support. Additionally, basic 
self-esteem is generally maintained in grief; however, clinical 
depression is often characterized by a sense of profound worth-
lessness and guilt.20

Disenfranchised Grief
This term refers to grief reactions for losses that are not supported 
or recognized as such by community or societal norms. Here the 
grieving person feels less social permission to express grief and 
is at risk for not receiving adequate support.45 Examples of dis-
enfranchised grief are grieving a miscarriage, the death of a pet, 
or the death of a family member in prison. Grieving the death of 
someone close who died by suicide is also an example, due to feel-
ings of shame and guilt often present in survivors. Bereavement of 
older lesbians also has the potential for being disenfranchised.46 
When the grieving process is not recognized or supported by their 
community, bereaved individuals are forced to grieve privately, as 
if their grief needs to be a secret, with their emotions suppressed 
when in the presence of others. Disenfranchised grievers may feel 
as if they do not have “the right” to express their emotions, or they 
may feel embarrassed about their grief and may remain caught 
in a vicious cycle that impairs their ability to allow the grieving 
process to occur. Palliative care providers should be able to rec-
ognize when individuals are at risk for experiencing disenfran-
chised grief. For example, former spouses or partners who still feel 
emotionally connected to the patient but are not welcomed by the 
current family may have difficulty receiving support during their 
grieving process. There may also be family members who had a 
conflictual relationship with the patient and are now attempt-
ing to reconnect. Reconciliations and reconnections after years 
of alienation among family members are not always possible, or 
even desirable, and palliative care providers should never force 
this agenda on the patient or the family. However, it must be rec-
ognized that this situation may leave some survivors without the 
necessary support network to facilitate a normal grieving process.

The Importance of Self-Awareness 
for Palliative Care Providers
Because loss is such a common part of the human experience, pal-
liative care providers commonly have experienced grief, both in 
their personal and their professional lives. However, while famil-
iarity with loss and grief will help providers feel compassion and 
empathy for their patients and families, it will not automatically 
translate into needed communication skills. Grief is a highly 
personal, unique experience for healthcare providers as well as 
patients and family caregivers. It is important that providers be 
able to reflect on their own grief in order to recognize another’s 
grieving process and address their needs.

Self-awareness involves providers’ ability to engage in a personal 
reflective dialogue that allows exploration and recognition of their 
own core values, belief systems, and behaviors that characterize 
their own experience of grief reactions to loss. Knowledge of one’s 
own relationship with loss and grief and the ability to recognize the 
impact of personal, social, and cultural variables on how grief is pro-
cessed is of crucial importance to recognize and manage counter-
transference reactions. It allows palliative care providers to preserve 
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important personal and professional boundaries without imposing 
their own countertransference or even ongoing grieving process on 
patients and families. Then it becomes possible to establish a bond 
with patients and families based on a compassionate recognition of 
their grief and an ability to honor it, support it, and provide pro-
fessional guidance and intervention when necessary.47 In essence, 
self-awareness can be framed as an ability to connect or communi-
cate with one’s self by engaging in exploration of the following areas:

Self-awareness in the area of emotional experience and expression 
of grief

Personal loss and grief history

Personal grieving style

Countertransference reactions when witnessing others’ grieving 
process

Awareness of personal values, belief systems, and emotional 
responses in these areas will prove of significant value for provid-
ers’ development. Perhaps most important, it allows them to lay 
aside any personal agenda or countertransference reaction in their 
work with patients and families.

Developing an Anticipatory Grief and 
Bereavement Plan of Care
The third domain of palliative care under the National Quality 
Project guidelines, the psychological and psychiatric domain of care, 
includes specific guidelines and best-practice models for the delivery 
of grief and bereavement care. This care begins at the time of diagno-
sis and continues throughout the illness, during the dying process, 
and in bereavement. It is offered to the patient and caregivers, with 
the recognition that each individual’s unique responses need to be 
recognized and supported. Grief reactions are part of the fabric of 
interactions and relationships between patients, family caregivers, 
and all palliative care team members during all phases of care. And 
while palliative care’s intensive approach is to relieve suffering and 
improve quality of life, it can also become the stage for emotionally 
difficult conversations about goals of care in advanced illness.

Communication with patients and family caregivers about grief 
reactions involves conveying information in a manner that is clear, 
supportive, and nonjudgmental. It also involves an ongoing collab-
orative exchange that includes delivering information; checking for 
understanding; calibrating the delivery; and eliciting questions, com-
ments, and reflections. Ultimately, communication with patients and 
caregivers allows all parties to move toward a reasonable plan that is 
believed to be realistic, beneficial, and, most important, agreed upon.

Grief and bereavement care begins at the initial contact with 
the palliative care team and continues during the death and dying 
process and in bereavement. Before the patient’s death, attention 
should be focused on providing anticipatory grief assessment and 
treatment to both the patient and the family; after the death, the 
plan should focus on facilitating normal grieving in bereaved 
caregivers. The areas of assessment and care planning are sum-
marized in the following.

Current Concerns and Sources of Grief
The palliative care team should explore patients’ and caregivers’ 
concerns and sources of grief. Team members should facilitate 

expression of beliefs, thoughts, and emotions related to the expe-
rience of loss and grief, as well as patients’ and caregivers’ ques-
tions and concerns. It is important that providers not base their 
assessments and care plans merely on assumptions or impres-
sions. It is best to gently ask if the patients’ and/or family mem-
bers’ understanding is accurate, so that the care plan will provide 
personalized care.

Risk Factors and Comorbid Conditions
The palliative care team should evaluate the impact of 
the grieving process on the individual, risk factors, pres-
ence of comorbid-conditions, development of complications 
(i.e., depression, exacerbation of prior psychiatry illness). 
Additionally, team members need to evaluate the effectiveness 
of current coping strategies. Before the death, level of func-
tion and risk level should be monitored on a regular basis in 
both patients and caregivers, especially when they are vulner-
able, socially isolated, or have a history of psychiatric illness. 
Providers should remember that every assessment is valid at 
the point in time when it is performed, and there is no guaran-
tee that it will not change. Sudden health crises or unexpected 
psychosocial stressors may intensify grief reactions and cause 
the distress to become unmanageable. For example, patients 
described as “coping well” may have believed that somehow 
the illness would not continue to worsen and may experience 
profound and disabling grief reactions as they begin noticing a 
significant decline in function. Similarly, family caregivers who 
had been described as “prepared for the death” may begin expe-
riencing significant distress months after the death and become 
overwhelmed by it.

Psycho-Education and Emotional Support Needs
Patients and their family members must be educated, separately 
or together, about the range and uniqueness of grief reactions, 
and unsupportive beliefs need to be clarified (e.g., I am not griev-
ing the right way; I should not be feeling these emotions; I should 
not be thinking these thoughts, etc.). When providing support-
ive psycho-education to patients and caregivers, it is important to 
explain the normal range of manifestations of distress in anticipa-
tory grief and in bereavement. The provider should listen carefully 
to the individual’s experience and normalize whenever possible by 
educating and emphasizing that many experience similar symp-
toms when grieving. They should acknowledge that, while grief is 
normal, it does not feel normal, and it is only natural to have con-
cerns about what one is experiencing. Describing the most com-
mon manifestations can be helpful, especially in the areas that are 
concerning to them. For example, if a bereaved caregiver reports 
difficulty with short-term memory, it is useful to clarify that this 
is, though unwelcome, a normal component of bereavement. The 
provider can also explain that several tasks the bereaved person 
used to perform without any difficulty, such as reading a book, 
may now require special effort; they may find it necessary to read 
the same page several times. They may lose objects more frequently 
or have significant difficulty remembering appointments, or even 
people’s names. It is helpful to explain that the grieving process 
affects every thought and emotion and that, for some time, it may 
seem the mind does not have space for anything other than the 
pain of grief.
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Plan and Recommend Referrals
The healthcare provider can expand patients’ and families’ possi-
bilities for healing during the grieving process by providing infor-
mation about or facilitating access to professional and community 
resources. If depression develops in the context of anticipatory 
grief, the provider should consider a combined and integrated 
approach that includes psychotherapy and medication. Treatment 
decisions will be made based on the patient’s current level of 
functioning, ability to engage in psychotherapy, and burden ver-
sus benefit of including antidepressant medication. Integrative 
approaches, such as music therapy, and art therapy should always 
be considered, if acceptable and indicated, for their potential to 
bring well-being and facilitate connection.48–50 If the patient or 
family is raising issues that indicate spiritual distress, referral to a 
professional chaplain or other community religious resource may 
be indicated.

When working with bereaved caregivers, it may be necessary to 
provide referrals to primary care physicians and/or bereavement 
services. As part of this task, palliative team members should 
explain the relevance of the referral and why it is important to 
follow up. For example, if the bereaved caregiver reports that his 
or her sleep is persistently disrupted, it is important to explain 
that rest is important to support the grieving process. Similarly, 
if they report using maladaptive strategies to disconnect from the 
pain of grief, such as binging on alcohol, using drugs, or taking 
more of certain prescribed medication such as opioids or ben-
zodiazepines, a physician and, ideally, a mental health profes-
sional, should be involved in the bereavement care plan. Bereaved 
caregivers may resist the suggestion to reach out for professional 
support due to a lack of physical and emotional energy, lack of 
motivation, and difficultly imagining that their suffering can be 
relieved. In this case, healthcare providers can reframe the refer-
ral as a way of expanding opportunities to facilitate the mourn-
ing process. Providers should never minimize or underestimate 
the impact of maladaptive coping strategies developed in the 
bereavement context.

Case Example: Jack and Millie
Consider the following case scenario to illustrate the aspects pre-
viously described.

Jack and Millie have been referred to the palliative care outpa-
tient clinic for pain management by Jack’s oncologist. Jack is a 
67-year-old African American man who was diagnosed 3 months 
ago with pancreas cancer metastatic to the liver. After the diagnosis, 
chemotherapy was started, with the goal to slow progression. Jack 
is a widower; his wife died 2 years ago of colon cancer. He has no 
children. Jack used to teach math in high school, but he retired fol-
lowing his wife’s death. He met Millie in church 1 year ago. She is 
65 years old and also a widow. Jack and Millie live separately but 
are close. Millie would like to live with him, but Jack feels he does 
not have enough energy to be with someone for prolonged periods 
of time.

Jack’s pain has increased significantly and is less controlled with 
the medication regimen prescribed by his oncologist. He also expe-
riences more nausea. He has difficulty sleeping at night, is fatigued, 
and has been losing weight. He reports that his mood has been very 

low since his wife’s death. He still cries when he thinks about her 
and has difficulty stopping. When Millie is with him, she attempts 
to comfort him, and he appears to respond to her attention. Jack 
describes himself as a devout Catholic who felt strongly supported 
by his faith until his wife’s death. He now wonders if God cares 
about him and if anything that he believes in is true.
Jack is aware that his prognosis is poor, and he may have only a few 
more months to live. He tearfully explains that when he looks in the 
mirror he no longer recognizes himself, but he does not elaborate. 
Millie explains that lately Jack has become more withdrawn, and he 
will spend hours on the couch watching TV without interacting with 
her. She feels lonely and sometimes hopeless, because she would like 
to help Jack but does not know how. Millie describes herself as an 
extrovert who likes being around people, and she would like Jack to 
be more social. As Millie describes her feelings, Jack becomes tearful 
and shakes his head, complaining of pain in his abdomen.

Anticipatory Grief Assessment and Plan
Concerns and Sources of Grief
Jack is still actively grieving his wife’s death, which is a source of 
sadness. His life has changed drastically since her death; he has 
stopped working and has become increasingly socially isolated. 
In addition, while he still goes to church, he has developed doubts 
and is indirectly questioning his faith. This situation also repre-
sents a significant loss because Jack used to rely on his faith as an 
important source of meaning and purpose.

Additionally, as Jack stated, he no longer recognizes himself 
in the mirror; he is grieving the change in his personal appear-
ance. It is important to explore how this loss is affecting him and 
if it is affecting the relationship with Millie. Jack’s expression of 
sadness about the progressive change in personal appearance 
should be approached with deep listening and supportive pres-
ence. Attempting to bypass his grief would be clinically contrain-
dicated. Instead, the palliative care provider should allow Jack to 
openly grieve, while at the same time reassuring him that the team 
will support him every step of the way.

The provider should also gently explore if Jack’s sense of self 
and personal identity have been affected. One approach is to ask 
Jack how he has defined himself in the past in terms of personal-
ity and core values and explore if he would still describe himself 
that way. The steps of this intervention could be described as 
(a) allow Jack to openly express his grief, providing a calming 
and empathic presence; (b) reassure Jack that the team will be 
with him through all the changes and challenges that the dis-
ease may cause; (c) gently ask about the aspects of his personal-
ity that he values the most or that other people value the most 
about him (Millie can be asked, if she is present, whether the 
aspects of Jack’s personality that she appreciates the most are 
still present, in spite of the disease); and (d) gently refocus Jack’s 
attention, helping him also notice that the essence of who he 
is has not changed and then exploring how this awareness is 
affecting him.

Risk Factors and Comorbid Conditions
Given his current symptoms, it is important to evaluate Jack for 
depression and complicated grief. His mood is low most of the 
time; he is often tearful. Some of the somatic symptoms he is 
experiencing, such as fatigue and weight loss, are also typical of 
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advanced illness. Thus the palliative care provider should focus 
on the psychological rather than somatic symptoms of depression, 
which overlap with symptoms of advanced illness. Additionally, 
the provider should be aware that pancreatic cancer and depres-
sion are often comorbid.

Psycho-Educational and Emotional Support
A caregiver support group may be appropriate for Millie, consid-
ering her extrovert personality and desire to connect with other 
people. Just because Jack values his faith and religious affiliation 
and he and Millie met in church, it should not be assumed that 
Millie shares his beliefs at this time or that she still feels supported 
by her faith community. Therefore, her personal relationship with 
spirituality and/or religion should be explored. Also, she should 
be asked about her health status and whether she is facing any 
challenges in that area.

Plan and Recommend Referrals
The following is a sample plan for dealing with Jack and Millie’s 
situation.
♦ Conduct a throughout evaluation for depression and compli-

cated grief on Jack and, if positive, consider appropriateness of 
a pharmacological approach, individual psychotherapy, or both. 
A combined approach, if indicated, seems feasible in this case as 
Jack’s prognosis is in the order of months.

♦ Explore with Jack whether he would like to see a professional 
chaplain or be more connected to a priest from his church to 
restore his ability to use his faith as a source of strength and 
support. Jack may also wish to discuss his spiritual distress 
and concerns with a medical or psychosocial provider he feels 
close to, sharing his deepest and most meaningful beliefs and 
thoughts. Palliative care providers of all disciplines should 
develop a level of comfort exploring the spiritual and existential 
domain with patients and caregivers and providing emphatic 
and reflective listening. This ability certainly does not replace 
the need for a professional spiritual care provider, but it repre-
sents an example of integrated interdisciplinary care.

♦ Provide Millie with psycho-education and encouragement. 
Explore her sense of hopelessness and reframe it as a strong 

desire to help Jack. A provider may say, “The situation is very 
challenging right now, and you are so committed to helping 
Jack. It’s only normal to feel overwhelmed or even hopeless 
sometimes, not knowing exactly what to do. Perhaps we could 
talk about this together for a while and see how we can develop 
a practical plan to support you both.” Help her focus on the 
positive impact of her presence on Jack’s grief.

♦ Evaluate Millie’s risk factors for complicated grief.

The palliative care team should coordinate care so that Jack’s 
dying process will reflect his wishes (dying at home perhaps with 
hospice care versus dying at the hospital) and that Millie will 
receive optimal support during that time. The team should ensure 
that Jack’s pain and symptoms are adequately managed during the 
dying process. This will not only prevent and relieve Jack’s suffer-
ing but will also protect Millie from being exposed to traumatic 
images and lasting memories of distress in her loved one.

After Jack’s death, the palliative team should facilitate Millie’s 
connection with the bereavement team, since she will be the pri-
mary bereaved caregiver. It is important to note that bereaved 
caregivers may decline bereavement care initially and seek it later 
on. Furthermore, bereavement care can take many forms and 
should be individualized to meet the individual’s needs. Similar 
to the anticipatory grief plan, the bereavement care plan includes 
an assessment component and a plan component. The assessment 
component is a gentle exploration of the bereaved individual’s 
current challenges in the physical and psycho-social-spiritual 
domains. The plan lists the therapeutic interventions recom-
mended in each case. In this particular case, a bereavement 
coordinator phoned Millie 1  month after Jack’s death; the 
bereavement coordinator assessed and discussed Millie’s griev-
ing process and concerns. The following indicates areas that 
should be explored; this bereavement assessment and care plan is 
detailed in Table 38.1.

Bereavement Assessment and Care Plan
Physical Domain
How does Millie feel overall? Has she lost or gained weight? Is she 
taking her medication as prescribed? How is she sleeping? What 

Table 38.1 Bereavement Care Assessment and Plan: Areas for Exploration

Physical Domain Emotional Domain Cognitive Domain Spiritual Domain

♦ Sleep
♦ Eating patterns
♦ Physical Symptoms
♦ Medication compliance
♦ Substance use

♦ Anxiety
♦ Depression
♦ Panic
♦ Suicidal ideation

♦ Memory
♦ Focus
♦ Concentration

♦ Currently Supported by faith or 
spiritual community?

♦ Spiritual distress?
♦ Sense of alienation?

Level of Support Overall Risk Plan

♦ Adequate?
♦ Unstable family situation?
♦ Social stressors?

♦ Risk factors for complicated grief?
♦ Depression?
♦ Suicide risk

♦ Bereavement groups?
♦ Individual counseling?
♦ Bereavement phone calls?
♦ Referral to mental health professionals?
♦ Coordination with other medical providers?
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are her sleeping patterns? Does she have nightmares or wake up in 
the middle of the night with severe anxiety?

As mentioned previously, while difficulty sleeping and severe 
anxiety is often to be expected, sleep that is persistently dis-
rupted will interfere with the bereaved person’s ability to integrate 
the loss.

Emotional Domain
Is Millie tearful during the encounter or phone call? If yes, is she able 
to stop crying? Does she feel even minimally better after crying, or 
does she feel even more distressed? Is she experiencing severe anxi-
ety, panic attacks, or shortness of breath? Can she catch her breath 
while talking? Is she concerned about how she is feeling? Does she 
express anger, guilt, or regrets? Is there a sense that she is feeling over-
whelmed by these emotions? Does she describe suicidal thoughts?

Cognitive Domain
Is Millie experiencing significant memory and concentration 
impairment? How is this affecting her ability to take care of herself? 
If memory problems are present, are they interfering with her abil-
ity to take medication appropriately or go to medical appointments?

Spiritual Domain
If Millie belongs to a church or other spiritual community, is she 
still connected to it and receiving the level of support from it that 
she desires? Is she expressing spiritual and existential distress? 
Does she describe feeling disconnected from a sense of meaning 
and purpose in life?

Level of Support
Does Millie have family members or neighbors, friends who are 
helpful to her? Is she able to accept help, or is she isolating herself, 
refusing social contact? Does she feel that other family members 
and friends are allowing her to express grief in a manner that feels 
helpful to her? For example, is she allowed to cry when she needs 
to, or does she feel she must suppress her emotions, so that others 
will not worry about her? If she feels the need to suppress her reac-
tions for periods of time during the day, does she find opportuni-
ties to be openly expressive about her grief?

Overall Risk
What is Millie’s risk for developing complicated grief? The pal-
liative team member should list all the elements that may rep-
resent risk factors for the bereaved individual. The presence of 
risk factors does not necessarily imply that complications will 
occur. However, risk factors may create higher vulnerability for 
the bereaved. Thus team members will need to monitor them 
and follow up more closely, so that assistance can be provided 
if needed.

What strategies is Millie using to deal with her current chal-
lenges? What does she think about her grieving process? Is she 
hopeful that things will improve for her? Is she able to imagine 
being able to continue living her life? Does she have any concerns 
about the intensity and severity of her grieving process? Would she 
benefit from supportive psycho-education? Would she benefit from 
more formal and structured support in the form of grief counseling 
or grief therapy? Does she need referrals to primary care physicians 
to discuss possible short-term use of pharmacotherapy to help with 
severe and constant anxiety or persistently disrupted sleep?

Considerations of the Plan
When making a plan for the griever, the information gathered 
during the assessment portion should be integrated into clini-
cally meaningful and behavioral action. Elements of the care 
plan should be specific and goal-oriented, even when the goals 
are present-focused. General psycho-social terminology is not 
particularly useful. For example, “support” is a term that is often 
used in the context of bereavement care plans. It is important that 
healthcare providers describe what “support” means to a particu-
lar griever. Does the griever need more practical help with activi-
ties of daily living (e.g., in the case of an older individual)? Or 
does he or she need help processing traumatic memories related to 
the death (e.g., witnessing a loved one with poorly managed pain 
or uncontrolled hyperactive delirium)? Could the griever benefit 
from reassurance and education about the grieving process? Or 
does he or she need assistance setting healthy boundaries with 
other family members and friends who would like to talk about 
the loved one who died when the griever cannot tolerate it? In 
some cases, the griever may need assistance communicating with 
family members without creating alienation.

Conclusion
Grief and bereavement care are an essential component of patient- 
and family-centered palliative care. This care begins at the first 
contact with patients and families; it continues during transitions 
of care and during end-of-life care; and it refocuses on bereaved 
caregivers after the death of the patient. Grief and bereavement 
care can be challenging due to the uniqueness and unpredict-
ability of the grieving process. Palliative care providers should 
be knowledgeable about current conceptualizations of grief that 
more accurately describe the grieving process. It is important that 
each palliative care patient and family member is supported in 
his or her experience and expression of grief. Furthermore, pal-
liative care team members should closely monitor grief reactions 
and recognize possible complications, such as depression and 
complex persistent bereavement disorder. When these occur, it is 
crucial that the treatment plan include referrals to mental health 
professionals and pharmacological approaches be considered to 
decrease morbidity and assist the griever to slowly integrate the 
loss and process the pain of grief.
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CHAPTER 39

Team Communication 
in the Acute Care Setting
Andrew Thurston, Lyle Fettig, and Robert Arnold

Introduction
The prevalence of hospital-based palliative care has increased 
dramatically in the 21st century. In 2011 67% of hospitals in the 
United States with more than 50 beds had a palliative care team, 
compared to only 25% of hospitals in 2000.1 Palliative care ben-
efits patients, families, and hospitals in a number of ways, includ-
ing the improved identification and management of symptoms, 
timely clarification of patient-centered goals of care, and coor-
dination of care across settings.2 These interventions result in 
improved outcomes for patients and their loved ones, improved 
satisfaction with healthcare providers, and cost savings.3

This chapter highlights the role of the interdisciplinary pal-
liative care team in various acute care settings, the challenges 
faced in these settings, and the crucial role of communication 
in overcoming these challenges. With the use of a specific case 
example, we illustrate strategies and skills for provider–patient 
and provider–provider communication, describing methods by 
which individual providers and teams can improve communica-
tion skills. The acute care setting represents a complex cog in the 
care of patients with serious illness, involving many providers and 
multiple transitions of care between inpatient and outpatient envi-
ronments. This chapter demonstrates how well-planned, timely, 
and skillful communication in the acute care setting impacts the 
care of patients and their families and leads to more effective iden-
tification of patient goals and values across all spectrums of care.

Acute Care Setting
Three acute care settings are discussed in this chapter: the emer-
gency department (ED), the general inpatient non-intensive care 
unit setting, and the intensive care unit (ICU). The ED is an impor-
tant location of care for patients with serious illness. Most patients 
with serious illness enter the ED at some point during their disease 
course, and many have multiple visits.4 ED providers encounter 
seriously ill patients at a time of crisis when patients and families 
are particularly vulnerable: sudden changes in functional status 
and the interplay of multiple symptoms result in a high stress 
and emotionally charged atmosphere. Often, patients and their 
families first learn about a life-limiting diagnosis in the ED, with 
subsequent clinical evaluation providing clearer, and often unex-
pected, insight into prognosis.5 In addition to providing rapid 
evaluation of the patient’s condition, ED staff manage evolving 

symptoms and triage post-ED care. Providers help patients and 
families decide whether care should transition back to the pre-ED 
setting, to an alternative outpatient setting, or to the hospital for 
an inpatient admission. ED providers who thoughtfully consider 
goals of care and prognosis are more likely to identify a plan that 
best meets the needs of the patient and family.6

The palliative care team provides a number of benefits to 
patients, families, and healthcare professionals in the ED.7 
Palliative care partners with ED providers in determining the sig-
nificance of new tests as they relate to the patient’s illness, helps 
deliver this information to patients while further exploring goals 
of care with empathy, aids in the evaluation and management of 
acute symptoms, and helps determine the next steps in post-ED 
care. Given the mission and pace of many EDs, providers are 
sometimes biased toward aggressive, life-prolonging management 
that is inconsistent with a patient’s goals and values. The pallia-
tive care team helps overcome this bias and, if appropriate, assists 
with transitions to alternative care settings often with additional 
resources such as hospice.

The palliative care team also provides continuity for patients 
previously evaluated by palliative care in another setting (e.g., 
inpatient, clinic, skilled nursing facility, home). When this occurs, 
the palliative care team often accelerates the evaluation process 
in the ED because of prior knowledge of the patient’s condition, 
prognosis, goals, and psychosocial/spiritual factors. The team 
acts as a resource for ED staff, helping to clarify how hospice and 
other non-hospital-based services operate, and serves as a liaison 
between the ED and those services.8

Additionally, the palliative care team helps ED staff develop 
plans to provide primary palliative care for seriously ill patients. 
Such plans typically include routine screening of patients for pal-
liative care needs, development of management protocols, and 
identification of patients appropriate for a formal palliative care 
consultation. Clinical practice guidelines exist for palliative care 
in the ED,9 and the team may direct ED staff to resources for 
improving the quality of palliative care such as symptom manage-
ment protocols and training programs (e.g., End-of-Life Nursing 
Education Consortium for nurses and Education in Palliative and 
End-of-life Care–Emergency Medicine for physicians).

While communication in the ED follows many of the same prin-
ciples discussed later in this chapter, the clarification of expecta-
tions is crucial. Asking the consulting ED provider about specific 
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reasons for consultation and ways in which the palliative team can 
be most helpful often clarifies expectations and efficiently stream-
lines the plan of care. Other expectations to clarify include hours 
of availability for direct patient evaluation, anticipated timeframe 
for evaluation, and after-hours availability.

Another acute care setting for palliative care is the general 
inpatient non-intensive care unit. The general inpatient setting 
provides an opportunity for the palliative care team to assist with 
the management of a wide variety of acute and chronic serious 
illnesses. Illnesses commonly encountered include cancer, con-
gestive heart failure, chronic obstructive pulmonary disease, cir-
rhosis, end-stage renal disease, dementia, stroke, and HIV/AIDS. 
Palliative care teams work alongside hospitalists, surgeons, and 
numerous physician subspecialists in addition to disciplines such 
as nursing, physical therapy, speech and language pathology, 
medical nutrition, medical ethics, and hospital chaplaincy.

The inpatient palliative care team provides either primary care 
of hospitalized patients or acts as a consultant (in some instances, 
a team serves both roles). When the palliative team provides pri-
mary care, the patient is admitted to a hospice/palliative care unit 
or interspersed with other general inpatients. The model of care 
depends on a number of institutional factors, such as patient vol-
ume, hospital culture, availability of specialist palliative care pro-
viders, and preference of the palliative care team.10

Consultative palliative care is the most common model of care 
in hospitals in the United States. When the palliative care team 
provides consultation for a hospitalized patient, each palliative 
care discipline (e.g., physician, nursing, social work, and chap-
laincy) may have a hospital counterpart already involved in the 
patient’s care. To avoid confusion, palliative teams often develop 
procedures to determine how each team discipline works with 
their counterpart to provide care without duplication of services. 
For example, a palliative care social worker may collaborate with a 
primary medicine social worker to develop a procedure to clarify, 
at the time of consultation, their respective roles. The procedure 
includes a “pre-briefing” at the beginning of consultation to assess 
patient and team needs (e.g., assessment of living arrangement, 
transportation needs, financial resources). The palliative care 
social worker’s expertise in some areas (e.g., counseling family 
members who have anticipatory grief or initiating hospice refer-
rals) leads to management of these needs while the primary social 
worker continues to manage general needs (e.g., skilled nurs-
ing referrals, assistance with Family Medical Leave Act paper-
work). Because of the numerous social needs of many seriously 
ill patients, the palliative care social worker may, after discussion 
with the primary social worker, assume sole responsibility for 
managing the social needs of the patient. Routine communication 
at the onset of palliative care consultation can help social workers 
negotiate task-sharing.

A comprehensive inpatient palliative care evaluation typically 
includes the assessment of a patient’s goals of care and personal 
values. In some cases, the assessment determines that the cur-
rent plan of care is not consistent with the goals of the patient. 
This leads to discontinuation of some interventions (e.g., anti-
biotics) and implementation of others (e.g., aggressive analge-
sia). Additionally, the palliative care team helps anticipate how 
post-hospital care may contribute to or detract from the patient’s 
goals, broadening the focus of care planning from the acute illness 
to the overall trajectory of the life-limiting illness.

Involving outpatient providers in the coordination and plan-
ning of care is often helpful. Consider the following example: a 
hospitalist consulting palliative care assumes that a chemotherapy 
plan for advanced lung cancer still meets the patient’s goals after 
an admission for postobstructive pneumonia and a decline in per-
formance status. The palliative care physician recognizes the low 
likelihood of functional improvement and senses that the patient 
is shifting goals toward comfort and contacts the outpatient oncol-
ogist. The outpatient oncologist shares valuable insight on the 
patient’s overall trajectory and feels that hospice is appropriate. 
The palliative care team arranges a family meeting where the goals 
of care are reviewed, and the oncologist recommends hospice and 
discontinuation of chemotherapy. Afterward, the palliative care 
team remains with the patient and family to further develop the 
plan of care and address concerns about the end of life.

Finally, a third acute care setting for palliative care is the ICU. 
The ICU is an appropriate setting for primary palliative care 
interventions embedded within the unit. Early family meetings 
conducted by the ICU team improve the timeliness of shifts in 
goals of care as well as reduce conflict,11 and structured commu-
nication interventions conducted by ICU clinicians reduce symp-
toms of posttraumatic stress disorder, anxiety, and depression 
in bereaved family members.12 While many patients continue to 
receive life-prolonging ICU therapies after palliative care evalu-
ation, evidence suggests that palliative care consultation reduces 
average ICU length of stay, increases the chance of transition to a 
less acute setting of care, and reduces the cost of care without an 
increase in mortality.13

Communication is central to any palliative care consulta-
tion, and the ICU highlights this concept. As patients often lack 
decision-making capacity, substituted judgment is the gold stan-
dard for surrogate decision-making, but surrogates often lack a 
clear understanding of the patient’s wishes.14 A  palliative care 
consultation in the ICU helps clarify these wishes and often con-
tributes to the resolution of conflict. Consider this example:  a 
nephrology consultant feels strongly that continuing chronic 
dialysis for a patient with end-stage renal disease who suffered 
an anoxic brain injury is futile. The patient’s family resists the 
withdrawal of dialysis. In a conversation with the patient’s wife, 
the palliative care nurse explores the wife’s perceptions of how 
the patient might view his situation. The patient’s wife believes 
he would want more time to solidify the prognostic assessment 
by the neurologist. The palliative care nurse speaks with the ICU 
team and nephrologist and proposes a 72-hour time-limited trial 
of therapy that allows for more time to confirm the prognosis 
while establishing a plan to stop dialysis if the patient does not 
clinically improve.

Acute Care Team Communication Strategies
Communication Within the Team
Communication in the acute care setting is a challenging and con-
stantly evolving issue affected not only by the different environ-
ments within the hospital but also by the interplay of different teams 
with different agendas.15 Before discussing specific communication 
strategies and techniques, it is important to first reflect on how pal-
liative care team members communicate and then address ways for 
improving team communication. Table 39.1 identifies some signs and 
symptoms of a dysfunctional team compared to an effective team.
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Strategies to improve team dynamics, and consequently team 
communication, include the following:

1. Understand each other’s roles. Understanding the roles and 
responsibilities of different team members is key to effective 
communication.16,17 For example, assessing the team social 
worker’s perception of his or her responsibilities and comparing 
this to the rest of the team’s perception helps clarify any confu-
sion in expectation. One way to clarify roles is to ask: “Could 
you help me better understand your responsibilities when 
someone wants to enroll in hospice?”

2. Identify shared goals and values. Remembering that care in the 
acute hospital setting is fundamentally patient-centered helps 
reframe the team’s focus and shifts priority away from inter-
personal differences.18 One way to do this is to say: “I’m sensing 
that we each have strong feelings about this case; it might be 
helpful to take a step back and get a better sense of what Mr. X 
would want in this situation.”

3. Address disagreements. Openly discuss disagreements as they 
occur in a nonjudgmental fashion. It helps to acknowledge the 
other person’s perspective, the value of the perspective, and 
uncertainty when there is no clear “right answer.”15 One way to 
do this is to say: “I’m sensing we’re on different pages regarding 
Mr. X’s plan. I appreciate your insight into the situation—tell 
me a little more about what you are thinking and why.”

4. Communicate frequently. Touching base with your team fre-
quently during the day helps minimize redundancy and ensure 
that goals and expectations for patient care are consistent. It is 
also useful to recognize how different team members commu-
nicate. The DiSC personal assessment tool is helpful in iden-
tifying different communication styles.19 For example, a type 
D (Dominance) personality tends to make quick decisions and 
seek immediate results, whereas a type S (Steadiness) personal-
ity tends to listen more and avoid conflict in a stressful situa-
tion. Presenting information in a way that best fits a colleague’s 

communication style helps improve comprehension while min-
imizing conflict.

5. Provide constructive feedback. Give feedback immediately, 
and focus comments on specific observations while suggest-
ing ways for improvement or acknowledging a job well done.20 
Any member of the interdisciplinary team should feel comfort-
able providing constructive feedback to any other member of 
the team.

Communication Between Teams
Once the palliative care team establishes solid communication, 
communication between the team and other medical services 
warrants attention. As mentioned, many palliative care services 
act as consultants in the acute care setting: as such, certain guide-
lines exist for communication with the primary consulting ser-
vice.21,22 Communication generally acknowledges the following 
principles:

1. Recognize the duality of the consultant’s role. The focus of the 
consultation is the patient or family, but failure to recognize the 
role and responsibilities of the primary service leads to more work 
and confusion for the primary team and potentially fewer con-
sults for the palliative care service. This concept applies to every 
member of the interdisciplinary palliative care team, including 
but not limited to the physicians, social workers, chaplains, and 
nurses. For example, a primary service may want to discharge 
a medically stable patient with metastatic lung cancer who is 
thinking about hospice. Recognizing the primary team’s role in 
facilitating a safe and timely discharge, and continuing hospice 
discussions as an outpatient rather than delaying the discharge, 
is an effective way for the social worker to balance these roles.

2. Speak to the primary service before seeing the patient. Clarify 
the reason for consultation. Sometimes it is useful to ask: “How 
can we be of most help to you?” or “Can you tell me a little more 
about what is going on?” Assuming that the medical record 
tells the whole story is dangerous: direct communication with 
the primary team before seeing a patient not only prepares the 
palliative care team; it also clarifies expectations for the con-
sult and identifies undocumented concerns.23 Ask if there are 
things the team should avoid discussing, explore background 
information and any reports of “challenging” family dynamics, 
and negotiate your role in the management of the patient by 
identifying the team’s needs.

3. Close the loop after seeing the patient. Speak with the primary 
service providers again and talk to them about your thoughts 
and findings. Be concise, and try not to give more than three to 
five recommendation while detailing specific action plans (e.g., 
“morphine 2mg IV every 1 hour as needed for pain” instead 
of “morphine as needed”). In addition to your documentation, 
convey recommendations in person and see if there are any 
follow-up questions or needs from the team. Try to anticipate 
issues before they arise, and help the primary team prepare for 
any challenges to the plan of care.

Managing Conflict Between Teams
One frequent source of conflict in the acute care setting is the 
difference between a primary team’s expectation for the consult 

Table 39.1 Comparison of Team Dynamics

Dysfunctional Team Dynamics Effective Team Dynamics

Unclear responsibilities of team 
members

Unclear care plans for patients

Disorganized family meetings

Confusion among patients/family

Confusion among other medical 
services

Avoidable delays in discharge

Lack of debriefing/communication 
during the work day

Unilateral decision-making

Lack of constructive feedback or 
defensive handling of constructive 
criticism

Signs of burnout

Lack of support/self-care for team 
members

Team members have clear roles

Care plans are clear

Family meetings are organized and 
well planned

Patient/family member information 
received is consistent

Other medical services are on the 
same page, aware of changes

Smooth discharge planning

Continued communication/
debriefing during the work day

Collaborative decision-making

Constructive feedback appreciated

Continued support for team 
members/acknowledgment of 
self-care
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and the end result of the palliative care consult.15 For example, 
the primary team may think a patient should not be resuscitated, 
but the healthcare power of attorney feels otherwise. The palliative 
care team is then consulted with the hope of obtaining a DNR/
DNI order, but after speaking with the family the patient remains 
full code. The primary team considers the palliative care team 
ineffective as their expectation was not met. The physician on the 
primary team wonders if she should consult palliative care in the 
future for this issue.

One solution to this problem is to involve the primary team in 
any palliative care meetings with their patients and families.24,25 
There are several benefits to this approach:  it decreases the risk 
of miscommunication by ensuring that all necessary medical ser-
vices are present; it indicates to the patient that his or her health-
care team is all on the same page; and it provides an opportunity 
for the primary team to hear firsthand the logic and rationale 
behind a patient’s decision as elicited by the palliative care con-
sultant. Other strategies for managing conflict between teams 
include:

1. Acknowledge the conflict in a timely manner. Meet with the 
other team in a comfortable setting to discuss the difference 
of opinion as the difference is made known. Do not wait until 
the patient is discharged. Say something like, “I was hoping we 
could chat briefly about Mrs. X; I think we might be on slightly 
different pages regarding her goals.”

2. Identify missing pieces of information. Sometimes the pallia-
tive care team identifies an important part of the patient’s story 
unknown to the primary team, or vice versa. Sharing this infor-
mation may resolve the conflict while focusing on the patient’s 
goals and values.

3. Discuss any individual/team emotions affecting perception. 
Sometimes an oncologist, nurse, or social worker has devel-
oped a long, trusting, emotional relationship with a patient that 
makes discussing end-of-life planning difficult. There is nothing 
fundamentally unhealthy about this type of relationship, but it 
warrants recognition and exploration.26 Sometimes discussing 
emotion in the work environment is viewed as condescending 
or inappropriate and requires a gentle, tactful approach with 
colleagues. Saying something general such as “This is a devas-
tating situation” helps normalize the emotion by focusing on 
the situation rather than the person.

4. Arrive at a consensus moving forward. Disagreement or confu-
sion between various teams in the acute care setting is often a 
major source of stress and confusion for patients and can dam-
age a patient’s trust in the primary or palliative care team.

5. Remember the consultant’s role. At the end of the day, the pri-
mary team is in charge of the care plan. The role of the palliative 
care team as consultants is to provide recommendations based 
on expertise rather than creating and implementing a new 
care plan.

Communication on Hospital Discharge
The acute care setting is unique in that it is often a transition point 
between chronic, long-term environments. Patient care is greatly 
impacted by poor communication in this transition.27,28 Discharge 
instructions and summaries often help clarify appointments and 

medication lists, but speaking directly with an accepting physi-
cian or primary care physician to communicate the events of the 
hospitalization is important—particularly if end-of-life decisions 
were made.

Helpful written tools for improving communication include 
the Out of Hospital DNR form and the Physician Order for Life 
Sustaining Therapy (POLST), both of which convey a patient’s 
end-of-life wishes to family members, paramedics, nursing 
home personnel, and others.29 Living wills and advance direc-
tives such as the Five Wishes form also help identify particular 
end-of-life wishes as well as individual goals and values often in 
the patient’s own words.30,31 When appropriately completed and 
witnessed, advance directives are considered legal documents and 
are particularly helpful in situations in which the patient lacks 
decision-making capacity or there is disagreement among family 
members.

Communication Strategies With Patients 
and Families
While much of palliative care in the acute care setting is done in 
multidisciplinary teams, patients and families remain the primary 
focus. There are strong parallels between the techniques used in 
team-to-team communication and communication with patients. 
As communication between healthcare providers often benefits 
from team meetings, so too does communication with patients 
often benefit from family meetings.12,32 Family meetings in the 
acute care setting often involve delivering bad news to patients 
and their families. A general roadmap for delivering bad news is 
summarized by the acronym SPIKES33:
♦ Setting—This represents the preparation before the meeting, 

such as arranging the meeting, identifying a location for the 
meeting, reviewing all pertinent information, and making sure 
there are enough chairs and that there is tissue in the room. 
Before the actual meeting starts, it is helpful to meet with the 
medical team (pre-briefing) to identify a meeting “leader” and 
the team’s hopes and expectations for the meeting. Once every-
one is present, it is important to make introductions.

♦ Perception—This is a way to assess the patient’s understand-
ing of the clinical situation and see if it matches the medical 
team’s understanding. If there is any disagreement, it should be 
addressed at this time. What the patient says also gives insight 
into how he or she wants to receive information. For example, 
if the patient says, “I have widely metastatic lung cancer and 
my renal function is declining,” then this is a hint to consider a 
more medically direct approach. Asking if the patient or family 
has experience in the healthcare profession may be helpful, as 
such experiences often strongly shape perception.

♦ Invitation—Invitation is a sign of respect. Asking permission 
to engage in conversation about a sensitive topic shows that the 
physicians are acknowledging the unique nature of the patient’s 
narrative and that there is a time and a place for every conver-
sation. It also serves as a warning statement and signals that 
a serious conversation is soon to follow. Sample invitations 
are: “Would it be all right if we talked about the results of the 
scan?” or “Would it be okay with you if we talked about some-
thing that has been worrying me?”
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♦ Knowledge—This is the information the medical team wishes 
to convey: for example, “Your cancer has spread” or “Your loved 
one is dying.” The key is to be concise and use simple language 
without medical jargon while allowing time for processing. Any 
questions that come up should be answered at that time.

♦ Empathy—Responding to emotion with empathy is where most 
healthcare professionals start feeling uncomfortable, but it is an 
area ripe for exploration. Helping a patients see through the fog 
of their own emotion makes underlying goals and expectations 
clearer and helps progress the plan of care. We discuss specific 
techniques for responding to emotion with empathy later in 
this chapter.

♦ Strategy/Summary—At the end of every family meeting, it is 
important to summarize what was discussed. Just as assess-
ing perception at the beginning of a meeting provides valu-
able information, assessing perception at the end of a meeting 
helps identify any miscommunication or misunderstanding. 
A  follow-up plan or a time to meet again in the near future 
should be established.

One of the most significant challenges in the acute care setting 
is the number of different medical services often consulted for care 
of a critically ill patient. With each physician entering the patient’s 
room there is potential for the communication of a slightly dif-
ferent message. Arranging a family meeting with consultants, the 
primary team, social workers, the outpatient primary care phy-
sician, and family members helps minimize potential confusion 
and leads to more effective communication.34,35

One helpful tip for improving communication is to debrief with 
the medical team after the family meeting. This strategy allows 
time to reflect on the meeting, plan for the next steps, and discuss 
any perceived communication problems. Debriefing is another 
way to gauge the team’s perception and to make sure that the pri-
mary and palliative care providers have the same perceptions of 
the patient’s goals and expectations.36

Templates are often an effective means for contributing to com-
munication efficiency through documentation. For instance, an 
electronic medical record (EMR) template for family conferences 
in the ICU might include elements regarding patient participation, 
decision-making capacity, surrogate information, participation 
from interdisciplinary team members, goals of care, prognosis, 
and areas of conflict.37 Once clinicians acclimate to such a tem-
plate, they may rapidly access information when needed after 
the conference has occurred. The template also acts as an educa-
tional tool, informing other providers about important palliative 
care considerations in family meetings. Furthermore, teams can 
track completion of each template item to assess the quality of 
conferences.

Establishing a strategy for conversing with patients is the first 
step in effective communication, but what of the actual conver-
sation itself? The acute care setting is a high-stress environment, 
and there is often an expectation in family meetings for family 
members to make quick and life-changing decisions. The con-
text of these conversations is often emotionally overwhelming. 
Responding to emotion with empathy is one of the more chal-
lenging aspects of the difficult conversation for many healthcare 
professionals. Physicians sometimes recognize an emotion but 
do not know how to respond; other times, they do not pick up 

on emotional cues at all.38 After the family meeting is finished, 
nurses and social workers who check in often face a flood of emo-
tion as family members begin to process information at their own 
pace. Responding with empathy to emotion is not only respectful 
and considerate; it also helps the patient better understand and 
cope with the situation.38,39 Responding to emotion with empathy 
is summarized by the acronym NURSE40,41:
♦ Name the emotion—“It sounds like this has been 

overwhelming … ”
♦ Understand the emotion—“I can’t imagine how hard this must 

be for you.”
♦ Respect the patient/family—“You are an amazing advocate for 

your father.”
♦ Support the patient/family—“We will be here for you and your 

father.”
♦ Explore the emotion—“What other things are you worried 

about?”

Potential uncertainty surrounding prognosis in the acute care 
setting often triggers intense emotion, and using the NURSE 
statements helps explore these reactions with empathy. Providing 
prognosis as a time frame (e.g., “weeks to months” instead of 
“14 days”) helps set realistic expectations, while normalizing the 
uncertainty of prognosis leads to an honest and empathetic rela-
tionship with the patient.42 Consider saying: “I wish I could give 
you a more certain time frame” or “I’m hearing you want more 
specific information on how much time is left. The truth is it’s very 
hard to predict.” Acknowledging the uncertainty of prognosis and 
the resulting emotional cues helps patients live in the moment 
rather than in constant fear of the unknown future.43

In addition to the these suggestions, the use of silence during 
family meetings is a very helpful tool, though many healthcare 
professionals find it uncomfortable. Giving the patient and fam-
ily space to speak and allowing moments of silence often provides 
valuable insight into the emotional state, opens doors for further 
exploration and clarification, and leads to increased satisfaction 
and a decreased sense of conflict.44 Filling silence with technical 
data often confuses and further overwhelms the situation, and it 
does not give the patient an opportunity to process things at his 
or her own pace.

Example of a Difficult Conversation
The following interaction illustrates communication in the acute 
care setting by modeling the SPIKES roadmap, a team approach, 
and NURSE statements as an empathic response to emotion.

Case Details
Mr. J is a 70-year-old man with stage IV lung cancer and chronic 
obstructive pulmonary disease. He was admitted five days prior 
for worsening dyspnea and was transferred to the ICU two days 
ago for oxygen desaturation and lethargy. He was intubated and is 
currently sedated and unresponsive. His renal function has started 
to decline, and his chest X-ray shows a new aspiration pneumo-
nia. The senior resident in the medical intensive care unit (MICU) 
feels like a family meeting is appropriate to discuss goals of care 
and to address Mr. J’s code status. He discusses the case with the 
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MICU social worker (LSW), who notices that Mr. J’s daughter, 
Mrs. B, is the healthcare power of attorney. The social worker sug-
gests consulting palliative care for assistance with the family meet-
ing. A  meeting is arranged with the social worker, Mr. J’s nurse 
(RN), the palliative care physician (MD), the senior resident, and 
Mr. J’s family, including his wife and daughter. Before starting the 

meeting, the palliative care physician finds a quiet meeting room, 
makes sure there is tissue, and discusses the plan with the team. 
The resident asks the palliative care physician to lead the meeting. 
The goal of the MICU and palliative care team is to explore Mr. 
J’s goals and values, discuss his code status, and clarify end-of-life 
wishes.

The Conversation Specific Strategies and Skills

MD: Thank you all for coming in and meeting us. My name is Dr. M, 
I was hoping we could all go around and introduce ourselves quickly 
(introductions made). Thank you. Our hope with this meeting is to provide 
you with a medical update to make sure that we’re all on the same page and 
working together to make the best decisions for Mr. J. Is there anything else 
you would like us to address?

Introductions, and setting of expectations for the meeting. Assessing the family’s 
agenda.

Mrs. J: No, thank you.

MD: I can only imagine you’ve met a lot of providers here at the hospital and 
heard a lot of things that may be confusing. What is your understanding of 
what’s going on right now with Mr. J?

Assessing perception (SPIKES) while expressing empathy for a potentially confusing 
and overwhelming situation.

Mrs. B: We know he has end-stage lung cancer, and there’s no cure for it. 
We were told he has a bad pneumonia and needs to be on the breathing 
machine.

Perception matches perception of the medical team.

MD: Yes, that’s right. (silence). Would it be okay if I gave you an update on 
how he’s doing?

Using silence to allow processing, pausing for questions. Asking for an invitation 
(SPIKES).

Mrs. B and Mrs. J: Yes, please.

MD: Over the past two days his kidneys have started to shut down. With the 
pneumonia and his lung cancer, I’m worried that he won’t recover from this.

Presentation of information (SPIKES) without using technical medical terminology.

Mrs. B: So … he’s not getting any better?

MD: I wish he was. (silence) Responding with empathy (SPIKES), using silence.

Mrs. B: (crying) I knew it. I was afraid this would happen. Fills silence with an emotional cue.

MD: Afraid that what would happen? Exploring emotion: fear (NURSE).

Mrs. B: That he would be like this at the end, connected to machines. I don’t 
want him to suffer. (Turning to his nurse) Is he in pain?

RN: He seems very comfortable to me. We are using strong medicines for 
pain and anxiety. At the same time, I can’t imagine how hard it must be to 
see him like this.

Providing reassurance, avoiding technical terminology, using an “understand” 
statement (NURSE).

MD: Do you feel like he’s suffering in some other way? Exploring emotion and perception further (NURSE).

Mrs. B and Mrs. J: Yes …

MD: Tell me more.

Mrs. B: This just isn’t him …

MD: What would he say if he could sit here with us, and hear what we’re 
saying, and see what’s going on?

Assessing the patient’s goals and values.

Mrs. J: He would hate it. This isn’t like him, this isn’t who he is. Suggestion that this is an unacceptable state for Mr. J.

MD: Can you tell me a little bit more about who he is? Assessing the patient’s values.

Mrs. J: He was always very active, loved camping and playing sports. He was 
very independent, never wanted to be fussed over by anyone. He loves his 
grandchildren and loved spending time with them, holding them.

Mrs. B: He would hate this, being like this, knowing that he wouldn’t be able 
to get back to how he was.

MD: It sounds to me like he is fiercely independent and loves being active 
and that this may not be an acceptable quality of life to him.

Identifying the patient’s quality of life and his goals and values as it relates to his 
current condition.

Mrs. J: No, it wouldn’t.
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Barriers to Teamwork and Communication
Given the unique environment of the acute care setting, a num-
ber of communication barriers exist that reflect the complexity 
of team dynamics and hospital culture. Communication is more 
effective when it is one-on-one and concise23 and often becomes 
more confusing as additional team members get involved. Acute 
care hospitals, particularly teaching academic hospitals, often 
have attending physicians, hospitalists, interprofessional health-
care students, and rotating learners coming on and off service at 
varying times. Identifying the appropriate chain of communica-
tion and making sure that the message is correctly conveyed is 
often challenging. Coordinating communication between mul-
tiple, different consulting services with different clinic and inpa-
tient schedules is also difficult, particularly when arranging a 
family meeting. Additionally, there are logistical and monetary 
motivations from the acute care hospital administration to reduce 
lengths of stay,45 and sometimes this translates into hurried com-
munication and pressured planning.

With the extensive, and necessary, use of EMR, there is some-
times a lack of communication due to the assumption that all team 
members have read the documentation thoroughly and under-
stand the plan clearly.46 This is a dangerous assumption, and the 
palliative care team should make every effort to communicate 
directly with other healthcare providers. As previously mentioned, 
the acute care setting is a transition between long-term care envi-
ronments, and as such communication between the acute care 
hospital and the discharge destination is important. If completed, 
POLST documents and advanced directives travel with patients on 
discharge, but these are often lost or not included in the EMR.47 
While such forms are effective tools for documenting end-of-life 
wishes, searching for them or completing a new form with each 
admission is frustrating for medical teams and families alike.

The sudden, emotionally charged, and often overwhelming 
nature of an acute hospitalization is another barrier to commu-
nication between patients, families,48 and medical teams. Often 
there is the pressure to “fix” a situation or help someone consider 
the inner meaning of illness. Additionally, prognostic information 
is often unclear or poorly communicated.49,50 Unforeseen family 
dynamics and psychosocial-spiritual factors also affect commu-
nication in the acute care setting, making the development of a 
positive and mutually attentive relationship challenging.

Ways to Improve Communication
A wide range of tools exist to improve the quality of communi-
cation. Communication skills training increases provider use 
of skills related to empathy and goal-setting, often involving 
role-play or simulation with feedback based on direct observation 
in the clinical setting. Protocols for communication may improve 
the timeliness and effectiveness of interdisciplinary communica-
tion, while templates improve efficiency and consistency of pal-
liative care interventions as well as improve the availability of key 
information to other providers.

Conclusion
The acute care hospital setting is a vast and constantly evolving 
mix of healthcare professionals, patients, families, emotions, and 
expectations. As such, communication is critical in providing 
quality care centered on a patient’s unique goals and values. While 
there are many differences between the ED, the general inpatient 
service, and the ICU, the skills and techniques for communica-
tion are applicable across all acute care settings. Respecting the 
complicated nature of the primary team–palliative care con-
sultant relationship, utilizing conversational roadmaps such as 
SPIKES to help facilitate communication, and using NURSE skills 

Mrs. B: (Turning to the social worker) It’s just so hard to make these  
decisions …

Emotional cue: overwhelmed? guilt?

LSW: I can’t begin to imagine how devastating and overwhelming this is. 
We’re here to provide guidance—we’re not asking you to make decisions. 
We’re asking you to tell us what Mr. J would say, so we can make sure he gets 
the treatments that match his values.

Responding with empathy (SPIKES). Naming the emotion, providing an understand 
statement, providing support (NURSE).

Mrs. B: Thank you. I know he wouldn’t want any of this.

Mrs. J: So … what do we do now? Asking for guidance? A recommendation?

MD: Would it be helpful if I gave you my recommendation, based on 
everything you’ve said about Mr. J?

Asking for an invitation (SPIKES) to offer guidance tailored specifically to who he is as 
a person.

Mrs. B: Yes … please …

MD: Based on everything you’ve said about how independent he is, and 
what he would say about his current condition, my suggestion is that we 
shift our energy to making him comfortable and not prolong a state of 
existence that he would find unacceptable. And that when he dies, we  
make sure he is comfortable and not try to bring him back.

Offering a tailored plan that encompasses his goals and values without becoming 
overly technical, and without discussing the often overwhelming details of 
resuscitation.

Mrs. B: Yes, that’s what he would want.

MD: Then to summarize briefly, we will focus now on making sure he is 
comfortable and not suffering in any way and stop things that may not be 
adding to his comfort.

Strategy/summary statement (SPIKES).

Mrs. J: Yes, thank you.
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to respond to emotion with empathy all help clarify patient goals 
and expectations. Acknowledging barriers to communication as 
they occur and taking steps to actively improve communication 
skills with reflection and constructive feedback helps to ensure 
that patients receive individualized care consistent with their 
goals and values and that communication is maintained across all 
levels of patient care.
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CHAPTER 40

Team Communication in the 
Outpatient Care Setting
Jennifer Philip, Jenny Hynson, and Jennifer Weil

Introduction
Outpatient palliative care generally occurs in two settings:  in 
the patient’s home, where care is delivered according to the 
long-established hospice and palliative care models, or in the out-
patient clinic, a newer model of palliative care delivery regarded 
as “a new frontier for palliative care.”1 An important third form of 
outpatient palliative care is the multidisciplinary cancer meeting. 
Of note, skilled nursing facilities and residential nursing facilities 
are also an increasing outpatient care setting for palliative care. 
These are not inpatient palliative care units or hospice units but 
places to go when people require a level of care beyond what can 
be achieved at home and may have a recoverable illness. Palliative 
care in the nursing home setting is discussed in another chapter 
in this volume. All models of care have been proven to provide 
benefits, and each present different communication challenges 
and opportunities.

Palliative care delivery settings are often thought about in isola-
tion, but in reality, patients move between healthcare settings as 
their needs change. For example, the patient who prefers home 
care may need outpatient reviews, acute hospital admissions, and 
inpatient palliative care unit stays along the way. The system and 
the healthcare providers working within it must have the capac-
ity to respond to these changing needs as patients move through 
their illness course: communication is key. Patient-centered care 
has been recognized as the ideal, with communication playing a 
vital role in achieving this optimal care.2 After all, patient-defined 
values and goals direct palliative care therapy. In defining val-
ues and goals, the patient influences the composition of the 
healthcare team.

The multidisciplinary structure of the palliative care team 
will depend on the particular outpatient setting (e.g., clinic, pal-
liative home care service, multidisciplinary cancer meeting) and 
the service itself. Disciplines represented in palliative home care 
services and, perhaps less so, hospital-based consultancy services 
vary considerably among even neighboring services and certainly 
internationally. Regardless of the particular disciplines involved, 
communication is clearly essential to providing optimal palliative 
care to patients and their families.

Communication with families deserves special mention, as care 
incorporating the family is one of the components that defines 
and distinguishes palliative care.3 We know that families and/
or caregivers frequently have information needs distinct from 

the patient,4,5 and accommodating and responding appropriately 
to those needs in the outpatient setting can challenge health-
care providers. Indeed, the family’s information needs and the 
healthcare provider response can, on occasion, conflict with the 
patient-centered paradigm of care.

The provision of outpatient palliative care in the home enables 
very ill patients to receive nursing and medical care, allied health 
support, and other assistance when they are too frail to leave 
their home to attend appointments. This care philosophy enables 
patients to remain in their own surroundings and community, liv-
ing their remaining life in a manner that reflects their values, not 
subject to the medicalization and imperatives of an acutely ori-
ented health system.6 This form of care can be considered a com-
ponent of hospice care, community palliative care, or palliative 
care home services. For purposes of clarity, this chapter uses the 
single term “palliative care home services.”

The palliative care home services model varies significantly. In 
some settings, the patient is no longer receiving life-prolonging 
care such as chemotherapy to lengthen survival or supported 
ventilation for acute respiratory distress. In other settings, such 
therapies or access to such therapies may be delivered concur-
rently with palliative care home services. The care delivery model 
will profoundly affect the composition of the healthcare team and 
its communication. The benefits of palliative care home services 
have been long described and include a greater likelihood of death 
at home (the preferred option of most), improved satisfaction, 
reduced symptom burden, and reduced hospitalization and emer-
gency department presentation, resulting in reduced cost.7–12

The palliative care outpatient clinic is designed to deliver pal-
liative care to patients who are continuing to attend healthcare 
appointments and perhaps receive life-prolonging treatment. 
The clinic enables palliative care access earlier in an illness 
course. For example, in the United States, this ensures palliative 
care access to many patients not yet eligible for hospice care pro-
grams and represents an equitable palliative care delivery model. 
The palliative care outpatient clinic improves patient satisfac-
tion with care and physicians while improving symptoms, qual-
ity of life, and psychological state. In addition, the outpatient 
clinic reduces the use of healthcare resources: fewer emergency 
department visits, hospitalizations, and primary care visits; less 
chemotherapy in the last 2 weeks of life; and overall healthcare 
cost reduction.13–16
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Other benefits include providing follow-up for patients return-
ing home from acute hospital admission or a palliative care inpa-
tient unit; the ability to target special populations in need, such as 
those with advanced heart failure; the possibility of a deeper and 
emerging patient and family understanding of disease goals in an 
environment distant from the acute event; and recognition of the 
role of the family caregiver who has specific information needs.1,17 
Finally, the outpatient clinic is a relatively resource-friendly way 
to provide equivalent broad and equitable palliative care access. 
Of note, however, in the United States the configuration of clinics 
has been determined by reimbursement. For instance, Muir and 
colleagues embedded palliative care in an oncology practice but 
had only a physician and nurse practitioner on the team because 
those were the only reimbursed services.18,19

The third and final form of team-based care predominantly 
delivered to outpatients is the multidisciplinary cancer or tumor 
board meeting. In these meetings, surgical, medical and radia-
tion oncologists, pathologists, and radiologists discuss cancer 
patients who are at some critical illness point, such as first diag-
nosis.20 Palliative care providers, primary care physicians, nurses, 
and allied health practitioners may also attend and contribute 
to the formulation of management plans. In most instances, the 
patient does not attend the meeting.

Palliative Care Home Services
Much has been written about the provision and potential bene-
fits of palliative care in the home. Many patients indicate a pref-
erence for dying at home, and most developed countries have 
services available to support this.6,9,11 The home setting takes 
healthcare providers out of their usual environment and firmly 
places the patient and family in control. This significantly alters 
the flow and imperatives of the consultation. While this can be 
time-consuming and even unsettling for some providers, it is far 
more patient- and family-centered. Addressing family/caregiver 
specific concerns can occur easily in the home environment, with 
the patient’s explicit consent. In more complex circumstances, 
opportunities for communication can be more readily affected 
(e.g., a family member who accompanies the healthcare provider 
outside the house ostensibly to bid farewell and imparts further 
information or concerns).

Team Composition of Palliative Care Home Services
In the home setting, the palliative care team composition is fluid. 
Healthcare providers, including physicians, nurses, social work-
ers, allied health professionals, psychologists, pastoral care work-
ers, and alternative therapists, often comprise the team. Volunteers 
associated with the palliative care home service or other com-
munity groups may also work alongside these paid professionals. 
The substantive work of caring is born by the patient’s family and 
community, a vital unpaid and nonprofessional team component, 
who perform tasks as varied as cooking and cleaning to assist-
ing with medications and complex care provision such as home 
dialysis.21 The healthcare team must communicate effectively to 
achieve the best possible care and support for the patient.

The patient is considered a care recipient, an active participant, 
and a team member. The patient who actively shares his or her 
values, assists in goal-setting and reports on responses to ther-
apies may be considered an active team participant. Even the 

patient who assigns his or her family or healthcare provider the 
task of decision-making must be considered a team member who 
engages, receives, trusts, and gives within the realm of care.

Communication Within the Palliative Care Home 
Services Team
Intrateam communication in the home setting involves many 
skills that are similar to those used in other outpatient settings. 
An important similarity is the necessity of assessing and docu-
menting the healthcare team, both in the community and in the 
hospital(s), including formal and informal healthcare providers. 
It is essential for patients to feel that providers understand their 
individual care arrangements and demonstrate a willingness and 
ability to communicate and work effectively with their already 
established healthcare team both now and in the future. Often 
patients’ awareness and understandings of the complexities and 
challenges that this can create, particularly across services and 
geographical locations, is limited. Recognizing and regularly 
communicating with this broad, patient-defined team is criti-
cal to good care and, in many cases, is essential to establishing a 
therapeutic relationship. Timeliness and selecting the appropriate 
mode of communication are important.

Communication Between Interdisciplinary Teams
Palliative care home services are often for referred patients who 
have strong connections with multiple, usually hospital-based 
providers. An oft-quoted example is the medical oncologist with 
whom a patient and family describe many years of a trusting rela-
tionship. As advanced disease progresses and the patient spends 
more time at home, he or she can feel abandoned by this very same 
physician and, indeed, by the entire hospital-based health service. 
Managing this “transition” to palliative care is a core communica-
tion task for palliative providers22 and one balanced with another 
fundamental communication task:  to re-establish frequently 
neglected community links, particularly with the patient’s family 
physician. It is fairly common for the family physician not to have 
seen the patient during the anti-cancer treatment, with frequent 
hospital visits replacing community care. In extreme cases, some 
family physicians receive no communication at all from hospitals 
and may be entirely unaware of a patient’s diagnosis until con-
tacted by the palliative care home service. Understandably in such 
circumstances, requests for emergency responses or medication 
prescriptions from palliative care home services can engender an 
abrupt or even terse reaction.23

Model for Palliative Care Home Services
The ways in which palliative care home services interact with the 
healthcare system’s other arms differ widely. The patient may be 
primarily managed by the palliative care team with input from 
both home- and hospital-based services simultaneously or, alter-
natively, by any combination of these. Even within the palliative 
care home service, models of care incorporating the multiple 
disciplines and multiple providers may differ. While some ser-
vices may still adopt a primary nursing model, increasingly, ser-
vices are employing a team-based approach whereby patients are 
allocated to all team members to encourage familiarization and 
shared knowledge. Regular team meetings involving case discus-
sion and presentation and the maintenance of high-quality (often 
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electronic and readily portable) medical records enable healthcare 
providers to care for large numbers of patients. Despite best inten-
tions, however, a large team may be challenged by the need to be 
aware, at all times, of the rapidly changing status of a significant 
number of complex patients, each with particular nuances of their 
medical situations and family relationships.

Communication Opportunities in Palliative Care Home 
Services
Patient and provider interaction in the home care setting dis-
tinctly differs from the hospital setting and brings particular 
opportunities. Communication is much more than the words that 
are spoken. The very act of visiting a patient in his or her home has 
great meaning. It tells patients that the service is willing to come 
to them and this, in itself, can lay the foundation for meaning-
ful communication. In addition, patients may feel more powerful 
and relaxed in the home setting and perhaps be more inclined to 
share their hopes and fears. Seeing a patient surrounded by his or 
her own possessions, family, and sometimes friends can provide a 
better sense of the person. This can be very helpful to the palliative 
care provider who, in seeking to enhance a patient’s quality of life, 
must understand something of what that patient values and what 
challenges he or she faces. The home environment provides clues 
through the objects displayed, the people present, and the facili-
ties available. There may also be an opportunity to speak to family 
members who have not been able to attend the hospital.

Challenges for the Palliative Care Home Service Team
Entering another person’s world brings a responsibility to respect 
cultural and other practices and preserve privacy.24 Some patients 
may be anxious and even ashamed about the state of their home 
and reluctant for strangers to visit. Healthcare providers have less 
control over who is present and how discussions unfold, and they 
are more vulnerable in the face of aggression and other extreme 
emotional reactions. Boundaries with patients and family can be 
less clear, and meticulous attention to these is essential.

A challenge common to many palliative care home services is a 
lack of available information both detailing what has gone before 
(the patient’s full diagnostic, treatment, and prognostic informa-
tion; outcomes of previous assessments; what information has 
previously been relayed to the patient and family) and issues that 
emerge over time. Working with patients in the home environ-
ment brings challenges in accessing diagnostic and other spe-
cialist input. The healthcare team frequently spends substantial 
amounts of time trying to collate these pieces to ensure consistent, 
accurate information and healthcare is delivered.

Case 1: William
William, aged 19, has metastatic osteosarcoma. News of disease 
progression comes after many years of treatment at a cancer center 
in a tertiary hospital. Although he has increasing pain and dyspnea, 
William has decided to go home where his parents will care for him.

The palliative care team visits William at home for the first time. 
When asked about their understanding of palliative care, he and 
his mother tell the team that it is “like hospital in the home” and 
he needs this because of pain and shortness of breath. Further 
inquiry highlights a mismatch between the family’s understand-
ing of the prognosis and the information contained in the referral 

from the inpatient unit. It is February, and while William is talk-
ing about plans for a holiday in December, the referral states that 
he has been discharged for “end-of-life care” and is expected to die 
within the month. As this conversation unfolds, William’s mother 
looks through some written material provided by the palliative care 
home service team. She becomes agitated and concerned about 
some of the content and hurriedly finishes the meeting. The team 
leaves without a clear plan for follow-up. A call to the inpatient unit 
reveals that the oncologist did not actually tell William how long he 
might expect to live. He assumed the family understood the gravity 
of the situation, because they had chosen to go home and accept 
palliative care support.

In this case, the patient, family, and the home healthcare team 
have suffered the consequences of poor communication. William 
is now at home without a clear understanding of his illness and 
potentially without support. Verbal communication between the 
two services prior to the home visit may have highlighted the 
gap between William’s expectations and those of his oncologist. 
The inpatient team could have then addressed this prior to dis-
charge. Alternatively, if William had already been discharged, the 
home-based team could have tailored their approach and facili-
tated a process through which his understanding could have been 
improved (e.g., a return to the hospital for an outpatient review).

There are many ways in which poor communication between 
teams negatively affect care across the hospital-community inter-
face. Other examples include:
♦ The role and availability of the palliative care home service is 

not adequately explained prior to discharge. When patients 
discover, for example, that there is limited support after hours, 
they may become angry and upset with the palliative care home 
services. Worse, their decision to go home may have been based 
on the belief that a nurse could visit after hours, and they now 
find themselves unable to manage.

♦ There is a lack of clarity around return to hospital, if this is 
required. Who should they or the palliative care home service 
team call?

♦ Details are missed and lead to adverse events (e.g., medication 
side effects, aggressive family members).

Hospital-based healthcare providers often have no experience 
working in the home and may not appreciate the challenges this 
setting brings. The equipment, medications, and support from col-
leagues that are so readily available in a hospital are not necessar-
ily available in the community. Home-based healthcare providers 
understand this environment, and a conversation between the two 
can help ensure information is conveyed and other needs are met. 
Key elements of this conversation are highlighted in Box 40.1.

It is extremely helpful and reassuring for the patient to see evi-
dence of teamwork.24 There are a number of ways this can be dem-
onstrated. A simple comment such as, “I’ve talked to your team in 
the hospital and, if it is okay, when we are finished today I’d like 
to let them know how things are going for you,” provides a sense 
that healthcare providers are working together. In some cases, it 
is possible for a member of the inpatient team to visit the patient 
at home with the palliative care home service. A joint home visit 
of this kind has many advantages and should be encouraged 
whenever possible. It helps strengthen the working relationship 
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between the two healthcare teams, shows patients that they have 
not been abandoned by the inpatient unit, and builds trust.

In advanced illness, circumstances change, sometimes dramati-
cally, and patients may seek support from emergency services, 
hospitals, and family physicians sometimes without calling the 
palliative care home service. Anticipating and planning for pos-
sible scenarios is a key skill for the palliative care provider and 
involves discussion within the healthcare team.

Palliative Care Outpatient Clinic
The outpatient clinic setting conforms to the usual medical model, 
and so communication with the patient proceeds, with the main 
constraint being time and appropriate prioritization of tasks. 
Addressing the often disparate information needs of patient, fam-
ily, and/or other providers is an important palliative care commu-
nication task; however, it is not easily addressed in the outpatient 
clinic environment.4 The main barriers to this are time and pri-
vacy concerns, though the latter are readily addressed by seeking 
the patient’s consent.

Team Composition of Palliative Care Outpatient Clinic
In the palliative care outpatient clinic, the healthcare team is 
frequently modeled on the traditional mode of care delivery in 
acute facilities, reflecting the positioning and development of the 
majority of clinics. Palliative care outpatient clinics are predomi-
nantly part of the larger health system such as an acute hospital 
or cancer center. Most commonly, they are staffed by physicians, 
advance practice nurses or nurse practitioners, nurses, and/or 
social workers.25 The reasons for referring patients to these clin-
ics are reflective of this staffing profile and site of care, predomi-
nantly for pain and symptom management and for determining 
the goals of care.25 Which patients are referred depends on the 

referral parameters of that center as well as funding models of the 
clinic. For example, a clinic funded by provider billings will usu-
ally require a medical referral for the patient to attend the clinic. 
Therefore, the characteristics of the patient population attending 
such a clinic will depend on the referring physicians’ recognizing 
a palliative care need, which tends to occur only if symptoms are 
present. In contrast, nurses may more readily refer patients to pal-
liative care for psychosocial concerns.26

Communication Within the Palliative  
Care Outpatient Team
Most often, palliative care outpatient clinics, unlike other models 
of palliative care service delivery, are staffed by a sole healthcare 
provider, which can complicate rather than simplify the com-
munication tasks. Within the consultation’s limited time frame, 
the healthcare provider needs to establish clearly which provid-
ers comprise the patient’s “healthcare team,” within and outside 
the hospital, to ensure that all providers are included in commu-
nication about the consultation, decision-making, and ongoing 
follow-up and treatment, if necessary. Given the time required 
to address issues arising from complex diagnoses as well as other 
patient needs, thought must be given to the most appropriate 
mode of communication.

Communication Between Interdisciplinary Teams, 
Beyond Palliative Care
Outpatient palliative care is largely a consultative specialty and, 
as such, relies on a referral base. The maintenance of this referral 
base requires good relationships and trust.27

It is rare for patients seen in a palliative care outpatient clinic 
not to have other medical providers involved in their care, and, 
indeed, there are often several. As discussed, establishing who is 
involved and communicating with them about the consultation 
is essential. A challenge may arise when a patient presents with 
a new problem and the decision must be made regarding which 
healthcare provider is responsible and should act on it and, in the 
case of those patients managed across different institutions, where 
the management should take place. Obviously, if good working 
relationships exist between the different healthcare providers, this 
can be straightforward; however, in some instances, the palliative 
care referral has been implied (e.g., at a multidisciplinary team 
meeting) or occurred via an alternate provider (e.g., the radiation 
oncologist referred for symptom management without explicit 
discussion with the treating medical oncologist). So, at times, 
changing management must be delicately and carefully negoti-
ated, mindful of colleagues’ sensitivities but nevertheless advocat-
ing for patient needs.

Model for Palliative Care Outpatient Clinic
The palliative care outpatient clinic model may entail handing 
over patient management to the palliative care team. In a more 
consultative service model, the referring provider remains the 
primary healthcare provider with the palliative care team supple-
menting or complementing this care. Once again, the healthcare 
team for such palliative care outpatient clinics will depend on 
these models of care. The team may include one or two palliative 
care providers, the referring physician, and an attendant team of 
healthcare professionals who continue to be involved in care such 

Box 40.1 Key Information and Questions to Consider Before 
Transfer From Hospital to Home

♦ A general discussion of the patient’s clinical and social his-
tory including key family members

♦ Insights into the patient’s personality, coping style, values, 
spiritual beliefs, hopes, and fears

♦ Detailed exploration of the patient’s understanding of his 
or her illness, prognosis, goals of care, ongoing treatment, 
and palliative care. What conversations have been had and 
with whom?

♦ The inpatient team’s expectations of the home-based service 
and how they have described the service to the patient

♦ The home-based team’s perspective on their role and 
availability

♦ The inpatient team’s ongoing role, if any, in the patient’s care
♦ Lines of communication should clinical advice or readmis-

sion be necessary
♦ Practicalities including any medications, drug orders, docu-

mentation, or equipment that must be sent home with the 
patient
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as restoring health and rehabilitation programs, as well as family 
caregivers.

The responsibilities of the healthcare providers in the palliative 
care outpatient clinic are built around communication tasks, with 
addressing symptoms and facilitating coping the mainstay of con-
sultations.28 In one study detailing the “anatomy” of outpatient 
visits, the early visits were spent elucidating patient and family 
understanding of the illness and prognosis and building relation-
ships. Subsequent visits focused on treatment preferences and 
approaches to care, including inpatient care.28 Other studies have 
specifically examined the time spent on various tasks, noting the 
average consultation is a median of 55 minutes, with a predomi-
nant focus on symptom management, followed by family coping, 
illness understanding, and education.29

Communication Opportunities in the Palliative  
Care Outpatient Clinic
The palliative care outpatient clinic offers many communication 
opportunities for the healthcare team involved in patient and 
family care. As noted, one such important possibility is the early 
engagement with palliative care services for patients who may not 
regard themselves as near the end of life.1 This form of care has been 
demonstrated, in a cohort of patients with metastatic non-small 
cell lung cancer who had early palliative care input through clinic 
attendance, to improve quality of life, reduce depression, lessen 
aggressive end-of-life care, and improve survival.30 Others have 
similarly documented less aggressive care at the end of life for 
those patients seen in a palliative care outpatient clinic, suggest-
ing important communication tasks occur within these encoun-
ters.15 Some groups have embedded palliative care providers in the 
broader outpatient clinic (e.g., a lung cancer treatment clinic) and 
have demonstrated that such a model also assists early engagement 
with palliative care. The relationships and trust that the embedded 
palliative care provider engenders overcomes patient, family, and 
referring physician hesitations about palliative care referral.31

Challenges in the Palliative Care Outpatient Clinic
Communication with multiple providers both within the pal-
liative care team and with the broader healthcare team requires 
considerable time and effort. Electronic medical records have 
been helpful in addressing this communication burden and allow 
real-time documentation of clearly legible medical information. 
However, the electronic medical record information is available 
only within the institution employing the technology and to the 
healthcare providers working within the institution, rather than 
for the broader patient-defined healthcare team that usually 
crosses services and institutions. While universally accessible 
electronic medical records have long been advocated as a solu-
tion to information-sharing problems, particularly for emergency 
departments, privacy concerns and logistical issues continue to 
confound any real progress.32,33 So while an electronic medi-
cal record may address the communication requirements of the 
acute hospital, its palliative care service, and emergency depart-
ment, it does not negate the need to communicate directly with 
community-based teams or nonaffiliated units at other healthcare 
facilities. Equally, a courtesy call to the other healthcare providers 
involved in the patient’s care is often required when a significant 
change occurs, perhaps not even because it will alter management 

but because respect for the patient’s relationships with other 
healthcare providers, etiquette, safeguarding future referrals, and 
maintaining positive working relationships demand it.27,34

Case 2: John
John is a 58-year-old brick-layer, still working in the family business 
with his sons. He was diagnosed with lung cancer when he developed 
scapular and chest pain earlier in the year. Initially thought to be oper-
able, curative resection was abandoned when a thoracotomy showed 
John had scattered small pleural nodules, which were biopsy-proven 
positive for metastatic disease. John had radiotherapy but without 
improvement of pain despite having very small volume disease, and 
he refused chemotherapy. His cardiothoracic surgeon referred him to 
the palliative care outpatient clinic for his ongoing management.

The outpatient clinic is frequently the first point of contact 
with palliative care, and multiple tasks must be simultaneously 
undertaken:
♦ Assembling all information about current cancer status and 

other intercurrent illnesses, with consideration given to ensure 
these are optimally managed

♦ Understanding the patient’s perceptions and expectations of his 
or her illness and of palliative care

♦ Establishing a sense of the patient’s responses to hardship and 
previous stresses

♦ Developing rapport with the patient and attending family 
members and determining patient support network

♦ Considering symptoms and appropriate responses
♦ Considering support needs (e.g., psychological, practical aids, 

and appropriate responses)
♦ Developing a management plan that incorporates all of these 

variables with appropriate follow-up
♦ In some outpatient clinics, undertaking clinical trials, in which 

case the healthcare provider may be considering if the patient 
or family is eligible for clinical research.

John arrives at the clinic alone, in his work clothes and smelling of 
alcohol. He is apparently anxious and states he is unsure why he 
is here but just needs some help with the pain. When asked about 
his health and how things have unfolded leading up to this appoint-
ment, he relates his disappointment at surgery not being possible 
and discusses his bewilderment and frustration that he continues 
to have pain despite all this. He is not troubled by his surgeon’s sug-
gesting ongoing care in palliative care, just “so long as you can help 
me.” While he skirts around his understanding of the stage of his 
cancer and deliberately changes the direction of the conversation, 
his tearfulness at this time suggests at least some recognition of its 
incurability. His most recent CT scan is 2 months old and does not 
provide correlation between the known sites of disease and the pain 
complaint, so uncertainty of the pain mechanism exists.

Discussion with the surgeon must occur to determine his views 
on the pain mechanism based on operative findings, as well as his 
views on healthcare oversight: John’s only symptom is pain and he 
is self-caring and working—thus not a “usual” patient managed 
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solely by palliative care providers. Radiological review needs to be 
undertaken to determine if other sites of disease are present that 
may explain the pain, such as neurological invasion. Furthermore, 
communication with his family physician must take place to pro-
vide information about John’s significant anxiety and apparent 
alcohol intake despite doing heavy, and potentially dangerous, 
manual labor.

In this case, the pain control need has ensured (relatively early) 
palliative care referral of a man who is otherwise fit and work-
ing a physically demanding job. The pain relief goal is overriding 
for John, and he is willing to move his care wholly to palliative 
care oversight if analgesia can be achieved. The coordination of 
his ongoing care, however, requires careful discussion with the 
broader team of healthcare providers:  his surgeon, radiologist, 
family physician, and palliative care physician. John may need 
any one of these doctors in the near future, as his disease course 
unfolds, and all must be kept abreast of new information.

The clinic affords the opportunity for relationships to develop 
and therapeutic tasks to unfold over time. Trust around the suc-
cessful relief of a symptom may enable discussion of seemingly 
tabooed subjects such as prognosis in a manner not possible earlier.

Multidisciplinary Cancer or  
Tumor Board Meetings
The prototype of the cancer or tumor board meetings is discussed 
in this section. In cancer care, these meetings are increasingly 
seen as an essential healthcare component, as reflected by guide-
lines and supported by a small but growing evidence base.35–38 
They are usually held in large tertiary-referral centers and involve 
an interdisciplinary specialists group presenting and discussing 
individual patients, frequently outpatients, to provide a consensus 
plan for their management and treatment. The patient and family 
are not usually present, although most will have clinic appoint-
ments to discuss the meeting outcome and the ongoing healthcare 
plan. A meeting sponsor (a healthcare provider who has reviewed 
the patient) usually presents the case, then a specialist patholo-
gist and radiologist review their relevant pathology and imaging 
findings, respectively.20 The subsequent discussion and final con-
sensus care plan is documented in the (often) electronic medical 
record, ideally using a systematized pro forma.

Palliative care has, in some centers, been a relatively late addition 
to these meetings, and in many instances team members are still 
forming relationships and developing a voice. Despite the name, 
the multiple healthcare providers referred to in these meetings are 
largely medical, with surgeons, medical, and radiation oncologists 
the main protagonists. This strong medical viewpoint, alongside 
the treatment-focused rationale, challenge the palliative care role 
and can particularly intimidate the inclusion of nonmedical pal-
liative care providers as well as other nonmedical multidisciplinary 
team members.20 Palliative care participation in these multidisci-
plinary team meetings is desirable: to influence decision-making 
for those relevant patients, increase the likelihood of palliative care 
referral, encourage early referral as per best-practice guidelines,30 
develop relationships, and reflect a more accurate multidisci-
plinary composition. However, such participation needs to be bal-
anced against the significant time commitment and the often low 
referral yield given the amount of healthcare provider time these 
meetings require.

Communication Within the Multidisciplinary Meeting
A key task for the palliative care provider attending a multidisci-
plinary cancer meeting is to report on known patients during the 
meeting and to communicate any referrals/salient information to 
the relevant palliative care providers at the meeting’s conclusion. 
Both tasks may be complicated by the meeting organization and 
structure and the nuances of the different palliative care services, 
in addition to the systematic impediments to information flow 
between different services and institutions. For example, there 
may be no systematized way of knowing which of the patients 
scheduled for discussion at a multidisciplinary meeting are 
known to a palliative care home service or, indeed, the palliative 
care acute hospital consultancy services, beyond the single insti-
tution. Equally, the palliative care provider attending the meet-
ing may not know the patient and/or his or her progress, despite 
their being well known to others in the service. Just establishing 
the correct services to contact prior to the meeting can be time 
consuming. Although it is preferable for a palliative care provider 
to liaise with other palliative care services, the palliative care pro-
vider attending the meeting has rarely met the patient, and so the 
quality of information shared is often diminished, along with per-
haps even the message itself. Some formal structure around inter-
nal and external communication after multidisciplinary meetings 
is needed to ensure that the greatest value is extracted from the 
significant time required to attend. Privacy and logistical con-
cerns have thus far confounded efforts to communicate this type 
of information electronically, such as through shared electronic 
medical records. Other tools, such as email, are more commonly 
used but are also increasingly seen as a potential privacy concern; 
the ideal tool to communicate multidisciplinary meeting out-
comes to the broader team remains elusive.

The role of palliative care in multidisciplinary cancer meetings is 
relatively new. The treatment planning focus of the meeting often 
overrides symptom discussions, and, even in cases where symp-
toms are known to be present, healthcare providers rarely consider 
approaches to management outside disease-specific therapies. With 
such a focus, and compounded by limited patient information and 
the heavily medical (and in some cases surgical) perspective, estab-
lishing the role for palliative care may be challenging. Given that 
most patients discussed as a result of the meeting go on to meet with 
a surgeon, oncologist, and radiation oncologist at a minimum, to 
suggest another review, no matter how appropriate, can seem exces-
sive. Some centers have included palliative care in the subsequent 
clinic reviews, creating a true multidisciplinary clinic after the 
meeting (a “mega clinic” where patients can see all their care pro-
viders).31 In a well-integrated meeting a palliative care healthcare 
provider can suggest symptom-control measures to be delivered in 
parallel or as an alternative to disease-directed therapy. For those 
patients with incurable disease, the importance of quality of life 
domains, advance care planning (ACP), and the role of community 
and family support can be highlighted either as the primary focus 
of care or to supplement disease-directed therapies.

Model for Multidisciplinary Meetings
Because the multidisciplinary meeting has traditionally focused 
on diagnostic and tumor-specific management, healthcare pro-
viders frequently fail to consider psychosocial information. 
Suggestions to better incorporate such information have been 
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made, despite the concerns and constraints of time and privacy.20 
Similarly, there have been efforts to include allied healthcare 
providers in the meetings and decision-making. Devitt and col-
leagues conclude, “It is only through the active engagement and 
incorporation of the views of all those involved in cancer care 
decisions that multidisciplinary meetings will function most 
effectively.”20(pe20) While a universal solution to this problem 
remains elusive, for now, most would agree that participation, 
though imperfect, is best.

Since patients and families are not usually present for multidis-
ciplinary team meetings, communication of the agreed-on man-
agement plans is usually done by a healthcare provider already 
known to the patient and family in a subsequent outpatient clinic.

Communication Opportunities  
in Multidisciplinary Meetings
These meetings provide a series of opportunities as a result of the 
greater trust, ease, and familiarity that develops within the rela-
tionships of the broader healthcare team. It is within the context 
of these enhanced relationships that earlier palliative care refer-
rals may eventuate, as well as the opportunity to influence the 
discourse and decision-making around patients with advance 
disease or advanced comorbid disease when they are discussed at 
time of diagnosis. The palliative care provider can refocus the dis-
cussion from survival outcomes to quality of life, symptom relief, 
and best care in a place of patient’s choice. These are all worthy 
contributions.

Challenges in Multidisciplinary Meetings
Some multidisciplinary cancer meetings have an atmo-
sphere whereby healthcare providers give credibility only to 
disease-modifying therapies. This can be intimidating and make 
it difficult to raise and sustain meaningful discussion in the areas 
outlined previously. Palliative care involvement at such meetings 
should be viewed as a long-term project. With time, perceived 
responsiveness, and palliative care utility, particularly in the care 
of seemingly challenging or key patients and families, trust will 
develop on all sides. Through relationships forged within the mul-
tidisciplinary cancer meeting, the palliative care provider can 
educate other providers about the benefits and services palliative 
care may offer cancer patients.

Case 3: Barry
Barry is an elderly man with chronic obstructive airways disease, 
bronchiectasis, asbestosis, and an ongoing smoker. He presents with 
mild chest pain and is diagnosed with metastatic non-small cell 
lung cancer with a pleural based mass and extensive hilar lymph-
adenopathy. He is deemed to have incurable disease at the multidis-
ciplinary cancer meeting. He lives with his wife who has advanced 
dementia, and he is her main healthcare provider. At the meeting, 
the option of radiotherapy, which is to be delivered over 10 days, 
is offered with the intention of disease control and pain relief. On 
specific inquiry by the palliative care provider about the patient’s 
social circumstances, the lung cancer nurse offers that Barry is very 
worried about his wife. Since bringing her home from a high-level 
care facility, he has provided all her care. It is difficult for him to 
leave her alone and attending treatment will likely create some 
complexity.

It is agreed that radiotherapy will be put “on hold,” and Barry will 
be seen in the palliative care outpatient clinic. When seen, Barry is 
very clear that his main goal is to be with his wife. Providing her 
care is arduous, but he is fully committed to the task and wants to 
care for her until he is no longer able to do so. He does not wish to 
leave her in the care of strangers; this makes attending treatments 
and even clinic appointments difficult. His pain is mild to moderate 
but responds readily to pharmacological management, and radio-
therapy is postponed. The palliative care home service is engaged 
and offers community support to Barry, minimizing his clinic atten-
dances. They also mobilize appropriate community aged-care sup-
port to facilitate more assistance for Barry’s wife at home, as well as 
volunteers of the same cultural background to enable some social-
ization and short outings for Barry, while they stay with his wife.

In this case, the inquiry made by the palliative care provider 
at the multidisciplinary cancer meeting prompted the tabling of 
substantial social information, which had a significant impact on 
the treatment decision. It also facilitated an alternative approach 
to symptom relief, using medication, which better matched the 
patient’s goals than that provided by disease-directed therapy.

Barry remains stable over the next 2 months but then develops a new 
pain over the contralateral chest wall. When sent back to clinic by 
the palliative care home service, the palliative care physician orga-
nizes imaging, and his case is subsequently reviewed at the multi-
disciplinary cancer meeting where the bone scan reveals a new rib 
metastasis. Barry is treated with a single fraction of radiotherapy 
to the painful rib with good symptom relief. Barry remains at home, 
caring for his wife until 1 week before death, when both are admitted 
to a local community aged care facility, as organized by both the pal-
liative care home service and community aged care services. Barry 
dies soon after, and his wife continues her care in the facility.

The engagement of the palliative care provider in the multidisci-
plinary cancer meeting and subsequent communication with the 
team facilitated pain treatment at diagnosis in a manner that was both 
successful and more commensurate with his goal of staying home. 
Radiotherapy was subsequently sought as new disease-related prob-
lems developed, with targeted short therapy, again consistent with 
Barry’s goals. Finally, through the multidisciplinary cancer meet-
ing engagement with palliative care, Barry (and his wife) received 
enhanced and coordinated support for this final phase of life.

Tools and Innovations to Assist 
Communication In the Outpatient Setting
A number of authors have developed tools to assist communica-
tion tasks in the outpatient setting. The varying patient and family 
caregiver information needs at particular time points of an illness 
trajectory, rather than only and exclusively at time of diagnosis, 
have been reported.4,39 In response, one approach has been to use 
the illness trajectory as a prompt to offer additional information.4,39 
Instituting a proactive model of care is another approach. Healthcare 
providers detect problems early through formalized screening in 
the outpatient setting, then plan and provide responses, rather than 
responding only once such problems are present and emergency 
department presentation and hospitalization are likely.4
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To respond effectively to patient and family concerns during 
outpatient appointments, a prompt list of questions for patients to 
bring to appointments has been developed.40 Using such prompts 
empowers patients to raise and articulate concerns at clinic 
appointments. Individuals are able to seek information in a way 
appropriate to their particular style of information engagement 
(e.g., seeking more or less); additionally, patients have some con-
trol in the consultation as it unfolds, with a focus on issues impor-
tant to them.41 A randomized controlled trial of advanced cancer 
patients attending outpatient clinics revealed that those who had 
the prompt list asked more questions of their healthcare provid-
ers, covered more issues, were more likely to seek prognostic 
information, and were more likely to discuss end-of-life concerns 
than control patients. Furthermore, those with the prompt list had 
fewer unmet information needs than those in the control group. 
The levels of anxiety between the prompt and control groups did 
not differ.42 Box 40.2 provides sample questions from the question 
prompt list booklet used in the development of this research.

The degree to which such tools can be used in different settings 
and patient groups, including different cultural groups, is less 
well determined. Preliminary work suggests some differences in 
nuances of prompt sheets are required between Australian and US 
populations, as both patients and healthcare providers approach 
end-of-life issues and prognosis with slightly different empha-
ses.42 These differences are apparent between two cultures that 
may be broadly seen as similar in many ways, suggesting limits to 
the universal application of such instruments.

The reluctance of some patients to consider palliative care 
and referral to palliative care, either real or perceived by their 
healthcare providers, has meant that a number of patients are not 
referred in a timely manner.4,5 The difficulty physicians have in 
engaging in these conversations often means they are avoided.4,5 
In this manner, communication by other disciplines who make 
up the broader team caring for outpatients requiring or receiving 

palliative care is constrained. In a bid to address this, Fairview 
Health System in Minnesota developed a script for family physi-
cians and primary providers to introduce the concept of pallia-
tive care to patients.1 The script explains palliative care tasks; for 
example, “The palliative care clinic works with me, your primary 
doctor, to better manage your pain, shortness of breath … They 
are specialists/experts in looking at this holistically and make 
a comprehensive plan for how best to relieve your symptom.”1 
Other portions of the script answer questions about the future, 
confirm the treatment plan, or provide support and coping aids. 
In addition, the script suggests responses to patient questions. For 
example, for the patient who asks, “Why do I need this?” a sug-
gested response may include, “As you know, you have XXX dis-
ease, and this appointment will help you know what to expect and 
make sure our care plan is in line with your goals and values.” 
Further suggested phrases include suggestion of additional infor-
mation and services and reassurance of nonabandonment by the 
primary care physician.1 By providing the primary care physician 
with information and explanations, he or she has suggested lan-
guage to negotiate these potentially difficult conversations when 
palliative care referral care is broached.

The outpatient clinic and home-based care afford the oppor-
tunity, when the patient is not acutely unwell, to discuss the 
patient’s future goals and values and, within that discussion, 
consider how medical care best matches these goals. Discussing 
preferences for future care or ACP is an important task and one 
that is usually addressed over a number of consultations as the 
relationship within the consultation unfolds.28 Furthermore, the 
discussion may be revisited and, indeed, preferences modified, as 
illness and its complications unfold or other factors emerge. Since 
the discussion is a dynamic one, the appropriate documentation 
assumes multiple challenges. The entire healthcare team must be 
aware of the patient’s preferences as new illness complications 
develop. For example, emergency physicians report frustration 
at having to make decisions in the event of an acute emergency 
department presentation without access to the outcomes of ACP 
discussions.32,43A study in the United States has determined that 
the documentation of ACP discussions was not well recorded in 
electronic medical records, with just 34% of those who had actu-
ally held an ACP discussion having it recorded in a form that 
was legally valid (i.e., had been signed by the relevant parties). 
Furthermore these valid, as well as the invalid, documents were 
stored throughout the electronic medical record and were neither 
easy to find nor consistently filed, even within the same institu-
tion.44 The authors concluded that a standardized documentation 
location is necessary so that the documentation can be located 
under any circumstances and in a timely manner.

Information Technology
Information technology is being increasingly utilized in healthcare; 
it includes the use of electronic records, medical imaging technol-
ogy, videoconferencing, and telemedicine.45 The use of these tech-
nologies in palliative care is evolving but has not yet been well 
studied.46 Technologies such as videoconferencing allow providers 
in tertiary or other healthcare settings to interact with patients or 
other healthcare providers in homes or remote healthcare facilities. 
Although small in scale, there are studies that highlight the potential 
of videoconferencing and telemedicine to improve patient outcomes 

Box 40.2 Sample Questions From the Question Prompt List 
Booklet, Asking Questions Can Help: An Aid for People Seeing 
the Palliative Care Team

♦ Questions to Ask About the Palliative Care Service 
and Team

•	 Who	are	the	members	of	the	palliative	care	team	and	what	
do they do?

•	 How	 do	 I  access	 the	 services	 offered	 by	 the	 palliative	
care team?

•	 What	 does	 the	 palliative	 care	 team	 offer	 that	 is	 differ-
ent to the services provided by the other doctors/nurses 
whom I see?

•	 How	can	I contact	the	palliative	care team?

•	 Does	the	palliative	care	team	speak	to	or	write	to	my	GP	
and other specialists about my care?

Source: ©Dr. Josephine Clayton, Prof. Phyllis Butow, and Prof. 
Martin Tattersall, Medical Psychology Research Unit, University of 
Sydney, 2002. All rights reserved. Printed in Australia. http://www.
palliativecare.org.au/portals/46/resources/askingquestionscanhelp.pdf
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and reduce palliative care costs. For example, in pediatric palliative 
care where the necessary expertise may be available only in a ter-
tiary center distant from the patient’s home, case reports describe 
how telemedicine can improve access to this specialist care.47

Technology has the potential to enhance communication, 
reduce costs, and improve efficiency. It may be possible, for exam-
ple, for a nurse to be present in the home with the patient while 
the family physician video- or teleconferences with both. Along 
with huge opportunities, new technologies bring challenges. The 
provision of palliative care is very dependent on the relationship 
between healthcare provider and patient, and some healthcare 
providers have expressed concern that technologies may affect 
this relationship. It can be difficult for the healthcare provider 
to attend to nonverbal cues when teleconferencing, for example, 
and such interaction can feel less personal. There is little doubt 
that information technology will become a major part of mod-
ern healthcare. The question for the palliative care sector regards 
which patient encounters are best managed in person and which 
are satisfactorily managed through the use of technologies. For 
now, it is probably best considered a complementary tool.48

Electronic media holds other challenges and opportunities for 
palliative care services in patient and family care. The patients’ 
ability to access healthcare provider email addresses, either with 
consent or from websites, and to use these to contact providers 
and seek advice and information requires reflection. In effect, the 
patient request and the healthcare provider response take the form 
of “giving advice,” and this, along with subsequent electronic con-
versations, form a parallel medical record. Important parameters 
must be established around this form of patient communication 
and must be understood by all parties. For example, the healthcare 
provider may access emails infrequently, in which case patients 
need to be aware that the request may not be immediately seen 
or acted on. The electronic conversation forms a medical record 
that must be saved and possibly shared with the healthcare team. 
Furthermore, privacy issues with regard to the electronic infor-
mation transfer need to be explicitly discussed. These parameters 
apply to other electronic forms of information transfer as well.

The use of a broader and somewhat depersonalized team has 
emerged in the development of online second medical opinions. 
Palliative care patients commonly seek second opinions to ensure 
current treatment approaches are appropriate to their circum-
stances, for reassurance, for improved information transfer, and 
to ensure “no stone is left unturned.”49 The Internet offers patients 
an opportunity to seek second medical opinions online whereby, 
for a cost, information is provided to a healthcare provider who, 
after review, offers an opinion on management.50 This online 
treatment relationship raises challenges for the healthcare provid-
ers involved in the patient’s care on the ground, as there is no real 
opportunity for interteam communication, and the risk of incon-
sistent information and, in turn, inconsistent goals, emerges.

Conclusion
The benefits of patients outside the hospital accessing palliative 
care and advice through palliative care home services, outpatient 
clinics, and multidisciplinary cancer meetings or via electronic 
media are dependent on consistent, sensitive, and compassionate 
communication. In order to ensure this type of communication, 
and its potential benefits are realized, palliative care providers 

must work hard within the healthcare team—both within their 
own team and within the wider healthcare network, as dictated 
by the patient goals and needs. This is an often arduous and time-
consuming task but is always worthwhile. Only if done effectively 
will patient and family goals be achieved within their nominated 
team of healthcare providers.
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CHAPTER 41

Team Communication 
in the Hospice Setting
Anne Arber

Introduction
Living with a serious or terminal illness affects all aspects of 
life, creating enormous challenges for patients and their fami-
lies. It is therefore unlikely that one healthcare professional 
could meet  all of a patient’s and family’s complex needs. By 
integrating psychological, physical, social, and spiritual aspects 
of the patient and family into care planning, hospice and pal-
liative care uniquely provide a “total care” approach through 
team-based care.1 The patient and family are at the center of 
the team, including children as part of the family, enabling 
person-centered and family-centered care through the com-
bined skills of an interdisciplinary team of professionals.2 
Cicely Saunders, founder of the modern hospice movement in 
the United Kingdom, believed that a total care approach was 
dependent upon a division of labor among team members.3 
Saunders’ vision encapsulated a nonhierarchical, egalitarian 
approach to all aspects of interdisciplinary work among health-
care providers, patients, families, and volunteers. Team com-
munication and coordination are integral to achieving shared 
decision-making, facilitating access to team resources, and pro-
viding quality hospice care.

The World Health Organization’s definition of palliative care4 
states:

Palliative care is an approach that improves the quality of life of 
patients and their families facing the problems associated with 
life-threatening illness, through the prevention and relief of suffer-
ing by means of early identification and impeccable assessment and 
treatment of pain and other problems, physical, psychosocial and 
spiritual.

Although this is a globally accepted definition of palliative care, 
this definition does not include how the team should work together 
or who should be members of the team. The ways that teams prac-
tice, the different roles team members play, and the overlap or 
blurring of roles differ across different service models and nations. 
Different models of teamwork exist and practices in the United 
Kingdom may differ from those in other parts of the world. In 
the United States, for example, federal requirements define hos-
pice team composition to include physicians, nurses, social work-
ers, and spiritual care providers. Given these variances, the terms 
“hospice team” and “palliative care team” are used interchange-
ably in this chapter.

Although several definitions of hospice care exist (depending 
on the country of origin), the European definition5 emphasizes 
teamwork to meet the patient’s holistic needs:

Hospice care is for the whole person, aiming to meet  all 
needs—physical, emotional, social and spiritual. At home, in day 
care and in the hospice, they are for the person who is facing the 
end of life and for those who love them. Staff and volunteers work 
on interprofessional teams to provide care based on individual need 
and personal choice, striving to offer freedom from pain, dignity, 
peace and calm.

In this definition of hospice care, staff and volunteers act as impor-
tant team members working together to meet patient and family 
needs, enable patient and family choice in care decision-making, 
strive for care plans that prioritize patient dignity, and focus on 
pain and symptom management. In the United Kingdom, pallia-
tive care and hospice care refer to any setting where palliative care 
is practiced such as the hospital, the community, and the inpa-
tient hospice. Nevertheless, wherever hospice and palliative care 
is practiced, the concept of teamwork is identified as central to 
such practice, as single disciplines cannot meet the integrated care 
needs of patients and families.6

Purpose and Function of the Hospice Team
Early in the development of the hospice and palliative care move-
ment, a team approach was utilized and face-to-face team meet-
ings were the model developed to facilitate communication, 
planning, and support. The case manager, often the nurse, coor-
dinated the care of the patient’s and the family’s complex needs at 
the end of life by reporting on the patient during team meetings. 
Person-centered care was enabled through the teamwork of a vari-
ety of disciplinary team members who worked across professional 
boundaries. The goal of the team meeting is to improve communi-
cation among the different disciplinary team members, enabling 
a diversity of professional expertise to be available to manage 
complex problems. Teamwork contributes to accurate assessment 
and integrated medical and social care, with frequent and open 
communication among all involved;7 it has been found to improve 
communication about end of life decisions, including advance 
directives and do not resuscitate orders in the intensive care unit.8

Traditionally, a hospice team consists of a core team of physi-
cians, nurses, psychologists, social workers, physiotherapists, 
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and chaplains. Other staff who may also be core team members 
include bereavement support workers, administrative support 
workers, speech and language therapists, occupational thera-
pists, dieticians, pharmacists, complementary therapists, and 
librarians. Sometimes, however, these disciplines work in a liai-
son structure with the core hospice team.9 The core team usually 
meets face to face to discuss their patients once weekly, sometimes 
more regularly.10 The team may consist of a relatively small num-
ber of people depending on the context in which they practice, 
and the core (specialist) professionals differ according to the set-
ting of the service. In the United Kingdom, physicians tend to 
have joint appointments with inpatient hospices and acute hos-
pital settings in the community. However, specialist hospice and 
palliative care nurses generally work either at inpatient hospices 
or in specialist roles within a hospital setting or in the community. 
Therefore, hospice physicians attend team meetings in different 
hospital, inpatient hospice, and community settings, while other 
palliative care specialists such as chaplains, social workers, and 
nurses are usually employed in one setting. In one flagship service 
in the United Kingdom, a palliative care unit situated in the com-
munity identifies the clinical nurse specialist as the care coordi-
nator. This coordinator integrates care within the hospice team 
and the wider network of general palliative care providers and 
has rapid access to specialist skills and care provision, enabling 
home-based, end-of-life care.11

The team meeting offers the opportunity for healthcare pro-
viders to communicate openly with each other, enabling them to 
tell the story of their patient encounters and to hear about other’s 
encounters.12 Highly experienced palliative care nurses report the 
importance of facilitating the patient story; these nurses are skilled 
at communicating the patient/family story in the team meeting.13 
Increasingly, the family is the focus of care, particularly at the 
end of life, and the conceptualization of dying begins to emerge 
and focus on the patient as part of the family.14 This relational 
approach to care enables the family needs to be addressed as part 
of patient- and family-centered care.

Of course team communication does not take place only in the 
formal setting of the team meeting; much communication may 
be informal and backstage, during breaks or in corridors. This 
communication is called “embedded teamwork.”15 Embedded 
practices were found by Ellingson15 to be flexible ways for blur-
ring disciplinary boundaries and working around hierarchical 
structures and boundaries, enabling micro-negotiations to take 
place away from the formal team meeting. The hospice team may 
also be a “virtual team,” a wider team supporting the patient and 
family. The virtual team consists of other general palliative care 
providers such as the general practitioner (GP), district nurse, 
pharmacist, and school support staff, for example. In the United 
Kingdom, there is recognition of the wider team offering general 
palliative care team in primary care.16 The general palliative care 
professionals have training in the palliative care approach and can 
draw on the hospice team for support.17

Use of e-Technology in Hospice Teams
Increasingly, innovative approaches use telemedicine within hos-
pice work, and the concept of the e-hospice and the virtual hos-
pice has emerged. Within the virtual hospice, video conference 
software and Skype can facilitate virtual visits by interdisciplinary 

team members to patients at home. The use of e-technologies can 
facilitate communication at a distance and enable the patient and 
family to contribute to hospice team meetings. One such innova-
tion is ACTIVE (Assessing Caregivers for Team Intervention via 
Video Encounters) that enables patient and family presence and 
involvement in hospice team meetings.18 The ACTIVE interven-
tion was found to increase caregiver’s confidence and trust in the 
team.19 Use of e-hospice initiatives provides an inclusive approach 
to patient and family participation in decision-making and helps 
overcome geographic barriers to patients’ and caregivers’ active 
involvement.

Barriers to Teamwork and Team 
Communication
While the goal of the team is to work together and collabora-
tively develop holistic care plans for patients and families, 
several barriers to teamwork can impede the team’s process. 
First, some team members may be protective of their area of 
expertise and reluctant to work in an interdisciplinary way, 
resulting in professional rivalries and conflict.20 In one study, 
a lack of cooperation was identified as “different perspectives 
on prognosis and objectives” for a patient; it was also reported 
that there were strong views on what should and should not be 
discussed in team meetings.21 Second, teamwork can be eroded 
when team members are critical of hard-to-help patients and 
forego professionalism with colleagues.22 However, for collabo-
ration to emerge from the team meeting format, team members 
must take a neutral position when presenting and discussing 
patients23 and have the confidence to challenge others’ nega-
tive presentations of the patient.24 Specialist nurses who take 
a neutral position when presenting patients in team meetings 
have been found highly effective in solving complex family 
problems.25

The portrayal of patients and families in hospice team meetings 
can affect patient and family outcomes as well as decision-making. 
Opie cites an example of a team that lacked generosity and imagi-
nation, where the patient was characterized as greedy and demand-
ing; that characterization, left unchallenged, could have had 
negative effects for the patient.26 Taking a neutral position in team 
meetings and “thinking jointly” together is a marker of teamwork. 
Skilled communication strategies enable the team to move beyond 
a focus on biomedical information to sharing knowledge of the 
patient (and the family) as a person with emotional, psychosocial, 
physical, and spiritual concerns, thus enabling person-centered, 
holistic care.

Finally, ethical and moral dilemmas among team members can 
impede teamwork and team communication. For example, team 
decisions about the use of palliative sedation or discussions about 
best placement for patient care can reveal differences of opinion 
among team members and cause conflict. Teams that are inter-
disciplinary in scope and focus on emotional and spiritual con-
cerns as well as the physical and medical aspects of care are able 
to more effectively navigate ethical dilemmas related to care plan 
decision-making.27 When dilemmas arise, threats to interdisci-
plinary teamwork can emerge from overly strong medical or nurs-
ing direction with unequal regard for psychological and spiritual 
care planning. More training is needed so that team members 
from psychosocial disciplines (such as social work and chaplaincy) 
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develop the communication skills necessary to competently and 
confidently speak up during difficult decision-making.28

Studying Team Talk
Talk among colleagues in team meetings, known as team talk, is 
one way that team members demonstrate professional knowledge 
and skill of practice to colleagues.29 Hospice team members per-
form and display their disciplinary expertise and skills by giving 
a credible account of their patient practice. Team members com-
municate and display their professional identity and manage their 
credibility with other team members by demonstrating attention 
to total care and symptom management.30 Case presentation sets 
the tone for team talk within the team meeting, and the specialist 
nurse can influence the direction of the team’s discussion.

This section provides naturally occurring data taken from 
an audio-recorded hospice team meeting. Box 41.1 shows the 
audio-recording transcript of a hospice team meeting as part of 
my 2004 research. The aim of the research was to understand how 
the hospice team carried out interdisciplinary teamwork in prac-
tice, and the focus was on the everyday accomplishment of hospice 
team meetings. The study was situated as ethnography of institu-
tional discourse, and the tools of discourse analysis were applied 
to the data to enable an in-depth analysis of team talk.

Present at the meeting were two community palliative care 
nurses (CPCN), a social worker, and two physicians. A  CPCN 
describes a distressing situation that emerged when she visited 
a confused, upset patient and her distressed daughter in a local 
care home. Telling a story is one way to command the attention 
of other team members; stories told in medical settings have dif-
ferent genres such as puzzle, mystery, or atrocity story.31 Here, the 
CPCN tells a mystery story concerning patient P, a former ballet 
dancer, who has dementia and is in pain. The CPCN reports on 
the distressing situation that has occurred with the daughter in 
the care home. As the CPCN presents the case, she crosses a num-
ber of disciplinary boundaries, including the boundary with the 
physician and the social worker, to sort out the troubles presented 
within the care home.

The CPCN describes how the daughter has gone to see her mother 
in the care home and found her very distressed and agitated (line 
26). The CPCN presents the situation from the daughter’s and the 
nursing home’s point of view. She presents the daughter’s distress 
as linked to the mother’s distress. She tells the story objectively 
without criticizing the daughter, despite the daughter’s reported 
criticisms of the care home’s failing to manage her mother’s pain. 
The CPCN understands the nursing home’s dismay, especially as 
the daughter was trying to contact the GP. The story is told as a 
dramatic incident with a breakdown of relationships within the 
nursing home and possibly with the GP. However, the CPCN is 
cautious; she does not attribute blame for this situation and tells 
the story carefully, keeping a neutral footing that enables her to 
eventually sort out the situation. The daughter’s criticism threat-
ens the care home staff and their inability to act appropriately and 
relieve her mother’s pain.

The CPCN, by using interactional caution, minimizes the 
conflict and team disagreement. The CPCN works to maximize 
agreement among team members by distancing herself from the 
situation in the care home; her objectivity promotes consideration 
of the problem and active problem-solving through discussion. 

Box 41.1 Transcript From an Audio Recording of a Hospice Team 
Meeting, Part 1

1 CPCN We’re doing psychological yeah psychosocial.

2 I’ve been to sort out one of Estelle’s patients at lunchtime

3 that’s why I’m late. Do you remember, doctor, a little lady

4 called P who is now 88? Ah who is in a ()

5 nursing home one of [nurse E] and she’s she was

6 referred to us I think by St Paul’s and she’s hmm got

7 metastatic squamous carcinoma of the skin and possibly bone

8 and hmm

9 Dr Yeah

10 CPCN And hmm when she was referred, Louise from

11 St. Paul’s, had put her on a fentanyl patch because she felt

12 she had some some pain hmm. She has also got quite 
severe

13 dementia. She’s the ex-ballet dancer does anyone (ring any

14 bells) her?

15 Dr Did she come in?

16 CPCN No. Estelle’s just done, I think, either one or two

17 visits.

18 Dr I seem to remember Estelle talking about it, about her

19 being a ballet dancer.

20 CPCN Estelle went on the 24th and had various phone

21 calls and was planning to meet the daughter on the 4th so

22 that’s where it is up to. Anyway ah in the message book, that

23 the deputy had written, various phone calls, yesterday, from the

24 daughter who has got herself quite distressed, because she had

25 gone to see her mother in the nursing home and her 
mother

26 was very distressed and agitated and she felt she had

27 significant pain and she didn’t think the fentanyl 25

28 micrograms was touching her. This lady does get distressed

29 when she’s not in pain apparently ah because of her 
dementia

30 and then she can be, you know, very agitated and striking out

31 at people and things like that. But with the daughter 
yesterday

32 she wasn’t doing that she was just, according to the 
daughter,

33 in a lot of pain and she couldn’t get the nursing home to do

34 anything constructive about the pain, and so the daughter was

35 sort of looking through the notes and trying to ring the GP,

36 and all that, which of course upset the nursing home as well.

37 You can imagine. So hmm

Note: CPCN = community palliative care nurse.

 



CHAPTER 41 team communication in the hospice setting 343

This approach, called professional neutralism, has also been found 
in studies of family mediation.32 A  neutralistic footing allows 
mediators, in this case the nurse, to constitute their relationship in 
professional terms and discourages team members from height-
ening the emotional intensity implicit in disputes within interac-
tions. The CPCN speaks to the patient’s daughter and offers her 
further support, and she also sorts out P’s medication so her pain 
can be managed more effectively. The CPCN proceeds with cau-
tion and tact with regard to the daughter, the nursing home, and 
the team. By objectively presenting the evidence and the solution, 
the CPCN diffuses the explosive situation in the care home. Her 
neutral positioning enables team members to see her as a profes-
sional, able to solve a difficult situation.

Box 41.2 shows the continuation of this conversation. The 
CPCN believes that P could benefit from some Oramorph, to 
which the doctor replies, “Liquid. Absolutely” (line 38). Also, the 
daughter believes her mother is able to take a liquid on a teaspoon 
(line 40). This action is agreeable to the doctor and to the daugh-
ter; the CPCN has spoken to the GP, who presumably also agrees 
with this. Following the sorting out of the pain problem with 
oral medication, the CPCN launches into a “psychosocial read-
ing” of the case by identifying the daughter’s need for support, 
the daughter leading a very busy life traveling with a lot on her 
mind. The CPCN identifies her knowledge of supportive care for 
the caregiver: “I think [she] could do with psychological support” 
(lines 42–48). The CPCN understands the daughter’s difficult 
circumstances. The CPCN suggests that the daughter’s distress 
is, in some part, caused by her lack of psychosocial support. The 
CPCN’s interpretation is bolstered by reports that the daughter 
is eager to accept psychosocial support when it is offered. The 
daughter responds: “yes please” (line 48). In this shift, the CPCN 
accomplishes what the mystery is and the cause of the troubles, 
namely a lack of support for the patient’s daughter. The CPCN is 
now acting as an intermediary for P’s daughter and in her reading 
of the daughter’s need for support.

The CPCN, by interpreting and acting on the problems in the 
nursing home, undertakes “rectification work.”33 By spending 
time talking with various people and maintaining a neutral foot-
ing, the CPCN begins to stabilize the disruption caused by the 
daughter’s criticism of the staff’s competence. However, if the 
CPCN had chosen to frame the story as an “atrocity story,” the 
case presentation would have highlighted the insensitive behav-
ior of the nursing home staff. Instead, the CPCN focuses on 
problem-solving and establishes her professional strengths with 
team members. With this approach, she is able to organize her 
report in a way that makes her look professionally competent.34

The case presentation enables team members to work together 
to resolve a difficult situation in a mutually acceptable way. The 
CPCN achieves “definitional privilege,”35 an approach that con-
veys neutrality and defines the case as “not just about pain.” She 
leads the team to focus on the psychosocial interpretation of the 
problem. This supports White’s contention that the case is, in 
part, constituted through the telling, and in telling cases, health-
care providers are not only engaged in using knowledge but also 
in making knowledge.35 The CPCN makes this case of psychoso-
cial support the business of the team. During her discussion of 
the support needs of P’s daughter, the doctors remain silent. The 
CPCN successfully shapes the patient’s case as inclusive of pain 
and psychosocial distress, thereby achieving definitional privilege.

Box 41.2 Transcript From an Audio Recording of a Hospice Team 
Meeting, Part 2

38 Dr Liquid. Absolutely.

39 CPCN Because the daughter thought she would take a

40 liquid. She thought she would take a teaspoon if it 
had been

41 available to give her. So I rang Dr. Jordan regarding that 
but

42 also what I did do was hmm I talked a long time to the

43 daughter about if she thinks she could benefit from some

44 support because this daughter is travelling to and from

45 America and you know she’s got a lot on her mind 
and you

46 know she’s lost all her control since the mother’s at the

47 nursing home and she’s I think could do with 
psychological

48 support. When she said, “yes, please.” So hmm I was 
going to

49 do a referral to you, but I don’t know if your 
inundated? I’m

50 quite happy to take her on because I’ve got some 
space so I’ll

51 do a referral and hmm hmm you can

52 Social Worker Well, we are both quite busy at the moment we

53 had quite a lot of referrals.

54 CPCN Okay.

55 Social Worker Ahm.

56 CPCN I don’t mind whichever way you want to play it,

57 but I really think, you know, that she would you know, 
she’s

58 beginning to see, difficult to see the wood from the trees,

59 really but I think you know she’s actually asking for 
support,

60 and I think from the commotion that happened 
yesterday.

61 You know, the fact that she rang here and was saying, 
“what is

62 the hospice about,” you know, because it didn’t come 
out. So,

63 you know, I think she’s reached sort of fever pitch and 
I think

64 she really needs

65 Social worker And yeah, you’ve obviously have met the daughter.

66 CPCN And because Estelle will be coming back to work

67 with the mother, I’m quite happy to take her on because I

68 won’t probably be involved with her again. Well shall 
I just do it then?

Note: CPCN = community palliative care nurse.
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The power of this interaction is best explained by White as a “not 
just medical” case presentation.35 In a study of healthcare provid-
ers’ talk in child health settings, White concluded that there are 
three types of case presentations: medical, psychosocial, and “not 
just medical.” The “not just medical” is a mixture of medical and 
psychosocial case formulations; “powerful definitional privilege” 
involves the ability to determine whether a problem was medical, 
psychosocial, or a combination of both. The “not just medical sto-
ries” requires complex storytelling that includes rigorous atten-
tion to detail and the cross-checking of accounts. Negotiating the 
“not just medical,” however, seems to be dependent on the compe-
tencies that the individual provider brings to the meeting, not just 
clinical and psychosocial skills but the ability to give a credible 
account of one’s work with patients and families. To render a cred-
ible account, the evidence presented “must be seen to appear that 
way to anyone.”36 Thus, when producing a credible account, one 
device is to draw attention away from the person producing the 
account toward the facts and evidence being reported.37

In this case, the CPCN goes on to make a claim to provide psy-
chosocial support for the patient’s daughter and then addresses the 
social worker (lines 47–48). The CPCN indicates that she could 
provide the support to the daughter, if the social worker is in agree-
ment. The CPCN presents her request in a way that defers to the 
social worker, “so I’ll do a referral and hmm hmm you can” (lines 
50–51). The CPCN is again being cautious; she avoids overstepping 
the mark by taking on a role that is usually the prerogative of the 
social worker. However, at lines 85–86, she leaves the decision to 
the social worker, who appears happy for the CPCN to assume this 
role. The CPCN has competently sorted out the care home commo-
tion by persuading the social worker that she can give the daughter 
the support needed. The CPCN functions as a specialist practitio-
ner, competent in both pain work and psychosocial support. She 
successfully negotiates across both the doctor and social worker 
boundary. This example supports the contention that functions 
usually considered part of the medical domain may be modified 
in practice and disciplinary boundaries blurred and negotiated in 
hospice team meetings. The hospice team is an important space for 
the construction and sharing of expert knowledge about the patient 
and for displaying one’s expertise and reputation as an effective 
team member. In the data presented here, hospice team members 
together construct their reputation and expertise through team 
talk that successfully solves the upset in the care home. The col-
legial positioning of team members enables the practitioners to 
shape patient and caregiver identity when they present cases. They 
have considerable influence on how the medical and psychosocial 
aspects of the patient experience are framed. The ability to listen to 
patient and caregiver stories, solve problems, and reach decisions 
in team settings involves a high degree of emotional labor that may, 
however, be difficult for hard-pressed staff with large caseloads.

Techniques for Improving  
Team Communication
Team communication can be improved by examining the dis-
courses that shape the information presented in team meetings 
and the representations of patients, families, and other healthcare 
providers to colleagues.38 Care-planning decisions that focus on 
autonomy, loss, change, grief, and dependence are different from 
care-planning discussions that focus primarily on physical care 

needs. Transcripts from team meetings can be used as a basis of 
discussion to heighten awareness of team communication and 
decision-making.

Improving team communication involves taking the time to 
reflect on team processes and team communication. Thinking 
and working jointly, the process by which team members think 
about their work process, includes acknowledging the inevitabil-
ity of differential power relations between patients and healthcare 
providers and the ways that communication can be used to mini-
mize these differences. Other aspects of review that can improve 
team communication are feedback on performance from an out-
side evaluator and identification of mechanisms that foster appre-
ciation between team members. It should also be noted that team 
outcomes and goals need to be part of team reflection; this can be 
done by reviewing patient deaths and patient preferences for goals 
of care to see if care planning objectives were met. Reflection on 
the process of collaboration, plans of care, discharges, and review 
following a patient’s death are important processes for reviewing 
team effectiveness and support.

Reflexivity allows team members to focus on their work together, 
how team values emerge and influence team decision-making, 
and how these values reflect care planning decisions.39 Moral 
deliberation, a pause to reflect on decisions and to make prudent 
decisions,40 is suggested as a way for team members to transcend 
their disciplinary backgrounds and take into account other team 
member’s perspectives.41 For newly formed teams, it is impor-
tant to be aware of the process of building a team and the need to 
reflect on the challenges and conflicts as they arise.

Future Research
There is still much to study to improve patient- and family-centered 
care. Future research is needed on the effectiveness of hospice team 
communication and patient outcomes, the advantages of the vari-
ous hospice models, the role of informal and embedded teamwork 
in teamwork processes and patient outcomes, and patient and fam-
ily participation in team meetings and how their participation 
affects patient outcomes. Innovative research has shown that when 
family caregivers are included in team meetings, more psychosocial 
information is shared and patient-centered goals become more cen-
tral within care plans.42 The impact of patient and family involve-
ment in team decision-making in hospice has yet to be known.

There is some evidence, however, to suggest effectiveness 
of the hospice team in relation to facilitating home care and 
patient-centered care at the end of life.43 More research is needed 
to explore patient and family participation in team meetings, how 
this impacts case presentation and patient outcomes, and the ways 
that this approach can inform the use of technology as well as 
serve as a resource for team education.

Conclusion
Interdisciplinary teamwork and communication are central to 
patient and family centred care. Team communication strategies 
used by healthcare providers during interdisciplinary team meet-
ings were described in this chapter. These strategies include use 
of interactional caution to minimize conflict, professional neu-
tralism to enable mediation on behalf of patients and caregivers, 
problem-solving across professional boundaries by focusing on 
physical as well as psychosocial issues for patients and caregivers, 
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and negotiation of resources on behalf of patients to enable patient 
and family focused care. Barriers to communication can cause 
team conflict including issues of power as well as a lack of inte-
gration of physical and psychosocial issues by an overlying bio-
medical approach. However, ways to improve team collaboration 
and teamwork are considered and practical approaches to devel-
opment are suggested through focused reflection, moral delibera-
tion on decisions taken, and team building activities supported by 
education and research.
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CHAPTER 42

Team Communication in the 
Nursing Home Setting
Carol O. Long

Introduction
Long-term care refers to a broad range of medical and social ser-
vices provided in community settings for individuals who need 
assistance ranging from personal care through the end of life. 
Community-based settings that are classified as long-term care 
consist of adult day care, home healthcare, assisted living, hos-
pice, and nursing homes.1 Professional and paraprofessional 
healthcare services may be provided in a person’s own home or in 
institutional settings, such as the nursing home or assisted living/
residential care homes. The focus and purpose of this chapter is to 
describe nursing homes, nursing home residents, current efforts 
to integrate palliative care, and the essence of interdisciplinary 
teamwork and communication as a necessary intervention for 
promoting quality of care in the final years, months, and days of 
life. Two exemplars of team communication in nursing homes are 
also provided.

Historically, nursing homes in the United States emerged in the 
mid-18th century to meet the needs of the sick and poor and were 
located mostly in large cities.2 Over time, these settings became 
homes for the aged and spread widely throughout the United 
States. With the Social Security Act of 1935 and later healthcare 
insurance through Medicare and Medicaid, federal and state 
assistance for nursing home care became more available. Nursing 
homes are now a mainstay in the continuum of care, largely due 
to the limited ability or time of family members to care for their 
aged or infirmed parent and increasing life expectancy of older 
adults. People living in nursing homes are generally referred to as 
residents. Today, nursing home settings are designed to meet the 
ongoing short or long-term care needs of residents, young and old, 
who cannot routinely manage personal or medical care services in 
their own home.

As of 2011, there were 15,683 nursing homes with over 1.7 mil-
lion beds across urban and rural areas in the United States.3 
Approximately 1,000 nursing homes are classified as care continu-
ing care retirement communities that offer the continuum of care 
from independent living to assisted living and skilled nursing. 
Presently, nursing homes are mostly for-profit status (71%) with the 
remaining designated as nonprofit (23%) and government-owned 
(6%). Nursing homes can be stand-alone, independent, or part of a 
corporate entity or chain. Roughly 84% of nursing homes have 199 
beds or less, and the national occupancy rate is 82%.4

Today, close to 1.4  million residents live in nursing homes.5 
Over 63% of the residents are female and 82% are over the age of 
65. Most are white (68%) followed by black (21%), and the remain-
ing are Hispanic, Asian, Native American, or of two races/ethnici-
ties.3 The percentage of adults living in a nursing home increases 
dramatically with age.6 Among Medicare beneficiaries in nursing 
homes, 49% are covered by Medicaid.6 Additional ongoing care 
needs may be paid for by privately or through long-term care 
insurance.7 While it is expected that there will be tremendous 
growth in the number of aging adults in the years to come, the 
number of nursing homes and occupancy rate has dropped over 
the past decade. Resident acuity and segmentation of care has 
increased in the nursing home setting as individuals with more 
complex needs and comorbidities require higher intensity of care, 
placing greater strain on this industry and healthcare personnel 
providing care.8 Still, the projected scope, quantity, and locations 
of nursing homes needed to meet the demands of an aging popu-
lation is not known, and the financial support needed to sustain 
long-term care settings has not been calculated.

State and federal nursing home regulations guide everyday 
practice and safety. The Omnibus Budget Reconciliation Act 
of 1987 is the federal law that was signed into law by President 
Ronald Reagan and included nursing home reform. The Centers 
for Medicare and Medicaid Service have federal jurisdiction over 
nursing homes that participate in the Medicare or Medicaid pro-
gram. Nursing homes are licensed in each state and are deemed 
certified if they meet the federal conditions of participation. Over 
95% of nursing homes are dual-certified by state and federal enti-
ties. Quality measures for each facility are publicly reported on 
the government website Nursing Home Compare.9 External fed-
eral and state government and private entities, such as state and 
regional quality improvement organizations, the Administration 
on Aging Long-Term Ombudsman Programs, and Advancing 
Excellence in Nursing Homes support and monitor the quality of 
nursing home care.

Nursing homes are largely staffed by professional and para-
professional nursing personnel. Professional nurse and certified 
nursing assistant (CNA) staffing remains a challenge in nurs-
ing homes.5 Reports indicate an annual turnover rate of 66% or 
greater for CNAs.10 Maintaining continuity of staff in nursing 
homes is often a challenge to quality care, and significant turnover 

 

 



CHAPTER 42 team communication in the nursing home setting 347

of staff may lead to decreased understanding of the residents’ 
wishes or needs.

Supportive healthcare includes an array of contracted or 
in-house licensed or registered staff that are similar to acute care 
settings, such as dietary, pharmacy, therapy, and social services. 
An activities or therapeutic recreation department also orga-
nizes leisure activities for residents. Medical care is delivered by 
an individual or a group of physicians or nurse practitioners of a 
resident’s own choosing or through a contract with the nursing 
home. A medical director is responsible for the oversight of medi-
cal management in the nursing home.

Individuals residing in nursing homes generally require support-
ive care due to deficits in executing activities of daily living; in fact 
over 80% of residents have impairments with one or more activi-
ties of daily living. Half of nursing home residents are over the age 
of 856 and 68% are cognitively impaired.11 Some residents reside 
in a nursing home for an abbreviated time. Typically referred to as 
“short stay,” these individuals are typically admitted for skilled or 
rehabilitative care following an acute care or hospital stay. Skilled 
care in the nursing home is a Medicare benefit. Residents using 
the skilled benefit are not eligible to use the Medicare Hospice 
Benefit at the same time.12 “Long-stay” residents are those who 
reside in the facility for longer than 100 days, require continu-
ing or intermediate care, and typically do not return to the com-
munity or their home. While some residents may wish to return 
home, many are unable to do so. Oftentimes these individuals live 
out their final days in the nursing home setting. There is limited 
national data on the causes of deaths in nursing homes, and it is 
considered largely inaccurate. Among decedents 65 years of age 
and older, non-Hispanic white females are mostly likely to die in 
nursing homes.13 Those receiving formal end-of-life care are more 
likely to have at least one advance directive (AD).14

The nursing home industry has changed and evolved over the 
years, responding to external regulatory forces or a self-identified 
need to improve care. A recent thrust in the nursing homes is “cul-
ture change,” or the paradigm shift to reform care and improve 
satisfaction and quality of life for residents.15,16 Nursing homes 
are adopting person-centered care as part of the culture change 
movement. An emerging evidence base and grassroots effort sup-
port positive resident, staff, and facility outcomes related to this 
initiative.17 Thus resident choices are solicited, documented, and 
honored.

Another movement in long-term care is for residents to “age in 
place,” whereby individuals live at home until their death. More 
recently this term has been applied and expanded to include 
long-term care settings, such as nursing homes. Aging in place 
refers to a model of care where a full range of services is provided 
in one setting to address different levels of care.1,18 However, lim-
ited staffing, clinical knowledge, and skills expertise are barriers 
to providing end-of-life care to nursing home residents.

Currently there is a national initiative to reduce readmissions 
of all hospital discharged patients, including residents who were 
hospitalized within the past 30 days.19 Likewise, there is increased 
attention aimed at reducing the number of Medicare nursing 
home residents admitted to hospitals, as some medical conditions 
may be cared for in the nursing home. In a recent government 
report, medical conditions such as septicemia (13.4%), pneumonia 
(7.0%), and heart failure (5.8%), which account for an estimated 
6% of admission diagnoses, could be largely managed in a nursing 

home setting.20 Thus the cost of expensive and yet sometimes 
futile hospital care has provided momentum to ensure that resi-
dents receive quality care in the most appropriate setting.

Palliative Care in Nursing Homes
Palliative care spans the continuum of care and is a necessary 
component in all healthcare settings, including the nursing home. 
Palliative care moves end-of-life care principles upstream in the 
trajectory of care, occurring long before the last 6 months of life, 
and includes hospice in the continuum of care. Considering that 
almost one-quarter of residents die in nursing homes each year, it 
is imperative that palliative care is a standard service and philoso-
phy of care in these settings. In an analysis of Medicare claims, 
the proportion of nursing home decedents who received hospice 
care was 33.1% in 2006; most were female (67%), white (90%), 
and older than age 85 (55%).20 Accordingly, 18.3% of hospice 
recipients received end-of-life care in a nursing facility in 2011.21 
Unfortunately, the Medicare Hospice Benefit cannot be provided 
when the resident is receiving the Medicare skilled nursing facil-
ity benefit; therefore, the resident may forgo expert end-of-life 
care services if palliative care is not an integral part of the nursing 
home structure.12,22

However, recent Centers for Medicare and Medicaid Service 
regulations in nursing homes include key elements of palliative 
care. There are three federal and state licensure and certification 
requirements specific to end-of-life care in nursing homes. First, 
when a resident is enrolled in hospice while residing in the nurs-
ing home, hospice staff, the nursing home team, and the resident 
or representative must be actively engaged in the plan of care, 
which includes methods to manage pain and symptoms.23 The 
hospice team and nursing home staff must communicate with 
each other when changes are indicated to the plan of care, and 
each party must remain aware of his or her role in providing palli-
ative care. Second, the interdisciplinary team (IDT), with support 
and guidance from the physician, is responsible for the review, 
evaluation, indications for, potential risks, and benefits associ-
ated with feeding tube placement.24 This includes having a dis-
cussion about feeding tube placement or discontinuation with the 
resident or responsible party. The third requirement is related to 
ADs, which is specified in F-tag 155.25 Buoyed by the 1991 Patient 
Self-Determination Act, residents in nursing homes must be told 
of their right to execute an AD. Results from the 2004 National 
Nursing Home Survey and 2007 National Home and Hospice 
Care Survey indicated that 65% of nursing home residents had 
completed at least one AD, most commonly consisting of liv-
ing wills and “do not resuscitate” healthcare orders. Residents 
over age 85 and white were more likely to have an AD. Research 
shows that AD selection is largely determined by “individual atti-
tudes, cultural beliefs, health conditions, and trust in healthcare 
professionals.”26(p1)

Compliance with these regulations stipulates that policies and 
procedures should be in place regarding the right of residents to 
formulate ADs and to decline treatment and other related inter-
ventions. It further specifies that residents need to be informed 
and educated about these rights with the opportunity to develop 
an AD with the assistance of long-term care staff. Advance care 
planning is the process by which individuals identify their life 
plan for the future when they are no longer able to make those 
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decisions. It includes clarifications of values, preferences, and 
specifications of care. A documented AD allows people to com-
municate their healthcare preferences and designate a medical 
care proxy. Furthermore, the nursing home must determine a res-
ident’s capacity to understand information and make treatment 
decisions and then monitor care and services to ensure consis-
tency with his or her documented choices and goals. The nurs-
ing home IDT, along with the medical provider, is responsible for 
the execution and ongoing commitment to the completion of ADs 
and following residents’ expressed wishes.

Even with these regulations, several barriers to the implementation 
of palliative care in nursing homes exist, including limited financial 
resources for nursing homes and residents, less than satisfactory 
coordination and communication of care between the palliative care 
team and nursing home staff, inadequate pain and symptom man-
agement, and a lack of palliative care education for staff and staffing 
inadequacies, to name a few. Additionally, hospice is not widely used 
in nursing homes due to financial disincentives related to Medicare 
payment mechanisms, and the services and benefits may not be well 
understood.27 Nursing homes may feel threatened when the resident 
is “shared” with a hospice agency.28 Advance care planning is often 
limited and not specified, and, when this happens, there is a greater 
chance for burdensome and futile care. Overall, the shift to palliative 
care is incongruent with federal and state standards.29

Geropalliative care is an emerging concept in palliative care that 
describes quality of care for older adults and families in the last 
years of life.30 Geropalliative care includes management of mul-
timorbid conditions, recognizing the complexity of care for older 
adults.31,32 Geropalliative care is not setting or disease specific; 
rather it transcends these elements and illuminates broader care 
needs applicable in the nursing home setting. Differing health ill-
ness trajectories, burdensome treatments at the end of life, and 
lack of adequate advance care planning supports a holistic model 
of geropalliative care in nursing homes.

Burdensome transitions, treatments, interventions, and the 
prevalence of clinical patterns and symptoms in older adults reveal 
the need for palliative care in nursing homes. Health–illness tra-
jectories depict progressive decline and have wide applicability for 
residents in nursing homes, characterized by a short period of evi-
dent decline, prolonged dwindling, and long-term limitations with 
intermittent serious episodes.33,34 These trajectories, and their 
implications for different medical conditions, are useful in guid-
ing practice and the work of the nursing home IDTs, particularly 
when a resident experiences a significant obvious change in con-
dition (e.g., hip fracture, stroke, myocardial infarction) or one 
that is less obvious (e.g., weight loss, pain, falls, incontinence, 
repeated infections). The high incidence of pain, prevalence of 
feeding tubes, restraint use, pressure ulcers, multiple hospital-
izations, time spent in the intensive care unit, lack of hospice 
care, and unexpected weight loss are described as discomfort and 
identified by poorer quality of care, particularly for those with 
advanced cognitive impairment.35–37

General knowledge about palliative care is essential but also lack-
ing for staff in nursing homes.38 Targeted palliative care education 
is necessary for direct care workers, support staff, and manage-
ment. The End-of-life Nursing Education Consortium geriatric 
curriculum provides fundamental principles in palliative care 
practice.39,40 Following a person-centered approach, staff need to 
know what residents want and how to create a culture of comfort. 

They also need to be able to recognize geriatric syndromes, 
uncomfortable symptoms, pain, and the primary causes of death 
for older adults so that targeted comfort approaches can be insti-
tuted early on in the care trajectory. Content and concepts related 
to loss, grief and bereavement, quality of life, spirituality, and cul-
ture are essential skills. Topics on communication with residents 
and other team members are necessary for the nursing home staff 
and members of the IDT.

Thus while current palliative care guidelines and government 
regulations emphasize the principles of palliative care, formal pal-
liative or “comfort” care has yet to become adopted or widely avail-
able in nursing homes.41 A palliative care approach affirms life and 
maximizes quality of life in the end-of-life journey and needs to 
be widely available for residents in nursing homes. A model of 
palliative care in nursing homes must include an identifiable IDT 
structure with a working knowledge of geropalliative care prin-
ciples to augment best practices.

Models of Palliative Care in the Long-Term 
Care Setting
The World Health Organization defines a team as two or more peo-
ple working interdependently toward a common goal.42,43 IDTs, 
which are composed of people from more than one discipline, rely 
on the synergy and expertise of team members to actively commu-
nicate, collaborate, and share information to work toward a com-
mon goal.43 Both palliative care and long-term care settings rely on 
team-based structures. The lack of a defined team and turnover of 
staff can lead to inconsistent care and not “knowing the person.” 
While models of teamwork and communication methods and 
tools require specificity, various palliative care models are evident 
for some nursing home settings and nonexistent in others.

In the nursing home setting, Medicare requirements stipulate 
that interdisciplinary care conferences be held on admission, 
quarterly, and as the medical condition of the resident changes. 
A registered nurse must conduct and coordinate each assessment 
with the appropriate participation of healthcare professionals. 
These meetings are attended by other IDT members, and com-
prehensive care plans are reviewed and needs addressed upon 
completion of the comprehensive assessment that includes the 
physician and other appropriate staff, the resident (if able), and 
resident’s family or legal representative.

To integrate palliative care into the nursing home setting, and to 
enable the palliative care and nursing home IDTs to work together, 
Meier proposes using one of the following models: palliative care 
consultation services, hospital-based palliative care consultation 
service, or nursing home services–integrated palliative care and 
hospice care.44,45 More recently three other models for palliative 
care in nursing homes have been suggested. These include nursing 
home–hospice partnerships, external palliative care consultative 
teams, and in-house teams or specialized palliative care units.46 
Table 42.1 lists three of the prevalent palliative care models that 
interface with nursing homes.

Nursing Home Teams and Communication 
Education
Often related to size and the organizational mission, differ-
ent team structures exist in nursing homes. These may include 
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administrative teams, ad hoc teams, care teams, IDTs, and others. 
Regarding palliative care, nursing homes interface with external 
teams, such as hospice or hospital/community-based palliative 
care teams, and others may create their own palliative care team. 
Regardless of the team structure, a core palliative care skillset is 
necessary, and team members participating in a palliative care 
or any other IDT should include skilled nursing staff, the CNA, 
medical providers, and social service, dietary, and activity staff, 
at a minimum. A  team model is essential, and communication 
structure and flow must be defined. Palliative care IDTs can sig-
nificantly improve the lives and reduce negative outcomes in the 
residents who live in nursing homes.14,43,47

Although not tested in nursing home settings, the COMFORT™ sm 

curriculum provides seven principles for patient and family care 
and includes modules on Communication, Orientation and 
Opportunity, Mindful presence, Family, Openings, Relating, 
and Team.48,49 As a model of interprofessional communication, 
members of the nursing home IDT would benefit from instruc-
tion on COMFORT™ sm, as the curriculum includes attention to 
self-awareness, collaborative practice, and person-centered com-
munication. The COMFORT™ sm curriculum incorporates prin-
ciples of team cohesion, consistency, and managing conflict. 
Overall, it supports team camaraderie, a necessary component of 
any effective nursing home setting structure.

Two additional evidence-based team models and educational 
approaches have been developed for use in nursing home set-
tings:  Team Strategies and Tools to Enhance Performance and 
Patient Safety (TeamSTEPPS™) and the Geriatric Interdisciplinary 
Team Training (GITT). While originally targeted toward patient 
safety initiatives, TeamSTEPPS™ focuses on four competency 
areas:  team leadership, situation monitoring, mutual support, 
and communication. TeamSTEPPS™ Long-Term Care has been 
adapted to include long-term care settings such as nursing homes, 
assisted living, and care continuing care retirement communities. 
The standards of effective communication are completeness, clar-
ity, brevity, and timelines. The TeamSTEPPS™: Long Term Care 
Version coaches staff in nursing home settings to use tools to com-
municate efficiently.50

The GITT training is a Hartford Institute for Geriatric Nursing 
resource created in 1995 and is currently being updated for the 
training of IDTs who care for older adults.51 While the curriculum 

does not specifically address palliative care, the manual and train-
ing includes topics about the team, teamwork roles and respon-
sibilities, communication and conflict resolution, care planning, 
multiculturalism, ethical care, and teamwork. GITT is a standard 
resource for geriatric team training.

Several methods of training that accentuate the team approach 
and communication have been developed that are specific to pal-
liative care or geriatric IDTs; however, none address the unique 
context of nursing home settings. Elements to consider in nursing 
home IDTs include structural or foundational features, process 
components, and measureable outcomes. Necessary structural 
components may include an identifiable palliative care IDT and 
clear designation or roles of team members with specified inter-
face with the nursing home organization. Process components 
focus on interprofessional education in palliative care, collab-
orative and coordinated approaches to care, and communication 
channels. Outcomes for residents could range from specific prob-
lem areas, such as incompletion of Ads, to targeted palliative care 
for residents who are high risk using geropalliative care principles.

Palliative Care Communication in the 
Nursing Home
Good communication is at the heart of the nursing home service 
delivery model, and it is an essential competency for all staff. Various 
communication tools and measures have been propagated in nurs-
ing homes, although none are specific to palliative care. While a 
curriculum in palliative care communication is necessary, several 
tools and methods are presently available and used in nursing home 
IDTs to improve communication and augment resident-focused 
practice. Many can be used or adapted by the internal nursing 
unit team, palliative care team, or external palliative care team or 
hospice staff who come to the nursing home to care for a resident. 
A summary of communication strategies are briefly outlined next.

Briefs or Huddles
Briefs or huddles are short- or long-term quick staff meetings to 
share and problem-solve issues “on the spot.”52 Huddles can occur 
at the start or end of a shift or target quality improvement topics 
related to clinical care and may or may not include the entire IDT. 
Huddles provide an effective way to foster ongoing communication 

Table 42.1 Comparison of Nursing Home Palliative Care Models

Model Description Team Interface

Nursing Home—Hospice 
Partnerships

Under the Medicare Hospice Benefit or commercial insurer, hospice 
care is provided to the resident in the nursing home usually under 
contract. The nursing home provides room, board, medications, 
and the usual services but is paid for by hospice.

Hospice oversees the plan of care and supplements nursing 
home services. Joint team meetings between hospice and 
the nursing home guide the plan of care. Hospice brings 
expertise in pain and symptom management.

External Palliative Care 
Consultation Teams

These community-based teams are based in medical provider office 
practices, hospices, or hospital palliative care services. Medical 
consultation is paid for by existing Medicare or commercial payors 
directly and not through the nursing home or hospice.

Resident-specific consultations focusing on palliative care 
management are conducted in the nursing home. No 
formal communication or team model is known.

Internal Team or Specialized 
Palliative Care Units

In this model, the nursing home has built-in capacity to provide 
palliative care to residents through specialized programs or in 
palliative care units (see exemplars in text). Hospice is still provided 
to residents.

The nursing home in-house team is the palliative care 
team, managing care and advance care planning as an 
integral part of the nursing home structure. Usual nursing 
home team communication is followed.
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at the time the need is more pressing, such as evolving critical 
issues. All staff hears the information at the same time with the 
meetings lasting no more than 5 to 15 minutes. Plans, outcome, 
and contingency plans are discussed. With a focus on quality 
of life and palliative care, specific targeted areas should include 
pain and symptom management, grief and family support, and 
general comfort needs. Perhaps residents are complaining about 
unanswered call lights when requesting pain medications. Staff 
may meet once to identify the problem and agree on the need to 
explore further. Future targeted meetings focus on possible causes 
and remediation with an objective to resolve the complaint.

Debriefs
Debriefs are short, informal, information-exchange and feedback 
meetings held after an event or end of a shift. Debriefs hone in on 
teamwork skills while examining targeted outcomes with efforts 
for future improvement. Debriefs could be used after a problem 
on the nursing unit. An example of a debrief may be the difficulty 
staff members have after the death of a resident. Staff members 
routinely meet in the lunch room to debrief by sharing stories 
about the resident and meaningful times spent together as a way 
to cope with the loss.

Daily Stand-Up Meetings
These meetings are similar to huddles but occur at the start of 
each day with similar goals: to help start the day well, to support 
improvement, to reinforce focus on the right things, to reinforce 
the sense of team, and to communicate what is going on. This 
team-building skill focuses on communication and teamwork 
and fosters self-management and empowerment and reinforces 
open communication that allows staff to raise questions and offer 
solutions within the team. Everyone attends. While staff members 
still receive individual reports from the shift leaving the unit, this 
method captures team spirit and affirms the focus on resident 
care and comfort. For example, daily stand-up meetings are use-
ful to discuss residents new to hospice and current trends from 
the Minimum Data Set 3.0 reports on problem areas related to 
pressure ulcers, pain, or other measures that necessitate palliative 
care intervention.

Situation–Background–Assessment–Recommendation
SBAR is a standardized format for communicating to other team 
members about a resident’s condition and is known to be used 
across a variety of clinical settings. For example, SBAR can be 
used by the registered nurses to “hand off” or communicate to 
the physician about a resident’s need for pain medication. In this 
communication, both the medical prescriber and staff member 
dialogue about the presenting issues and joint recommendations 
are reached.

Check-Backs and Call-Outs
A check-back validates information exchanged, confirming that 
the message was communicated and the sender verified receipt of 
the message. A call-out communicates critical information about 
a resident during an emergency. An example of a call-out situation 
may be an unexpected hemorrhage at the end of life. An example 
of a check-back is when both the message sender and receiver 
verify the information received, repeating it back to the sender. 

In this situation, both parties may agree on clinical interventions 
that support the resident and the family, such as rapid sedation 
and possible environmental changes that promote comfort.

Handoffs
Sometimes called “handovers,” handoffs are the effective sharing 
of pertinent information to other team members. Handoffs can 
be used at the end of shifts or intermittently when new care team 
members need to be apprised or updated about a resident’s condi-
tion. Handoff information typically includes the residents’ diag-
nosis, recent changes in their condition, treatment and services, 
the plan or goals of care, and any recent or anticipated changes. 
During the handoff, authority and responsibility is transferred to 
the other team member. An example of a handoff may be a CNA 
who is leaving the nursing unit for lunch and is communicating 
to a fellow CNA and nurse about the terminal condition of a resi-
dent. During the handoff, both CNAs and the nurse may visit the 
bedside of the resident.

Resident Rounds
As noted, as people age, they are likely to be institutionalized in 
a nursing home and are most likely to die there. At-risk rounds 
help to target residents who may trigger for an emergency depart-
ment transfer event, geriatric syndromes, progressive medical 
condition or disease trajectories, and unrelieved chronic pain.53 
Bedside rounds conducted at regular intervals focus specifically 
on goals of care; an example would be the daily evaluation of resi-
dents for fall risk or those new to pain medications.

Practice Tools
The Interventions to Reduce Acute Care Transfers (INTERACT) 
Version 3.0 program focuses on the means and tools to equip 
nursing homes to reduce transfers to the hospital and has numer-
ous tools that augment palliative care.54 INTERACT includes 
advance care planning tools; decision-support tools for change in 
condition, such as a review of acute care transfers and numerous 
care paths; and quality improvement and communication tools 
to facilitate information-sharing between the nursing home and 
hospital. When used routinely, these tools guide practice and are 
known to reduce admissions to acute care settings.

While current communication approaches tools target team-
work, it is important to note that the resident’s family members 
are an integral part of the team. Family members may become 
isolated and feel like visitors while their loved one is in a nursing 
home. It is not uncommon for family members to feel tremendous 
guilt related to the resident’s nursing home placement. Especially 
at the end of life, family members need the opportunity to advo-
cate for their dying relative, as they can feel misinformed and 
excluded from care planning.55 The palliative care IDT can work 
with nursing home staff to ensure that family members under-
stand the dying process.56 Family conferences are one communi-
cation tool that can be used to strengthen relationships among the 
care team, family, and resident. The care conference is best suited 
when the setting is right, the entire interdisciplinary care team 
is present, and a structure or agenda is in place.57 The palliative 
care team can help provide family support by offering assistance 
with finances and finding community resources. The palliative 
care team is also able to help nursing home staff facilitate family 
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conferences aimed at making care decisions congruent with resi-
dent and family goals of care and engaging family members in 
emotion work by recounting the resident’s life and wishes. A main 
component of these conversations include education about pallia-
tive care, hospice, and quality of life.

Team Communication in a Nursing Home
Understanding teams and implementing communication best 
practices in nursing homes has been largely understudied and 
palliative care communication not well described in the literature. 
The best way to illuminate practice is to provide two exemplars fea-
turing varying methods of teamwork and team communication.

Exemplar 1: Beatitudes Campus in Phoenix, Arizona
Beatitudes Campus, a nonprofit, faith-based, continuing care 
retirement community, serves 700 older adults and thousands of 
families in Phoenix, Arizona. The campus employs approximately 
450 staff members who work around the clock in a variety of roles 
from many different departments. The Health Care Center is a 
72-bed nursing home comprised of two Neighborhoods that serve 
residents with long-term care, rehabilitation, and dementia care 
needs. Staff communication has always been highly valued, yet 
one area that has proven to be particularly challenging is com-
munication across departments and shifts as it relates to caring 
for people living with dementia. Stressful situations range from 
a team of painters interrupting a much-loved musician who only 
plays once a week to family communication challenges about care 
decisions when a resident’s condition changes. To meet these chal-
lenges, the staff at Beatitudes Campus were required to complete a 
standardized communication plan for all departments and shifts, 
giving structure to a team-based model of communication.

A team meeting approach was developed to facilitate dia-
logue across departments and shifts in the Health Care Center. 
Formal meetings, called Neighborhood and Core meetings, were 
created to collect and disseminate information among provid-
ers. Facilitated by a trusted, nonbiased staff member, each team 
meeting is held weekly on the same day and time for 30 minutes. 
Members of each team are encouraged to discuss barriers and 
concerns regarding implementation of palliative care, and team 
members are required to provide a reasonable solution to the con-
cern. Using this team-based approach for care planning empowers 
staff to work as a team and develop a culture that promotes com-
fortable and successful experiences for everyone.

Neighborhood meetings are attended by staff working in a par-
ticular area or Neighborhood in the Health Care Center. Each 
member of the team is encouraged to participate in the meeting 
and has an equal voice regardless of his or her position or depart-
ment. The purpose of the Neighborhood meeting is to create 
comfort and eliminate distress by exchanging information about 
residents and families. The meeting focuses on getting to know 
each person in depth and sharing strategies that would maximize 
individual comfort and minimize distress. Staff learn from each 
other what strategies worked best for “Mrs. Jones” or “Mr. Green,” 
and the exchange brings them closer together as team.

The second team meeting, known as Core meetings, represent 
all Beatitudes Campus departments but does not include every 
staff member from the Neighborhood. Again, each member of 
the Core team has an equal voice and is responsible for bringing 

concerns of people with dementia to the meeting. The purpose of 
this meeting is to review all healthcare systems and implement 
changes toward dementia-friendly practices. Because Core meet-
ing members represent the larger Neighborhood staff, they are 
obligated to promote the well-being of everyone.

Still, team communication challenges remain. Initially, some 
staff members believed they had all of the answers and that 
other people’s opinions or decisions did not matter. Other staff 
were reluctant to speak up and share information or engage in 
decision-making activities. Managers had concerns that either the 
Neighborhood or Core meeting would result in staff arguments, 
would decrease morale, or that team members would go outside 
their scope and ability by attempting to create changes that were 
not appropriate. In these situations, open communication was 
thwarted. Each of these challenges was eliminated by ensuring 
total transparency in the communication process. Meeting min-
utes are taken and available for every staff member to read. When 
warranted, staff were coached individually on how to embrace 
differing opinions of peers from other shifts or departments or 
how to speak up and or participate in decision-making activi-
ties during meetings. Finally managers, with the help of both the 
Neighborhood and Core members, drafted parameters for what 
could and could not be done within the scope of the meetings.

The process of developing and implementing team commu-
nication plan took approximately 6  months. Once in place, the 
Neighborhood and Core meetings were successful across all 
departments and shifts. The teams have experienced continuous 
success as staff members see their work come to life. As a result, the 
Neighborhood has developed and implemented a strong pain man-
agement program, reduced rejection of care, and limited use of anti-
psychotics or anxiolytics; in addition, families are satisfied with this 
shift toward palliative care. Staff from all departments have benefit-
ted greatly as well, with improved morale and job retention.58

Exemplar 2: Donald Coburn Centre in Sydney, Australia
The Donald Coburn Centre is a 180-bed nursing home located in 
Sydney, Australia. It is one of 17 residential aged care facilities admin-
istered by Anglican Retirement Villages (ARV), a not-for-profit 
Christian organization and large aged care provider caring for over 
6,000 residents and clients across the diocese of Sydney. Care is pro-
vided in both residential care homes and within the community. 
The nursing home is in a growing area of Sydney, and the majority of 
residents come from a middle-class Anglo-Australian background, 
although the resident demographic is becoming increasingly multi-
cultural. Residents require high-level nursing assistance, and most 
are older adults who are physically frail and living with multiple 
comorbidities. Forty-five of the nursing home beds are contained 
within a dementia-specific unit. People residing in this area are 
those who have been found to have more challenging behavior, 
ranging in age from 50 to 100 years old.

The nursing home has access to the organization’s pallia-
tive care nurse specialists, who provide a system of referral for 
those residents whose end-of-life needs are complex. The pal-
liative care nurse team offers support, advice, and education to 
residents, families, staff, and general practitioners. The pallia-
tive care nurse specialists have close working relationships with 
specialist palliative care community teams for further support 
when required.
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Recognizing that many of the residents entering the nursing 
home are in the latter stages of their lives, a family conference is 
called with the resident present (if appropriate) and the family 
(or responsible party) within the first 28 days of admission to the 
facility. Attendance at this meeting is open to any staff member 
who is involved in the resident’s care, including but not limited to 
the registered nurse, physiotherapist, lifestyle leader, chaplain or 
pastoral care worker, care staff, and supervisor of food services. 
The senior registered nurse is responsible for organizing this 
meeting and leading a discussion of care needs and reviewing any 
family concerns or problems.

At the first family conference, emphasis is placed on opening 
discussion around future care wishes, especially when there is 
a decline in the health of the resident. Senior registered nurses 
at the center have been coached in conducting these sensitive 
conversations, allowing the family and the resident to consider 
medical interventions that would or would not be acceptable. To 
further support these conversations, a brochure is available to 
explain advance care planning procedures and topics. The meet-
ing includes the palliative care nurse specialist if it is perceived 
that the resident or family is in discord or struggling with deci-
sions. Information acquired and outcomes of the meeting are 
documented within the resident’s computerized notes by the staff 
member who led the meeting. If and when completed, an advance 
care plan is placed at the front of the hard-copy notes so that it is 
visible to team members and can be countersigned by the general 
practitioner. All documentation is accessible by team members 
through the computer system.

Team members working in the nursing home setting come from 
many diverse backgrounds, countries, and cultures. This represents 
unique challenges to palliative care communication and end-of-
life care situated in a first-world country. In order to practice cul-
tural humility (see  chapter 11), team members who are identified 
as having an interest in palliative care are given the opportunity 
to undertake a palliative care course delivered by ARV’s pallia-
tive care nurse specialists. Upon completion, team members are 
recognized as palliative care specialists with the capacity to coach 
other care staff on the principles of end-of-life care.

Communication between the ARV palliative care nurse spe-
cialist team and nursing home staff is achieved by building rela-
tionships among all disciplinary team members, including the 
management team. Prompt response to referrals, being easily 
accessible to assist staff with concerns when delivering end-of-life 
care, bedside coaching of evidence-based practice, and the devel-
opment of tools to enhance bedside care ensure the success of this 
model of palliative care in the long-term care setting.59

Conclusion
In conclusion, nursing homes are undergoing significant transfor-
mative change, yet more is needed. It is expected that older adults 
will continue to reside and die in nursing homes, many without the 
benefit of a geropalliative care skill set from an IDT. It is speculated 
that without defined patterns and methods of communication, 
positive resident outcomes may not be achieved and burdensome 
treatment may persist. Regulatory mandates are reinforcing the 
need for progressive change that supports a culture of palliative 
care; however, palliative care in these care settings require clarity 
on team structure and collaborative communication channels and 

methods. Two quite different exemplars of teamwork and com-
munication were offered to provide insight into the ways pallia-
tive care can be delivered in long-term care settings. Formalized 
approaches and research supporting new and improved palliative 
care approaches that endorse the interdisciplinary care model of 
collaborative practice in nursing homes is still needed.
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CHAPTER 43

Communication Education 
for Physicians
Jillian Gustin, Katie H. Stowers,  
and Charles F. von Gunten

Introduction
Communication is a critically important skill for all physicians 
to master in their clinical practice. The Accreditation Council for 
Graduate Medical Education (ACGME) requires all physicians to 
demonstrate competency in “interpersonal and communication 
skills that result in the effective exchange of information and col-
laboration with patients, their families, and other health profes-
sionals.”1 Much has already been written on the topic of teaching 
communication skills to physicians from a variety of perspec-
tives and approaches. This chapter is not an exhaustive overview 
of those perspectives. Instead, it draws from a review of the lit-
erature and our own experience as seasoned clinical educators 
to present a “toolbox” of strategies for teaching communication 
skills, particularly related to teaching physicians new to the field 
of hospice and palliative medicine (HPM). This toolbox includes 
the following:
♦ A conceptual model for patient- and family-centered commu-

nication that can be used to help learners operationalize com-
munication strategies and to demystify the “magic” in complex 
communication encounters that trainees often attribute to their 
attending physicians.

♦ An outline of various approaches to teaching communication 
skills such as simulated patient experiences, clinical bedside 
checklists, and so on.

♦ A discussion of the importance of and approaches to providing 
effective feedback as an integral part of teaching communica-
tion skills.

♦ A  discussion of the importance of communication skills in 
common HPM clinical settings, such as family meetings and 
telemedicine.

Communication as an Essential Skill
Communication is a core skill essential to the daily practice of 
caring for patients and their families facing serious or advanced 
illness.2 Consequently, ACGME-accredited HPM fellowships 
require graduating physicians to exhibit competence in the fol-
lowing communication skills3:

1. Initiate informed relationship-centered dialogues about care

2. Demonstrate empathy

3. Demonstrate ability to recognize and respond to own emo-
tions and those of others

4. Demonstrate the ability to educate patients/families about 
the medical, social, and psychological issues associated with 
life-limiting illness

5. Use age-, gender-, and culturally appropriate concepts and lan-
guage when communicating with families and patients

6. Demonstrate these skills in the following paradigmatic situa-
tions with patients or families and document an informative, 
sensitive note in the medical record (e.g., giving bad news, dis-
cussing transitions in care, introducing a palliative care con-
sultation, etc.)

7. Organize and lead or cofacilitate a family meeting

8. Collaborate effectively with others as a member or leader of an 
interdisciplinary team

9. Develop effective relationships with referring physicians, con-
sultant physicians, and other healthcare providers

10. Maintain comprehensive, timely, and legible medical records

Given the complexity inherent in demonstrating these compe-
tencies of HPM training, many physicians in our field assert that 
communication is HPM’s core “procedure.”

There are many benefits of quality communication. It improves 
patient and family satisfaction, decreases the psychological mor-
bidity for patients and families, improves quality of life, fosters 
adherence to therapeutic regimens, avoids malpractice litigation, 
and supports bereavement adjustment for families.4–7 Nonetheless, 
provider communication often fails to meet the needs of patients 
and families,6, 8–11and the outcomes of poor communication are 
dire. Adverse mental health sequalae, late hospice referrals, and 
more aggressive, unwanted life-prolonging care are all potential 
consequences of ineffective communication.7

Multiple barriers exist in communication with patients and 
their families. In part, ineffective communication can be related 
to the characteristics of the physician such as emotional stress, 
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competing time demands, and fear of confronting illness and 
death.12,13 Moreover, most physicians receive inadequate commu-
nication training and thus report discomfort with complex com-
munication tasks.14,15 Multiple studies have revealed that residents 
feel unprepared to provide end-of-life care and ill equipped to 
facilitate medical decision-making with patients and families.14,15

Communication education has made great advances over the 
past decade, with an increase in the implementation of commu-
nication curricula across the training spectrum (medical student, 
resident, fellow). Numerous studies have illustrated the valuable 
use of feedback, deliberate practice, simulation, communication 
roadmaps, and so on for honing communication skills particu-
larly related to patients with serious or advanced illness. However, 
many of the training strategies have focused on discrete com-
munication tasks such as breaking bad news, having a code dis-
cussion, and/or facilitating a family meeting. This has required 
learners to remember and employ separate communication 
rubrics for distinct situations, often making complex communi-
cation tasks feel even more complicated. To make teaching and 
learning communication less daunting, discrete communication 
tasks should be integrated into a comprehensive conceptual model 
for physician–patient–family communication. This schema allows 
the teacher and learner to move beyond a communication task 
approach and operationalize the elements and associated skills 
that foster communication in most contexts.

Patient- and Family-Centered 
Communication: The Five Elements  
and Their Associated Tools
This chapter’s conceptual model builds on the concept of shared 
decision-making through patient- and family-centered commu-
nication. Communication in HPM often involves highly charged 
discussions and decisions related to breaking bad news, transitions 
in care plans, and advance care planning related to end-of-life 
care. Shared decision-making is often the crux of these discus-
sions with five basic tenets16 (see Table 43.1). Most simply, shared 
decision-making requires a patient-centered approach whereby 
healthcare providers engage in a partnership with patients and 

families to develop medically appropriate care plans that are con-
sistent with patients’ values and goals.

Although the evidence to support any particular communi-
cation practice is limited, multiple organizations such as the 
ACGME, the American College of Critical Care Medicine, 
and the National Cancer Institute, to name a few, all advocate 
the importance of patient- and family-centered communica-
tion. The National Cancer Institute17 offers clear components of 
patient-centered communication that assure the core functions of 
communication18 (see Table 43.1).

The following section integrates these concepts into a model 
that is grounded in a patient- and family-centered approach and 
centered on the concept of shared decision-making. It delineates 
the elements and skills of communication as a model from which 
to teach communication to physician learners. This model is 
comprised of the following five elements: assess patient perspec-
tive, exchange information, attend to emotion, manage uncer-
tainty, and engage in shared decision-making. Most discussions 
between HPM physicians and patients/families involve shared 
decision-making with varying degrees of gravity (e.g., symptom 
management, resuscitation status, breaking bad news, advance 
care planning, and/or goals of care, etc.). Regardless of the type 
of discussion, the five elements of quality communication remain 
the same and can be employed for all types of discussions. Some 
discussions will require more of an emphasis on a particular ele-
ment of the model (e.g., attending to emotion when breaking bad 
news). Nonetheless, all the skills are necessary to some greater or 
lesser degree for most HPM discussions. This conceptual model 
is not meant to be linear. Instead, it provides a cognitive frame-
work, or scaffolding, on which to build and learn communication 
(Figure 43.1).

When visualizing this conceptual model, the top three circles 
are clearly part of patient- and family-centered communication 
and shared decision-making. We have added “managing uncer-
tainty” as a crucial element to the model, related to common 
discussions in HPM. For many HPM patients and their fami-
lies, prognostication and its inherent uncertainty are integral to 
the illness experience and decision-making.19 Although there 
are no clear best practices for discussing uncertainty, managing 

Table 43.1 Comparison of Shared Decision-Making, Patient-Centered Communication, and Core Functions of Communication

Shared Decision-Making16 Patient-Centered Communication17 Core functions of Effective Communication18

Discussing the nature of the decision to be made Eliciting and understanding patient perspective 
(concerns, ideas, expectations, needs, feelings, and 
functioning)

Fostering the relationship

Exchanging relevant medical information and 
information about a patient’s values

Understanding the patient within his or her unique 
psychosocial and cultural context

Gathering information

Checking for understanding of information for  
both the healthcare provider and the patient

Reaching a shared understanding of patient problems  
and its treatments

Providing information

Discussing preferred roles in decision-making Helping a patient share power by offering him or her 
meaningful investment in choices related to his or her health

Decision-making

Achieving consensus about the treatment course 
most consistent with the patient’s values and 
preferences

Enabling disease and treatment-related 
behaviors

Responding to emotion
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uncertainty while promoting prognostic awareness is an essential 
skill for HPM physicians, whose primary goal is to foster medical 
decision-making based on patients’ values and realistic goals.16

This model transforms complex communication into a learn-
able skill by parsing it into essential elements and tools that can 
be taught and practiced. The elements are the “what” that con-
stitutes quality communication and the tools are the “how” to 
employ the elements. These are not difficult skills, and many 
learners will have been introduced to some of them at some point 
during their training as roadmaps for specific types of discus-
sions (e.g., SPIKES for breaking bad news,20 VALUE for goals of 
care discussions in the intensive care unit [ICU]21, NURSE for 
addressing emotion22). When these roadmaps are deconstructed, 
they contain similar, if not identical, elements. This conceptual 
model takes these roadmaps and maps them onto the five ele-
ments central to patient- and family-centered communication 
for HPM physicians. The remainder of this section outlines each 
element, and its associated tools, with examples to guide the cli-
nician educator in utilizing this conceptual model for teaching 
communication.

Assessing Patient Perspective  
and Exchanging Information
The goal of “assessing patient perspective” is to elicit how a 
patient and/or family understands and experiences the illness. 
It involves a biopsychosocial model of inquiry that assesses a 
patient’s understanding of his or her illness from both a cogni-
tive and emotional framework (i.e.: What does the patient know 
about his or her medical condition and what are his or her feelings 
related to the illness?). In addition, it includes an understanding 
of how a patient is being impacted by and making meaning out 
of his or her illness (i.e.: How does the illness affect functioning, 
relationships, self-perception, etc.?). The tools associated with 
this element of the conceptual model include Active Listening, 
Ask-Tell-Ask, and Tell Me More.

Active Listening
Active Listening involves paying attention to nonverbal cues, using 
reflective questions and statements, and practicing compassionate 
silence.23 Quality communication often relies on close attention 
to nonverbal cues from both the patient and physician. Teaching 
communication to physician-learners requires an explicit discus-
sion of the importance of nonverbal body language such as pre-
senting an open body posture, encouraging patient input with 
nodding, sitting down or attempting to be at eye level with the 
patient, and maintaining eye contact. The setup of the room is 
another important feature to discuss with learners and includes 
such factors as minimizing distractions (i.e., silencing phones or 
pagers), finding a private place for a discussion (e.g., closing the 
door or curtain), sitting close to the patient, and so on.12

Reflective questions and statements show the patient that the 
physician is listening.12 With this tool, learners reiterate and/
or paraphrase what the patient has said to ensure that there is a 
mutual understanding of the patient’s comments: “It sounds like 
you are saying that you are in a lot of pain. Do I understand you 
correctly?” Sometimes there is a buried question behind a patient’s 
statement. A  reflective question or statement that elucidates or 
interprets the buried question can often help move a conversation 
forward: “It sounds like you are saying that your pain is getting in 
the way of your ability to work.”

In practicing compassionate silence, learners first need to prac-
tice allowing patients to talk without interruption. Once a learner 
has practiced this skill, the educator can introduce the applica-
tion of compassionate silence. The literature underscores the 
importance of silence and allowing a patient and family to lead 
the conversation to areas important to them. Some silences can be 
invitational or expectant of a response from the patient. In con-
trast, the main objective of compassionate silence is to be present 
with the patient, without expectation, and is often helpful in times 
of high emotion. By employing compassionate silence, physicians 
create a sense of mutual understanding, caring, and compassion. 

Ask-Tell-Ask

Ask-Tell-Ask
Active Listening
Tell Me More

Hope and Worry Technique
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Figure 43.1 Patient- and family-centered communication: The five elements and associated tools
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Compassionate silence can be a very difficult skill to master, thus 
teachers should normalize the challenges of employing this tool 
for learners.

Ask-Tell-Ask
The Ask-Tell-Ask24 is used to explore patients’ understanding of 
their disease, provide information to them as needed, and ensure 
that the information provided by the physician was received. 
The initial Ask is exploratory about the patient’s and/or family’s 
understanding of the illness:

“What have the doctors told you so far?”
“To make sure that we’re on the same page, can you tell me what is 

your understanding of your illness?”

The first Ask should also explore how a patient wants to receive 
information; that is, who does the patient want involved in the dis-
cussion for support, such as a spouse or friend; how much infor-
mation does he or she want to receive at a particular time; what is 
the best way to convey information in terms of level of detail ver-
sus general impressions?25,26 Overall, the first ask is a strategy for 
eliciting what the patient already knows to provide the framework 
on which to build more knowledge and understanding.

As healthcare providers, we often need to deliver information to 
our patients about treatment options, results of testing, prognostic 
information, and so on. The “Tell” of “Ask-Tell-Ask” is the provision 
of information to the patient and/or family. Learners are encouraged 
to avoid medical jargon and give information in small, digestible 
chunks; receivers of information often cannot maintain attention 
for a prolonged period of time. The Tell requires completion of the 
initial ask, so that the physician can build on the knowledge of the 
patient without unnecessarily repeating what is already known. 
A Tell following the first Ask can also help the physician correct 
misinformation or misunderstanding of a patient’s knowledge.

The second Ask is to ensure that the physician and patient have 
achieved a common understanding by asking for the patient’s 
synopsis. In addition, the second Ask can include assessing what 
questions the patient may still have, after receiving the Tell:

“I want to ensure that my explanation was effective. Will you tell me 
in your own words what you understand from what I have just said?”

“What questions do you have about what we have just discussed?”

Tell Me More
Tell Me More24 is a tool for helping learners drill deeper into their 
assessment of patient perspective. It is an invitation for patients to 
tell the physician more about whatever topic they have identified 
as important. Learners can use Tell Me More to uncover the hid-
den stories or questions in a patient’s communication and to try 
to understand the full illness experience of the patient beyond just 
the physical changes to their health. It is a tool that can be used to 
explore a patient’s cognitive and emotional perspective on their 
illness:

“Tell me more about your understanding of your illness.”
“Tell me more about how you are feeling about your illness.”
“Tell me more about how you are making sense of all of this.”
“Tell me more how your illness is impacting your life.”

Attending to Emotion
HPM discussions frequently focus on emotionally charged events 
such as giving serious news or considering advance care planning 

for one’s impending death. An emotional reaction to difficult 
news is an expected response from patients and their families. 
Although physicians often purposefully try to remain emotion-
ally neutral to provide accurate information, communication 
requires physicians to recognize the emotions of their patients 
and respond to them. Attending to emotion12,27 can strengthen 
the patient–physician relationship by explicitly acknowledging 
and normalizing that emotions play a role in decision-making. If 
emotions are attended to, physicians can help decrease subsequent 
psychological morbidity in the future for patients and their fami-
lies. In addition to Tell Me More and Active Listening, another tool 
associated with attending to emotion is NURSE statements—a 
helpful mnemonic of empathetic phrases made by the physician 
for the same purpose. These tools are used to attend to, explore, 
and support a patient when emotions have been expressed ver-
bally and nonverbally.

NURSE Statements

In NURSE statements,22,27,28 each letter stands for a particular 
aspect of the approach.

N = NAME. Learners begin by naming a patient’s emotion to 
themselves as a way of noting what is happening in an encoun-
ter. By acknowledging the emotion silently, learners have a better 
understanding of where to focus the conversation. In some cases, 
it may be useful to name the emotion to the patient as a way of 
showing that the physician is attuned to what the patient is experi-
encing. By naming the emotion, the physician validates that emo-
tion as expected and normal.

A patient has just learned from recent imaging her disease is worse. 
Her head is bowed down, and she is visibly tearful. A Naming 
statement would be: “It seems that this is very upsetting to you”

U = UNDERSTAND. This type of statement shows an appre-
ciation by the physician for the patient’s predicament or feelings. 
It helps build rapport and focuses on what the patient is expe-
riencing. An Understanding statement, at its most simple, is an 
empathic statement.

A patient expresses the difficulty of managing work responsi-
bilities with his chemotherapy regimen. An Understanding state-
ment would be: “I can’t imagine what it is like to balance your 
treatments with your work life.”

R = RESPECT. Physicians show respect for their patients with nonver-
bal cues such as good eye contact, body posture, and so on. At the same 
time, a verbal statement that explicitly states that emotions are not only 
allowable but important is a helpful way of respecting a patient’s emo-
tions. Patients and their families often respond positively to validating 
statements of their coping in the face of a challenging road.

A husband has been at his wife’s bedside in the ICU daily for 
two weeks. A  Respecting statement would be:  “I have been so 
impressed by your ability to sit at the bedside every day to ensure 
that your wife is receiving the best care possible. I can’t imagine 
how hard that must be.”

S = SUPPORT. Patients are often fearful of being abandoned at the end 
of life by their physicians. A statement about a physician’s willingness to 
help regardless of the outcome can alleviate a patient’s fears of abandon-
ment.29,30 Ultimately, a Support statement is a verbal recognition of the 
physician-patient partnership, regardless of illness stage.

A patient has shown no improvement after 2 weeks in the ICU. 
The patient’s husband has agreed to transition the care plan for his 
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wife to intensive comfort measures. A Support statement would 
be: “You are not alone in this. We will continue to be here for you 
to help you and your family with the next steps.”

E = EXPLORE. This tool may incorporate other skills such as Tell 
Me More to explore further the emotion of the patient and allow the 
patient and/or family to express the emotional areas most challenging 
to them.

A terminally ill patient with young children has expressed pro-
found sadness and guilt at not being able to parent her children as 
they grow up. An Explore statement would be: “I can only imagine 
how upsetting it must be to consider leaving your kids. Can you 
tell me more about your concerns?”

Managing Uncertainty
Many of the aforementioned skills such as Active Listening and Tell 
Me More can be used as tools to manage uncertainty for patients 
and their families. There are two additional tools that help learners 
incorporate assessing and promoting prognostic awareness while 
supporting their patients’ coping: Hope and Worry and I Wish …

Hope and Worry
When using Hope and Worry, physician statements of nonaban-
donment help patients and their families cope with the uncer-
tainty of their illness trajectory.31,32 Many patients and their 
families often hope for outcomes that the healthcare provider 
feels may be unobtainable. Nonetheless, targeted questions that 
ask patients to identify hopes, and at the same time explore their 
concerns, often reveal a patient’s clear understanding of the likely 
illness trajectory, despite the unrealistic wishes. To assess prog-
nostic awareness, a healthcare provider may simply ask: “Putting 
together everything that we have talked about, what are you hop-
ing for, and what are you worried about?”

This tool may also be used to promote prognostic awareness32 
and foster realistic expectations and goals, when a patient and/or 
family has difficulty expressing the likely, and oftentimes unde-
sired, outcome. It is a way of reframing hope by encouraging a 
dual agenda: hoping for the best and preparing for the worst.33 
An important aspect of promoting prognostic awareness should 
include a discussion of possible trajectories: the best, the worst, 
and the most common, including not only mortality but also 
changes in function.34 Example statements include: “Are there 
other hopes that you have? We have discussed what you are hop-
ing for. May we talk about what if our hopes aren’t realized?” “I 
am hoping with you that the treatment works, and I am wor-
ried that it may not. If it doesn’t work as we would like, I will 
still continue to work with you to ensure that you are well taken 
care of.”

I Wish …
This tool is a means to promote prognostic awareness while culti-
vating a partnership and alignment with the patient and/or family. 
I Wish28,35 statements are an expression of empathy and an implied 
acknowledgment that the likely outcome is undesirable and emo-
tionally difficult. I  Wish statements also acknowledge implicitly 
that the healthcare provider is limited in his or her control of the 
outcome. This tool has the ability to temporarily suspend the physi-
cian from the medical expert role, so that the healthcare provider 
and patient can sit together in their sadness at the likely unwanted 
outcome. For example, “I wish I had more answers for you as to 

why your body is not responding to the treatment in the way we 
had hoped.”

Shared Decision-Making
Many roadmaps capture the elements of shared decision-making 
and patient-centered communication. For some learners, mne-
monics and roadmaps can be helpful tools for organizing discus-
sions with patients, whether one on one or in a family meeting. 
For others, the tools associated with the other four elements of 
patient-centered communication will be sufficient to achieve 
shared decision-making. Certain mnemonics may be used as 
potential tools for achieving shared decision-making, including 
REMAP, VALUE, and SPIKES. REMAP is the mnemonic most 
focused on shared decision-making. The following examples illus-
trate its use. SPIKES and VALUE are other mnemonics that may 
be helpful to learners as guidelines for complex conversations.

REMAP is a mnemonic developed for addressing goals of 
care.36,37 It consists of the following:

R = REFRAME. This is a statement that signals a disruption of the 
current clinical status, often following the delivery of serious news.

“Given this news, it seems like a good time to talk about what to 
do now”

“We are in a different place now.”

E = EXPECT EMOTION AND EMPATHIZE. A learner can use the 
tools associated with Attending to Emotion at this point such as Active 
Listening, Tell Me More, and NURSE statements.

“I can see how hard this is to hear. Is it ok for us to talk about what 
it means?”

M = MAP THE FUTURE. The physician may outline the different 
trajectories and elicit the patient’s concerns, worries, and goals. This 
may be a place to use the skills in Managing Uncertainty to ensure a 
mutual understanding of the likely illness trajectory.

“Given this situation, what is most important to you?”

A = ALIGN WITH THE PATIENT’S VALUES. This is an attempt to 
reconfigure a new orientation to living from the patient given his or her 
new and oftentimes undesired clinical context.

“As I  listen to you, it sounds like the most important things 
are being at home with your family and avoiding future 
hospitalizations.”

P = PLAN MEDICAL TREATMENTS THAT MATCH PATIENT 
VALUES. A  healthcare provider may offer possible directions that 
match the patient’s articulated goals while underscoring continued 
involvement and nonabandonment.

“Here’s what I can do now that will help you do those important 
things. What do you think about that?”

VALUE is a mnemonic developed to improve communication 
between physicians and families of critically ill patients in the 
ICU.21 VALUE stands for Value the comments made by the fam-
ily, Acknowledge family emotions, Listen, Understand the patient 
as a person, and Elicit family questions. SPIKES is a mnemonic 
developed for delivering bad news. It can be applied to facilitating 
family meetings and goals of care discussions with some modifi-
cations.20 SPIKES is a six-step protocol that includes Setting up 
the interview, assessing the patient’s Perception, obtaining the 
patient’s Invitation, giving Knowledge and information to the 
patient, addressing the patient’s Emotion and empathic responses, 
and Summarizing.
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Strategies for Teaching Communication 
Skills to Physicians
Interventions to promote communication skills development 
are largely successful in transferring new skills to learners.38 
Certain teaching strategies have proven more effective than oth-
ers. Teaching strategies engaged in active learning, namely those 
involving practice (e.g., simulated patient experience), as well 
as teaching strategies that include feedback in response to skills 
training, have consistently demonstrated effectiveness at promot-
ing skill development. On the other hand, those engaged in passive 
learning, namely training involving instruction (e.g., lectures), are 
most effective when used as supportive strategies.38 Components 
of successful communication skills training programs include the 
following principals:
♦ Lecture-style methods alone are ineffective.
♦ Adult learning principles should be used.
♦ Teaching must include skills practice.
♦ Teaching must attend to learner attitudes and emotions.
♦ The learning environment should integrate knowledge, skills, 

and attitudes.
♦ Reenforcement is critical for the learning process.39

Communication skills training programs highlighted in the 
literature include the OncoTalk39 and GeriTalk40 programs that 
are comprised of multiday, small-group interventions. These skills 
training programs were designed around the aforementioned key 
educational principals and include a multimodal approach to 
skills training comprised of instruction, practice, and feedback.

Communication Instruction
Lectures and written handouts are useful teaching strategies when 
used as part of a multimodal training program. In our experience, 
the use of lectures and handouts provide an avenue to introduce 
the fundamental communication skills concepts that can be 
built on as more advanced teaching strategies are employed. For 
example, a training session to develop the communication skill of 
attending to emotion should begin with a lecture introducing the 
NURSE mnemonic tool and a handout with examples of NURSE 
statements, followed by an opportunity for the learner to practice 
these skills. The use of instructional teaching strategies increases 
the learner’s knowledge of different communication skills and use 
in different contexts.41

Modeling is another form of communication instruction and 
refers to learning by watching and imitating others.42 For com-
munication training, modeling occurs when a expert performs a 
particular communication skill for the benefit of teaching learners 
a specific behavior. This can occur in a live or videotaped setting 
utilizing real or simulated patients.42,43 For this strategy to be suc-
cessful, it is imperative to identify the specific skill that is being 
modeled prior to initiating the interview. The learner should be 
instructed to observe not only what is said and how it is delivered 
but also the impact of the delivered skill on the patient—including 
both verbal and emotional responses. For example, when using 
modeling at the bedside that will likely include breaking bad news, 
the learner could be instructed to specifically observe for emotive 
statements used by the physician in response to patient distress. 

After leaving the patient’s room, the physician and learner should 
discuss the encounter, including the physician’s actions, the 
patient’s response, and suggestions for alternative approaches. 
The modeling teaching strategy, much like the other instructional 
techniques described here, has not proven effective when used in 
isolation but is successful in transferring skills to learners when 
combined with other techniques.42

Communication Practice
Practice teaching strategies are simulated scenarios in which par-
ticipants act out situations to allow learners to practice specific 
communication skills.42 Included in this category are simulated 
patient experience and role play.

The benefits of these strategies include providing a safe learning 
environment for learners to experiment with new skills, allowing 
opportunity for repetition, feedback, and replay.41 For the pallia-
tive care learner, this safe learning environment is essential when 
developing skills to lead family meetings and goals of care discus-
sion, as these conversations can be emotionally charged for both 
the patient and the learner. Additionally, these learning strategies 
provide exposure to multiple scenarios less frequently encoun-
tered during clinical practice, such as discussions regarding arti-
ficial nutrition and hydration and requests for hastened death. 
Successful role play and simulated patient encounters require 
facilitator training to provide a safe training environment and a 
culture of effective feedback.41 Lack of learner engagement due to 
performance anxiety can be common with both approaches.41,44

Simulated patient experience refers to the use of a trained actor 
portraying a medical scenario conducted for purely educational 
purposes.44 Simulated patients are different from standard-
ized patients. Definitions vary in the literature, but, in general, 
a standardized patient provides consistent verbal, behavioral, 
and physical responses to the stimulus provided by the learner.44 
Standardized patients are best utilized for summative evalua-
tion. Comparatively, simulated patients deliver a less structured 
performance, allowing variability of responses and behaviors in 
response to learner performance, thereby providing more flexibil-
ity during communication skills training.

In our experience, simulated patient training is best performed 
in a small-group setting, comprised of multiple learners, a trained 
facilitator, and a trained simulated patient. Learners should have 
the opportunity to familiarize themselves with the case and ask 
question prior to initiation of the simulated patient experience. 
The room should be organized such that learner and simulated 
patient can engage in a physician–patient type encounter (i.e., 
two chairs facing each other or a hospital bed and chair) with the 
observing learners and facilitator sitting within close range to 
see and hear the interaction. The observing learners and facilita-
tor should be observing not only what is said but body language, 
facial expressions, and emotions. The facilitator can stop the sim-
ulation if the learner becomes “stuck” or at other opportune times 
to provide feedback and engage the observing learners in group 
discussion about what went well and alternate approaches to the 
simulation. This provides an opportunity to allow the learner to 
“retry” the simulation to incorporate the feedback.

A successful simulated patient experience hinges on creating 
a learning environment that feels authentic and fosters successes 
for learners, so they remain engaged and willing to participate. 
Learner resistance is common and is often due to performance 
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anxiety. It can be alleviated by creating a safe learning environ-
ment, which includes a semiprivate, quiet setting without much 
distraction or observation from others outside the group.41 The 
importance of the “time-out” cannot be underrated, as this not 
only provides security to the learner but also provides an opportu-
nity for immediate feedback and group discussion. Finally, simu-
lated patients need adequate training to foster success for learners. 
Simulated patient training can be a complex and time-consuming 
endeavor and often requires help from the leadership of a simula-
tion center.

Role-play refers to the use of the learners as both patient and 
physician during a simulated scenario, alternating roles with 
other learners.41 There are many similarities between role play 
and simulated patients. The same elements described previously 
that are pertinent for successful simulation apply to role play 
(excluding the training of the simulated patient). Additionally, the 
same setup and ground rules apply as well.

Compared to simulated patients, role play provides the benefit 
of allowing the learner to experience the perspective of the patient 
during the simulated encounter.41 Without the constraint of the 
simulated patient cost and training, role play allows for more 
flexible and inexpensive skills education that can be beneficial to 
smaller or impromptu training sessions. However, learners often 
report that role play with other learners feels “unnatural,” and 
success of this training strategy relies heavily on the learner’s will-
ingness to play the role of the patient authentically.41

Feedback
Feedback refers to providing learners with information 
describing their performance with the intent of guiding future 
performance.45 Feedback is endorsed by all major medical edu-
cation organizations (Liaison Committee on Medical Education, 
ACGME, Alliance for Clinical Education, American Medical 
Association) as essential to physician training. In general, it is 
an informed, nonevaluative, objective appraisal of performance 
intended to improve clinical skills, in this case communica-
tion.45 Feedback helps learners identify areas of high perfor-
mance and gaps between their performance and the standard. 
The literature on formative feedback in medical education shows 
that it enhances student satisfaction as well as improves clini-
cal performance, patient satisfaction, and self-assessment accu-
racy.46–50 In the absence of explicit feedback, learners “infer” 
about their abilities, often incorrectly.

Self-assessment is an important element of feedback particu-
larly related to communication training. Self-assessment com-
prises learners’ self-evaluation of their abilities against perceived 
norms. Although there are many challenges to self-assessment and 
little evidence that it changes clinical practice, it provides a win-
dow into a learner’s insight and is more likely to generate learn-
ing goals than feedback provided by an observer.51,52 Asking for 
learning goals requires students to think about their own devel-
opmental stage and to bring effort to deliberate improvement.53 
Finally, the opportunity for students to reflect on their experience 
and to enhance their self-assessment improves their ability for 
self-directed learning in the future.

The literature on feedback describes a mismatch in perceptions 
of its utility by students and teachers.54–56 Both learners and fac-
ulty value feedback but are often ambivalent about receiving or 

giving it.46,57,58 Faculty report feeling ill equipped to provide it 
due to lack of training, inadequate time, fear of retribution, and 
the underlying belief that feedback does not necessarily change 
behavior.59,60

Feedback becomes more challenging when the focus is on com-
munication. All physicians come to training with ingrained habits 
related to communication from years of interacting with friends, 
family, and other professionals. Learners may perceive feedback as 
a personal attack on a communication style as opposed to a com-
ment on a learned skill.61 Moreover, learners who have integrated 
habits from watching previous role models may feel that feedback 
on their style denigrates the skills of a prior respected role model. 
Many learners and educators see communication skills as innate 
and immutable rather than as skills that can be identified and 
improved.

Despite its challenges, feedback regarding communication skills 
is a necessity for learners and an attainable skill for educators.62,63 
Much has been written on how to improve the efficacy of feedback. 
Here we highlight a few of the essential elements compiled from 
multiple sources:45, 64–68

Establish an Appropriate Climate
First, educators should find an appropriate location and time for 
providing feedback. A private, quiet space where the learner does 
not have competing responsibilities is preferable. An appropriate 
climate is one in which feedback is an intrinsic part of the supervi-
sory role. The educator should explicitly inform learners that feed-
back is expected and clearly state its purpose, timing (preferably 
immediately following an encounter), and likely mode of delivery 
(e.g. checklist, verbal feedback, etc).

Set Specific Goals
Goals for the communication task should be specific enough that 
they are manageable in scope (ideally focusing on only one or two 
skills) and achievable. Moreover, goals should be learner-centered, 
such that the choice of a communication goal is negotiated and 
mutually agreed upon by the learner and teacher.

Utilize Learner Self-Assessment
Prior to an educational activity or encounter, educators should 
ask the learner to identify his or her likely communication 
challenges to help establish specific shared goals. After the 
encounter, educators again should ask the learner to iden-
tify his or her successes and challenges with achieving the 
desired goal. This will allow the educator to gain insight into 
the learner’s self-perception and help guide further learning 
activities. Finally, the opportunity for students to ref lect on 
their experience and to hear their self-assessment in juxtapo-
sition with the comments of faculty can improve their abil-
ity to evaluate their own performance. For example, prior to a 
family meeting with discordant family members (mother and 
son) of a critically ill patient, a learner may reveal his discom-
fort with emotional conf lict. The mutually agreed-upon goal 
for feedback could be attending to emotion. After the encoun-
ter, the learner ref lects that he was able to name the son’s frus-
tration but did not know how to handle the mother’s tears. 
The educator may consider a role-play in the future to practice 
attending to sadness.
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Provide Targeted Feedback on Observed Behaviors
Feedback should be targeted to the behavior related to the spe-
cific learning goal that was identified before the encounter. It is 
helpful for the educator to convey how the learner’s skill affected 
the interaction positively to (a)  increase the learner’s awareness 
of that specific skill and (b)  increase the frequency with which 
the learner uses it. When a learner has achieved the identified 
learning goal of attending to emotion and the patient reengages 
eye contact, the feedback may be: “You listened to the patient and 
used an empathic statement, when she seemed sad. I noticed that 
after your empathic statement, the patient lifted her head and 
looked at you again.”

The educator should also describe the gap between what was 
observed and what was expected, related to a specific learning 
goal that was not achieved during an encounter. For example, the 
learning goal may be to set up the room for a difficult conversa-
tion with a family of an ill patient. However, the conversation with 
the family was interrupted multiple times by the learner’s phone 
ringing. The feedback may be:  “I noticed your phone rang fre-
quently and interrupted you when you were talking with the fam-
ily. Please silence it when you are in a patient or family interview 
to minimize distractions and ensure that the family feels heard.”

Offer Suggestions for Improvement
Feedback is not complete without an action plan to continue to 
improve performance. When possible, educators should build 
upon the skills that the learner employs competently with delib-
erate practice (i.e., repeated goal-setting, practice, feedback) and 
subsequent further practice while offering more challenges to the 
skill. For example, a learner received feedback that her empathic 
response helped to reengage a tearful patient after breaking 
bad news. An action plan may be to try empathic statements in 
other contexts, such as code discussions or goals of care discus-
sions, with planned feedback on this learning goal for the rest of 
the week.

Be ready for a Learner’s Emotional Reaction 
to Feedback
Learners may have strong emotional reactions to receiving feed-
back that is not aligned with their self-perceptions regarding their 
communication skills. Be ready. An empathic response from the 
teacher may help the learner absorb the need for more practice.

Strategies for Providing Formative Feedback 
at the Bedside
In the clinical setting, feedback is often overlooked and 
forgotten—partly due to time constraints and poor training in 
how to provide effective and efficient feedback.64 Checklists are 
the preferred method for providing feedback in the clinical set-
ting. Checklists are a frequently used and effective method of 
providing feedback during communication skills training. They 
consist of a list of specific communication skills or behaviors that 
allow an observer to record the presence or absence of the skill/
behavior being performed.69 A versatile tool, checklists can be 
used to provide feedback in a variety of settings, including direct 
observation of interactions with real patients or simulated patient 
encounters and videotaped real or simulated encounters.70

A variety of published checklists is available that are specific 
for communication skills training, including the Kalamazoo 
Consensus Statement,71 Calgary-Cambridge Observation guide,72 
and SEGUE Framework.73 The American Academy of Hospice 
and Palliative Medicine recommends the SECURE Framework 
as the tool of choice for assessing communication skills for HPM 
fellows.74 This checklist was adapted from the SEGUE framework 
for use in HPM and highlights specific communication tasks and 
observable behaviors essential to a communication encounter 
(Table 43.2). While the SEGUE framework has been validated, the 
SECURE has not.73,74

While checklists can provide a useful tool for providing forma-
tive feedback at the bedside, there are also inherent challenges in 
their use. The efficacy of the checklist in promoting skills devel-
opment largely depends on the users’ (both observer and learner) 
engagement with the tool. Without adequate buy-in or proper 
training to utilize the tool, the benefits of using this tool may 
not be realized.69 The SPIKES protocol for breaking bad news is 
another tool that can be used to guide the provision of feedback.64 
The elements of effective feedback listed here can be transposed 
onto the elements of SPIKES, as shown in Table 43.3.

Communication in Hospice and Palliative 
Medicine Practice
Family Meetings
Facilitations of family meetings are frequently required of HPM 
physicians and are often triggered by serious changes in a patient’s 
clinical status. Family meetings provide an opportunity to share 
medical information, reach consensus on treatment plans, facili-
tate advance care planning, resolve conflict, clarify roles, and 
attend to anticipatory grief. The crux of any family meeting 
should be patient- and family-centered communication and even-
tually result in shared decision-making based on patient values. 
The tools necessary to facilitate a family meeting effectively are 
those already described in the proposed conceptual model and do 
not require new or different skills.

Facilitation of family meetings, however, can be a demanding 
context within which learners try to employ their communication 
techniques. The elements and skills described in the conceptual 
model need to be applied not just to the patient but to multiple family 
members who have their own reactions and perspectives. Educators 
should normalize the inherent challenges to facilitating family meet-
ings so that learners do not feel overwhelmed by their complexity.

Table 43.2 SEGUE and SECURE Frameworks Compared

SEGUE Framework SECURE—Palliative Care Framework

Set the Stage Set the Stage

Elicit Information Elicit Information

Give Information Convey Information

Understand the Patient’s 
Perspective

Understand Patient and Family 
Perspective

End Encounter Respond to Emotions

End Encounter
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A few unique elements are integral to facilitating family 
meetings and are not explicitly stated in the conceptual model. 
First, family meetings often are for patients with complex 
medical issues that have required multiple consultants. A pre-
paratory pre-meeting is essential and should determine who 
should be present at the meeting (e.g., whether the patient has 
medical decision-making capacity and, if not, who the legal 
decision-maker is; which family members would like to partici-
pate, which medical teams should be represented at the meeting, 
etc.) and confirm medical facts, including prognosis, with the 
other members of the medical team to ensure that accurate infor-
mation is conveyed to the family.

Second, family members often have different understandings and 
perspectives of the clinical situation and perhaps even the patient’s 
wishes and values, which sometimes may lead to conflict. Learners 
need to use various tools from such elements as “assessing patient 
perspective” and “attending to emotion” to clarify family members’ 
differing interpretations, handle conflict, and build consensus. This 
is further complicated when patients fully lack decision-making 
capacity. The HPM physician needs to describe the goal of substi-
tuted decision-making (i.e., to speak on behalf of the patient by mak-
ing choices that the patient would make if he or she could speak). 
Learners should be encouraged to use their toolbox of skills to elicit 
from each family member what they believe the patient would choose 
if he or she could speak in an effort to build consensus.

Occasionally, conflict exists between family members and 
the medical teams. Conflict can usually be attributed to mis-
understandings of information or personal factors. The misun-
derstanding can be about the diagnosis, prognosis, underlying 
causes, or conversations that may have occurred. Personal fac-
tors of distrust, grief, guilt, or secondary gain may be at work. 
Occasionally, there is a genuine value conflict over either goals or 
the worth of a treatment. This may be couched in terms of reli-
gion, belief in miracles, or the value of life. In general, it is useful 
first to explicitly identify that there seems to be conflict and then 
seek to understand the various points of view. In this context, 
educators should help learners acknowledge that conflict negotia-
tion between family members and between family members and 
medical teams is considered a higher level communication skill 
that will take practice.

Third, oftentimes, family members will ask the physician not 
to tell the patient the diagnosis or other important information. 
While it is the physician’s legal obligation to obtain informed con-
sent from the patient, a therapeutic relationship also requires a 
congenial alliance with the family. Rather than confronting their 
request with “I have to tell the patient,” we recommend the learners 
assess the family perspective by asking them why they do not want 
you to tell the patient, what it is they are afraid will be said, and 
what their experience has been with medical information. Inquire 
whether there is a personal, cultural, or religious context to their 
concern. Learners may need practice in going to the patient with 
family members to ask how much the patient wants to know about 
his or her health and what questions he or she might have.

E-Health and Telemedicine
As technology changes, a new challenge is how best to foster good 
communication techniques when not physically present with the 
patient and family. E-health, defined as “health services and infor-
mation delivered or enhanced through the Internet and related 
technologies”75 and telemedicine, defined as the “the use of medi-
cal information exchanged from one site to another via electronic 
communication to improve a patient’s clinical health status”76 are 
two emerging means of providing palliative care. Although there 
is a paucity of data to provide direction for teaching communica-
tion skills in such settings, new technology does not necessarily 
require new communication skills. The same approaches used in 
face-to-face encounters can be used on the telephone, via text or 
email, or in a telemedicine unit with video capabilities. However, 
learners must be aware that the absence of nonverbal cues from 
the physician and the patient and/or family can lead to misun-
derstandings and miscommunication. Moreover, tools such as 
compassionate silence may feel more awkward when on the phone 
or via telemedicine. Verbal statements of empathy and compas-
sion are likely to be more effective in this context. This is an area 
that deserves more research to determine specific communication 
strategies, as e-health and telemedicine become more prevalent in 
palliative medicine.

Conclusion
In this chapter, a conceptual model of patient- and family-centered 
communication has been detailed, as well as various approaches 
to teaching these skills to physician learners who provide 
care to patients with serious and advanced illness. As shared 
decision-making is often the crux of most discussions with such 
patients and their families, the elements and tools described here 
can be employed for all types of common HPM discussion (e.g., 
breaking bad news, goals of care discussions) in a variety of con-
texts (e.g., one-on-one patient encounters, family meetings, and 
e-health), with the understanding that certain discussions will 
require more of an emphasis on a particular element of the model 
than others. Communication skills education should include a 
multimodal approach comprised of instruction, practice, and 
effective feedback. Quality communication in HPM patient 
encounters is often complicated and emotionally charged, such 
that it may feel unattainable to learners. Thus it is important for 
teachers to normalize the challenges of acquiring new commu-
nication skills and help learners build upon their successes. For 
learners and educators, remember that quality patient-centered 

Table 43.3 SPIKES Protocol for Breaking Bad News, Adapted  
for Giving Feedback

Breaking Bad News Giving Feedback

S = Set up the interview Private, safe environment

P = assess Perception Diagnose the learner, self-assessment

I = obtain Invitation Warning shot: Can I give you some 
feedback on what I observed?

K = give Knowledge and 
information to the patient

Describe the behavior

E = address patients’ Emotions 
with Empathic responses

Address emotions; use empathy

S = Strategize and Summarize Make an action plan about what the 
learner will think about next time and 
follow-up
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communication is a learnable skill with deliberate practice over 
time. We hope the tools described in this chapter are helpful in 
planning for and facilitating communication training for new 
HPM physicians.
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CHAPTER 44

Communication 
Education for Nurses
Pam Malloy

Introduction
Excellent communication, the most valuable skill a nurse can possess, 
is important for helping patients formulate their goals of care, assess-
ing families’ fears and concerns, and reporting vital aspects of assess-
ment and management to the interprofessional team. On the other 
hand, poor interpersonal communication skills result in ineffective 
relationships between patients, their families, and the healthcare 
team, as well as an increase in complaints/dissatisfaction, malprac-
tice claims, and negative outcomes.1 Hence it is vital that nursing stu-
dents, as well as practicing nurses, have opportunities to use creative 
ways to practice good communication skills and that faculty and pro-
fessional development educators extend didactic methods to include 
scenarios for various simulation-type experiences.

Nurses are in key positions to ask the right questions, listen, be 
present and bear witness with patients, their families, and other 
members of the interprofessional team. No other healthcare pro-
fessional spends more time at the bedside or out in the commu-
nity assessing and managing patients than the nurse. For the past 
11 years, 85% of respondents to a Gallup poll have ranked nurses 
as the number one most trusted, honest, and ethical profession in 
the United States, followed by pharmacists (75%) and physicians 
(70%).2 This honor is given to nurses because the profession is 
committed to exceptional care, collaboration, advocacy, and open 
and honest communication.

Excellent communication skills are vital in providing the best 
care possible to the patient and his or her family. The conversa-
tions in the middle of the night with patients who are frightened 
about their future, or those encounters with the family after the 
patient has left for surgery, belong uniquely to nurses. Their obser-
vations and assessments are essential as an interprofessional plan 
of care is developed and all attempts are made to clearly articulate 
benefits versus burden when talking about potential treatment 
and the prevention of suffering.

Patients and families appreciate opportunities to talk with 
nurses and have great need for communication with their nurse. 
Studies have shown specific behaviors that are valued by patients 
and their families. They all revolve around communication. These 
include3–5

♦ Being present, silent, “bearing witness”
♦ Being willing to be “in the moment”
♦ Knowing and being comfortable with oneself

♦ Having a connection with the patient and his or her family
♦ Affirming and valuing them
♦ Acknowledging that this is a vulnerable time for them all
♦ Empathizing and being willing to be vulnerable as a healthcare 

provider
♦ Utilizing intuition
♦ Providing and promoting serenity and silence, when needed

Stop and Practice: Role-play a nurse entering a room where a 
patient and his wife received “bad news” an hour ago. The nurse 
has known this patient for 2 weeks, as he has been going through 
tests and surgery. Spend 5 minutes listening and talking about 
this news and its meaning to the patient and his wife. Then con-
sider:  Which of the previously listed behaviors that are valued 
were displayed between the nurse, the patient, and his wife? What 
went well? What could have been improved?

Those teaching student and practicing nurses must know that 
people can be taught to communicate better.1 This can be done 
through practice, feedback, and mentoring.

Clinical Practice Guidelines for Quality 
Palliative Care Provides Points of Emphasis 
in Teaching Communication
The National Consensus Project for Quality Palliative Care has 
created clinical practice guidelines in an effort to provide direc-
tion in improving palliative care. Embedded throughout the foun-
dation of all eight of the domains within the National Consensus 
Project’s document titled Clinical Practice Guidelines for Quality 
Palliative Care lies the importance of collaborating and providing 
consistent, high-quality care across all patient care. This docu-
ment reinforces the important role communication has in defin-
ing and orchestrating the work of palliative care. For example:6

♦ Domain 1: Structure and Processes of Care—Emphasizes the 
importance of the interprofessional team in coordinating pal-
liative care. It stresses “engagement and collaboration” between 
the team, patient, and family.

♦ Domain 2:  Physical Aspects of Care—Promotes proactive 
assessment and management of physical symptoms. Attention 
to these symptoms requires excellent communication skills, 
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and the care will be superior only if the entire team is contrib-
uting their expertise.

♦ Domain 3: Psychological and Psychiatric Aspects—Stresses the 
significance of collaborative assessment and including patients 
and their families in these discussions so their goals of care can 
be articulated and honored.

♦ Domain 4:  Social Aspects of Care—Highlights the impor-
tance of interprofessional engagement and “collaboration with 
patients and families to identify, support, and capitalize on 
patient and family strengths.”6(p10)

♦ Domain 5:  Spiritual, Religious, and Existential Aspects of 
Care—Capitalizes on the significance of the interprofessional 
team, especially those in chaplaincy service, to assess and coor-
dinate spiritual care, honoring spiritual/religious rituals and 
practices.

♦ Domain 6:  Cultural Aspects of Care—Communication can 
only occur if the healthcare team understands and honors the 
culture, including linguistic competence, and promotes ser-
vices that align with each patient’s unique cultural background.

♦ Domain 7: Care of the Patient at the End of Life—Highlights 
interprofessional communication and documentation of the 
signs and symptoms of impending death. Of particular impor-
tance is guiding family in knowing what to expect in the death 
and post-death processes.

♦ Domain 8:  Ethical and Legal Aspects of Care—Promotes 
advance care planning, including ongoing discussions about 
goals of care.

Each of these eight domains requires excellent nurse communica-
tion in order to be fully implemented.

Using Simulation in Nursing Education 
to Promote Excellent Communication Skills
One way to provide student and practicing nurses with educational 
opportunities in communication is through various types of sim-
ulation. Simulation has been used in nursing education to address 
high-risk assessment and management needs, similar to what has 
been used in aviation, nuclear power agencies, and the military.7 
Simulation, whether it be high-fidelity, standardized patients (SPs), 
role plays, and so on, is defined as a “technique, not a technology, 
to replace or amplify real experiences with guided experiences, 
often immersive in nature, that evoke or replicate substantial 
aspects of the real world in a fully interactive fashion.”8(p2) Using 
simulation in nursing education allows students to practice skills 
in a safe environment and permits errors and professional growth 
without a “live” patient being at risk.7 Simulation also offers the 
opportunity to provide interprofessional standardized cases; pro-
motes critical thinking, decision-making, and psychomotor skills; 
provides instant feedback from faculty to participants; integrates 
knowledge and skills; and provides opportunities for faculty to 
debrief with the participants about their feelings.9

There are both advantages and disadvantages to simulation. 
Advantages include (a) students can witness and be involved in a 
crisis situation before experiencing it in the clinical arena; (b) there 
are opportunities to evaluate and reflect on the activity in a safe 
environment; and (c) simulation opportunities can be provided in 

spite of overcrowded, hard-to-obtain clinical sites.10 While these 
advantages address important issues, there are also some disad-
vantages to simulation as well as a need for more evidence-based 
research supporting simulation. A  tremendous amount of time 
is spent in writing/creating scenarios and preparing the lab, and 
stellar clinical faculty must be available to assess the quality of the 
simulation. 10 In addition, simulation labs are costly.

Due to the high costs of setting up a simulation lab, some nurs-
ing education institutions use a form of simulation that includes 
the use of SPs, which has been reported to be innovative, creative, 
and promising.11,12 SPs can be simulated or actual patients who 
are trained to portray a clinical scenario. Research studies pro-
vide a plethora of data showing that SP pedagogy provides learn-
ers with opportunities to interact in a variety of scenarios and 
to repeat and practice various skills. It also increases knowledge 
about specific clinical scenarios; improves communication and 
interviewing skills; and increases satisfaction for both faculty and 
students.1,12,13

Peer role play is another low-cost way to practice good com-
munication, allowing students to exercise a wide variety of roles 
with their peers (e.g., playing the role of patient, caregiver, phy-
sician, nurse, chaplain, etc.). This method allows participants 
to “be in” various roles and promotes excellent and immediate 
feedback from faculty. Immediate feedback from faculty who are 
well educated in communication techniques can reinforce good 
interactions, as well as point out ways to improve the conversation 
when needed. Learners need to feel that they are in a safe place to 
practice these skills. In addition, faculty must prepare ahead of 
time for these learning opportunities. For example, they need to 
develop/choose realistic roles, make sure the role aligns with the 
participant’s level of practice, and give feedback that will be help-
ful and memorable. Studies have shown that practicing commu-
nication skills with peers can be successful and that it improves 
communication more than just providing didactic content.14,15 
For examples of scenarios that could be used in simulation, see 
Box 44.1.

Practicing Difficult Areas of Communication: 
Team and Family Meetings
Unfortunately, there is no prescriptive script that students and 
practicing nurses can memorize in order to communicate with 
patients and families, as each situation is unique. Especially in 
difficult and tragic circumstances, it is critical that nurses actively 
listen, be present, and bear witness.16 Nurses have shared that the 
areas in which they struggle most when communicating is discuss-
ing bad news, talking with physicians about palliative care issues, 
discussing spiritual concerns, and talking with patients/families 
from different cultures.17 Many times, nurses may just need key 
phrases/words to get the conversation started (Table 44.1).

Team and family meetings are frequent occurrences for nurses. 
Collaboration and respect are key when working with the inter-
professional team, as it promotes quality and safe care.18,19 Team 
and family meeting scenarios can be acted out in the simulation 
lab or through role plays. This allows the student a safe place to 
witness one of these meetings. The purpose of a family meeting 
can be varied. For example, it can be focused on sharing informa-
tion about treatment options, benefits and burdens of care, goals 

 

 



Box 44.1 Examples of Role-Plays/Vignettes That Can Be Used in Simulation

Scenario: Neonatal

Premature infant, Sydney, was born with multiple cardiac and respiratory anomalies. Neonatologists have spoken with the family, 
stating that the child will not survive more than 3 to 4 days. The nurse comes in to talk to the mother and father about this conversa-
tion. The mother states, “I can’t wait for my baby to get through this crisis so we can take him home.” How should the nurse respond?

A 26-year-old mother goes into a diabetic coma, giving birth prematurely. Unfortunately, both the mother and baby die. The father, 
the mother’s parents, and two young children (ages 4 and 6 years) are in the waiting room. The obstetrician/gynecological advanced 
practice nurse asks the family to come into a private office to give this bad news. How should she begin giving this news? Should the 
children be present? If not, where should they be?

Scenario: Pediatric

Timmy, age 8 years, was hit by a car on his way to school this morning. His single mom arrives in the emergency department and sits 
alone in the waiting room. After numerous resuscitation attempts, Timmy dies. The nurse and physician go to the waiting room to tell 
Timmy’s mother that Timmy has died. The physician returns to the emergency department and the nurse stays to comfort the mother. 
What do you say? What do you do? Should Timmy’s mother drive home?

Ashley is 5 years old and had an allogeneic bone marrow transplant 8 weeks ago. She has been battling graft-versus-host disease for 
the past 3 weeks. Her father is very concerned and asks, “Is my daughter going to die?” How should you respond?

Scenario: Adult

Sandra is 42 years old and has stage 4 breast cancer with metastasis to the bones and brain. She is married and has three children (ages 
6, 10, and 12 years). She tells you that she is afraid she will die before her children grow up. She states that she hopes her children will 
always remember how much she loves them. Describe how you would communicate ways she could leave a legacy for her children.

Mark is 56 years old and has amyotrophic lateral sclerosis. He is considering being placed on a ventilator to improve his respiratory 
status. He asks you, as his home health nurse, if this is something to consider. He admits, “I am tired, and really want nature to take 
its course. But, I feel I should show my family I am willing to fight this.” How should you respond?

Margaret is 38 years old and suffers from heart failure, type 1 diabetes, and hypertension. She is 5’4” and weighs 378 pounds. She is 
currently hospitalized because she had a stroke last week that left her with some cognitive and muscular-skeletal deficits. She asks you 
if she is going to die soon. How would you respond? Role-play the nurse with other members of the interprofessional team talking to 
Margaret about her goals of care.

Robert is 60 years old and has been undergoing chemotherapy for stage 4 pancreatic cancer over the past 3 months. He was admit-
ted to the hospital last night because of dehydration, failure to thrive, and pneumonia. He confides in you that he doesn’t think he can 
continue with the chemotherapy. “I am done with all of this,” he says. You notice that no one has asked Robert what his goals of care 
are. How would you begin a conversation, asking about his goals?

Later, Robert confides that he does not want to continue with chemotherapy. He has recently read information on the Internet that 
his stage 4 pancreatic cancer is terminal. He is angry that his oncologist has not told him this when he was first diagnosed. “I would 
have rather spent time at home with my family than spending time at the infusion center getting chemotherapy.” You speak with the 
oncologist about this conversation later in the day, and the oncologist tells you, “He would be dead by now if we had not given him 
chemotherapy.” How would you respond to this physician?

Role-play a conversation with a physician who refuses to include the palliative care team on a 50-year-old patient with end-stage 
renal failure and multiple symptoms (i.e., anxiety, anorexia, fatigue, depression, etc.).

Eric is 36 years old and was in the Iraqi/Afghanistan War 15 years ago. He has a rare form of bone cancer and states his pain scores 
range between 8 and 10 (on a zero to 10 pain scale). When you explore what he takes for the pain, he states, “I don’t take anything. 
I know what it is like to be addicted.” He confides in you that he had a gunshot wound in his shoulder while in the war. “I got addicted 
to those pain medications and I don’t want to ever take them again.” Also, he states, “Sometimes you just have to be stoic and bear the 
pain.” How would you respond? What misconceptions does he have about pain medication? What role does being a veteran play in 
his self-proclaimed “stoicism”?

Michelle is 32 years old and was diagnosed with advanced cervical cancer 2 months ago, with metastasis to the liver and lungs. 
While at the clinic, she confides in you that she feels guilty about having this disease and believes that God is punishing her. How 
would you respond?

Scenario: Older Adults

Miriam is 82 years old. She has lived in a nursing home for the past 20 years due to multiple illnesses. Three months ago, she was diag-
nosed with late-stage colon cancer. She has one daughter who lives 100 miles away and visits her mother once a year. This year, when 
the daughter arrives at the nursing home, she is shocked that her mother has lost so much weight. The nurse explains that her mother 
has eaten poorly since her colon surgery. Even though dietary services have been involved, she continues to lose weight, as she just does 
not want to eat. The daughter demands that a feeding tube be inserted. How would you interact with the daughter? What other team 

(continued)
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of care, and advance care planning.4,5 The goal of a family meet-
ing is to improve communication regarding all issues dealing with 
palliative care and decision-making.5

Preparing to attend a family meeting takes time, preparation, 
and organization. With little time and resources, the healthcare 
team must be prepared not only to provide information but to 
listen to concerns of the patient/family, answer difficult ques-
tions honestly, and “be present.” Components of a family meeting 
include preparing for the meeting; opening the meeting; making 
sure the family understands the current health status and avail-
able treatments; honoring patient and family values, preferences, 
and beliefs; addressing decisions that need to be made; closing the 
meeting; following up; and giving feedback to appropriate health-
care colleagues.4

♦ Stop and Practice: Role playing, using the eight components 
listed earlier for holding a family meeting, can give students 
and practicing nurses opportunities to rehearse these impor-
tant skills. The following is an example of a role play with key 
concepts to promote the exchanges.

Situation: Kent is 46 years old and was diagnosed with stage 4 
small cell lung cancer 8 months ago. His dyspnea is increasing, 
along with his fatigue and anxiety. He has lost 12 pounds in the 
last month (currently he weighs 138 pounds and is 6 feet tall).

Kent was born in Vietnam but came to the United States with 
his parents when he was 2 years old. He was employed as an elec-
trician prior to his illness, has been divorced for 20 years with no 
significant other during that time, lives alone, has no children, and 
continues to smoke two packs of cigarettes per day. His parents 
and one sister live nearby. Kent is not affiliated with any religion 
but states he is “spiritual.” He does not have an advanced directive.

Kent was admitted to the hospital yesterday, suffering a broken 
right arm and hip due to a fall at home. The orthopedic surgeon is 
concerned about operating on Kent due to his compromised con-
dition. The oncologist schedules a meeting with Kent and invites 
the advanced practice nurse from the palliative care team to join 
them. Role play this scenario following the guidelines listed.4,20 
Actors for the role play include Kent’s parents, the oncologist, and 
an advanced practice nurse.

♦ Prepare for the meeting

•	 Review	current	medical	 issues,	medical	history,	and	social	
history.

•	 Determine	which	healthcare	team	members	will	attend	and	
who will lead the meeting.

•	 Decide	the	purpose	of	the	meeting.	What	will	the	goal(s)	of	
the meeting be? What information do you want to be sure is 
conveyed?

•	 Decide	 if	 the	 patient	 will	 attend	 as	 well	 as	 which	 family	
members.

•	 Arrange	to	be	in	a	quiet	and	private	room,	with	ample	seating.

•	 Decide	 if	 arrangements	 should	 be	 made	 for	 those	 living	
long-distance to attend the conference via telephone or other 
electronic medium.

•	 Turn	off	pagers,	call	phones	to	prevent	any	distraction.
♦ Open the meeting

•	 Be	 sure	 everyone	 in	 the	 room	 is	 introduced	 and	 that	
patient and family understand the role of each healthcare 
professional.

•	 Ensure	each	healthcare	professional	understands	 the	care-
giving role(s) of any of the family or friends attending the 
meeting.

•	 Describe	the	purpose	and	goal(s)	of	the	meeting.	This	needs	
to be clearly articulated at the beginning. Examples of ways 
to state the purpose include

•	 “The purpose of this meeting is to make sure everyone under-
stands how Kent is doing. We also want to be available to 
answer any questions you might have.”

•	 “We’ve called this meeting because Kent’s health is declining 
quickly and we need to consider future care.”

•	 “Kent’s health is rapidly declining, and we need to make some 
decisions. Because there is no advanced directive, we must 
address these issues today.:

•	 Be	 flexible.	The	 goals	 of	 the	meeting	may	 change,	 due	 to	
needs or concerns of the patient/family.

♦ Determine the family understanding about what is happen-
ing to Kent.

•	 Have	each	family	member	state	his	or	her	understanding	of	
Kent’s condition.

•	 An	example	to	start	this	conversation	may	include

members should be included in this conversation? Role-play what a conversation would look like with the advanced practice geriatric 
nurse, the dietician, and the primary nurse caring for Miriam.

Sally is 76 years old and has been in a head-on car accident. Her partner, Deborah, is waiting in the emergency room. The doctors 
state that her head injuries are very serious and that she is unable to breathe on her own. Sally does not have an advanced directive. 
Role-play the conversation needed between the physician, chaplain, nurse, and Sally’s partner.

Edward is 92 years old and is a veteran of World War II. You are his home care nurse, and you make visits twice a week, moni-
toring his dementia, diabetes, and hypertension. You have been caring for Edward for the past 18 months. He recently had a left 
below-the-knee amputation due to complications of diabetes. Today when you visit, his two sons tell you, “Everything must be done 
to prolong our father’s life for as long as possible. We need his veteran’s pay.” Edward has an advanced directive and has made it clear 
that he wants “no heroics.” The children inform you they plan to contest that. How would you speak with the sons? How would you 
advocate for Edward?

Box 44.1 (Continued)



Table 44.1 Phrases to Consider When Speaking With Patients and Their Families

Appropriate Phrases to Begin a Conversation Phrases to Avoid When Beginning a Conversation

Bad News

“I am very sorry to hear that you received some difficult news today. I wish the news you 
received today had been better. Tell me what you understand about your diagnosis.”

“I am sorry to hear about your bad news. I know how you feel.”

Problem: While the listener may be empathetic to the bad news, no 
one knows how someone else feels.

Quality of Life Assessment31

“Please tell me how your disease has interfered with your daily activities.” “How has it 
affected your family, friends? your work?”

“Do you find yourself feeling worried or sad about your illness?”

“What are the symptoms that bother you the most? What concerns you the most?”

“Have your religious/spiritual beliefs been affected by your illness? If so, please explain?

“Many of my patients wonder about the meaning of their illness—do you?”

“Has your illness interfered with your daily activities, family, 
friends, work?”

“Do you worry a lot or find yourself being sad? If so, that’s okay.”

“Do you have pain, fatigue, dyspnea, or other symptoms?”

“Are you seeing a clergy/chaplain about any religious/spiritual or 
existential problems?”

Problem: Questions can be answered with “yes or no.” None of these 
questions are open-ended.

Family Meeting

“The purpose of this family meeting is to get to know each of you and to focus on your 
father’s current health status. We recognize that you have known him longer than we have. 
We value any information you may have that would assist us in caring for him. Can you share 
your understanding of your father’s illness?”

“The purpose of this family meeting is to share with you our goals 
of care for your father.”

Problem: The purpose of this meeting is to provide information, 
to clarify the patient’s goals (not the healthcare team’s), address 
problems, support the family, and provide resources to them as 
needed.

“Before we start the meeting, I would like to share with you that it is such a privilege to 
provide care to your father. Over these next few minutes, we would like to give you an 
update on the tests that were completed yesterday and to hear your thoughts on how we 
should proceed.”

“Our team is busy and we have six other patients to see. We only 
have 10 minutes for this meeting.”

Problem: This attitude sets the tone for those attending. The 
patient/family knows that you are busy, and this statement does not 
promote an environment of compassion, listening, or being present.

Setting Goals

“We have talked about the limited time you have left and you shared with me last week that 
you have a list of goals that you would like to accomplish before you die. What are your goals 
for these last few days/months of your life?”

“We need you to make a decision right now.”

Problem: Questions about goal-setting are rarely asked. By asking 
this question, you place value on the patient—their goals and 
dreams give you a window into their thoughts.

Artificial Feeding/Hydration31

“Tell me what you know about artificial ways to provide food and drink to your loved one.”

“One of the body’s signals that death is close is that patients lose interest in eating. This can 
occur days to weeks before death.”

“Your loved one will not die from dehydration or starvation. It will not promote suffering. It 
will be the disease that causes his death.”

“Do you know anything about tube feedings?”

“You don’t want your loved one to starve to death. That’s a terrible 
way to die.”

Problem: The question is not open-ended. Speaking about issues 
that have no data to support them is unprofessional and unethical.

Discussing Palliative Care With Physicians

“Dr. Jones, you have taken excellent care of Mr. K. over the past 10 years with his various 
illnesses. Now with his new diagnosis, already-compromised physical state, and multiple 
health issues with his wife who is the caregiver, what are your thoughts about us contacting 
the palliative care team to work with us in addressing some of these issues?”

“Dr. Jones, can we have a palliative consult on Mr. K?”

Problem: Again, this is not an open-ended question. Where do you 
go after the physician says “No”? What information have you given 
the physician to even think a palliative care consult should occur?

Discussing Palliative Care With Patients/Families

“Mrs. T., you have done a beautiful job of sharing with us what your goals of care are. You 
want to be as pain-free as possible, you would still like to enjoy some food, and you would 
like to talk to a spiritual advisor about some existential angst you are experiencing. It would 
be good to have someone from the palliative care team come and talk with you and make a 
plan for addressing each of these issues. I am very familiar with this team and they have worked 
with many of our patients to improve their quality of life for the time they have left. They are 
specially trained in assessing and managing your symptoms. In addition, they can also work 
with your husband and children as they deal with many changes in their lives since your illness. 
What are your thoughts about having the palliative care team come and talk with you today?”

“Mrs. T., your doctor and I talked today about having palliative care 
come and see you. Are you okay with that?”

Problem: This is not an open-ended question. Patients may be 
confused about what palliative care is. This question does not 
provide necessary information for Mrs. T. to make a decision.
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•	 “What has the team told you about Kent’s illness? What is 
your understanding of his condition?”

•	 Speak	clearly	about	the	seriousness	of	the	illness	and	how	it	is	
affecting Kent.

•	 After	each	family	member	has	had	an	opportunity	to	speak,	
it is helpful to state, “Is there anything that is not clear that you 
would like further information about?”

♦ Address patient and family values, preferences, and beliefs

•	 Elicit	goals	of	all	 family	members	present.	Be	prepared	for	
multiple perspectives.

•	 Use	open-ended	questions.

•	 “Given that Kent has fallen and his lung cancer is getting 
worse, what do you hope for him?”

•	 “Seeing a particular family member or friend can be an 
important goal for some patients. Are you aware of anyone 
that Kent would want to see at this time?”

•	 Commit	to	exploring	and	understanding	ethnic	and	cultural	
preferences and influences on communication, family rela-
tionships, medical treatments, and end-of-life care.

•	 “We really want to understand and respect Kent’s cultural 
beliefs and practices so that we as a team can take the best 
possible care of him.”

•	 Keep	the	focus	on	the	decisions	made	from	the	patient’s	per-
spective. Many times, this provides relief to family members 
and prevents guilt from making certain decisions.

•	 “Did Kent ever tell you what he wanted for himself if he 
became this ill? If so, please share what he requested.”

•	 “Did Kent ever have a family member or friend who was 
very ill and state that he would want that same type of 
care? If yes, please explain.”

•	 “Have you experienced a similar situation of having some-
one close to you being very ill? If so, how did you cope and 
react to the situation?”

•	 “Please help me understand what I need to know about 
Kent’s cultural beliefs in order to best care for him.”

♦ Deal with decisions that need to be made

•	 Be	sure	everyone	has	a	common	understanding	of	each issue.

•	 Begin	with	statements	about	the	current	assessment	of	Kent	
and talk about options for interventions.

•	 Provide	clear	recommendations	that	are	based	on	patient	and	
family goals.

•	 “Given our understanding of this latest health crisis and 
what you have told us about what you would want for 
Kent, I  would recommend that we not obtain another 
orthopedic consult.”

•	 Consider	 coming	 to	 an	 agreement	 about	 a	 healthcare	
team recommendation, rather than details of a specific 
intervention.

•	 “We would like to focus on Kent’s comfort and not do any 
invasive procedures that might cause or prolong suffering. 
What are your thoughts on that goal of care?”

•	 Make	sure	everyone	in	the	room	understands	the	decisions	
that have been made.

•	 “I would like to make sure that everyone understands that 
we have decided to . . .”

♦ Close the meeting

•	 Provide	a	short	summary	of	the	meeting.

•	 Ask	if	there	any	further	questions	or	concerns.

•	 State	your	appreciation	and	respect	for	the	family.

•	 “We thank you for meeting with us today and for giving us 
a better picture of Kent. We can only imagine how difficult 
this must be for each of you. We respect you for trying to 
do the right thing for Kent and for helping to make some 
challenging decisions.”

•	 Follow	up.	When	is	the	next	family	meeting?	Make	sure	fam-
ily members know how to contact you.

♦ Follow up on the meeting

•	 Document	the	meeting	in	the	patient’s chart.

•	 Follow	up	with	any	plans	that	were	made	and	any	reassess-
ment agreed upon.

•	 “At our last meeting, you were going to talk to your daugh-
ter about what we discussed two days ago. How did that 
conversation go?”

♦ Give feedback/follow-up to healthcare colleagues

•	 This	is	a	very	important	step—do	not	neglect it.

•	 Ask	 any	 of	 the	 healthcare	 professionals	 how	 the	meeting  	 
went.

•	 Consider	 positives	 as	 well	 as	 potential	 areas	 for	 further	
evaluation.

•	 Provide	feedback	to	colleagues	about	the	meeting.

Nurses Witness Various Emotions When 
Holding Difficult Conversations
Many conversations regarding palliative care are full of 
emotions—it is the nature of the work. For example, patients hear-
ing that their disease is progressing despite aggressive treatment, 
families receiving news that their loved one has only a few days 
of life remaining, or a parent who is shocked to hear that their 
child is in critical condition following an accident on the foot-
ball field—all of these conversations are laden with difficult and 
heart-breaking emotions. This is a sacred moment, and students 
and practicing nurses must understand the privilege and oppor-
tunity they possess to be with patients and families during these 
vulnerable times.
♦ Stop and Practice: Mrs. Smith is 78 years old with heart and 

renal failure. She is the sole caregiver for her 84-year-old hus-
band, who has Parkinson’s disease. The home care nurse is 
visiting Mrs. Smith today at her home. This case will show the 
importance of how to respond to emotion by21

•	 Reflecting	thoughts,	emotions,	or	behaviors

•	 Affirming	and	respecting
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•	 Summarizing/paraphrasing

•	 Making a plan

Nurse:   “Hello, Mrs. Jones. Tell me about these tears.” (reflecting 
emotion)

Mrs. Jones:   “Things are happening so fast. My kidney status is 
failing and the dialysis is not working as it used to. I’m having 
trouble adjusting my heart and diabetic medicines. I have lost 
most of my doctors because they are not in my new insurance 
network, so I have had to look for new ones. Do you know how 
much energy that takes? Who is going to take care of my hus-
band when I  die? Because he has Parkinson’s he can’t be left 
alone. Medical bills are piling up. I just can’t handle all of this. 
When will it stop?”

Nurse:  “Mrs. Jones, you have a tremendous amount of stress on you. 
I am glad you could share these fears and concerns with me. Though 
I can’t personally assist you with all of these issues, I do work with 
a wonderful team and together we can work with you to find solu-
tions. It is so important that you communicate with us about how 
you feel—physically, psychologically, socially, spiritually. Together, 
we as a team can work with you to address these. Today, what is the 
most stressful thing you are dealing with? What can I work on right 
now to get you some relief?” (affirmation and respect)

Mrs. Jones:   “At this point, my doctors say there is not much else 
left for me. My heart is slowly weakening. My kidneys are shot. 
I always knew this day would come. But I really need to focus on 
what I can control. Right now, my biggest concern is getting help 
for my husband. I believe that in a few short days/weeks, I will no 
longer be able to care for him.”

Nurse: “Mrs. Jones, you have shared many concerns with me today. 
I am so impressed with the way you have taken such good care of 
your husband, despite your own problems. It is obvious you love 
him very much (acknowledges her role, emotions). You have shared 
with me that your physical status is declining rapidly, you are con-
cerned about financial issues, and you need to seek some new doc-
tors. However, your biggest concern now is how to get help for your 
husband who is so dependent on you. Do I understand what is caus-
ing you the most angst at this time?” (summarizing/paraphrasing)

Mrs. Jones: “Yes, you are correct. My husband is requiring much 
more attention than I have the energy to provide. I don’t know 
where to turn at this point.”

Nurse: “Mrs. Jones, I am going to contact our social worker, so he 
can get right on this today. He will be able to connect you with 
several services in our community that can assist you and your 
husband. We will work to get the very best service here to work 
with you. This is an urgent situation and we want to take care of 
it immediately. While we will work with you to get your husband 
some care, we also need to talk more about you and your future 
(address one concern, move to next). I will call your doctor today 
to see if there are any medication adjustments we should be mak-
ing. I will be back tomorrow afternoon and together we can review 
options for providing care for your husband. I would also like to 
discuss having palliative care come and see you both in the next 
few days. We spoke about this last week and I left some pamphlets 
for you to read. Is it okay to discuss this further tomorrow, as well 
as some of the financial concerns you have?” (make a plan)

Mrs. Jones: “Yes. I know I am going to need to make some adjust-
ments. I have read the palliative care pamphlets and I have some 
questions.”

Emotional conversations, such as this one, happen every day. 
Nurses need to be prepared for them. They need to practice these 
types of encounters. It is easy to become overwhelmed with the 
numerous and complicated needs of patients, but nurses must stay 
focused, listen, and be present in order to respond to the emo-
tion by reflecting, affirming/respecting, and summarizing/para-
phrasing. Each of these actions are critical in helping the patient 
and family develop a plan of care. Further resources are available 
to assist in teaching and practicing patient- and family-centered 
communication (Table 44.2).

Telehealth: Excellent Communication Skills 
Are Vital
The world is changing rapidly, and the need to provide quality 
and value-based healthcare is a tremendous challenge. Almost 
20% of Americans live in rural areas (59,492,276, 19.3%),22 
representing 80% of all land in the United States.23 Many who 
live in rural areas are poor, older, and have chronic illness(es), 
and they have little or no access to healthcare. It is difficult to 

Table 44.2 Educational Resources to Promote Communication in Palliative Nursing

Resource: Websites Overview

BREAKS Protocol for Delivering Bad News

http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3144432/

A six-step protocol to provide communication strategies for breaking  
bad news.

Center to Advance Palliative Care

http://www.capc.org/ipal/ipal-icu/improvement-and-clinical-tools

Provides assessment tools regarding family conferencing, language to use, etc.

Palliative Care Communication Institute

http://www.pccinstitute.com

Provides teaching tools for nurses and other members of the interprofessional 
team, as well as research opportunities and an iOS app.

End-of-Life Nursing Education Consortium Core, Pediatric 
Palliative Care, Geriatric, Critical Care

www.aacn.nche.edu/ELNEC

National education project dedicated to educate nurses in palliative 
care. One of the modules in each of these curricula is devoted entirely to 
communication.

End of Life/Palliative Education Resource Center Fast Facts

http://www.eperc.mcw.edu/EPERC/FastFactsandConcepts (On 
right-hand screen, click “Communication”)

A compilation of over 60 “fast facts” about a wide variety of communication 
scenarios, such as giving bad news, setting up a family meeting, how to inform 
a family member about their loved one’s death, etc.

Silver Hour

http://silverhour.info/teaching-resources

Provides numerous examples of simulations dealing with palliative care issues.

 

http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3144432/
http://www.capc.org/ipal/ipal-icu/improvement-and-clinical-tools
http://www.clinicalcc.com/
http://www.aacn.nche.edu/ELNEC
http://www.eperc.mcw.edu/EPERC/FastFactsandConcepts
http://silverhour.info/teaching-resources
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entice healthcare professionals to practice in rural areas.23 As 
the traditional fee-for-service system begins to shrink and new 
models of care are implemented (e.g., accountable care orga-
nizations, patient-centered medical homes), telehealth will 
continue to play an important role in healthcare, especially as 
outcomes are sought and measured.23 In addition, the cost of 
telehealth technologies are dropping; it is becoming easier to 
use, more prevalent in the marketplace, and more accessible.23 
Videoconferencing via two-way interactive video, the Internet, 
email, fax, telephone, store-and-forward imaging, streaming 
media, and terrestrial and wireless communications are exam-
ples of various telehealth technologies that nurses use to pro-
mote healthcare.

Along with increasing changes in telehealth technology, chronic 
illnesses are also on the rise. Chronic illnesses are the leading 
cause of disability and death in the United States.24 Since 2012, 
approximately half of all adults in the United States (117 million 
people) have one or more chronic diseases, and 25% of US adults 
have two or more chronic health conditions.25 Heart disease and 
cancer account for almost 48% of all deaths.26 Obesity continues 
to be a tremendous healthcare challenge, as more than one-third 
of all adults (~78 million) and nearly one-fifth of children ages 2 to 
19 years are considered obese.27 Kidney failure, lower limb ampu-
tations, and new cases of blindness are caused primarily by diabe-
tes in adults.28 With these various chronic diseases, it is becoming 
more essential that patients and their families be better informed 
and more empowered to participate in self-management activities. 
Students and practicing nurses must be familiar with this technol-
ogy, as they are generally on the front line caring for those in rural 
and other areas where telehealth is used.

Thus there is a need to be familiar with the technology, to be 
comfortable in educating and communicating via this tech-
nology, and to collaborate with other interprofessional team 
members in planning for future care While these telehealth 
technologies have the potential to increase and enhance access, 
availability, quality, and cost-effectiveness of services related to 
healthcare, it is extremely important that healthcare providers 
have the communication skills to maximize care and improve 
the delivery of services.29 A study published in 2014 supported 
the use of video conferencing among a sample of hospice end 
users, including both interprofessional team members and care-
givers, and demonstrated that meaningful conversation can 
occur.30 With the rise in medical costs and decrease in practi-
tioners, the demand for telehealth will only increase. Nursing 
faculty, continuing education providers, and staff development 
educators must stress the important role that nurses have in 
designing and implementing e-health tools and provide oppor-
tunities to access and provide excellent communication via these 
various telehealth options.

Conclusion
Communication is a nonnegotiable skill that every nurse must 
have. Research and theory associated with meaningful and pur-
poseful communication must be taught, role-played, and assessed. 
Immediate feedback must be given and opportunities provided 
to promote mentorship in developing excellent communication. 
Student and practicing nurses need to understand and value the 
important role and privilege they have in caring for patients and 

their families during their most vulnerable time(s). It is an honor 
to be trusted, to have late-night conversations, to advocate, to share 
assessments with other members of the interprofessional team, to 
pay attention to words and actions, and to assist in scripting goals 
of care. All of these opportunities require excellent patient- and 
family-centered communication. For those who teach, mentor, 
and role-model communication, the opportunity to inspire others 
is tandem to this work we call education.
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CHAPTER 45

Communication Education 
for Social Workers
John G. Cagle and Kaila Williams

Introduction
Palliative care is a model of care that strives to address the 
multidimensional needs of patients and their families. These 
needs include an individual’s physical, social, cognitive/emo-
tional, and spiritual dimensions. Although there is substantial 
role overlap between palliative care disciplines, social work-
ers are often charged with handling the social and emotional 
dimensions of care. Social workers must ensure open and clear 
communication between patients, families, and providers in 
the potentially difficult discussions about coping resources, 
care planning and advance directives, death and dying, and 
financial matters. Furthermore, social workers are frequently 
involved in crisis situations—for example, mediating family 
conf lict, assisting with urgent decision-making, or interven-
ing to allay heightened patient/family distress. This chapter 
provides an overview of communication education for social 
workers as well as a critical description of related curriculum 
standards in social work education and innovative modes of 
communication education.

Communication Education and Training 
in Social Work
Communication is an integral part of social work education 
at both the graduate and undergraduate level. Graduates from 
accredited programs can expect fundamental communication 
training, knowledge, and skills. The Council on Social Work 
Education (CSWE), the sole accrediting body for schools of 
social work in the United States, lists communication skills as a 
priority for social work education in multiple policy statements. 
Specifically, the CSWE has endorsed curricula that focus on the 
development of professional communication, competency, and 
critical thinking when interacting with clients and organizations 
and articulating the importance and impact of diversity in their 
clients’ lives.1 International social work organizations such as 
the British Association of Social Workers and the International 
Federation of Social Work have a similar emphasis on the develop-
ment of communication skills.

In 2009 the CSWE issued a white paper titled “Palliative Care 
with Older Adults,” which includes a description of the role of 
social work in palliative care.2 This document highlights the 
strengths, skills, and perspective that social workers bring to the 

interprofessional palliative care team. Notably, the authors argue 
that social workers are needed because of their communication 
expertise. Social workers use their communication skills to under-
stand the client’s unique experiences, which in turn guides inter-
actions between the healthcare team and the client. The CSWE 
also identifies social workers’ distinctive ability to communicate 
between patients, families, the healthcare team, and the commu-
nity at large. Thus social workers may serve as the linchpin that 
connects and galvanizes healthcare members. In short, the CSWE 
prioritizes communication education and training for generalist 
social workers—and especially for those with specialized pallia-
tive care training.1,2

NASW Standards for Social Work Practice 
in Palliative and End-of-Life Care
In 2004, the National Association of Social Workers (NASW) 
published standards for social work practice in palliative and end-
of-life care.3 These standards, meant to establish common expec-
tations for practice, include a number of communication-related 
domains, such as the ability to recognize patterns of communica-
tion and decision-making in the family; facilitate communication 
among clients, family members, and members of the healthcare 
team; communicate the client’s and family’s psychosocial needs to 
the interdisciplinary team; and communicate and work collabora-
tively as an interdisciplinary team member to achieve care goals. 
The tenets of these guidelines have been echoed elsewhere in the 
social work literature,4,5 and, when coupled with the CSWE’s 
emphasis on the importance of cultivating strong communica-
tion skills in social work, the clarion call is clear—palliative care 
social workers must be equipped with knowledge of communica-
tion dynamics and the ability to facilitate difficult discussions in 
the clinical context.

Essentials in Communication Education 
for Palliative Social Work
Building from fundamental social work communication skills 
such as empathy, rapport-building, and client advocacy (see 
 chapter  6), essential palliative care education includes a strong 
foundation of relevant theory and careful attention to language, 
culture, and clinical presence.
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Social work is known for embracing a strengths-oriented focus 
to practice, a focus that is congruent with the principles and eth-
ics of palliative care. Solution-focused communication is a way of 
framing problems from the perspective of the patient/family and 
empowering them to utilize their coping skills and resources to 
find ways to achieve what is most important. Ideally, communica-
tion education for palliative social workers should be grounded 
in a critical review of prevailing theories about serious illness, 
dying, and loss. Appraisals of the conceptual work advanced by 
Kübler-Ross, Worden, Pearlin, Lazurus and Folkman, Stoebe 
and Stroebe, Rando, Glasser and Strauss, and Corr, for example, 
provide social workers with the theoretical context they need to 
understand coping with life-threatening illness, the stressors of 
providing care, and loss. These frameworks inform palliative care 
communication during assessment and intervention.

Comprehensive communication education for palliative 
social workers should include careful attention to the use of 
language—and in particular, the use of metaphors, hyperbole, 
and hidden meanings—as well as nonverbal communication. 
Communication is much more than just the words that are spo-
ken during a conversation. The meaning of a given statement is 
defined by numerous contextual factors, including the speaker’s 
tone of voice, body posture, and the external circumstances sur-
rounding the discussion. Social workers should be aware of how 
their own appearance can shape the meaning of an interaction. 
For example, leaning forward, raising eyebrows, and making eye 
contact can indicate that a listener is receptive to a speaker. On 
the other hand, crossed arms may suggest defensiveness, feeling 
threatened, or a desire to end the conversation. Leaning back or 
fidgeting with objects may also signify that you are nervous, dis-
interested, or bored. It is also important to acknowledge that non-
verbal cues are culturally determined and that different gestures, 
facial expressions, or physical positions may mean different things 
to different people.

Individual perceptions about serious and life-threatening ill-
ness are shaped, in large part, by one’s unique history and cultural 
background. These perceptions include theories about how and 
why illness develops, taboos against truth-telling, and beliefs about 
healing. The centrality of the patient/family-centered approach in 
palliative care resonates with many immigrant cultures, but true 
family-centered advance care planning, efforts to understand the 
patient’s culture, and involvement of trained interpreters take 
time, which may clash with administrative challenges such as 
large caseloads and short medical appointments. Some cultures 
hold fatalistic beliefs that discussing potentially negative events 
may contribute to their eventual occurrence.6 This belief can com-
plicate prognostication and advance care planning. Conventional 
(i.e., Western-based) practice concepts and approaches may not be 
applicable to diverse populations.

To enhance cultural awareness and patient/family-centeredness, 
palliative social workers should be taught how to be clinically 
present. Clinical presence involves attentive behavior and active 
listening skills. In the context of palliative care, being present 
means starting where the patient/family are and communicating 
in a manner that makes them feel heard and not alone. Presence 
is demonstrated by a relaxed body posture and the judicious use 
of therapeutic silence—that is, deliberate pauses in conversations 
that allow patients and families the opportunity to contemplate 

what is being said and formulate well-reasoned questions and/or 
responses.

One way to practice clinical presence is to engage in reflection. 
Reflection is a basic communication skill and a central component 
of active listening. It involves rephrasing and summarizing what is 
heard during a conversation. The social worker demonstrates that 
he or she is listening and understands what the speaker is saying. 
Reflection also provides the speaker the opportunity to correct the 
listener’s interpretation of what was said. Rephrasing what is said 
lets patients know that they were heard and provides an opportu-
nity to avoid ambiguity or correct misinterpretation. Reflection 
can also be used to summarize the main points of a lengthy con-
versation or to clarify next steps for action.

Comprehensive Psychosocial Assessment
The psychosocial assessment provides palliative care social work-
ers with a framework of topics considered important to patients 
and families dealing with serious illness. These assessment topics 
are often communication starters or launching points for in-depth 
discussions about the family’s experiences, needs, hopes, and 
fears. During the assessment encounter, social workers are often 
simultaneously trying to establish trust and rapport with fami-
lies while also evaluating risks, support needs, and patient/family 
priorities. Assessment questions can seem impersonal, awkward, 
or intrusive (e.g., regarding financial matters or how the illness 
is affecting intimate relationships). However, responses to such 
questions inform the care plan and allow the social worker to bet-
ter understand the patient/family perspectives and context. With 
practice and training, healthcare providers can seamlessly inte-
grate their assessment inquiry into an introductory conversation 
with the patient and family.

Team Communication
Interprofessional cooperation within a palliative care team 
requires close communication, a foundation of mutual trust, 
worker autonomy, a supportive work environment, role clarity, 
and belief in the team-based philosophy of care.7 Palliative social 
workers should feel comfortable assertively articulating their 
clinical judgment in team meetings, care planning activities, and 
the implementation of psychosocial interventions. In particular, 
social workers should remain a staunch and vocal advocate for 
patient and family needs and preferences. Furthermore, social 
workers should become conversant with common medical termi-
nology and the professional terms so they can understand, advise, 
and translate during team-based communication. Some medical 
systems may still have strongly entrenched professional hierar-
chies, and thus social workers should be attuned to the existing 
dynamics within their own team—and educate themselves on 
how to diplomatically negotiate these dynamics to facilitate a 
more “flattened” and equitable team structure.

An important aspect of professional communication is being 
able to succinctly articulate one’s role and responsibilities to others. 
Palliative care social workers should be able to clearly and concisely 
explain their role to patients, families, and fellow team members. 
This may be challenging, as both palliative care providers and 
social workers have struggled to operationalize their professional 
positions within a large and constantly evolving, hierarchically 
layered, profit-conscious health system. Social workers may define 
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their role differently depending on their specific job responsibili-
ties, but the role typically includes, among other things, connect-
ing families to needed resources, facilitating decision-making, and 
bolstering patient/family coping skills. This role can be especially 
demanding, both physically and emotionally. Thus it is important 
to note that palliative care professionals are susceptible to compas-
sion fatigue, the affective toll of compound losses, and the stressors 
of a high-demand job. Social workers should also be able to suc-
cinctly articulate their own coping needs and manage these needs 
through supervision, peer support from fellow team members, 
mindfulness, and other self-care activities.

Facilitating Goals of Care Discussions
Social workers are often involved in patient/family conversations 
about treatment decisions and goals of care. Thus comprehensive 
communication training is needed to equip them with the neces-
sary skills and knowledge to lead and facilitate such discussions. 
The increased use of documented treatment instructions (e.g., 
Medical Orders for Life Sustaining Treatment [MOLST]), for 
example, require in-depth discussions about patient priorities and 
preferences. Thus a comprehensive training program for palliative 
care social workers should also include the review and application 
of strategies for initiating such discussions.

One widely endorsed communication framework is the shared 
decision-making approach: (a) reviewing decisions that need to be 
made; (b) sharing information about the patient’s values, current 
medical situation, and risks and benefits of treatment; (c) ensur-
ing that all parties involved comprehend the information that is 
being provided; (d) discussing preferred roles in decision-making; 
and (e) reaching an agreement about a treatment approach that 
is consistent with the patient’s values and preferences. Shared 
decision-making also ensures that all relevant care preferences and 
decisions are documented in advance directives and honored by 
healthcare providers. When initiating discussions about advance 
care planning, it may be helpful for social workers to begin by 
exploring the patient’s priorities in terms of comfort, longevity, 
or functionality. Because goals and preferences change over time, 
such discussions should be considered part of an ongoing conver-
sation, with advance directives updated when appropriate.

Helping to Manage Uncertainty
Although patients and family members may desire diagnostic 
clarity and clinical certainty, such precision is rarely available. 
Palliative care professionals must acknowledge this and feel com-
fortable saying “I don’t know.”8 Discussions may need to include a 
frank conversation about “what is known” and “what is knowable,” 
including the challenges of establishing prognosis.8,9 Further com-
plicating the issue is family members often “don’t know what they 
don’t know.”10 Patients and families may benefit more from a facili-
tated discussion about their questions, uncertainties, and concerns 
related to a life-limiting diagnosis, as opposed to simply providing 
information about possible outcomes. When practitioners invite 
families to discuss uncertainties regarding prognosis, it allows 
social workers to openly address related frustrations and anxieties.

Convening Family Meetings
Family meetings may generate consensus, profound emotional 
release, or heated debate. In this latter regard, these meetings 

may require the application of mediation skills (i.e., basic conflict 
resolution) to ensure that all parties have the opportunity to be 
heard, the various opinions are understood and acknowledged, 
and all parties feel respected. Hudson et al. published guidelines 
for conducting family meetings in palliative care, calling for them 
to be offered early in the clinical encounter (ideally at admission); 
proactive rather than crisis-driven; and facilitated by the team 
member (or members) with appropriate skills in palliative care, 
group dynamics, and clinical communication.11 The family meet-
ing is an ideal forum during which the social worker can take the 
lead by scheduling the meeting, preparing an agenda, facilitating 
discussion, taking notes, advocating for patients and caregivers, 
documenting decisions, and ensuring adequate follow-up.12,13

Education and Training Activities
Table 45.1 summarizes selected communication training activities 
that can be employed with interprofessional learners, including 
social workers. These include traditional educational modali-
ties such as clinical rotations, didactic sessions, and self-study 
modules—as well as nontraditional methods such as standardized 
patients and families, reflective writing, palliative care vignettes, 
case-solving, and capstone projects. Forrest and Derrick described 
interprofessional case simulations with volunteer actors that 
emphasized the application of communication skills.14 Student 
participants included representatives from social work, nursing, 
and chaplaincy. Significant improvement was demonstrated in 
self-rated skills and competency. Although patient simulation 
appears to be a promising model for communication training, the 
impact of these training approaches on the real-world patients and 
families requires further research. For example, a randomized 
trial of simulation training for physicians and nurse practitioners 
did not improve their perceived quality of communication.15

Standardized patients, role playing, and modeling are popu-
lar because they provide avenues for students to interact with a 
“trained” patient and seasoned healthcare providers. However, 
these activities take time to prepare and can be difficult to assess 
because of variability in responses. Reflective writing, classroom 
didactics, and case vignettes are more commonly used because 
they take less time to prepare and can outline a large amount of 
educational content within a short period of time. These latter 
educational activities, however, typically do not require learners 
to demonstrate their acquired knowledge and skills in an interac-
tive situation.

Models for Sharing Life-Altering News
Because palliative care patients are often coping with debilitating 
and/or life-threatening conditions, it is essential that social work-
ers prepare themselves to broach these difficult topics. Sharing 
life-altering news, such as the diagnosis of a terminal disease or 
the lack of effective treatment options, can be challenging for even 
seasoned practitioners. When communicating serious informa-
tion, it may be helpful to use an existing communication frame-
work to provide structure and guide the conversation. Palliative 
care educators may find the use of communication models par-
ticularly useful for novice learners with limited experience who 
are interacting with patients and families. Table 45.2 displays 
selected models for communicating life-altering news to patients 
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and families. While distinctly different, these models include 
a number of shared elements, including (a)  preparation of self, 
the setting, and the patient/family; (b)  building trust and rap-
port and being present; (c)  exploring what the patient/family 
already knows and what they want to know; (d) providing clear, 
jargon-free information about the situation; (e) allowing space for 
emotional expressions and denial; (f) supporting and empathiz-
ing; and (g) summarizing and discussing next steps. Discussions 
involving life-altering news may also demand extensive flexibil-
ity, the reiteration of important information, and a review of hos-
pice services. Educators and practitioners should also be aware 
of the limitations of using a formulaic communication approach. 
A  dynamic, evolving approach—one that is responsive to the 
needs and reactions of the family—is usually preferred over a 
scripted “cookie-cutter” approach.8,16

In addition to sharing life-altering news such as a poor progno-
sis, unresponsive treatments, or death, palliative care social work-
ers must also be willing to broach potentially taboo subjects such as 
family finances; the presence of mental illness; and issues related to 
sexuality, potential abuse/neglect, and spirituality.3,17,18 These topics 
are essential components of a comprehensive psychosocial assess-
ment, and yet exploring these issues can be perceived as rude or 
intrusive. Social workers in training can practice addressing these 
challenging subjects in a respectful manner by explaining the ratio-
nale behind the questions and asking permission to bring them up.

Advances in Communication Technology
Technological innovations have provided palliative care profes-
sionals with a growing number of useful communication tools. 

Live video streaming, mobile phones and messaging, email, and 
electronic documentation can facilitate efficient practice, overcome 
barriers to care and continuity, and reduce errors. Telemedicine, 
in particular, has strong potential for use in palliative care. For 
example, Parker-Oliver and colleagues demonstrated that use of 
a live video interface by hospice providers can improve outreach 
and support for rural-dwelling families and allow family caregivers 
greater opportunity to participate in team-based communication.19 
Palliative care educators and practitioners should stay abreast of the 
latest developments in communication technology and assess their 
potential to improve processes and outcomes in clinical practice. 
In many cases, however, the ever-evolving changes in communica-
tion technology are outpacing formal education and professional 
training. Furthermore, along with the advances in communication 
technology come questions about the effectiveness of such tools, as 
well as the ethical and legal implications of incorporating them into 
routine clinical practice. The blurring of professional boundaries, 
the potential for breach of protected health information, questions 
about data integrity, and worries about depersonalizing patient/
family–provider interactions are a few of the many concerns noted 
by social work scholars and technology adopters. Moreover, some 
scholars have expressed concern about vulnerable populations 
(e.g., poor, elderly, rural dwellers) who may have limited access to 
the latest technology. Thus educators and practitioners should be 
mindful of how innovative communication tools may contribute 
to disparities—or be used to address them. For community-based 
palliative care providers, electronic documentation can allow for 
important medical chart information to be relayed to clinical team 
members in real time, regardless of their location. Additionally, 
the use of electronic documentation in hospice settings has been 

Table 45.1 Modes of Communication Education and Training for Palliative Care Social Work

Activity Description Pros Cons

Standardized 
patient(s)

Trained actor(s) simulate a healthcare 
scenario through an interactive role play 
with learners

♦   Requires interactive application of 
knowledge/skills

♦ Expense
♦ Time training actors

Reflective writing Diaries or other narrative writing exercises 
that encourage self-assessment of personal 
values, beliefs, and biases

♦   Self-review is considered an integral first 
step to effective palliative care practice

♦   Lack of applied interaction

Didactics Lecture-based instruction involving 
dissemination of best-practice strategies

♦ Structured
♦ Time-tested training approach

♦   Lack of applied interaction

Self-directed activities Semistructured learning assignments that 
allow learners to apply knowledge and 
skills to a population and/or setting of 
their choosing

♦ Allows learners to pursue unique 
interests

♦ Fosters creativity

♦ Lack of standardization
♦ Difficult to assess outcomes

Case vignettes The presentation of clinically complex 
scenarios that involve common ethical 
dilemmas and communication challenges

♦   Allows for brainstorming with other 
learners

♦   Lack of real-time communication dynamics

Role-play An interactive learning activity during 
which learners are tasked with assuming 
the role of the client or healthcare 
provider

♦   Allows learners to work through 
complex situations at their own pace

♦   Difficult to assess because of variability

Modeling Demonstration of exemplary 
communication approaches by 
instructor(s)/expert(s)

♦   Structured and real-life examples ♦   May appear scripted/contrived
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linked to greater attention to key palliative care quality domains, 
including advanced care planning, cultural needs, and the dying 
experience.20

Training Environments for Palliative Care 
Social Workers
Palliative care social workers can advance their 
communication-based knowledge and skills in a variety of edu-
cational environments. Possible settings include the traditional 
“brick-and-mortar” classroom, postgraduate training, online 
learning, continuing education seminars, and on-the-job train-
ing. Regardless of the setting, social workers looking to increase 
their palliative care communication skills may need direct client 

interaction in order to fully understand and apply these skills in a 
real-life setting. Classroom training, however, is often considered 
a necessary first step to equip trainees with essential information 
about relevant theory and evidence-informed practice approaches 
in social work communication. Many schools of social work now 
provide elective courses in death and dying, bereavement, manag-
ing chronic diseases, and working with families. Ideally, palliative 
care communication should be infused into classroom education to 
promote baseline knowledge, teach specific communication strate-
gies, and ground social work practice in theory. Once social work-
ers finish their in-class coursework, learning continues. In fact, the 
profession is charged with staying current about best practices, and 
thus postgraduate training and continuing education opportuni-
ties are essential to maintain practitioner competency and quality.

Table 45.2 Selected Models for Communicating Difficult News Relevant to Palliative Care Providers

Model Brief Description Patient Populations and 
Settings

Evidence of Use 
by Social Work

Reference(s)

ABCDE A = Advance preparation

B = Build therapeutic environment

C = Communicate well

D = Deal w/patient/family reactions

E = Encourage and validate emotions

None specified Yes Rabow and McPhee21

BREAKS B = Background

R = Rapport

E = Explore patient’s knowledge

A = Announce a warning

K = Kindling (i.e., space for emotions)

S = Summarize

None specified None identified Narayanan et al.24

COMFORT™ sm C = Communication

O = Orientation and opportunity

M = Mindful presence

F = Family caregiver communication

O = Openings

R = Relating

T = Team

Setting(s): Home, nursing 
home, hospital, palliative care

Yes Wittenberg-Lyles et al.22

Kaye 10-Step 
Approach

1. Preparation

2. What does the patient know?

3. Is more information wanted?

4. Give a “warning shot”

5. Allow denial

6. Explain (if requested)

7. Listen to concerns

8. Encourage ventilation of feelings

9. Summary and plan

10. Offer availability

None specified None identified Kaye25

SPIKES S = Setup

P = Perception

I = Invitation

K = Knowledge

E = Empathize

S = Summarize and Strategize

Population(s): cancer patients

Setting(s): hospital, clinical 
settings

Yes Baile et al.26
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Postgraduate Training Opportunities
Certification Opportunities for Hospice and Palliative Care 
Social Workers
The NASW, in partnership with the National Hospice and 
Palliative Care Organization, offers two credentialing opportuni-
ties for hospice and palliative care social workers. Bachelor’s-level 
social workers can pursue becoming a Certified Hospice and 
Palliative Social Worker (CHP-SW), and master’s level practi-
tioners can work to obtain the Advanced Certified Hospice and 
Palliative Social Worker (ACHP-SW) designation. The develop-
ment of practitioner communication skills is a central component 
of these programs. For example, competencies for certification 
include the following:
♦ Communicates effectively and compassionately with patients, 

families, healthcare team, and community members about hos-
pice and palliative care issues.

♦ Accurately documents and verbally communicates assessment 
information, treatment plans, and client system interactions as 
required by the organizational setting.

♦ Communicates and collaborates effectively as a member of the 
interdisciplinary team to develop the plan of care and facilitate 
ongoing revisions to address the biopsychosocial needs and 
goals of the patient family/caregiver.

Postgraduate Fellowships and Internships
Fellowships and internships provide advanced, intensive, 
hands-on, mentored training for an extended period (usually 
between 1  month and 2  years). The goals, focus, and structure 
of fellowships vary widely, and training may be clinically ori-
ented, research focused, or a combination of both. The develop-
ment of communication skills is usually a core component of 
training, particularly in clinically oriented settings. Fellowships 
and internships are often funded, and thus trainees may receive 
a modest stipend. However, a small number of fellowships are 
known to charge tuition, although tuition assistance is frequently 
available for participants who need financial help. Many fellow-
ships involve a competitive application process. Thus interested 
candidates should inquire about the availability of positions, 
selection criteria, and requirements in advance. The Department 
of Pain Medicine and Palliative Care at Mount Sinai Beth Israel 
in New  York has offered a recurring year-long social work fel-
lowship in palliative and end-of-life care. New York University’s 
Silver School of Social Work sponsors a 16-month leadership pro-
gram in palliative and end-of-life care through the Zelda Foster 
Studies Program. A number of Veterans Administration hospitals 
also offer paid interprofessional and/or social work fellowships in 
palliative care.

Online Communication Training
Although the number of online offerings is increasing, some 
scholars have raised concerns about the effectiveness of using 
Web-based training to develop interpersonal and interprofes-
sional communication skills. The concern is that online forums 
may not adequately allow for the development of the dynamic 
social skills needed to initiate and facilitate in-person discussions 
about challenging topics. That said, one potentially effective online 
training tool for palliative care social workers is the COMFORT 
communication curriculum developed by Wittenberg-Lyles and 

colleagues.21 This course has been designed for a diverse audi-
ence of healthcare professionals to improve palliative care com-
munication, ease transitions in care, and facilitate conversations 
about patient/family psychosocial needs. The course creators 
successfully implemented the Web-based learning modules with 
a sample of nurses, physicians, social workers, pharmacists, and 
other interprofessional learners. The approach is team oriented 
and includes adaptive communication strategies to match com-
munication style to patient/family preferences and needs. More 
specifically, the COMFORT™ sm curriculum consists of the follow-
ing seven elements: 22

C—communication (a narrative approach to clinical practice)

O—orientation and opportunity (assessment of health literacy)

M—mindful presence (attentive behavior, attention to nonverbal 
language, and self-care)

F—family caregiver communication (with key members of the 
patient’s social sphere)

O—openings (opportunities for emotional expression)

R—relating (family denial and acceptance)

T—team (collaboration and patient/family advocacy in team 
meetings)

Another reputable online communication training curriculum 
is CancerPEN, developed by the Stanford University School of 
Medicine. The Web-based content features expert video presen-
tations, case studies, and discussion forums on giving bad news, 
clarifying goals of care, managing family conflict, delivering 
information about resuscitation attempts, and more. Social work-
ers who enroll can earn continuing education credits for course 
modules.

Other Continuing Education Forums
Social workers can obtain additional training in communication 
at the postgraduate level through continuing education in vari-
ous formats. For example, one advanced continuing education 
and training program is the Communication Skills Training pro-
gram offered at Memorial Sloan-Kettering Cancer Center.23 The 
program teaches patient-centered communication skills through 
classroom teaching, video-recorded training, and interaction 
with trained actors. Communication is highlighted across eight 
core modules and includes verbal and nonverbal skills training 
with feedback and reflection. Topics include life-altering news, 
responding to patient anger, communicating through interpret-
ers, discussing prognosis and goals of care, and conducting family 
meetings. Participants come from the fields of medicine, nursing, 
and social work.

Conclusion
Communication is a dynamic process that requires health-
care providers to quickly assess, interpret, and respond to 
verbal and nonverbal communication as well as implicit and 
explicit information. Social workers are core members of the 
palliative care team, who come equipped with a strong foun-
dation of communication training and skills. As experts in 
family dynamics and communication skills, social workers 
can assume a primary role in facilitating difficult discussions 
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about prognosis, expected disease progression, limitations of 
treatment, and advance care planning. It is incumbent, how-
ever, on social work practitioners and educators to stay current 
on the fast-paced innovations in palliative care communica-
tion approaches and training. By doing so, they can sharpen 
their communications skills to truly hear the rich histories and 
unique needs of their patients/families—and then advocate as 
needed on their behalf.
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CHAPTER 46

Communication Education 
for Chaplains
Angelika A. Zollfrank and Catherine F. Garlid

Introduction
Chaplaincy in palliative care requires specialized knowledge in 
the spiritual aspects of a patient’s pain, including spiritual dis-
tress, poor quality of spiritual and relational life, and/or a lack 
of meaning during chronic and life-threatening illness. There 
are many valid approaches to the communication education 
of chaplains that vary in academic and practical methodology. 
Recommendations for interdisciplinary spiritual care models 
that help all members of the healthcare team to identify spiritual 
issues and concerns have also guided the development of special-
ized communication education for chaplains in palliative care.1 
In the United States, the credentialing available through Clinical 
Pastoral Education (CPE) for board certification of several profes-
sional organizations equips chaplains to serve alongside other cre-
dentialed members of the palliative care team. In this chapter the 
primary focus is on CPE methods as a distinct pathway to com-
munication competency in palliative care chaplaincy.

The main goal of the palliative care chaplain is to support 
patients, families, and staff in their religious and/or spiritual prac-
tice, coping, and development. CPE prepares healthcare chaplains 
for this task. In CPE healthcare chaplains and spiritual leaders 
learn to:

1. develop a spiritual plan of care that honors the patient’s reli-
gious/spiritual background and development during chronic 
and life-threatening illness;

2. support and intervene toward positive coping through conver-
sation, prayer, meditation, guided imagery, sacred text, ritual 
and worship;

3. collaborate with religious and spiritual communities and their 
leaders;

4. offer education and function as a broker among involved stake-
holders regarding religious and spiritual principles and health-
care; and

5. contribute expertise concerning the ways that religion and spir-
ituality influence patient and family treatment decisions and 
support clinical ethics consultation processes.2(p430)

Chaplaincy education is at its core communication educa-
tion, which includes spiritual literacy in a wide variety of 
meaning-making and belief systems. Communication education 
also equips chaplains with the translational skills necessary to 

competently receive and transfer religious/spiritual informa-
tion3 on multiple levels, including physical, emotional, cultural, 
spiritual, religious, philosophical, and ethical aspects of care. 
Over the course of its development, communication education 
in chaplaincy has evolved in content and method. This chapter is 
organized into four parts: a representative case, a summary of the 
background of chaplaincy communication education, educational 
practices, and future opportunities.

Patti,4 a 71-year-old Caucasian woman and former Roman 
Catholic, had identified her religious affiliation as “none.” A pas-
senger in a high-speed accident in her late teens, Patti became a 
paraplegic. Two years later, after multiple surgeries, Patti met the 
love of her life, Ron, also a paraplegic, in a rehabilitation hospital, 
and they married. Through intense determination and a zest for life, 
they achieved satisfying and productive work lives, designing their 
own home to fully accommodate their disabilities and wheelchair 
use. The palliative care chaplain met Patti in the intensive care unit. 
Intubated following major surgery for malignant colon cancer, Patti 
was fully alert when the chaplain met her and she wrote, “No reli-
gion! Spiritual.” The chaplain’s response was, “Works for me. Does it 
for you?” The chaplain attended a meeting with Patti, her husband, 
her primary care physician, and the palliative care nurse practitio-
ner. The team spoke to Patti and shared that they did not expect 
her to be able to leave the hospital and presented several options 
for discontinuing aspects of her acute medical care and shifting to 
comfort measures. Patti needed time to think things over. As she 
came off the respirator, Patti shared with the chaplain that her goal 
was to regain her strength, get to a rehabilitation hospital, and then 
go home. The chaplain was in regular communication with the pal-
liative care nurse practitioner. Patti told the chaplain about the 
generations of chipmunks that she and Ron had watched, fed, and 
tamed from their porch at the edge of a rural pasture. For Patti, her 
home with Ron provided her spiritual grounding, a sanctuary, and 
a source of hope.

The chaplain followed Patti until her discharge from rehabilita-
tion and did not hear from her until 11 months later, when Patti 
was again hospitalized. For 9 months, Patti had enjoyed her life 
at home before her cancer came back and her symptoms became 
unmanageable. When she heard that the surgeon could operate but 
that it would “kill her,” Patti called the chaplain, expressing her dis-
tress that the team had come once again to tell her she would die. 
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She was, however, grateful that the nurse had set her up with a mor-
phine pump. “I can’t stand the pain anymore.” The next day, Patti, 
who was with Ron, asked to see the chaplain again, saying, “It’s not 
good and I am having trouble letting go.” After a long silence and 
warm eye contact, the chaplain said, “Maybe you could think of it 
not as letting go but as letting be.”

The chaplain facilitated open sharing of Patti’s fears about how 
Ron would manage after she died, about funeral plans, and about 
Patti’s recent experience of being overmedicated, a sense of “ fad-
ing away” that was not frightening, and about whether she, still a 
full code, would want to go back to the intensive care unit. Ron’s 
comment was, “It would depend on the circumstances.” However, 3 
hours later, the nurse found Patti without a pulse and a code blue 
was called. Over the telephone in the midst of the code response, 
Ron said, “Let her go.” The chaplain and the nurse practitioner were 
satisfied with how they helped Patti manage a difficult transition. 
Close team communication, recognition of the uniqueness of each 
patient’s story, and effective use of the different clinical roles were 
key to compassionate care.

Background of Chaplaincy  
Communication Education
The Clinical Case Method as Primary Teaching Tool
The foundational method for teaching communication in chap-
laincy has been the clinical case method. The method includes 
the clinical case study and the verbatim, a later adaptation of the 
clinical case study. Two of the founders of CPE, Anton Boisen, 
a Protestant minister and Richard Cabot, MD, encouraged stu-
dent chaplains to focus on a particular patient and collect con-
crete observable data as opposed to having him or her accumulate 
knowledge from a distance later to be superimposed on the sub-
ject/object.5 Cabot taught the skills of close observation, recall, 
and reporting of patient behavior and experience.

Having used clinical case studies while working with Cabot at 
Harvard Medical School, Boisen began studying religious experi-
ence through his own mental illness. Having suffered recurring 
psychotic episodes, he first used himself as primary case material 
in a thorough study of “the living human document.” Boisen then 
bridged the academic education of clergy, ancient Judeo-Christian 
understandings, and the world of Western medical practice2 using 
case study methodology. In an unpublished memo to Cabot, 
Boisen wrote,

I wish to express in the first place my very great appreciation of the 
method of teaching … this is the most satisfactory from the peda-
gogical standpoint in that it supplies concrete material on which to 
work [and] it places the stress on what the student does [experiential 
learning] rather than upon what the teacher says. The problems pre-
sented are of fundamental interest and importance, and the prin-
ciples involved are so clearly brought out and summed up as we go 
along.5(p86)

Russell Dicks, a Methodist minister, was hired by Cabot as 
the first chaplain in a general hospital. Dicks pioneered the use 
of the verbatim, instead of the clinical case study, believing it 
was a tool better suited to shorter visits in a general hospital. 
The close recollection of the actual conversation was used to 
examine whether the communication between the patient and 

the chaplain was effective, appropriate, and congruent with the 
person’s crisis or pain.6(p124) “Discussion and analysis of case 
studies should make use of, but also transcend, behavioral sci-
ence perspectives in order to prepare the chaplain not as a 
psychotherapist but as a spiritual care giver with finely tuned 
communication skills.”6(pp125–126) Table 46.1 specifies the main 
characteristics of the clinical case method, comparing verbatim 
and clinical case study, the primary tools for teaching commu-
nication in clinical pastoral education.

Over time, educators in CPE have continued to develop verbatim 
formats and seminars to suit differing objectives for communica-
tion education. Curricula often include the critical incident report, 
addressing end-of-life situations, or healthcare decision-making. 
The critical incident report captures an encounter with several 
individuals in a context that represents a crisis or opportunity 
for the learner. The report includes aspects of the environment 
that influenced the communication, such as internal and external 
mood, the general climate, responses, and results. For example, 
student chaplains might use a critical incident report to explore 
their role and communication in a team or family meeting.

In the 1970s David Duncombe, CPE supervisor and chaplain 
to Yale Medical School, used the verbatim in an interprofessional 
education experiment. He trained law, medical, nursing, and 
graduate-level theological students in a course titled “The Seminar 
on the Chronically Ill,” for which he recruited patients with 
advanced chronic illness as “teachers.” The students presented 
their work in small interdisciplinary groups using the verbatim as 
the primary teaching tool.7 CPE today continues to emphasize the 
value of interprofessional contexts for learning.

Beginning in the 1980s, the demand for systematic skill building 
began to grow, influenced by the greater reach of secular counsel-
ing and psychology. Psychologist Egan introduced the basic skills 
required to build an alliance and rapport:  the use of nonverbal 
behaviors such as eye contact and posture, the use of open ques-
tions and the avoidance of “why” questions, the use of gestures and 
“minimal prompters,” “verbal following,” paraphrasing of content 
and feeling, and summarization.8 Hemenway wrote, “[CPE] is a 
direct response to the need ‘to learn how to do it’9(p195) … Human 
behavior in a given situation can be self-chosen, observable, mea-
sured, and changed.”9(p196) She emphasized praxis and the move-
ment between action and theory, empathy and detachment. She 
also stressed the need for the student chaplain’s awareness of the 
clinical context while assessing communication.9(p196)

Responding to managed care in the 1990s, Hilsman stressed 
the importance of adapting chaplaincy communication education 
to the rapidly changing healthcare paradigm, emphasizing the 
importance of spiritual assessment and the articulation of a theory 
of healing.10 In addition to teaching student chaplains to engage 
patients without a theological, spiritual, or emotional agenda, 
CPE also began to focus on the art of semistructured interviewing 
and spiritual assessment.11,12 Later, in 2004, Wilson argued for the 
use of formalized role plays using volunteer actors. Using research 
to validate the effectiveness of his methods, Wilson videotaped 
the encounters, and the student chaplains received immediate 
critique from the volunteer and an observing peer, a technique 
similar to the current use of standardized patients in simulation 
centers.13 Student chaplains were evaluated for their ability to join 
with the volunteer, listen actively, assess the volunteer’s theologi-
cal concerns, and intervene.14
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Chaplaincy education today is grounded in teaching specific 
skills through observable data and includes practical exercises. 
The word “clinical” in CPE refers both to the context for learning 
and to the process of reflective practice both in the moment and 
later, through writing and group discussion. In order to develop 
the art of reflective practice, additional methods were added to 
chaplain education.

Process Notes
In addition to the verbatim as a written tool for reflection and 
assessment of communication skills, student chaplains are 
required to submit a weekly reflection report, known also as 
process notes. Student chaplains need to be able to consider 
their own role in communication and communicate their inner 
thoughts, conflicts, and areas for growth. Process notes may have 
an assigned outline, such as relationships, patient care, interdisci-
plinary communication, organizational and institutional systems, 
core beliefs, theological concepts, attitudes, spiritual practices, or 
satisfactions, learning, and identification of learning needs.

The material for reflection by the student chaplain and supervi-
sor will include previously unconscious material, which comes to 
consciousness through the educational process. Engaging the suf-
fering of a palliative care patient, whether physical or existential, 
might bring up personal memories and experiences in the stu-
dent chaplain that will either be an asset or a liability in provid-
ing spiritual care. For example, student chaplain Jane discovered 
upon reflection that she repeatedly changed the subject when her 
dying patient, Helen, attempted to explore her grief about leaving 

her young children motherless. Jane discovered that her inability 
to attend to Helen’s grief was related to the loss of a grandmother 
who lived with Jane’s family when she was a child. This discovery 
helped Jane to listen and respond to Helen going forth.

Process Group
The process group, an experiential seminar, meets regularly 
throughout the program. Student chaplains are expected to par-
ticipate actively in the group process with their peers and CPE 
supervisor(s). The group offers student chaplains a laboratory in 
which to improve listening skills, explore communication styles 
and effectiveness, both verbal and nonverbal, contribute effectively 
to the goals of a group, and balance interpersonal boundaries with 
empathy. Student chaplains also learn how group membership may 
yield cognitive and emotional experiences that affect one’s ability 
to engage in intentional communication behaviors. Additionally, 
the process group offers an educational context for student chap-
lains to confront and engage mortality and suffering, which are 
at the core of all human life. As one child psychotherapist writes, 
“The amount of suffering in the world is not something added on; 
it is integral to the world, of a piece with our life in nature.”15(p10)

For many palliative care patients and families, the chaplain 
represents the liminal space between the profane and sacred, life 
and death, the known and unknown, the concrete world and the 
imagined world. The student chaplain’s communication role thus 
involves closing and bridging these gaps. The healthcare environ-
ment communicates implicitly to the patient, “You are part of 
nature, and nature takes its course. You are of the material world.” 

Table 46.1 Comparison of Communication Teaching Tools in Current Chaplain Education

Verbatim Clinical Case Study

Goal(s) a.  To examine driving forces and barriers toward effective 
spiritual care provision

b. To reveal learning areas in the student chaplain’s practice

c.  To provide a record and tool for supervision and group 
learning

a.  To track a chaplain/patient relationship over time (may include portions of 
several pastoral/spiritual conversations)

b.  To provide a record and tool for professional supervision, group, and 
interprofessional education

c. To contribute to the published pool of cases in specific practice areas.

d.  To develop research questions regarding the effectiveness of religious/
spiritual care

Method a.  To give a written account of a single conversation or 
encounter between a student chaplain and a patient/
family for analysis

a.  To provide a detailed written account of the patient’s background including 
his or her medical, social, familial, psychological, cultural, and religious/
spiritual context

b.  To examine the effectiveness of multiple encounters between chaplain/
patient

Content a. Context of the encounter

b.  Preliminary data including (to the extent known) 
patient’s age, gender, marital or other lifestyle status, 
number of children, religion, race, ethnicity, medical 
diagnosis, date of admission, occupation, prior pastoral/
spiritual care

c.  Record from memory of the dialogue between student 
chaplain and a patient/family/other

d.  Analysis including spiritual assessment, interpersonal, 
socioeconomic, spiritual/religious dynamics; evaluation 
of spiritual care provided; ethical questions; religious/
spiritual care plan; documentation; and theological 
reflection

a.  An overall narrative that includes the institutional context, detailed 
information about both patient and family or other significant 
relationships, medical course, demographics, social, familial, psychological, 
cultural, and religious/spiritual characteristics

b. Primary focus is on chaplain/patient relationship in the clinical context

c.  A detailed spiritual assessment, including the patient’s spiritual/religious 
practices, spiritual history, sense of vocation and purpose, ability to face 
life challenges, spiritual/religious coping, relationship to religious/spiritual 
authority or guidance, community, and experience and meaning

d.  An evaluative summary of the spiritual care provided to address patient’s 
needs
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Spiritual and chaplaincy care communicates implicitly, “You 
are significant. You have ultimate worth, dignity, and belonging 
beyond your disease progression.” Compassionate communica-
tion in palliative care chaplaincy represents these implicit values 
to the patient, his or her family, and the team.

Current Educational Practices
Current CPE has developed specific methods and content without 
compromising the values of emotional, spiritual self-awareness, 
and personal, professional formation. Today’s professional health-
care chaplains are board certified after completing at least 400 edu-
cational hours and at least 1,200 clinical hours in CPE. Additionally, 
board certification requires demonstrating the ability to meet the 
standards of healthcare chaplaincy in writing and in a committee 
appearance. Online professional continuing education is available 
to advance board-certified chaplains toward palliative care subspe-
cialty certification.16 Nationally certified instructors leading CPE, 
as well as board-certified chaplains, must be endorsed by a faith 
tradition. However, by and large, chaplains work across religious/
spiritual affiliations, beliefs, or spiritual paths, supporting patients, 

families, and staff of all faith traditions or no faith tradition.3(p48) 
Student chaplains come from a wide variety of religious, spiritual, 
cultural, and educational backgrounds, with different faith groups 
emphasizing different educational models and outcomes in the 
professional formation of their leaders.

The overall goal of palliative care chaplains’ communication is 
the religious/spiritual accompaniment of the patient and his or her 
loved ones in the process of meaning-making and achieving peace 
independent of the healthcare outcome. Communication educa-
tion in palliative care chaplaincy emphasizes the outcome orien-
tation of religious/spiritual care. Box 46.1 offers questions useful 
in assessing the efficacy of religious/spiritual care interventions.

Screening Protocols
Palliative care programs vary in the use of screening protocols 
and determining whether healthcare providers or chaplains are 
responsible for spiritual screening.17 Validation of several screen-
ing tools through rigorous research is underway,18,19 and pal-
liative care chaplains should recommend the most appropriate 
spiritual screening tool for their clinical context. Box 46.2 shows 
several spiritual screening tools that can be used in a variety of 
clinical settings.20–22 Familiarity with different screening tools 
is essential as there is “a growing body of evidence (that) points 
to the negative impact of religious/spiritual struggle on quality of 
life and emotional adjustment to illness.”21(p2) Specific screening 
for religious/spiritual struggles, which patients may not openly 
convey, is important.21(p2),23(p300) Box 46.2 summarizes different 
screening tools.

Framing the Spiritual Care Contact
By framing the spiritual care contact, mindful of nonverbal com-
munication, eye contact, and energy, student chaplains learn to 
greet all persons present, if possible, by name. Introduction to the 
role of the chaplain may be adjusted depending on the clinical area 
or the patient’s religious/spiritual background. Communication 
in the initial spiritual care contact includes explaining the visit’s 
purpose and asking permission to enter. Creating the space and 

Box 46.1 Guiding Questions for Assessing the Efficacy 
of Spiritual/Religious Care Interventions

Will the religious/spiritual care intervention help patients and 
their loved ones to:
♦ sustain and develop positive religious/spiritual coping skills?
♦ draw creatively on ancient and/or individually tailored reli-

gious/spiritual resources?
♦ elicit and connect with transcendent sources of meaning?
♦ access support during times of chronic illness, caregiving, 

and grieving?
♦ claim their underlying motivations, values, and beliefs?
♦ make medical decisions consistent with religious/spiritual 

beliefs and goals of care?
♦ address any religious/spiritual struggles?
♦ express emotional and spiritual concerns in team–family 

meetings?
♦ engage religious/spiritual aspects of a life that has a legacy 

and unique meaning?
♦ adjust to changing clinical realities while maintaining 

realistic hopes?
♦ utilize relationships and beliefs to prepare for death and enter 

into grieving?
♦ plan and engage transitional religious/spiritual rituals (i.e., 

wedding, renewal of vows, farewell rituals, or a funeral)?
♦ heal and continue relationships with those left behind?
♦ deal with broken relationships, regrets, or unresolved ques-

tions of meaning?
♦ handle practical, spiritually, culturally sensitive matters 

postmortem?
♦ continue to live well spiritually?

Box 46.2 Screening Tools for Spiritual Care

Screening Question Reference

“Are you at peace?” Steinhauser 
et al.20

“Are there any spiritual beliefs that you 
want to have discussed in your care with 
us here?”

Fitchett and 
Risk21

“How important is religion and 
spirituality in your coping?”

Puchalski22(p204)

“Is religion or spirituality important to 
you as you cope with your illness?”
If “yes,” “How much strength/comfort 
do you get from your religion/spirituality 
right now?”
If “no,” “Has there ever been a time that 
religion/spirituality was important to you?”

Fitchett23(p300)
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narrating the purpose of one’s care enhances rapport. A key learn-
ing for new student chaplains is not to take rejection personally 
and to work with patients’ assumptions related to the chaplain’s 
presence. Many palliative care patients and families bring a com-
plex positive or negative history to interactions with spiritual/
religious leaders. Other patients and families may equate the 
chaplain’s visit with bad news or with forecasting of the patient’s 
death. Yet others may be able to be comforted by the chaplain in 
ways that other care providers cannot. The chaplain’s accompani-
ment in the patient’s illness journey may lead to a sense of hope 
that transcends the presence.24 Communication education equips 
student chaplains to work with such projections and assumptions 
when framing the spiritual care contact. Student chaplains learn 
to leave contact information, connect patients and loved ones with 
community religious/spiritual caregivers, and not make promises 
they cannot keep.

Cultural and Religious/Spiritual Humility Practices
Chaplaincy education in palliative care emphasizes cultural and 
religious/spiritual sensitivity. Knowledge of religious/spiritual 
beliefs and practices during illness, suffering, and at the end of 
life is just as necessary as knowledge of medical ethics related to 
specific faith traditions. Expanding such knowledge and compe-
tency is a lifelong process and includes knowledge of one’s own 
cultural locations. Based on relational-cultural theory, communi-
cation education in spiritual communication across racial, ethnic, 
cultural, religious/spiritual, socioeconomic, and other differences 
aims to help student chaplains grow in relational competence. The 
following assumptions adopted from relational-cultural theory 
are useful:25

♦ Persons grow through, toward, and within relationships until 
they die.

♦ Healing encounters are characterized by a movement toward 
mutuality.

♦ Spiritual and emotional growth is expressed in an increasing 
ability to participate in complex and diversified relationships.

♦ Healing relationships foster mutual empathy and mutual 
empowerment.

♦ Authenticity is necessary for real engagement in healing 
relationships.

Dynamics of racial, ethnic, cultural, religious/spiritual, and socio-
economic differences are examined in detail in analyzing clinical 
interactions using verbatims. Particularly in clinical decision-
making in palliative care, different understandings of autonomy 
and community, power and surrender, passivity and agency, illness 
and death come into play. Religious/spiritual aspects and core val-
ues may be culturally determined and need to be negotiated in car-
ing communication in team–family relationships. Chaplains are 
trained to develop the ability to observe self and others, to adjust 
assumptions as necessary, and to foster mutually healing relation-
ships. In genogram seminars student chaplains present their own 
and/or a palliative care family’s spiritual and cultural family tree. 
The goal of this method is to foster greater awareness of diversity, 
cultural, and spiritual intergenerational family patterns, conflicts, 
or changes during times of crisis.26 In cultural awareness semi-
nars student chaplains also engage in exercises to identify their 

multicultural identities. Among a variety of models we found the 
RESPECTFUL Model27(p58) useful.

Empathic Responding Practice
Student chaplains learn to authentically communicate empathy 
and to effectively use their emotional and spiritual self to explore 
and respond to patients’ and loved ones’ emotional, spiritual, reli-
gious, ethical, and cultural experiences, perspectives, beliefs, and 
values. In highly charged conversations, student chaplains learn 
to engage in an increasingly wide range of emotional and spiritual 
experiences while staying nonanxious, centered, mindful, and 
nonjudgmental. For example, Mrs. Bogota felt unable to redirect 
her husband’s care. Staff grew impatient as Mr. Bogota, who had 
stage 4 decubitus ulcers, was on antibiotics and a C-PAP machine 
and was unresponsive and somnolent. Healthcare providers felt 
they were hindering the patient’s greater sense of peace during his 
dying process. The chaplain eased her way into the room, slowly 
and carefully building trust. Married for 52 years, Mrs. Bogota 
was focused on her husband. “Honey, I know you can get better, if 
you try. You must try, honey, okay?” Pain and separation anxiety 
were palpable. Mrs. Bogota manipulated the C-PAP equipment, 
attempted to prop the patient up, and forcefully opened her hus-
band eyes. The chaplain stated tenderly and repeatedly, “You love 
him so much … You are heartbroken … You love him so much …  
You miss him already. You cannot bear losing your love.” Two 
hours later, when the physician suggested again, “I think he 
would be more comfortable without the mask,” Mrs. Bogota cried, 
“Sweetheart, I love you. I love you so much, my love … my life. I 
must let go … .” The chaplain supported her throughout her hus-
band’s death and in the immediate time afterward.

“Existential suffering and deep personal anguish at the end of 
life are some of the most debilitating conditions that occur in 
patients who are dying, and yet the way such suffering is treated in 
the last days is not well understood.”28(p604) Existential suffering 
is a kind of suffering that cannot be borne. Spiritual care aims to 
authentically reach persons in those places of suffering. Student 
chaplains learn that palliative communication in chaplaincy 
involves relating without judgment to any human experience and 
developing the skills necessary to accompany others empathi-
cally using their own emotional experiences. Therapeutic use of 
self29(p128) requires self-awareness and the ability to distinguish 
between projecting one’s life experience onto the patient versus 
using one’s life experience to service the patient. For example, a 
Chinese American chaplain student visited the family of a dying 
Chinese man. The family was visibly upset, wanting their father, 
a devout Muslim, to be able to face Mecca. They insisted that the 
bed be turned toward the West. Although Christian himself, the 
student chaplain understood the family’s culture and religion: 
in China the patient had prayed toward Mecca, which was in the 
West. Although Mecca is east of the United States, the family felt 
reassured by the chaplain’s collaboration with nursing, which led 
to the patient’s bed being turned toward the West.

In communication education, student chaplains learn to use 
emotional or biographical information to lend support without 
extensive self-disclosure. They learn to expand their range of 
emotional, spiritual, religious, ethical, and cultural experiences 
in order to meet the emotional, spiritual, religious, ethical, and 
cultural expressions of their patients. Such an ability to encounter 
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another includes an exquisite ability to empathically relate to and 
enter into the world of the other. Based on McCluskey’s work, 
empathy involves resonance, the process of accessing similar emo-
tions to those expressed by the patient inside oneself, and then 
communicating to the patient that one has heard, felt, and seen 
what the patient has expressed.30(pp49–50) “Empathy can be under-
stood as our capacity to move away from ourselves as the locus of 
our reference for understanding emotion and sensation and see 
these phenomena as they might be experienced by another per-
son, given their context and the information coming to them from 
their senses and cognition.”30(p50) Therefore, spiritual care com-
munication involves emotional reasoning, associational linking, 
and clinical empathy.31 Responses need to match the patient’s or 
family member’s affect, energy level, cadence, and rhythm. Such 
well-matched responses can be useful communication tools in 
working empathically toward conflict resolution in team–family 
meetings. For example, in response to the physician’s summary 
of her husband’s medical condition, the wife of a dying patient 
barely speaks in an audible tone, “I can’t believe this is happen-
ing.” Sitting next to the wife, the chaplain builds a communica-
tion bridge between the physician and the wife, stating in a gentle, 
equally low tone of voice, making eye contact and mirroring the 
wife’s nonverbal behavior: “There is a lot of new medical infor-
mation [pause] … and a part of you just can’t believe that this is 
what is happening now.” Relating in this way can create a sense 
of closeness that can counterbalance power dynamics in relation 
to healthcare providers and can ameliorate separation anxiety in 
relation to the patient.

In CPE mirroring emotional tone, paraphrasing content, and 
responding empathically are clinical skills that are practiced with 
the “Capturing the Heart” exercise. The goal of this practice is “to 

experience the differences between listening—reflecting the heart 
of another’s message—and interpreting or parroting it.”32 Box 
46.3 details the Capturing the Heart exercise.

Narrating Observations
CPE student chaplains learn the skill of narrating observations, 
which can turn nonverbal communication into verbal behavior.33 
To practice this skill, student chaplains work in pairs. The first 
person uses his or her observations of the other, including any 
emotional observations. For example, “You appear fidgety. Is there 
anything unsettling to you?” Or “You are sitting on the opposite 
side of the room today.” Or “You say that you are very sad and you 
are also smiling.” The directive is for the second person to engage 
in whatever way he or she wishes to, while the first person keeps 
empathically narrating observations of the other.

Semistructured Interviewing
In communication education for palliative care chaplaincy, gen-
eral communication education33–35 and basic spiritual commu-
nication skills are combined with in-depth spiritual assessment 
skills. Student chaplains learn to assess patients’ relationships 
as well as their orientation to meaning and purpose.36 Several 
spiritual assessment models are taught and practiced. For its 
theoretical foundation and depth we have selected and summa-
rized the 7×7 spiritual assessment.11 The 7×7 model for spiritual 
assessment (summarized in Table 46.2) includes holistic assess-
ment (seven dimensions of a person’s life) and spiritual assess-
ment (seven dimensions of a person’s spiritual life). This is a 
functional approach to spiritual assessment aimed at drawing 
out people’s spiritual stories in their own words. In role play and 
group education, student chaplains practice the art of semistruc-
tured interviewing as a way to elicit and evaluate the informa-
tion necessary to complete a meaningful spiritual assessment. 
Box 46.4 provides a summary of useful semistructured interview 
questions.

Use of Prayer and Other Spiritual  
and Religious Practices
The goal of these specifically religious/spiritual interventional 
forms of communication is to ameliorate spiritual pain and con-
tribute to positive life transformations in the face of life-threaten-
ing illness. Use of prayer and other spiritual and religious practices 
have several goals: (a) spontaneous prayer summarizes the patient’s 

Box 46.3 Capturing the Heart Exercise

In a role-play, Jennifer takes up the role of the chaplain. Bob 
role plays the brother of a terminally ill patient. Bob talks to 
Jennifer. Jennifer listens.

Bob:  If only I could have said good-bye to my brother before he 
became unconscious.

Jennifer then paraphrases Bob’s message.
Jennifer:  You regret not having said all of what you wanted to 

say and it makes you sad.

If Bob feels that Jennifer’s paraphrase fit his message, then 
(and only then), Bob says to Jennifer, “that’s exactly it.”

If Bob feels that Jennifer’s paraphrase does not reflect his 
message, then Bob repeats the part of the message he felt was 
either left out or misinterpreted. For example:

Bob:  Actually I am not feeling sad as much as that I am feeling 
frustrated that I did not get here sooner.

Jennifer then tries again.
Jennifer:  Yes, you really feel some frustration over not having 

gotten here sooner.
Bob:  Exactly. I just wish I could speak to him.

This continues until Bob feels truly understood.
After a while, Bob and Jennifer switch roles.

Table 46.2 The 7 × 7 Model for Spiritual Assessment

Holistic Assessment Spiritual Assessment

Medical (Biological) Dimension Beliefs and Meaning

Psychological Dimension Vocation and Obligations

Family Systems Dimension Experience and Emotions

Psycho-Social Dimension Courage and Growth

Ethnic, Racial, Cultural Dimension Rituals and Practice

Social Issues Dimension Community

Spiritual Dimension Authority and Guidance

Source: Fitchett G. Assessing Spiritual Needs. Lima, OH: Academic Renewal Press; 2002.
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concerns; (b) guided imagery can help a patient relax or find peace; 
(c) sacred text can assist patients in describing their own narrative 
of suffering in the meta-story of an ancient, sacred narrative; (d) 
chanting can offer a sense of collecting oneself, while also detach-
ing from suffering; and (e) familiar prayers or spiritual rituals 
offer the solace of entering into what is known and finding com-
fort. All these goals of spiritual communication offer patients and 
loved ones an opportunity to gain greater perspective. In shifting 

perspective, meaning-making is enhanced and patients and fam-
ily members may feel held in a friendlier universe or by a loving 
divine being.

Reframing
Since chaplains translate between the language of medicine and 
the language of religion/spirituality, reframing is a crucial clini-
cal skill. For example, families who want “everything done” may 
be encouraged to reflect on what they want to do for their loved 
one. Student chaplains learn to reframe the language of “comfort 
measures only” to “intensive comfort measures,” with the chap-
lain coaching loved ones to do what only they can do to enhance 
comfort. They may speak of redirecting care focusing on the com-
fort and dignity of a unique person. Student chaplains learn to 
explore sources of hope beyond medical interventions, bodily life, 
and life-altering health news. They learn to engage the patient/
family’s understanding of an afterlife, legacies, or values modeled 
by the patient that might be adopted by loved ones. Permission 
may be given and relief may be acknowledged in the process of 
letting go and letting be.

Conclusion
As palliative care has developed as a specialty, chaplains have 
been increasingly valued as core members of the interdisci-
plinary team. Some professional chaplaincy organizations 
have adopted a model for certifying specialized palliative care 
chaplains. The early methodology used for educating student 
chaplains is being applied to educate chaplains specializing in 
palliative care, focused on the use of the clinical case study and 
the rigorous, detailed observation, documentation, and inter-
pretation of “the living human document.” Arguably, the expe-
riential focus of chaplaincy communication education leads to 
student chaplains learning from the least rather than the most 
experienced in the field. However, valuable methods for teach-
ing reflective religious/spiritual care practice, such as verbatims, 
process notes and groups, specific communication skills, spiri-
tual assessment, and interprofessional education are part of the 
rich pedagogy of chaplaincy communication education. Still, 
chaplain educators need to develop validated tools for assessing 
the effectiveness of chaplaincy communication education. The 
early focus on the clinical case method has been rediscovered 
with the recognition that a published body of cases will direct 
outcome-oriented chaplaincy, evidence-based practice, and 
research. Going forward, research should focus on tracking and 
analyzing the communication practices and skills exhibited by 
palliative care chaplains that are reported within case studies. 
While educational objectives, outcomes, and standards for pro-
fessional chaplaincy are consistent throughout the United States, 
these may need to be compared and competencies for communi-
cation developed.
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Interprofessional Education
Barbara Anderson Head and Tara J. Schapmire

Introduction
According to the World Health Organization, interprofessional 
education (IPE) occurs when students from two or more profes-
sions learn about, from, and with each other in order to enable 
effective collaboration and improve health outcomes.1 The 
Education Task Force of the American Association of Colleges of 
Pharmacy developed a more comprehensive definition of IPE:

IPE involves educators and learners from two or more health profes-
sions and their foundational disciplines who jointly create and foster 
a collaborative learning environment. The goal of these efforts is to 
develop knowledge, skills, and attitudes that result in interprofes-
sional team behaviors and competence. Ideally, IPE is incorporated 
throughout the entire curriculum in a vertically and horizontally 
integrated fashion.2(p2)

The Interprofessional Education Collaboration (IPEC) states the 
goal of such education is to prepare all health profession stu-
dents for deliberatively working together with the common goal 
of building a safer and better patient-centered and community/
population-oriented healthcare system. At the core of IPE is the 
unifying concept of interprofessionality:

the process by which professionals reflect on and develop ways 
of practicing that provide an integrated and cohesive answer to 
the needs of the client/family/population … Interprofessionality 
requires a paradigm shift, since interprofessional practice has 
unique characteristics in terms of values, codes of conduct, and ways 
of working.3(p9)

It is not enough to simply have learners from different back-
grounds in the same room; “shared learning” wherein learners 
actively participate to achieve learning goals that enhance their 
personal development and improve the care of patients must 
occur.4 Improved communication with and understanding of 
individuals from other disciplines should be an outcome of all 
interprofessional learning activities. In this chapter, we explore 
the mandates and competencies currently influencing IPE and 
team practice. Recent initiatives and research efforts related to 
interprofessional communication training in palliative care is 
described, including those directed toward students, continuing 
education of healthcare professionals, and the development of 
existing teams.

The Current Mandate for Interprofessional 
Education
In the past 5 years, there have been numerous studies and leg-
islative/policy mandates for IPE of healthcare professionals, but 

such recommendations by authoritative bodies have a history of 
over 40 years. In 1972 the Institute of Medicine issued the report 
Educating for the Health Team, in which it encouraged academic 
health centers to conduct IPE and provide team-based clinical 
experiences. The report also suggested that a national clearing-
house be developed for the sharing of instructional and practice 
models.5 From the issuing of this report through the early 1990s, 
scattered programs developed with the help of external fund-
ing by the Health Resources and Services Administration and 
various foundations. These programs were usually elective and 
targeted small numbers of students, and such efforts failed to 
mainstream IPE.

In the early years of the 21st century, the concern with health-
care quality and safety fueled recommendations for team-based 
care and related education. Three Institute of Medicine Reports6–8 
called for the development of effective teams by equipping the 
workforce with new skills and related competencies taught via IPE.

In 2009 IPEC was formed by the American Association of 
Colleges of Nursing, the American Association of Colleges of 
Pharmacy, the American Association of Colleges of Osteopathic 
Medicine, the American Dental Education Association, the 
Association of Schools of Public Health, and the Association of 
American Medical Colleges. The goal of this organization is to 
“advance substantive interprofessional learning experiences to 
help prepare future clinicians for team-based care of patients.”9(p6) 
IPEC’s first initiative was the development of core competencies 
for interprofessional collaborative practice10 to guide curricula 
development in health professions. IPEC developed four compe-
tency domains for interprofessional collaborative practice: Values/
Ethics for Interprofessional Practice, Roles and Responsibilities, 
Interprofessional Communication, and Teams and Teamwork. 
The General Competency Statement and specific competencies 
for the domain of interprofessional communication are detailed 
in Box 47.1. Although not specific to communication in palliative 
care, these competencies are inclusive of the skills necessary for 
communication in team-based practice, regardless of specialty.

Also applicable to palliative care is the 2010 Patient Protection 
and Affordable Care Act that promotes team-based care as a strat-
egy for meeting patient demands and reducing the costs of health-
care. The 2010 World Health Organization report Framework for 
Action on Interprofessional Education and Collaborative Practice 
also claimed that interprofessional practice was an important 
means to bolster the global health workforce and address the 
shortage of health workers.1 New models encouraged by the 
Affordable Care Act, such as medical homes, accountable care 
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organizations, and home-based primary care, expanded the 
roles of many healthcare providers previously peripheral to the 
physician-dominant delivery models.11 These newer delivery 
models emphasize teamwork, and healthcare providers must 
be taught the skills and master the competencies of interprofes-
sional care in order to effectively practice in this new paradigm. 
Interprofessional team-based practice has become an established 
approach in palliative care, geriatrics, hospice, rehabilitation, and 
mental health but is rarely found in other areas of health deliv-
ery. Therefore, those specialties experienced in team practice have 
the expertise to lead the movement to make team-based care the 
norm for healthcare provision.

The Institute of Medicine report, Redesigning Continuing 
Education in the Health Professions12 and the World Health 
Organization report1 both pointed to IPE as the means for prepar-
ing the workforce of the future. In recent years, the Josiah Macy Jr. 
Foundation has funded model programs and scholars focusing on 
IPE. The foundation seeks “to foster innovation in health profes-
sional education and to align the education of health profession-
als with contemporary health needs and a changing health care 
system.”13

In 2012 the National Center for Interprofessional Practice and 
Education was formed as a private–public partnership through a 
cooperative agreement with the Health Resources and Services 
Administration and four private foundations:  the Josiah Macy 
Jr. Foundation, the Robert Wood Johnson Foundation, the 
Gordon and Betty Moore Foundation, and the John A. Hartford 
Foundation. Located at the University of Minnesota, the center 
leads, coordinates, and studies the advancement of collaborative, 
team-based health professions’ education and patient care as an 
efficient model for improving quality, outcomes, and cost.14 It 
serves as a clearinghouse for ideas and resources and allows for 
networking among those creating, implementing, and evaluating 
IPE initiatives.

IPE and Palliative Care—A Natural 
Partnership
As recognized in the Clinical Guidelines for Quality Palliative 
Care, teamwork is essential for the provision of palliative care. 
The structure and delivery of palliative care requires atten-
tion to IPE to meet patient and family needs. A growing body 
of recognition and recommendations for addressing the sup-
portive care needs of patients with serious illness across the 
illness continuum exists.15–17 Professional groups and associa-
tions, such as the American Society for Clinical Oncology,18 the 
American Heart Association,19 the Coalition for Supportive 
Care in Kidney Disease,20 and the National Comprehensive 
Cancer Network,21 have called for palliative care integration 
throughout the disease continuum, making it essential that all 
healthcare providers working with chronic and serious illness 
have basic palliative care skills. Providers must be able to com-
municate not only with patients and families but also with fel-
low team members and institutions where teams interface with 
patients and families (i.e., family meetings, goals of care dis-
cussions, joint home visits, team meetings). The most effective 
venues for teaching and practicing such skills involve interdis-
ciplinary learners and teaching faculty that represent a variety 
of disciplines.

Graduate and Postgraduate Education
While interprofessional learning opportunities and the teaching 
of palliative care knowledge and skills (including communication 
skills) is not the norm in the majority of healthcare professional 
education programs, more programs are incorporating such con-
tent into the core curriculum or offering elective courses and sem-
inars. A variety of approaches and teaching techniques have been 
described in the literature.

Box 47.1 Interprofessional Education Collaboration’s Communication Competencies for Interprofessional Collaborative Practice

Interprofessional Communication Domain of the Core Competencies for Interprofessional Collaborative Practice

General Competency Statement: communicate with patients, families, communities, and other health professionals in a respon-
sive and responsible manner that supports a team approach to the maintenance of health and treatment of disease.

CC1—Choose effective communication tools and techniques, including information systems and communication technologies, to 
facilitate discussions and interactions that enhance team function.

CC2—Organize and communicate information with patients, families, and healthcare team members in a form that is understand-
able, avoiding discipline-specific terminology when possible.

CC3—Express one’s knowledge and opinions to team members involved in patient care with confidence, clarity, and respect, work-
ing to ensure common understanding of information and treatment and care decisions.

CC4—Listen actively, and encourage ideas and opinions of other team members.
CC5—Give timely, sensitive, instructive feedback to others about their performance on the team, responding respectfully as a team 

member to feedback from others.
CC6—Use respectful language appropriate for a given difficult situation, crucial conversation, or interprofessional conflict.
CC7—Recognize how one’s own uniqueness, including experience level, expertise, culture, power, and hierarchy within the health-

care team, contributes to effective communication, conflict resolution, and positive interprofessional working relationships.
CC8—Communicate consistently the importance of teamwork in patient-centered and community-focused care.

Interprofessional Education Collaborative Expert Panel. Core Competencies for Interprofessional Collaborative Practice: Report of an Expert Panel. 
Washington, DC: Interprofessional Education Collaborative; 2011.
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The most common approach is to offer a course or workshop 
(required or elective) that includes students from a variety of dis-
ciplines who come together to learn palliative care principles and 
skills. Such courses usually include some didactic teaching, cou-
pled with interactional activities in which communication skills 
may be practiced or evaluated. Most often, students are assigned 
to interdisciplinary learning teams (ILTs) for learning activities 
and experiential practice.

The University of Utah provides such a course for nursing, social 
work, and pharmacy students:  Interdisciplinary Approaches to 
End of Life and Palliative Care teaches the skills essential for ILT 
collaboration; dealing with family dynamics and communication 
challenges; and management of pain, suffering, and other symp-
toms. Interprofessional students observe a case presentation by an 
actual hospice ILT and work in ILTs to collaborate on a progressive 
case study. Evaluation of the students’ online discussion boards 
and focus-group feedback indicated the students developed a bet-
ter understanding of and respect for other roles on the team as 
well as methods for communicating and collaborating with other 
professionals.22,23

A 6-credit hour course offered at the University of British 
Columbia also assigned students from pharmacy, nursing, social 
work, and medicine to ILTs. The teams worked together in clinical 
settings and did presentations together. Individually, the students 
completed a reflective journal and analyzed a film’s portrayal of 
palliative care concepts. In the course evaluation, students vali-
dated learning of joint planning and decision-making skills and 
improved interprofessional knowledge and skills.24

Likewise, students of medicine, nursing, pharmacy, social 
work, and chaplaincy participated in a 5-week Interdisciplinary 
Palliative Care Seminar at the University of South Dakota. Case 
studies, role playing, film, journaling, and assigned readings were 
used in the seminar; additionally, the students completed home 
visits with one member of another discipline and shared these 
experiences in small groups of 8 to 10. Students showed signifi-
cant improvements in their understanding of all disciplines, con-
fidence regarding their role on the team and conflict resolution, 
and comfort in expressing views in meetings.25 A shorter course 
focused on teaching spiritual assessment included second-year 
medical students, masters of social work students, and chaplain 
interns and residents. Interdisciplinary small groups worked 
together to explore their own spiritual perspectives and reflect on 
cases. The most frequently cited benefit of the course was that the 
students developed the ability to interact with peers from other 
professions.26

In London, a multiprofessional masters of science in palliative 
care is offered by King’s College and St. Christopher’s Hospice. 
Participants must have a degree in medicine, nursing, dentistry, 
life sciences, or social sciences, and all disciplines learn along-
side each other. While communication skill development is not 
a singular focus of the courses offered, students completing the 
program state they learned to work effectively and efficiently 
with other professions, developed confidence in articulating their 
views, and improved their communication and teamwork skills.27

Teaching Approaches
The most common approach to IPE uses simulated patients (SPs), 
also referred to as standardized patients, sample patients, or 
patient instructors, who are individuals trained to act as “real” 

patients for the purpose of presenting symptoms or problems to 
be addressed by learners. Many teaching institutions have SP pro-
grams. SPs may be local amateur or professional actors, gradu-
ate students, retired healthcare providers, or actual patients. 
SPs receive training and may be expected to provide feedback 
to students about content and communication approaches. The 
SP presents the “gestalt” of the patient, including patient history 
and physical findings, body language, personality, and emotional 
state.28,29 The SP is given some clinical information, but the focus 
is more on the personal characteristics of the character he or she is 
playing. This characterization enriches the SP’s performance and 
increases the sense of reality as opposed to presenting stereotyped 
or assumed behavior.29

Instructors determine the learning experience objectives and 
instruct the SP to illustrate specific situations and clinical interac-
tions. Interactions with SPs can be filmed to use as teaching tools, 
and they can be used for longitudinal encounters allowing stu-
dents to follow a patient over time. The use of SPs allows students 
to practice and improve specific clinical and communication 
skills in a safe, controlled learning environment. Effective evalu-
ation of the enacted scenario is essential to the students’ learning. 
Structured constructive feedback is best given immediately after 
the interaction and should include successful elements and sug-
gestions for alternative approaches.29

Work done at the University of Pennsylvania School of Nursing 
and the Perelman School of Medicine illustrates the use of SPs to 
teach multidisciplinary students important palliative care skills.28 
Objective Structured Clinical Examinations (known as OSCEs 
in medical education) were created to teach advanced practice 
nursing students and fellows in geriatrics, oncology, or palliative 
medicine the following skills: goals of care discussion, breaking 
bad news, and delirium assessment. The involved SPs received 4 
hours of training in which they reviewed the learning goals, prac-
ticed the scenarios, learned how to complete evaluative checklists 
reflecting best practices and interpersonal skills demonstrated by 
the students, and considered how to give feedback to the students. 
Students rotated through the three stations, were debriefed after-
ward, and evaluated the learning experience. In a similar project, 
a group of educators in Ontario, Canada, adapted the traditional 
OSCE to create Team Observed Structured Clinical Encounters 
to assess student teams interacting at three stations.30 At each 
station, the team was given an instruction sheet describing the 
encounter and then had to assign roles, decide what type of team 
was needed (acute care, homecare), and embark on an interview 
with SP(s) or a team meeting depending on the scenario. Two fac-
ulty observers (one from nursing, one from medicine) used score 
sheets as a basis for their feedback to participants. This format was 
found to be acceptable and feasible, and students stated it pro-
moted a team attitude toward problem management.

SPs were used to allow nurse practitioners, internal medicine 
residents, and subspecialty fellows to practice communication 
skills during an interprofessional communication skills train-
ing course.31 In this elective course, students received 32 hours of 
skills training, including building rapport, giving bad news, goals 
of care, advance directive and do-not-resuscitate discussions, 
dealing with interdisciplinary conflict, facilitating transition to 
hospice, and provision of bereavement support. Scenarios were 
constructed based on two patient stories, which unfolded longi-
tudinally from diagnosis until death. SPs were trained to behave 
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in a standardized way as either a patient or a family member and 
evaluated the student’s skill. At training completion, evaluations 
showed student improvement in giving bad news and expressing 
sympathy when compared to students who had not received the 
training.

Educators in Manchester, UK conducted a short (8-hour) course 
in breaking bad news for medical students in their final year 
and third-year nursing students.32 Students in physician–nurse 
dyads interacted with SPs and then received feedback from the 
SP, their peers who were observing the scenario, and the course 
facilitators. Qualitative analysis of student-completed question-
naires, focus groups, and field notes revealed three themes (chal-
lenging professional misconceptions, development of teamwork 
skills, and maintaining professional identity), indicating that 
interprofessional learning was as significant as the learning of a 
particular skill.

These efforts, while not all targeted at communication skill 
development per se, required students to practice and hone their 
communication skills as part of the learning activities. Overall, 
project evaluations demonstrated the value of using SPs as a 
teaching resource, but further evaluation of interprofessional 
simulation-based education is needed.33

Given the cost and/or absence of a SP program, many instructors 
use students or instructors as the “actors” to role-play scenarios. 
Role play is a less costly alternative and requires less time.34 When 
using either role play or student interactions with SP scenarios, the 
instructor must address student anxiety and concerns about par-
ticipation. Students should be reassured that it is only a rehearsal, 
and perfection is not expected. There should be a clear purpose 
and learning objectives for the role play, and it must be a realis-
tic, challenging scenario. Using techniques such as setting ground 
rules related to confidentiality, allowing participants to seek help 
from other learners, allowing for time-outs, and setting time limits 
can make the learners more comfortable.35–37 Evaluation and dis-
cussion of the role play is an essential part of the learning process. 
Role play not only facilitates the practice of clinical skills but also 
sensitizes students to the feelings and experiences of those receiv-
ing care. See Box 47.2 for suggestions for using role play and SP 
scenarios to teach interprofessional communication skills.

Using role play in IPE can be done in a variety of ways. Rao and 
Stupans developed a typology of role-playing learning opportu-
nities, in which they described three types of role play: the “role 
switch”, in which the student plays an unfamiliar role in order 
to understand the actions of others involved in a scenario; the 
“acting” model, which focuses on developing particular practice 
skills; and the “almost real-life category,” where students par-
ticipate in a role play that is as close to real experience as pos-
sible.38 All three types are useful in teaching interdisciplinary 
communication skills. Demonstration role play can also be used 
by instructors or facilitators to illustrate specific skills or scenar-
ios.31,32 Such demonstrations can be set up to show either positive 
or negative interactions for the students to evaluate. Beginning a 
session with instructor/facilitator role play can help put learners 
at ease before expecting them to participate. A study of the use 
of scripted role play in teaching interdisciplinary palliative care 
communication skills demonstrated the value of this approach, as 
the participants showed significant improvements in comforting 
families, collaborating with other disciplines, and understanding 
professional roles.34

The use of patient simulators is also common in IPE. 
A  patient simulator (or high-fidelity patient simulator) is a 
computer-controlled mannequin that can be programmed for 
physiologic responses. The simulator can receive and react to 
medical procedures and may be used to teach the use of medi-
cal equipment and medications. Although simulation has become 
an accepted strategy for teaching and evaluating student compe-
tencies in both nursing and medicine, there are few studies that 
compare simulation to other methods of teaching/learning and 
a few studies that evaluate the impact of simulation on commu-
nication skill development.39 Reising et al. involved nursing and 
medical students working on teams in a mock code scenario using 
a patient simulator and found that it promoted interprofessional 
communication skill development and a sense of one’s role on a 
team.39 When compared to students learning in a roundtable dis-
cussion of the same patient scenario, those learning in the simu-
lator scenario experienced a better sense of timing and realism. 
While the literature does not describe the use of such simulators 
in palliative care, they could be used to teach responses to patient 
death with or without the presence of family members or appro-
priate use of medications to control symptoms at the end of life 
and related team communication.

Students can benefit from observing and reflecting on the 
communication skills of experienced healthcare providers and 
from direct interactions with patients and colleagues in the clini-
cal setting. A  group of educators in England developed a pro-
gram in which multidisciplinary teams of 12 students provided 
hands-on, around-the-clock care for a selected group of patients 
on an in-patient palliative care unit. Students were prepared for 
the placement during a 2-day induction program and were super-
vised by professional staff. Daily reflective sessions were held 
related to communication skills, and students reported that they 
learned how to be open and honest with patients, break bad news, 
and console patients. They also learned to appreciate the roles of 
other disciplines and support team members in tough patient 
communication scenarios.40

Even a brief observational clinical experience in palliative care 
can result in significant learning for students. Nurses and medical 
students in a palliative care course at a large academic medical 
center spent approximately 8 to 12 hours attending interdisciplin-
ary team meetings, rounding with a team, or observing patient 
visits. Students’ reflective narratives of their observation experi-
ence revealed important learning related to communication issues 
with patients and families, how to speak with patients and fami-
lies, and communication within the interdisciplinary team.41

Finally, online education has emerged as a convenient, acces-
sible way of providing IPE. Today’s learners are becoming more 
comfortable with online learning, and advances in technology 
have enabled opportunities for interactive, multidisciplinary 
communication skills learning and practice in an online environ-
ment. Audiovisual materials such as clips from movies or televi-
sion, recordings of actual patient/family encounters, self-directed 
tutorials, interactive case studies, and quizzes are commonly 
used online education approaches.42 Advances in technology also 
enable Internet conferencing, both synchronous and asynchro-
nous, allowing student-to-student and student-to-teacher commu-
nication about course material. Online learning allows students 
to participate at a convenient time, and access is unrestricted by 
location or time of day. Instruction can be tailored to meet the 
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needs of the learners who control the pace of the course. A 2008 
meta-analysis of Internet-based learning in the healthcare profes-
sions found that such learning is associated with positive effects 
compared to no intervention; when compared with non-Internet 
instructional methods, effects are mixed and generally small, sug-
gesting that the effectiveness of such learning is similar to more 
traditional methods.43 Online education has the ability to reach 
large numbers of learners from multiple disciplines who might not 
otherwise receive training in palliative care communication and 
thus has significant potential in the education of both healthcare 
students and providers.

In IPE, online learning is often a component of a blended cur-
riculum, using a variety of teaching modalities. Interprofessional 
students (medical, nursing, chaplaincy, and social work) were 
taught the spiritual and cultural aspects of palliative care in 
a blended course at Yale University. The course consisted of an 
online interactive case-based module and a live simulation work-
shop, in which the students observed a team-meeting simulation 

and then worked together to develop an interdisciplinary plan 
of care.44 Although not focused on the teaching of communica-
tion skills per se, students overwhelmingly noted that the course 
was helpful in learning interprofessional communication skills 
and gaining a better sense of their role on the team. A  similar 
program at the University of Louisville blended four teaching 
modalities: online didactic case-based modules; a clinical rota-
tion in palliative care; a reflective writing experience coupled with 
interdisciplinary group sharing; and a face-to-face interdisciplin-
ary experience in which students observed videos of SP scenarios, 
evaluated the interactions, and worked together to develop a plan 
of care.45 Outcomes for this mandatory curriculum for nurs-
ing, medical, chaplaincy residents, and graduate social workers 
showed a significant difference when pre-and posttest scores on 
the End-of-Life Professional Caregiver Survey46 were compared.

A relatively new form of online education involves the cre-
ation of the virtual patient (VP). A VP is an interactive computer 
simulation of a clinical scenario used for the training, education, 

Box 47.2 Tips for Successful Use of Role-Plays and Simulated Patient Scenarios in Interdisciplinary Palliative Care  
Communication Skills Training

♦ Determine your teaching objectives and design the exercise according to your learning goals.
♦ Use relevant, challenging cases. Actual case scenarios are the best sources.
♦ Allow plenty of time.
♦ Ensure that adequate representation of the disciplines involved are present. If not, learners can be assigned to “play” another profes-

sion as an alternative learning experience.
♦ Allow adequate time for setting the stage, the actual role-play, and debriefing/feedback.
♦ Provide content (didactic or reading) that will enable students to formulate their approach to the scenario before or at the beginning 

of the session. For instance, guidelines for giving bad news or conducting family meetings would be helpful to students practicing 
such skills. Role-plays are for practicing, not learning, new techniques or approaches.

♦ Create a “safe” environment for the learners. Normalize student anxiety and discuss the ground rules. Allow students to discuss 
their discomfort. Let them know that perfection is not expected—this is a time to “rehearse” new skills.

♦ Establish the importance of the skill to be taught (i.e., goals of care discussion, family meeting). Allow students to share past experi-
ences related to such encounters.

♦ Set the stage for the interaction. Be sure that students acting as patient or family member or standardized patients know their role. 
It may help to give them a written description (script) for their role. Use nametags or props to identify the players as appropriate.

♦ Involve all students. Those not playing a role can be observers or they can serve as coaches for those in the role.
♦ Establish mechanisms that foster group investment in the success of the activity. For instance, students can ask for help from other 

learners, call a time-out for feedback, or coach each other during the role play.
♦ Faculty role-plays can be used as examples (good or bad) and are a means of putting the students at ease prior to their participation.
♦ Monitor the role play. Set a time limit. Intervene with “time-outs” should the students get stuck or experience obvious discomfort.
♦ Begin debriefing by having students evaluate their own performance (What did you do well? poorly? How did it feel for you?). 

Students will often point out their deficiencies/mistakes without the instructor’s or observers’ feedback.
♦ Include the students playing patient or family member in the debriefing as this will provide valuable insight as to how the interac-

tion “felt” for the recipient of care.
♦ Discuss with the group alternative approaches to the scenario.
♦ Focus the debriefing/feedback on the intended learning goal. Focus on positives; reframe criticisms as opportunities for improvement.
♦ Encourage reflection. Ask open-ended questions that encourage deep thinking about the scenario and how it played out.
♦ Have fun! Role-play can be an enjoyable experience for everyone involved.
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and/or assessment of students. Students react to scenarios and 
are able to explore the consequences of their treatment decisions 
and healthcare interventions. Similar to the recreational role 
plays done in online gaming, avatars or self-created digital char-
acters are used for the simulation. Interaction and communica-
tion can occur either synchronously or asynchronously through 
text-based mediums. Used by some educators to create virtual 
learning environments, Second Life47 offers the technology to cre-
ate three-dimensional virtual worlds where avatars can interact. 
Vokis™, online speaking avatars, can be customized and given 
voice-using software readily available online. Instructors can use 
Vokis™ to present content or scenarios, and Vokis™ offers a class-
room management function.48

Educators in the Department of Family Medicine at the 
University of Alberta developed and implemented an online VP 
clinical case in palliative care. Students rated the VP realism as 
good to excellent, and their comfort with end-of-life patient man-
agement increased significantly as a result of the experience.49 
Group work has been successfully taught in a virtual environment 
using an asynchronous online role play, demonstrating the abil-
ity of online learning approaches to teach interactive skills.50 The 
downside of such virtual entities and communities is the inability 
to incorporate realistic facial expressions, speech intonation, and 
body language, which are important aspects of communication. 
However, VPs can instruct and allow for the teaching of commu-
nication content.

Continuing Education of Interdisciplinary 
Healthcare Professionals
In 2010 the Macy Foundation funded a study of continuing educa-
tion for healthcare providers that recommended that continuing 
education efforts be interdisciplinary in nature to allow for the 
development of interprofessional patient-centered12 skills.

Several continuing education initiatives have focused on devel-
opment of communication skills in palliative care. COMFORT 
represents the seven basic principles to be taught and imple-
mented in early palliative care communication: Communication, 
Orientation and Opportunity, Mindful presence, Family, 
Openings, Relating, and Team. Each module consists of a didac-
tic portion introducing core concepts and skills, video clips of 
interactions between teams and family caregivers, and roundta-
ble discussion conducted by faculty. An evaluation of four of the 
communication modules found that participants’ perceptions of 
the learning were positive and that the learning objectives were 
achieved.51 The COMFORT communication curriculum is offered 
through an online platform with the goal of teaching palliative 
care communication. In Australia, a 7.5-hour online course in 
palliative oncology was developed to reach providers in rural 
and remote areas.52 Based on the needs assessment, the course 
included communication training with particular emphasis on 
treatment decision-making.

A similar course designed to teach psychosocial cancer man-
agement included the use of discussion boards, email, and a “vir-
tual classroom” to teach breaking bad news.53 Attrition and final 
assessment performance rates were compatible with a face-to-face 
learning program. The Advocating for Clinical Excellence Project 
involved psycho-oncology professionals (psychologists, social 
workers, and spiritual care professionals) in an intensive advocacy 

and leadership training program. This program targeted skills in 
leadership, team-building, communication, collaboration, and 
palliative care, and participants reported substantial improve-
ment in all five areas.54

Educators at the Royal Liverpool and Broadgreen University 
Hospital Trust in Liverpool, UK developed a 4-day program for 
practicing nurses and other allied healthcare providers.29 SPs 
were used in the experiential training, which began with partici-
pants observing interactions between the SP and a course facilita-
tor. After the scenario was played out, the facilitator and SP stayed 
in their roles so that students could interact and clarify certain 
points, ask questions, and recreate new role plays for the SPs and 
facilitator to “re-run.” This approach was successful in overcom-
ing student discomfort with role play and receiving feedback on 
their communication skills.

In Australia, a nine-session, 2-day program included sessions 
on communication with patients, families, colleagues, and a mul-
tidisciplinary team.55 Evaluation revealed that communication 
skills showed the most improvement related to interest, knowl-
edge, and confidence. In Scotland, a 3-day experiential interpro-
fessional course focused on communication and relationship skills 
for palliative care found that learning was sustained and increas-
ingly transferred into practice if the workplace was supportive,56 
and another course teaching physicians and nurses communica-
tion skills identified that increased self-efficacy was maintained 
over time.56

Ongoing Interdisciplinary Team 
Communication Training and Development
Due to the nature and intensity of palliative care practice and as 
mandated by the Clinical Practice Guidelines for Quality Palliative 
Care,57 practicing teams should also have ongoing opportuni-
ties for team-building and communication skills development. 
Communication, both formal and informal, is the dominant fac-
tor influencing team success.58 A breakdown in communication 
leads to ineffective teamwork and can directly affect patient care 
and outcomes. Despite its importance, interdisciplinary team 
functioning, including communication, has been neglected in 
palliative care research and education.59

The Medicare Hospice Benefit requires hospice agencies to 
conduct regular team meetings. In a survey of 145 hospice agen-
cies, 61% of the agencies reported that team training does occur, 
with 33% stating that training included team-building. Over half 
reported that their teams need ongoing training in conflict resolu-
tion, communication/relationships, and teamwork. The training 
offered was limited to new employee orientation sessions, which 
did not occur in team environments. This study recommended 
that communication and team-building skills be taught to entire 
teams and that there be time devoted for such trainings separate 
from care planning duties.60

In his book Teamwork in Palliative Care, Peter Speck discusses 
multiple factors that come into play when team members com-
municate, including past experiences, coping styles, and con-
scious and unconscious processes that can contribute to their 
communication with the team.61 Speck posited that a team, “like 
the individuals within it, will develop defenses against any emo-
tions which may be perceived as too difficult or too painful to 
acknowledge, and may have a variety of ways of avoiding any real 
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engagement.”61(p96) Influences on team emotional responses can 
include events outside the organization (e.g., governmental pol-
icy changes or sources of conflict within the organization) such 
as competition between departments for scarce resources. Teams 
must also navigate team, department, and organization dynamics 
as well as the effects of the work itself (grief responses, transfer-
ence and countertransference, and team-member attrition and 
change).

This emotional load—generated outside and inside the 
team—calls for supports such as clinical supervision, staff sup-
port groups, and debriefing in order to manage stress and con-
flict and facilitate effective communication and collaboration. 
In staff support groups, Speck pointed out that the focus—when 
clearly defined as work-related and supportive for team-building 
and communication—can have therapeutic benefit for the attend-
ees. Debriefing time can be created separately or allocated dur-
ing normal team meetings to allow team members to process 
events, stressors, or team dynamics. During the course of any of 
these activities, the need may emerge for personal supervision or 
support for individual team members, and teams should under-
stand that such support must be sought separately from the team 
environment.61

Team-building is important for development among practic-
ing palliative care teams. Malcom Payne wrote that palliative care 
raises three main issues for team-building: it is holistic (addresses 
physical, psychological, social, and spiritual aspects), multiprofes-
sional (involves coordination of professionals to respond to human 
complexity), and specialist (integrates its work with a range of non-
specialized aspects of social and healthcare). Therefore palliative 
care teams should focus on team-building wherever and however 
possible in everything they do.62 This author suggested that while 
team-building based on psychological theories of group forming 
and relations—often organized outside of everyday work in teams, 
usually by external consultants—may sometimes be necessary, a 
more helpful approach is knowledge management.

This approach to team-building focuses on how palliative care 
team members deal with disciplinary knowledge in a constant, 
everyday way. Focusing on knowledge management prioritizes 
doing a good job in the task that the team is formed to do. The 
palliative care task defines the team members’ identities. While 
interpersonal issues may arise, knowledge management argues 
that teams are united by the task and can put interpersonal issues 
to the side. Knowledge management allows palliative care team 
members to come together and reveal the various aspects of knowl-
edge and skill that they bring together in the care of those affected 
by serious illness. “The task of leadership in the team is to allow 
different aspects of knowledge to come forward, be expressed and 
used collectively”62 (p122)

Important aspects of everyday team-building include develop-
ing and following rules about how to raise difficult issues, differ-
ent types of knowledge, and how these interact with patient and 
family needs. By developing regular review of teamwork and joint 
activities, maintaining interpersonal support and an appropriate 
social climate, and responding to individual development needs, 
the palliative care team provides a context to enable everyday 
team-building to take place.62

While the necessity of team-building, including activities that 
improve communication and collaboration, is well established, 
there is little research on how teams communicate or optimally 

function and few published studies in the area of team-building 
and ongoing training. One study of a team-building workshop 
provided to a palliative care team reported that staff found it to 
be helpful in promoting understanding of roles and developing 
good working relationships; the study concluded that providing 
the opportunity for staff to share in team development exercises in 
a neutral environment appears to be of value.63 The content of the 
workshop was not shared in the article. Arber analyzed the lan-
guage used in the interactions of a palliative care team and found 
that the strategic use of questions enabled palliative care nurses to 
influence and manage interprofessional interactions in a polite, 
diplomatic manner. As a result, she suggested that teams reflect on 
how meetings are conducted and that review of transcripts might 
help develop insights into how the team works together, leading to 
interactional competencies to guide team practice and education.64

One notable effort to establish and develop teams is 
TeamSTEPPS®, a national program developed and implemented 
by the Agency for Healthcare Research and Quality and the 
Department of Defense.65 This evidenced-based teamwork sys-
tem aims to improve communication and teamwork skills among 
healthcare professionals. Six regional training centers offer 
training to develop a national network of master trainers who 
then train front-line healthcare workers. Support and guidance 
is provided to all using the model via Web conferences, discus-
sion forums, and a national website. The curriculum provides a 
customized training plan to develop teamwork skills. Short case 
studies and videos illustrating teamwork opportunities and suc-
cesses are shared. While not directed at palliative care and hospice 
teams, some teams in these areas have found the tools and train-
ing useful, especially when a new team is formed.

It has been hypothesized, but not proven, that teams would 
benefit from team-building and communication skills training. 
Such efforts might include using an outside “coach” or consul-
tant to evaluate and improve team interactions, using commu-
nication and/or coping style evaluation instruments to develop 
a better understanding of how to relate and communicate with 
fellow team members, or holding retreats that allow for team 
sharing and getting to know each other. Just as in the educational 
efforts described earlier in this chapter, existing teams could ben-
efit from role playing, including “rehearsals” of family meetings 
or other interactions anticipated as being difficult, use of SPs to 
practice communication and alternative approaches to situations, 
and exploration of cases entailing team challenges. The results of 
such efforts should be rigorously evaluated so that a body of evi-
dence can be built to justify the value of such activities.

Interprofessional communication training is necessary if 
providers are to be prepared for essential palliative care skills 
such as team communication and collaboration, team meet-
ings, goals of care discussions, family meetings, communication 
with colleagues outside the team, and team-based care. Multiple 
obstacles to IPE efforts include lack of funding, unbalanced 
representation of the disciplines, educational isolation of the 
disciplines, integration of such efforts into already overloaded 
curricula, logistical challenges, and lack of advocates for such 
efforts.45 While IPE is becoming more prevalent in undergradu-
ate and graduate education of healthcare providers, more rigor-
ous evaluation of such endeavors is needed to create a body of 
evidence as to how to best plan, overcome the obstacles, orches-
trate, and incorporate such offerings into existing curricula. 
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Ongoing team development and team-building should be man-
datory for practicing palliative care teams, and attention to the 
evaluation of team-enhancing activities would contribute to 
development of models for the field. Comprehensive evaluation, 
including measurement of the longitudinal impact of both stu-
dent and practitioner training, is necessary; such evidence can 
guide those initiating such efforts and establish standards for 
IPE on palliative care communication.
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CHAPTER 48

Qualitative Communication 
Research
Patrick J. Dillon and Lori A. Roscoe

Introduction
In daily life, we ground our ideas about people and 
experiences in data that are constantly presented to us. 
Researchers build upon that discovery process by imposing 
a rigor that overcomes many of the conceptual biases that 
tempt social actors … [Qualitative] research perspectives 
reflect the intuitive ways that we seek knowledge, and they 
prod us to go a little further. (p. 542)1

Qualitative research is a field of inquiry in its own right; it has its 
own history, subdivisions, and controversies.2–4 Although these 
broader issues may be of interest to some readers, the focus in 
this chapter is to explore qualitative communication research as a 
broadly defined set of assumptions and techniques that can be used 
to understand and represent the various ways human beings under-
stand and participate in social reality. More specifically, our aim is 
to describe the ways qualitative researchers investigate communi-
cation phenomena––such as family relationship patterns, cultural 
expectations, situated meanings, institutional policies/procedures, 
and personal histories––in palliative care contexts. The chapter also 
emphasizes qualitative research that is oriented toward improving 
palliative care practice and, ultimately, promoting better outcomes 
for patients and their loved ones. Thus this chapter focuses on 
applied communication research, which is defined as the study of 
real-world communication concerns, issues, and problems.5

Clinicians have traditionally been trained to think logically 
and inferentially and to draw upon pathophysiologic rationales 
and deductive reasoning in their medical practice; this orien-
tation is reflected in the biomedical research literature, which 
tends to emphasizes deductive quantitative epidemiological 
studies and clinical trials.6 In providing answers to questions 
that ask “whether” (e.g., whether taking a particular medica-
tion reduces patients’ A1c count) or “how much” (e.g., how much 
a low platelet count predisposes a cancer patient receiving che-
motherapy to febrile neutropenia), quantitative studies are nec-
essary in order to provide appropriate, evidence-based medical 
care.6 Contemporary healthcare practice, however, is more than 
a biomedical, quantitative science; it is also an interactive, com-
municative “process in which both the [provider] and patient, 
with all their experiences and expectations, are active agents in 
co-creating and co-interpreting what occurs” during healthcare 
encounters (p. 532).1 Crandall and Marion note, for example,

Clinicians who will thrive in their work will have the capacity for 
being able to toggle back and forth between objectivity and recep-
tivity. In essence, effective clinicians attend to the patients’ whole 
story in tandem with clinical reasoning, which leads to a mutually 
satisfactory process and outcome. (p. 1175)7

This balance between what some have described as the mechanis-
tic science and interpretive art of medicine requires more than 
answers to “whether” and “how much”; it also requires answers 
to the “what,” “how,” and “why” of health, illness, and medical 
care.6,8,9 The need for such answers is evident in palliative care, 
because patients are dealing not only with serious physical illness 
but also with the larger questions of quality of life, mortality, and 
the limits of medical science. Attending to patients’ and their fam-
ilies’ physical, intellectual, emotional, social, and spiritual needs 
requires clinicians who understand the complex perspectives and 
factors that influence their patients’ illness experiences, includ-
ing their health beliefs/literacy, cultural/religious preferences, 
living environment, relational considerations, and treatment 
preferences.10,11 For example, how do a patient’s spiritual beliefs 
influence his or her willingness to discontinue aggressive medical 
care in order to begin receiving hospice services? Or why is one 
adult child supportive of increasing her mother’s morphine dos-
age while her sibling is not? Answers to questions such as these are 
essential to understand in order to provide high-quality, patient/
family-centered palliative care and are best approached using 
qualitative methods.

Quantitative and qualitative communication research display 
some general similarities. For example, both types of research 
allow scholars and providers to better understand how commu-
nicative actions shape the social world, and both require training 
in data collection, analysis, and presentation.4,12 There are also, 
however, clear differences between them. Quantitative research 
is, as noted, most often oriented toward answering “whether” and 
“how much” questions.6 It involves isolating discrete variables, 
identifying relationships among various factors, operationalizing 
theoretical relations, measuring and quantifying phenomena, and 
attempting to generalize findings to large populations.12,13

Although quantitative research can capture important behav-
ioral trends and demonstrate statistical relationships, it is ill 
suited to provide in-depth, nuanced insight into the relational, 
emotional, and experiential aspects of everyday life. In contrast, 
qualitative research provides systematic, inductive methods for 
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engaging the “what,” “why,” and “how” of social action and, in so 
doing, engages the messiness of local, contextually situated knowl-
edge and practices.2,12,13 Additionally, as Warren and Karner11 
note, while quantitative studies produce “experientially distant” 
numerical summaries of human interaction, qualitative studies 
are what Clifford Geertz14 calls “experience near” the people, rela-
tionships, and social settings they investigate. Both quantitative 
and qualitative research methods are invaluable tools for generat-
ing knowledge about palliative care practice; there are, however, 
many aspects of communication in palliative care settings that 
can best be illuminated by qualitative inquiry.4,6,11

As an example, consider hospice enrollment. Quantitative stud-
ies demonstrate that of the more than 1.5  million patients who 
receive end-of-life services through hospice each year, nearly 35% 
are enrolled for 7 or fewer days,15 and more than 50% die within 
the first 30 days.16 Further, a quantitative analysis of the Family 
Evaluation of Hospice Care data repository revealed substantial 
variation in patients’ family members’ perceptions of whether their 
loved one was referred “too late,”17, which was not statistically corre-
lated with hospice organization characteristics or the market where 
services were provided.18 To better understand this issue, Teno and 
colleagues19 conducted a qualitative study that included narrative 
interviews with 100 family members of patients referred to hospice 
care in the last 7 days of life. The interviews focused on two ques-
tions: (a) Why are persons referred to hospice in the last 7 days of 
life? and (b) Why do family members believe a referral to hospice 
within 7 days of death was either “at the right time” or “too late”?

Of the 100 participants who took part in narrative interviews, 
41% of respondents stated that their family member was referred 
‘‘too late,” and 58% stated hospice referral was “at the right time” 
(one respondent did not respond to this question). When fami-
lies stated that referral was “at the right time,” their perceptions 
were based on the patient’s having refused earlier referral, a rapid 
decline in the patient’s condition that resulted in the late refer-
ral, or a belief in all things coming together as they were meant 
to be. When families stated that referral was “too late,” their rea-
sons centered on concerns with the healthcare providers’ role in 
decision-making, with concerns being inadequate physician com-
munication, not recognizing the patient was dying, or problematic 
hospice delays in referral from the nursing home or home health 
agency. Teno and colleagues’19 qualitative research approach pro-
vided important insights that would not have been discovered in a 
quantitative study; likewise, qualitative communication research, 
in general, is an invaluable tool for understanding and improv-
ing palliative care practice. It is through this lens that the rest of 
this chapter is written, with the intent of providing an overview of 
various procedures and tools that are used to collect and analyze 
qualitative data in a systematic and transparent manner.

We continue with a description of the ontological and epis-
temological paradigms that inform qualitative research in the 
communication discipline and then briefly describe the process 
of generating qualitative research data through fieldwork and 
in-depth interviews. Next, the analytic procedures that are associ-
ated with some of the prevailing traditions in qualitative communi-
cation research—grounded theory, ethnography, phenomenology, 
meta-ethnography, and mixed methods research—all of which 
have applications in palliative care settings, are discussed. Finally, 
we conclude by discussing how issues such as generalizability, 
validity, and reliability apply to qualitative inquiry.

Ontological and Epistemological 
Perspectives
As noted in the introduction, qualitative communication 
researchers study how human beings understand and participate 
in social reality; thus the way one defines what research is and 
how it should be done is intimately connected to one’s philosophi-
cal beliefs about the nature of that reality (ontology) and how it 
may be known or studied (epistemology).4,19 Conducting quali-
tative research, then, proceeds from particular ontological and 
epistemological perspectives. The paradigmatic underpinnings 
of various approaches to qualitative communication research are 
complex.2,4,19 While a thorough review of these perspectives is 
beyond the scope of this chapter, we provide a brief overview. Two 
of the most commonly referred to ontological/epistemological 
perspectives are (a) positivism/postpositivism and (b) interpretiv-
ism.4,12,19 Although positivism/postpositivism is often associated 
with quantitative research and interpretivism with qualitative 
inquiry, we note that qualitative studies may proceed from each of 
these viewpoints.2,4,6,12,19

Positivism, as a research paradigm envisioned by Comte,20 
assumes that a singular, objective reality exists apart from the 
“knower” or observer. From this perspective, the concepts and 
methods of the natural sciences (e.g., detachment, objectivity, 
experimentation, variable manipulation, and control) offer via-
ble approaches to document this essential reality.4,19,20 Through 
the continual refinement and systemization of research meth-
ods, the ultimate goal of positivist social science research is to 
identify and explain the cause-and-effect relationships that 
determine human behavior.4 Although its influence is still 
widespread across social science disciplines, few contempo-
rary communication scholars, particularly those who conduct 
qualitative research, align themselves with rigid or essentialist 
positivism.4,19,21 Instead, those who are committed to scientific 
approaches to studying communication largely identify with 
the postpositivist paradigm. Similar to positivism, postposi-
tivists adopt a “realist” ontology, which assumes that physical 
and social reality exist outside of human perception. At the 
same time, however, postpositivists acknowledge that gaining 
an objective picture of reality in “a phenomenologically messy 
and methodologically imperfect world” is difficult (p. 93). Thus, 
although obtaining an objective understanding of communi-
cative phenomena through rigorous, scientifically informed 
research methods remains the goal, most postpositivists admit 
that their findings reflect a reasonable approximation of reality 
that is consistent with what was observed or recorded during the 
research process.4,19

The interpretive paradigm draws from several 19th- and 
20th-century intellectual traditions, including German ideal-
ist philosophy, phenomenology, hermeneutic philosophy, and 
American pragmatism.4 Although there are many ways to describe 
the interpretive perspective, we––like Guest and colleagues19––
prefer the definition offered by Walsham:

Interpretive methods of research start from the position that our 
knowledge of reality, including the domain of human action, is a 
social construction by human actors and that this applies equally 
to researchers. Thus there is no objective reality which can be dis-
covered by researchers and replicated by others, in contrast to the 
assumptions of positivist science. (p. 5)23
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As this definition implies, interpretive researchers assume that 
conceptions of reality are unique, pluralistic, and contextual.4 
From this perspective, reality does not exist “out there”; it is 
instead continually (re)created through communicative expres-
sions and interpretations.4,24 Interpretive research is often associ-
ated with the theoretical framework of social constructionism.12 
Social constructionism assumes that generating knowledge about 
social life requires researchers to identify the meaning that par-
ticipants assign to their lived experiences while simultaneously 
acknowledging the ways the researchers’ own perspectives influ-
ence the research process.12 Consistent with this perspective, 
interpretive communication research proceeds from the notion 
that, rather than seeking to capture one objective reality, qualita-
tive methods can and should provide important insights into the 
multiple realities that are continually (re)created and experienced 
through human interaction.4,12,19,24 Interpretive researchers seek 
to achieve deep understanding of the actions, motives, and feelings 
that constitute people’s perceptions of reality while acknowledg-
ing that their knowledge claims are inevitably partial.4,24 Rather 
than attempting to maintain objective distance from the study 
setting or research participants, interpretive scholars frequently 
acknowledge, emphasize, and even celebrate the ways their own 
experiences, biases, and theoretical and methodological commit-
ments influence the research process.2,24

As noted, qualitative communication research in palliative care 
settings may proceed from either of the paradigms discussed here 
(as well as several others). The appropriateness of one set of foun-
dational assumptions over another depends upon the researcher’s 
training and ideological commitments, as well as what is most 
appropriate and useful for the research questions at hand. Each 
of these ontological/epistemological perspectives (and the quali-
tative research that draws from them) can provide useful ways of 
understanding, talking about, and improving palliative care. In 
the next section, the various types of qualitative research data are 
discussed.

Generating Qualitative Research Data
Regardless of the paradigmatic underpinnings or goals of a par-
ticular study, qualitative researchers generally draw upon the 
same data types. At a very basic level, qualitative research data 
may include anything that does not indicate ordinal values.19,25 
As this description implies, qualitative data can take a wide vari-
ety of forms. At one end of the spectrum, a researcher may col-
lect one-word responses to an open-ended question (e.g., “What 
is the name of your primary care doctor?”). Another researcher, 
however, may produce audio-recordings of first-person narratives 
that recount each research participant’s experience with palliative 
care, which could be several hours long. Yet another qualitative 
researcher may choose to collect naturally occurring conversations 
by observing medical interviews or family meetings. Ryan and 
Bernard’s26 typology of qualitative research organizes qualitative 
data into its three main forms—text, images, and sounds. They 
further divide textual data into two primary components—text as 
an object of analysis (e.g., conversations, narratives, etc.) and text 
as a proxy for experience (e.g., participants’ recollections and per-
ceptions of past events).19,26 Although communication research 
in palliative care contexts may incorporate a wide range of quali-
tative data, including visual images, recorded (spontaneous) 

conversations, and personal/organizational documents, it gener-
ally involves analyzing textual data collected through fieldwork 
and/or interviews; the generation of these types of qualitative data 
is the focus of this section.

Fieldwork
Fieldwork, or participant observation, involves present-time, 
face-to-face interaction with people in a particular setting (i.e., 
the field), which may include anything from a family’s home 
to an intensive care unit.4,12 Fieldwork is the process of watch-
ing and learning about a setting and the people who inhabit 
it while participating in the daily realities that characterize the 
study environment.27,28 A researcher’s level of participation dur-
ing fieldwork may range from nonparticipant (observer only) to 
complete participation.29 For example, in her study of hospice 
volunteers, Elissa Foster was a complete participant in the volun-
teer process.30 She went through volunteer training and visited 
Dorothy––her assigned hospice patient––and Dorothy’s family 
for more than a year. A  researcher’s participation level during 
fieldwork is largely dependent on the research topic and how easy/
difficult it is to gain access to the study site29 and has implications 
for how the results of the study are developed. Immersing one’s 
self in the field, in the way Foster did, generally leads to results that 
include personal reflections about one’s experience, as well as how 
the researcher may have influenced the events that transpired.

Whatever the degree of participation, conducting fieldwork 
is designed to produce detailed knowledge of communicative 
actions in the study setting that are based on researchers’ observa-
tions and reflections on their (potential) meanings.4 In order to 
document and analyze communication in a chosen setting, field 
researchers must document their observations and reflections. 
While this process may involve video/audio-recording certain 
events and conversations and/or taking photographs, it has tradi-
tionally been associated with producing handwritten, textual arti-
facts known as field notes.4,12 In communication research, field 
notes focus on “describing and interpreting the symbolic (i.e., 
textual) qualities of communication as social action” (p.  155).4 
Ultimately, field notes (and other forms of documentation) pro-
vide the evidentiary material that field researchers use to develop 
and support their claims.

Interviews
Interviews are purposeful conversations between two or more 
people that explore topic(s) of interest through the asking and 
answering of questions.31 Interviewing is a qualitative research 
method that is popular in health communication and other social 
science disciplines. One of the benefits of using interviews as a 
research method is that they can be adapted for a variety of set-
tings and purposes. Qualitative research interviews may include 
face-to-face interaction, telephone contact, or Internet-mediated 
communication.12 Interview topics may focus on recounting and 
assigning meanings to past or present experiences; in some cases, 
they may focus on projections toward the future. The most com-
mon form of interview is a dyad (i.e., one interviewer and one 
respondent), but research interviews may also be triadic (e.g., one 
researcher may simultaneously interview a palliative care patient 
and his or her designated caregiver).12 Focus groups, which typi-
cally involve one or more researchers and a group of respondents, 
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are an additional research interview format.12 Scholars interested 
in palliative care may use interviews to gain insight into the health 
experiences of patients, providers, and family members and/or 
develop health communication theory.31 In particular, interviews 
can be a valuable tool for learning about participants’ experi-
ences with sensitive topics without encroaching on these deeply 
personal events. For example, Wittenberg-Lyles and colleagues32 
used qualitative interviews to gain insight into the challenges that 
caregivers face after a loved one begins receiving hospice (dis-
cussed in more detail later in this chapter).

Research interviews may take a variety of forms, but they 
generally fall into one of three categories: (a) highly structured 
interviews, (b) semistructured interviews, or (c) unstructured 
interviews.31 Highly structured interviews include a specific set 
of questions that are asked of participants in the same way with 
no follow-up questions. Semistructured interviews involve a set 
of specific questions but also include spontaneous questions that 
may ask for more information or clarification. Unstructured 
interviews may include a list of topics, but questions are phrased 
spontaneously to stimulate conversation. Each of these inter-
view styles has benefits and drawbacks, and it is important that 
scholars consider the setting and purpose of their research before 
choosing an interview format.4,12,31 Whatever the style, format, 
or topic(s) of qualitative research interviews, they are typically 
audio- or video-recorded and then transcribed to serve as the data 
for analysis.4,12,31

Qualitative Communication  
Research Approaches
In this section, we briefly describe and provide examples of a 
few of the more common approaches to collecting and analyzing 
qualitative communication data in palliative care contexts. This is 
not comprehensive, and other important approaches––including 
ethnomethodologic,33,34 photovoice,35,36 and material culture 
research—are not discussed here.4,12 Additionally, although we 
distinguish between various approaches in this section, these dis-
tinctions are not always evident in qualitative research practice, as 
there is substantial overlap among them.1,4,12,19

Grounded Theory
Grounded theory was originally developed by sociologists Barney 
Glaser and Anselm Strauss during the 1960s.37 Grounded theory is 
a specific form of inductive thematic analysis, a general term used 
to describe qualitative analysis that involves identifying themes 
in collected data, coding those themes, and then interpreting the 
structure and content of the themes.37,38 Inductive thematic anal-
ysis more generally and grounded theory in particular is likely the 
most common qualitative data analysis in the social, behavioral, 
and health sciences.19 Charmaz, who updated grounded theory 
to better align with the social constructionist perspective, defines 
it as a set “of systematic, yet flexible guidelines for collecting and 
analyzing qualitative data to construct theories ‘grounded’ in 
the data themselves.” (p. 2)39 Consistent with this description, 
grounded theory is an iterative process for identifying recurring 
thematic categories that appear within qualitative data and then 
organizing the categories into formal theoretical models.39,40 The 
process involves reviewing units of text (e.g., words, sentences, 

paragraphs, stories) to first capture and code emerging themes. 
The relationships between the themes are noted, and as more 
data are analyzed, the thematic codes are continually reexamined 
and redefined through the constant comparison method, which 
involves comparing and contrasting all textual units with each 
other.19,39,40 Research teams often begin by individually coding 
their data and then coming together to compare interpretations 
and refine their analytic framework.19,39,40 As researchers engage 
in this process, the primary objective is to present the data in a 
plausible, coherent way.

Wittenberg-Lyles and colleagues32 provide an example of using 
grounded theory in qualitative communication research in their 
exploration of how family communication patterns influence 
caregivers’ concerns after their loved ones started hospice care. 
Their data included audio-recorded interviews with 89 caregivers 
that ranged from 35 minutes to an 1.5 hours in duration. Data 
analysis began with two members of the research team listening to 
the interview recordings and transcribing all segments of talk that 
mentioned “family.” The research team members next engaged in 
a series of individual readings of the transcripts, using a Family 
Communication Patterns Theory41 as a sensitizing concept, and 
coded caregiver talk into one of the following mutually exclusive 
codes:  family hierarchy, preservation of family authority, mini-
mal talk with family but with sustained contact, explicit talk of 
assumed family roles, reference to open discussion among family 
members, the absence of an authoritarian family member, little 
interaction among family, or emotional detachment from family.

Next, the research team grouped these codes together by fam-
ily patterns: family hierarchy and preservation of family authority 
(consensual family communication pattern), minimal talk with 
family but with sustained contact and explicit talk of assumed 
family roles (protective family communication pattern), reference 
to open discussion among family members and the absence of 
an authoritarian family member (pluralistic family communica-
tion pattern), and little interaction among family and emotional 
detachment from family (laissez-faire family communication 
pattern). The team members addressed coding disagreements by 
collectively returning to the transcripts and discussing differing 
interpretations until they reached consensus. Finally, the data 
grouped by family communication pattern was then thematically 
analyzed using a constant comparison method, where individual 
team members coded the data and then came together to refine 
the initial codings into a thematic typology of family caregiver 
types: (a) Manager, (b) Carrier, (c) Partner, and (d) Loner. As 
Wittenberg-Lyles and colleagues noted,32 identifying family care-
giver types can help clinicians better understand and address their 
needs. Thus, in this case, the iterative, grounded theory process 
of individually and collectively analyzing interview transcripts 
helped identify recurring patterns of behavior.

Ethnography
As a qualitative research approach, ethnography rests on the 
premise that culture and human behavior are complicated phe-
nomena that are composed of, and influenced by, a multitude of 
factors, which might include history, physical contexts, institu-
tional structures, and other symbolic influences (e.g., language, 
rituals).1,19 An ethnographic perspective further assumes that 
cultural meanings, assumptions, and values are evident in the 
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ways people interact with each other.1,42 Ethnography typically 
involves immersing one’s self in a cultural setting, commu-
nity, or organization in order to learn, through direct observa-
tion, participation, and interaction, about the environment and 
the people who inhabit it.1,4 Thus while ethnography does not 
technically refer to a specific data collection method,4 it most 
often is associated with fieldwork1,19,42 and frequently includes 
formal and informal interviews with key informants.4 One of 
the key features of ethnography is that it takes place in “natural 
settings”; that is, researchers typically observe people’s behav-
iors and interactions in settings that are part of their everyday 
lives.1,4,19,42 This is one of the strengths of ethnography, as it 
provides insights that other research methods cannot.19 In disci-
plines such as anthropology, ethnography has historically relied 
on long-term research studies, which often last a year or longer.19 
Contemporary ethnographic research is generally much shorter 
in duration, but producing a detailed, insightful ethnographic 
analysis does require considerable time and effort.1,19 Although 
some ethnographers, like others who practice fieldwork, may 
try to remain unobtrusive by observing at a distance, many eth-
nographies include researchers’ direct participation in the study 
setting.1,4

Pesut et al.43 used ethnography to explore rural palliative care, 
with a particular focus on the responsibilities that support good 
palliative care from rural participants’ perspectives. The research-
ers began their study by identifying four rural communities in 
Western Canada to include in their study. The communities were 
considered rural because they had populations of fewer than 
10,000 residents and were located at least a 3-hour traveling dis-
tance from a palliative care treatment center.43 All four commu-
nities had one or two designated palliative beds in acute medical 
units and/or residential care centers; however, these beds were 
also used for general patients and were not always available for 
palliative care patients.

Pesut and colleagues’ ethnographic data collection took place 
over a 15-month period.43 Data sources for their study were col-
lected more than 51 days of fieldwork, which included more than 
74 hours of direct participant observation. These observations 
were conducted by following nurses who provided palliative 
care in patients’ homes and acute care settings. The observa-
tions were documented using field notes. The researchers also 
conducted 95 interviews with key informants, including family 
caregivers, volunteers, nurses, physicians, social workers, and 
healthcare administrators.43 Interviews lasted between 30 and 
90 minutes, were audio-recorded, and were transcribed verba-
tim. The research team analyzed the collected data (i.e., field 
notes and transcripts) jointly using inductive thematic analysis 
(see previous discussion). Although previous studies indicated 
that palliative care quality deteriorated as distance from urban 
centers increased,44 Pesut and colleagues found that palliative 
care services in the rural communities they studied were not 
uninformed or substandard; they did discover, however, that the 
fluidity of palliative care roles and organizational policies (e.g., 
hiring providers outside the community, limiting inpatient pal-
liative care beds) had a negative impact on palliative care prac-
tice in these rural communities.43 They also found that palliative 
care responsibilities were often negotiated through fluid, infor-
mal communication processes between healthcare providers, 
patients, and lay caregivers.43

Phenomenology
Within the communication discipline, phenomenology refers 
to the qualitative study of people’s perceptions, feelings, and 
lived experiences.1,19 There is, thus, little emphasis on physical 
and/or social characteristics of reality apart from the meaning 
people assign to them.1 In this way, the focus of phenomeno-
logical research is to understand how people constitute experi-
ences through consciousness.1,19 Edmund Husserl––a German 
philosopher––is widely regarded as the founder of the phenome-
nological perspective.1 He described a phenomenological method 
called eidetic reduction or bracketing.45 According to du Pré and 
Crandall:

[When] following such a process, a person seeks to imagine a thing 
or concept and “bracket” out all nonessential elements of it. The 
objective is to arrive at its essential properties, those that ultimately 
define it as being different from other phenomena. (p. 538)1

While Husserl45 argued that human beings regularly engage in 
this activity in their everyday life, qualitative communication 
researchers attempt to guide study participants through a simi-
lar process, usually through open-ended, in-depth interviews.1,19 
Specific to palliative care, researchers may explore the meanings 
people assign to notions such as “health,” “illness,” “suffering,” 
“terminal,” or “compassion.” Interestingly, those who practice 
qualitative research of various types have adopted many charac-
teristics of phenomenology; many qualitative research approaches 
are, to some extent, phenomenological, as they attempt to docu-
ment people’s “lived experiences and the behavioral, emotive, and 
social meanings that these experiences have for them.” (p. 11)19

Erichsen et al.46 conducted a phenomenological study of nurses’ 
understanding of “honesty” in palliative care. The research team 
recruited participants from two different hospitals in a county of 
approximately 400,000 residents in southeast Sweden. The study 
sample included 16 female palliative care nurses. Data collection 
involved audio-recorded, open-ended interviews with each nurse. 
In order to encourage informants to focus on the concept, all the 
interviews commenced with the question: “Do you think honesty 
is important?” Consistent with the phenomenological approach, 
Erichsen and colleagues46 described the analysis process as con-
sisting of four steps. They began by reading interview transcrip-
tions to familiarize themselves with the data. Next, they identified 
the statements that were most relevant to the concept of honesty. 
These statements were then compared to each other in order to 
identify sources of variation and agreement. Finally, they focused 
on the structure of participants’ experiences in order to synthesize 
the data into an overarching framework that described the lived 
experience of honesty.

The study results indicated that while the nurses had some dif-
ficulty defining honesty, they considered it a basic need for all 
human beings and an essential component of providing patient- 
and family-centered palliative care. Consistent with the principles 
of virtue ethics, the nurses’ reasons for being honest were that 
honesty was expected from them as professionals, that a lie would 
be exposed anyway, and that they wanted to provide good care of 
high quality. The nurses also reported moral conflicts related to 
honesty, such as when family members asked them to withhold 
certain information from patients or when they were forced to 
describe the potential benefits of a certain treatment when patients 
were unlikely to experience them.46 Ultimately, the researchers 
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called for greater emphasis on patient autonomy and a commit-
ment to being honest in palliative care contexts while recognizing 
that honesty can also create uncertainty and ethical conflict.46

Meta-Ethnography
A qualitative meta-analysis is a structured study that analyzes 
the findings of other qualitative studies linked by the same topic 
area.47 Although various approaches have been used to guide the 
synthesis of qualitative research,48 meta-ethnography is the most 
developed method for such analysis.49 Meta-ethnography pro-
vides a systematic framework for evaluating previous research 
and developing a coherent analysis of what can be learned from 
a body of evidence.50 Noblit and Hare47 originally developed 
meta-ethnography as an inductive process for identifying and 
connecting themes and concepts identified in interpretive stud-
ies. Although the authors firmly positioned meta-ethnography 
within the interpretive paradigm, researchers have extended the 
meta-ethnographic process to synthesize various types of qualita-
tive studies.51 Meta-ethnography generally involves seven distinct 
steps:52 (1) developing a suitable research question, (2)  identify-
ing/evaluating existing studies, (3) reading the individual stud-
ies, (4) determining how the studies are related, (5) translating the 
studies into an emerging theoretical framework, (6) finalizing the 
analytic framework, and (7) presenting the results.

Dillon et  al.50 conducted a meta-ethnographic synthesis of 
qualitative studies in order to identify factors that influenced 
African Americans’ decisions about hospice care. Hospice 
enrollment disparities among this population have been well 
documented by quantitative studies, and a number of qualita-
tive studies have sought to understand how African American 
patients and their loved ones make the decisions they do about 
hospice. As the authors argued, however, these studies were 
often interpreted in isolation without productive links to previ-
ous inquiry.50 Meta-ethnography was used as a starting point to 
develop culturally targeted health messages53 about hospice care. 
The study began by conducting a systematic literature search in 
order to identify topically relevant, peer-reviewed studies pub-
lished from 2000 to 2010. The initial search generated a total of 
788 abstracts for review, which was then narrowed to 96 articles 
by eliminating those that did not focus on hospice decisions by 
African Americans in the United States. The synthesis sample 
was further narrowed to 12 articles by asking two specific ques-
tions: (a) “Does this paper report on findings from research that 
involved qualitative methods of data collection and analysis?” and 
(b) “Is this research relevant to the synthesis topic?” The research 
team then appraised the quality of each article and decided that 
all 12 should be included in their analysis. Finally, using the syn-
thesis articles’ findings and interpretations as primary data, the 
researchers used a grounded theory approach to develop a coher-
ent thematic framework that identified three primary factors that 
influenced African Americans’ hospice decisions:  (a)  necessary 
knowledge about hospice care (e.g., available services, quality of 
care, financial information, etc.), (b) family members’ needs and 
preferences, and (c)  religious/spiritual considerations. Building 
from these identified factors, the authors emphasized the need for 
health messages designed to promote hospice enrollment among 
African Americans to emphasize the role of family caregivers and 
position hospice as a “partnership” between healthcare providers 

and patients’ loved ones. The study also highlighted the impor-
tance of incorporating the narratives of actual African American 
hospice patients in hospice promotion messages, which was vali-
dated by another recent study.54

Mixed-Methods Research
Given the differing goals and findings associated with quantitative 
and qualitative research, researchers are increasingly combining 
both methodologies to generate insights that would not emerge 
from using either approach alone.19 Although there is not consen-
sus on this issue, some have argued that using a mixed-methods 
approach strengthens the overall research design (by offsetting the 
strengths and weaknesses of the other), encourages interdisciplin-
ary research, and encourages the integration of multiple ontologi-
cal/epistemological paradigms.19,55 Although there are multiple 
ways of integrating qualitative and quantitative approaches, the 
concurrent design appears to be most helpful. In a concurrent 
design, data are integrated into the analysis at the same time.19,55 
The advantage of this design is that, rather than using one method 
to inform the analysis of the other, it allows researchers to simul-
taneously compare quantitative and qualitative data in order to 
identify areas of convergences, divergence, and contradiction.19,55

Roscoe et  al.56 used a concurrent mixed-methods design to 
explore competing definitions of effective communication in 
head and neck cancer care at the end of life. The research team 
recruited 14 head and neck cancer patients from a local can-
cer center to participate in the study. Eligibility criteria limited 
patient participants to those with head and neck cancer for which 
conventional treatments (surgery, radiation therapy, combined 
chemotherapy/radiation therapy) were not recommended and 
who had been told by their oncologist that their prognosis was ter-
minal (i.e., that death was likely to occur within 6 months, if the 
disease took its usual course). Consistent with the mixed-methods 
approach, patients participated in semistructured interviews and 
also completed two quantitative measures:  the McGill Quality 
of Life Questionnaire–Cardiff Short Form57 and the University 
of Washington School of Medicine Quality of Communication 
Questionnaire.58 The quantitative survey results were reported 
using descriptive statistics, and interview data was analyzed using 
grounded theory.

This quantitative and qualitative data revealed that patients 
rated their physicians highly in terms of their general commu-
nication skills as well as their comfort in discussing end-of-life 
issues, as revealed through statistical analysis of responses to the 
quality of communication questionnaire. Patient interview data 
suggested that they considered their oncologists straightforward 
communicators who were willing and able to answer questions. 
There were, however, some alarming trends that were identified 
as part of the qualitative analysis of interview data. The research 
team found that a number of patients could not rate their physi-
cians’ end-of-life communication skills because they had not been 
told of their terminal diagnosis––despite a documented terminal 
diagnosis being an inclusion criterion for patients. The interview 
data shed some light on these inconsistencies. As Roscoe and col-
leagues explained,

Patients indicated their physicians were willing to answer ques-
tions, and physicians and other clinical health professionals in this 
study reported a willingness to answer questions. However, this 
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question-and-answer approach assumes patients know what ques-
tions to ask and feel comfortable doing so. (p. 189)56

These findings suggest that discussions about terminal diag-
nosis and/or end-of-life care may not occur unless patients and 
their loved ones explicitly inquire about these issues, which many 
patients/family members may be unwilling or unable to do; 
patients and their loved ones may also be unsure about the appro-
priateness of such concerns. Roscoe and colleagues’56 study dem-
onstrates the value of mixed-methods research; even though the 
quantitative data suggested that patients rated their physicians’ 
communication skills highly, the qualitative data was able to iden-
tify potential shortcomings of communicating terminal diagnoses 
and end-of-life options in head and neck cancer care.

Generalizability, Validity, and Reliability
Quantitative social science research has long been concerned 
with issues of generalizability, validity, and reliability.2,4,12 
This section provides a brief discussion of how these consider-
ations apply to qualitative communication research. The pur-
pose of quantitative (often positivist or postpositivist) research 
is frequently to generalize from a study sample to the larger 
population from which participants are drawn; for example, 
a researcher who distributes the Quality of Communication 
Questionnaire to 600 palliative care patients in Memphis, 
Tennessee, may hope to generalize his or her findings to the 
city’s entire palliative care population. The generalizability of 
the sample would be made possible through random-sampling 
techniques, just as the random assignment of participants to 
experimental or control groups is meant to facilitate generaliz-
ability in experimental studies.4,12 Qualitative communication 
researchers are generally less concerned with generalizability in 
the traditional sense, because qualitative epistemologies typi-
cally assume that social reality is emergent and contextual.4,12 
This is not to suggest that qualitative research findings do not 
have value or are not applicable outside of the study setting. 
Communication challenges (e.g., discussing prognosis and 
end-of-life options56) and patterns of interaction (e.g., family 
communication patterns32) identified in a single study are often 
relevant to other contexts. Thus the degree to which qualita-
tive communication research is generalizable (and qualitative 
scholars rarely use that term) is dependent on others’ ability to 
identify with a study’s findings and not its statistical relation-
ship to a greater population.12

In quantitative studies, such as clinical trials, the term “valid-
ity” refers to the truthful correspondence between study results 
and an objective reality.6 Qualitative research offers empiri-
cal insights into personal and social experiences, which are, 
of course, more subjective than biomedical phenomena.4,6,12 
Qualitative researchers often use words such as “credibility” 
or “plausibility” to describe a conceptually similar yet distinct 
idea.6,12 To this end, Altheide and Johnson suggest that qualita-
tive researchers who seek to demonstrate credibility or plausibil-
ity must “provide an account that communicates with the reader 
the truth of the setting or situation as the [researcher] has come 
to know about it.” (p. 496)59 Similarly, qualitative and quantita-
tive researchers often have different conceptions of reliability. In 
quantitative studies, “reliability” refers to the idea that different 
researchers would reach the same conclusions if they analyzed 

identical data.12 Since (almost) all qualitative data can be inter-
preted in multiple ways, this notion of reliability is not appli-
cable to qualitative inquiry; however, qualitative researchers do 
often attempt to demonstrate that there is a level of consistency 
between their findings and the meanings that participants assign 
to study phenomena.4,12

While quantitative researchers employ statistical tests to 
assess reliability and validity, qualitative communication 
researchers may attempt to assess the validity and reliability of 
their results through procedures such as “triangulation” and 
“member checking.”4,12,19 Triangulation refers to the practice of 
incorporating different data types and analytic procedures into 
the research; the implicit assumption behind this practice is 
that if more than one data collection/analysis procedure points 
toward the same conclusion, validity is enhanced.4 Member 
checking (or validation) means taking findings back to study 
participants in order to determine whether they recognize them 
as accurate or plausible.4,12 This is, of course, a tricky process, as 
study participants (like researchers) may have different under-
standings of what constitutes an accurate conclusion and may 
have various reasons for supporting and/or critiquing particu-
lar findings.12

Quantitative notions and tests of generalizability, validity, and 
reliability are rarely applicable to qualitative research, but the con-
cerns that underlie these concepts are frequently addressed in dif-
ferent ways. There are no easy answers when it comes to supporting 
and evaluating qualitative analysis and interpretation. Often, the 
best thing that qualitative scholars can do is avoid manipulat-
ing data collection and analysis in ways that distort field settings 
and/or participants’ experiences while being forthright about the 
methods they used to reach their conclusions.4

Conclusion
Qualitative communication research is a broadly defined set 
of assumptions and techniques that are useful in attempting to 
understand and represent the various ways human beings under-
stand and participate in social reality. This chapter has offered 
an overview of qualitative methods used to study palliative care 
communication.
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CHAPTER 49

Quantitative Communication 
Research
Melinda M. Villagran and Brenda L. MacArthur

Introduction
We learn about the influence of communication in health and 
palliative care through research. As research evolves and patterns 
begin to form, our collective knowledge about the relationships 
between communication and health grows. Communication 
shapes our understanding of health, our beliefs about what is 
healthy, and our decisions regarding health promotion and pre-
vention behaviors. When research findings are made public, 
patients and providers can use the new evidence to make informed 
healthcare decisions for themselves and their patients. If knowl-
edge brings power, then reliable and valid research findings pro-
vide powerful information enabling us take control of our lives. 
But what determines whether research findings are good evidence 
to use in making future decisions? How can the measurement of 
communication provide evidence to describe, explain, predict, or 
control future health events?

Quantitative communication research is the use of numeri-
cal measurement to answer questions through the application of 
scientific and systematic procedures. It is considered empirical 
because it is based on observations or experiences of communi-
cation.1 Quantitative communication research is often used in 
studies examining the effects of messages disseminated through 
health campaigns. It is, however, more challenging in pallia-
tive care research due to health, logistical, and ethical concerns 
about conducting research with seriously ill patients. Only in 
recent years have palliative and end-of-life care begun to inte-
grate research with clinical practice.2 Recently, there have been 
calls for more rigorous clinical trials to build the body of evidence 
about communication and palliative care, but these types of stud-
ies hinge on researchers’ ability to recruit research participants 
and properly utilize measurement and statistical testing to draw 
conclusions.3 Unfortunately, challenges exist that may limit the 
number of scientifically rigorous studies on communication in 
palliative care due to a lack of access to palliative care patients and 
a lack of behavioral research experience among some healthcare 
providers. Palliative care patients often have variable and short 
periods of survival, have multiple health issues and comorbidities, 
and are often too ill to complete surveys or participate in inter-
views.4 Palliative care providers may lack sufficient experience 
with communication research design and measurement, may be 
put off by an addition to their workload,2 or may simply have too 
few patients at one time to conduct rigorous quantitative studies 

with sufficient sample sizes.4 Together, these challenges have lim-
ited the number of randomized controlled trials using quantita-
tive methods conducted to build the palliative care evidence base.3

Despite these challenges, quantitative communication research 
offers many unique benefits. First, it allows researchers to target 
and compare specific communication interventions (e.g., com-
pleting an advance directive or participating in a family meeting) 
and adds to the body of evidence regarding the effects of such 
interventions on patients’ health outcomes.5 Second, quantitative 
methods typically result in strong evidence about the effectiveness 
of interventions across settings because of their high level of preci-
sion and objectivity in the research design.1,5 Even when the rep-
lication of results from a nonexperimental intervention produces 
consistent results across multiple settings, critics may question 
whether the intervention provides definitive evidence to support 
large, system-wide change. For researchers seeking to bring about 
individual or system-wide changes to provide greater access and 
use of palliative care, randomized controlled trials using quan-
titative research methods are considered more scientifically rig-
orous because key variables are controlled and systematically 
measured.5 In general, study findings resulting from scientifically 
rigorous quantitative methods are viewed as the most credible evi-
dence on which to make healthcare decisions.5

This chapter explores some of the benefits associated with quan-
titative research and explains common practices and methods used 
by quantitative researchers in the palliative care context. Before 
considering the processes associated with quantitative research, it 
is important to understand what quantitative research is and what 
it offers for those studying palliative care communication.

What Is Quantitative Research?
In its most basic form, quantitative research is the use of numbers 
to provide statistical support for claims based on theory. The use 
of quantitative methodology helps to ensure researchers report 
accurate results that are statistically supported and replicable. In 
order to conduct this type of research, communication phenom-
ena are measured based on the amounts, frequencies, degrees, val-
ues, or intensity of the occurrence.1 The degree to which a patient 
experiences a change in health outcome can be reported as a per-
centage. For example, if Patient A experiences a 10% change in a 
specified health outcome, a second study should result in statisti-
cally similar results for Patient B, if the studies were conducted 
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using random assignment of participants, similar control and 
treatment conditions, and systematically controlled measurement 
techniques.

Quantitative research is based on deductive reasoning. In this 
form of research, the hypotheses are rooted in evidence from an 
existing theory or similar studies, and the goal for quantitative 
research is ultimately to include or exclude alternative explana-
tions for measured changes in the variables of interest. In other 
words, a researcher may examine general literature to find a the-
ory, set of concepts, definitions, or similar studies that present a 
systematic view of a given communication phenomena1 and then 
apply that general information to a specific palliative care issue. 
The most useful theories for examining communication in pal-
liative care focus on the unique needs of seriously or terminally 
ill patients and the crucial roles that their providers, caregivers, 
and/or family members play in their care. Table 49.1 presents a 
summary of theories often used in quantitative communication 
research and applicable to palliative care communication.

In the field of communication, quantitative research provides 
a number of benefits for examining and reporting data. Unlike 
qualitative research that relies on researcher interpretation of sub-
jective data, quantitative research employs techniques to measure 
statistically significant outcomes. Quantitative researchers do not 
typically seek to uncover emergent patterns in data unless the pat-
tern was hypothesized at the beginning of the study. By moving 
from a general claim or idea (e.g., provider communication can 
be improved through communication training) to a more spe-
cific issue that is measured (e.g. measuring learner communica-
tion confidence following exposure to a one-time communication 
training course), quantitative researchers ably confirm or dis-
confirm their hypotheses based on manifest content of measured 
variables (e.g., the learner’s ability to apply new communication 
skills). Quantifying the level of change that occurs as a result of a 
controlled intervention also allows researchers to use meaningful 
comparison to calculate the statistically significant outcomes of 
the study.

An example of quantitative research is a study that examined 
how a tailored pain management coaching intervention could 

contribute to better cancer pain control among advanced cancer 
patients.6 In this study, the researchers used quantitative methods 
to analyze data on patients’ pain severity, active communication 
with their physician about pain, and changes in medication. By 
statistically analyzing this data, the researchers were able to con-
clude that increased patient communication about pain with their 
physicians led to changes in physicians’ prescribing of medication. 
Because this hypothesis was statistically supported, statements 
such as “cancer patients with poorly controlled pain could prompt 
changes in their pain medication by more actively communicat-
ing their questions, concerns, needs, and preferences” reveal new 
knowledge created through the research. This statement now car-
ries more weight in research and in practice and can be used to 
guide future healthcare decisions for patients and providers.

Comparison
Using numbers to represent communication phenomena (such as 
how many times a question was asked or how satisfied a patient is 
with a provider’s communication) allows for comparison between 
and among communication variables. Patient A’s rating of an 
experience can be compared to the experience of Patient B’s rat-
ing of the same experience to more precisely assess differences 
in health outcomes. For example, if one patient reports a pain 
level of 3 while another describes his or her pain closer to a 9, 
the researcher can compare the two participants to see if com-
munication-related factors such as level of patient’s disclosure of 
information, perceived satisfaction with care, or perceptions of 
patient-centered communication accounts for this difference. An 
entire data set can also be represented as a whole by averaging the 
individual scores to obtain one mean score for pain. The mean 
score can then be compared to other variables based on disease 
type or patient characteristics. Comparing data helps researchers 
explain why results were either expected or unexpected and allows 
them to isolate results based on criteria such as participants’ exist-
ing attitudes or beliefs, interventions, or demographic features.

Credibility
The use of numbers to represent communication variables ensures 
credibility or truthfulness when reporting results. Credibility 
refers to the researchers’ capacity to remain objective.1 Statistical 
tests ensure that there is a 95% or greater chance that the results 
did not happen by chance alone. In order to achieve this small 
level of error, quantitative research is bound by reliability and 
validity. Reliability ensures that if a study is replicated, the same 
result can also be replicated over time. Validity ensures that the 
researchers measured the constructs they claimed to measure.1 
Threats to validity can occur through misinterpretation of mean-
ing, such that there is a lack of uniformity between what the 
researcher is studying and what is actually being measured by 
the selected measurement techniques. For example, the difference 
between a patient’s reporting of satisfaction with his or her health-
care provider and satisfaction with his or her ability to communi-
cate with the healthcare provider is an important distinction that 
can skew results, leading to the reporting of inaccurate informa-
tion. A study about prostate cancer patients’ information-seeking 
behaviors and its relationship to satisfaction examined the lat-
ter.7 The study focused on patients’ satisfaction with their own 
abilities. However, if a participant misunderstood the question as 

Table 49.1 Health Communication Theories

Theory Palliative Care Context

Communication Privacy 
Management24

Managing privacy boundaries for patients and 
providers regarding the disclosure of personal 
information

Relational Dialectics25 Patients must manage the tensions experienced 
in personal relationships throughout the palliative 
care experience

Expectancy Violations 
Theory26

Patient expectations regarding accuracy and 
sensitivity of provider interactions

Sensemaking27 Patients and caregivers manage the palliative care 
experience through interactions

Transactional Model of 
Stress and Coping28

Stressors experienced in the palliative care 
environment require action to restore balance

Theory of Reasoned 
Action29

Behavioral intention to adopt specific palliative 
care protocol
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asking about his satisfaction with his provider, the participant’s 
incorrect response could detrimentally affect the entire data set.

Measuring Communication
Information deduced from quantitative communication research 
can have powerful implications for patients, families, and provid-
ers. However, in order to obtain such results, the consistent and 
accurate measurement of communication phenomena is essential. 
When using quantitative methods, it is especially important that 
the study is properly designed in a way that ensures reliability and 
validity. This requires careful consideration of how the data will 
be analyzed, which will in turn guide decisions about how the 
data will be collected. This section focuses on the use of surveys to 
collect data, the measurement of variables, and the use of health 
interventions to examine changes in health outcomes.

Surveys
The use of surveys or questionnaires is perhaps the most com-
mon technique researchers use to obtain quantitative data about 
human communication across disciplines.1 Quantitative commu-
nication researchers often employ survey research techniques to 
gather data about patients’ attitudes, beliefs, experiences, satis-
faction, or knowledge of a topic. This type of information is not 
typically collected as part of routine charting, so surveys often 
provide a viable alternative for collection of such information 
from patients and caregivers. For example, one study examined 
affection deprivation or the longing for more affectionate touch 
(hugging, hand-holding, kissing) as a factor related to specific 
health outcomes.8 This study found that when patients perceive 
affection deprivation, they are more likely to experience a host of 
deficits related to their general well-being, social health, mental 
health, and physical health. Specifically, patients who perceived 
more affection deprivation were more likely to experience stress, 
depression, mood and anxiety disorders, and secondary immune 
system disorders.8 Such studies highlight the importance of com-
munication variables such as affection in significantly contribut-
ing to patients’ health outcomes.

Surveys are often used because they can obtain informa-
tion about participants’ experiences or characteristics quickly, 
efficiently, and often without interfering in the patients’ treat-
ment protocol or family members’ grieving process. A survey of 
bereaved family members illustrates how online surveys can be 
used to unobtrusively collect data without interrupting partici-
pants during the grieving process.9 The study measured family 
members’ satisfaction with their deceased loved ones’ hospice 
services prior to death. Because the researchers collected data 
from participants who had recently experienced the loss of a 
loved one and were interested in the family members’ satisfaction 
with specific healthcare providers, a survey design provided par-
ticipants with convenience and an added layer of privacy during 
this difficult time. With the use of technology, surveys can also 
be distributed to a large number of participants regardless of geo-
graphic location through multiple channels with the click of a but-
ton. Participants can be recruited to complete surveys via email, 
websites, or social media channels. The delivery of surveys using 
online channels allows participants to access the content at a time 
and location that is convenient for them. A recent multinational 
online survey measured the percentages of volunteers in four 

countries involved in palliative care who engaged in emotional 
care of patients and families and who completed a variety of tasks 
as part of patients’ care.10

Sometimes, online surveys afford participants a level of ano-
nymity when researchers seek information about stigmatized 
issues that may be considered controversial or embarrassing. For 
instance, researchers examined the unmet supportive needs of 
men with prostate cancer.11 An online survey was used to obtain 
information about patients’ perceptions of unmet needs relating to 
psychological issues, sexuality, pain or discomfort, and depression. 
In this case, an online survey ensured participants a level of ano-
nymity to encourage them to share personal information honestly, 
without the risk of having to reveal their identities to researchers 
face to face. As demonstrated by this study, the anonymity afforded 
by online surveys is especially important for researchers interested 
in collecting personal or embarrassing health-related information 
if participants would be less likely to share information in the pres-
ence of researchers. Examples of stigmatized health-related infor-
mation may include information about sexual health, drug use, 
addictive behaviors, or mental health.

Variables and Measurement
The use of surveys is efficient because a single survey may con-
tain multiple measures of different communication variables that 
may reveal additional information to explain results. Rarely do 
researchers include just one measure in a survey. Instead, they 
typically include a set of scales that collectively measure variables 
for a study. Variables that may be of specific interest to research-
ers examining communication in the palliative care context are 
summarized in Table 49.2. Table 49.3 provides examples of com-
munication measures for quantitative research.

To conduct quantitative communication research, individual 
scales are developed and validated based on analysis of scale 
responses across various participant types, association with pre-
viously validated scales; feedback from patient, caregivers, and 
providers; or feedback from experts who examine the scale items 
for validity.12 For example, researchers utilized quantitative mea-
sures to gather data regarding provider and family satisfaction 

Table 49.2 Examples of Communication Variables Used 
in Quantitative Research

Communication 
Variable

Example

Utterances Phrases or sentences (e.g., see Box 49.1)

Nonverbal cues Eye contact, head nodding, touch, space

Source cues Credibility associated with the communication source, 
(e.g., provider, institution, website, organization)

Mode of delivery Face-to-face, written (email, letter, text messaging) via 
technology (e.g., video conference)

Message content Topic (such as delivering a poor prognosis, goals of 
care); communication education script or protocol; 
educational materials

Message response Emotional reactions to messages

Message valence Negative or positive psychological value associated 
with message

 

 

 

 



Table 49.3 Example Communication Measures for Quantitative Research

Communication Construct Scale/Measure Reliability and Validity Source

To measure any kind of belief Generalized Belief 
Measure

Alpha reliability estimate above .90. McCroskey JC, Richmond VP. Fundamentals of 
Human Communication: An Interpersonal Perspective. 
Prospect Heights, IL: Waveland Press; 1996

To obtain information concerning 
how competent people feel 
when they are in a variety of 
communication contexts and with a 
variety of people

Self-Perceived 
Communication 
Competence Scale

This measure has generated good alpha 
reliability estimates (above .85) and had 
strong face validity. It also has been found 
to have substantial predictive validity.

McCroskey JC, McCroskey LL. Self-report as 
an approach to measuring communication 
competence. Commun Res Rep. 1988;5:108–113

To measure individual ethnocentrism Ethnocentrism Scale Alpha reliability estimate in the range 
of .80 to .90 in most cases. For validity 
information on this scale see: Neuliep, JW. 
Assessing the reliability and validity of the 
Generalized Ethnocentrism Scale. J Intercult 
Commun Res. 2002;31:201–215

Neuliep JW, McCroskey JC. The development of a 
U.S. and generalized ethnocentrism scale. Commun 
Res Rep. 1997;14:385–398

To measure the feeling of fear when 
communicating with a physician

Fear of Physician Alpha reliability estimates for this 
instrument should be near .90.

Richmond VP, Smith RS, Heisel AM, McCroskey 
JC. The impact of communication apprehension 
and fear of talking with a physician and 
perceived medical outcomes. Commun Res Rep. 
1998;15;344–353

To measure a member’s perception of 
his or her organization’s orientations 
toward change

Perceived 
Organizational 
Innovativeness Scale

Highly reliable (alpha above .90) and very 
good predictive validity.

Hurt HT, Teigen CW. The development of a 
measure of perceived organizational innovativeness. 
In: Ruben, BR, ed. Communication Yearbook I. New 
Brunswick, NJ: Transaction Books; 1977:377–385

To measure nonverbal immediacy as 
an other- or observer-report

Nonverbal Immediacy 
Scale-Observer 
Report

Alpha reliability estimates around .90 
should be expected. This measure also 
has more face validity than previous 
instruments because it has more diverse 
items. Its predictive validity is also excellent.

Richmond VP, McCroskey JC, Johnson AE. 
Development of the Nonverbal Immediacy Scale 
(NIS): Measures of self- and other-perceived 
nonverbal immediacy. Commun Q. 2003;51:502–515

To provide a simple, general measure 
of patients’ overall quality of received 
medical care

Perceived Quality of 
Medical Care

Alpha reliability estimates should be 
expected to be above .90.

Richmond VP, Smith RS, Heisel AM, McCroskey 
JC. The impact of communication apprehension 
and fear of talking with a physician and 
perceived medical outcomes. Commun Res Rep. 
1998;15:344–353

To measure communication 
apprehension in the intercultural 
context

Personal Report 
of Intercultural 
Communication 
Apprehension

Alpha reliability estimates should be 
expected to be above .90 when completed 
by native English speakers.

Neuliep JW, McCroskey JC. The development 
of intercultural and interethnic communication 
apprehension scales. Commun Res Rep. 
1997;14:385–398

To provide a simple, general measure 
of patients’ satisfaction with their 
physician

Satisfaction With 
Physician

Alpha reliability estimates should be 
expected to be above .90.

Richmond, VP, Smith RS, Heisel AM, McCroskey 
JC. The impact of communication apprehension 
and fear of talking with a physician and 
perceived medical outcomes. Commun Res Rep. 
1998;15:344–353

To measure state communication 
apprehension in any context

Situational 
Communication 
Apprehension 
Measure (SCAM)

Alpha reliability estimates of .85 to .90. Richmond VP. The relationship between trait 
and state communication apprehension and 
interpersonal perception during acquaintance stages. 
Hum Commun Res. 1978;4:338–349

To measure a person’s willingness to 
initiate communication

Willingness to 
Communicate)

Alpha reliability estimates for this 
instrument have ranged from .85 to well 
above .90.

McCroskey JC, Richmond VP. Willingness to 
communicate. In: McCroskey JC, Daly JA, eds. 
Personality and Interpersonal Communication. 
Newbury Park, CA: SAGE; 1987:119–131

To measure patient and provider 
beliefs regarding patient-centeredness

Patient-Practitioner 
Orientation Scale

Has been efficaciously validated and used 
in a variety of medical contexts as well 
as adapted for traditionally non-Western 
cultures.

Trapp S, Stern M. Critical Synthesis 
Package: Patient-Practitioner Orientation Scale 
(PPOS). Washington, DC: MedEdPORTAL 
Publications; 2013

To measure an organization’s health 
literacy level to develop a strategy for 
the clear communication of medical 
information

Communication 
Climate Assessment 
Toolkit

Wynia MK, Johnson M, McCoy TP, Griffin LP, 
Osborn CY. Validation of an organizational 
communication climate assessment toolkit. Am J 
Med Qual. 2010;25(6):436–443
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with end-of-life care for patients who recently died in an academic 
medical center.13 In this study, the research team created a survey 
that included scales to measure satisfaction with care. Participants 
rated their satisfaction with the following aspects of the end-of-life 
care: symptom management, providers’ level of communication 
with the patient and family, expectations of the illness, emotional 
care, and spiritual care. Two groups of participants completed the 
survey: (a) providers categorized as attending physicians, house 
staff, and nurses, and (b) families of patients. By obtaining numer-
ical data from both groups of individuals, the researchers were 
able to compare providers’ satisfaction with the end-of-life care 
they provided to the patient and the families’ satisfaction with the 
care their loved one received. The researchers also compared dif-
ferent providers’ satisfaction with the care they provided. Because 
numerical data was collected, the researchers were able to compare 
different types of providers, revealing that intern and resident phy-
sicians reported lower satisfaction than attending physicians.13

To reliably measure satisfaction using quantitative methods, the 
construct was assessed on a 1 to 4 Likert-type scale where 1 = not 
very satisfied, 2 = moderately satisfied, 3 = very satisfied, 4 = com-
pletely satisfied. Likert-type scales use numbers to help participants 
categorize the degree of their feelings. Other studies use seman-
tic differentials that use word pairs as bipolar adjectives anchored 
on a numeric scale (e.g., happy–sad, quick–slow, easy–hard).1 For 
these measurement tools, participants select a value on a 7-point 
rating scale between the two adjectives. Semantic differential 
scales allow researchers to measure both directionality and inten-
sity of a participant’s rating of a particular phenomena.1

Interventions
Palliative care communication interventions typically exhibit 
four general characteristics: experimental or quasi-experimental 
research designs; statistically significant positive health outcomes 
for the target population; publication of results in a peer-reviewed 
journal or other professional publication; and high-quality inter-
vention materials, training and support resources, and quality 
assurance procedures.14 Although some qualitative studies employ 
research designs that are similar to quantitative studies, the 
numerical data produced by quantitative studies allows research-
ers to more meaningfully compare results across groups. For 
example, if a study finds there is a 10% change in health outcomes 
for patients who receive a certain health intervention, it is possible 
to assess whether a second population receiving the same inter-
vention has the same results. Unlike qualitative data that provides 
more descriptive information about a single group or intervention, 
quantitative data provides a level of certainty that a result can be 
replicated over time through a number of studies. One of the major 
benefits of conducting quantitative research is the ability to mean-
ingfully compare results across studies and over time. Narrative 
data from qualitative studies provides a deeper description of the 
conditions in a single study, but quantitative data from a controlled 
experimental study allows researchers to predict the potential suc-
cess of a health intervention and measure the outcome of the study 
in a way that has universal meaning based on the numerical results.

Experimental Research Design
Studies that employ an experimental design use random assign-
ment of participants to a treatment or control group. Those in the 

treatment group take part in the intervention being tested, while 
those in the control group do not typically take part in the inter-
vention. Quantitative data from participants allows for meaning-
ful comparison of results at the end of the study to determine 
whether the intervention produced statistically significant results 
different from those who took part versus those who did not take 
part in the treatment intervention. In addition, pre- and posttest 
assessments of each group allow researchers to assess whether the 
intervention resulted in a significant change after the intervention 
when compared to a baseline measure of the specific variables.

An experimental research design was used in a study aimed 
at examining the effects of a patient participation-based dietary 
intervention on health outcomes for patients diagnosed with 
stomach cancer.15 Patients were randomly placed into a treatment 
group that received the intervention or a control group that did 
not. For those in the treatment group, nurses coached and empow-
ered patients through education, while patients in the control 
group received usual care. Patients completed a pretest on the day 
before hospital discharge following a gastrectomy and posttests at 
2 weeks and 12 weeks post-op. The researchers were able to report 
that patients in the treatment group demonstrated significant 
improvements in overall functioning, adherence to dietary guide-
lines, and satisfaction over those in the control group. The use of 
treatment and control groups, combined with statistical analyses, 
enables researchers not only to test the effects of an intervention 
but also to support differences found between groups. In this 
case, participants’ scores for overall functioning in the treatment 
group increased by 22 points from the pretest to the second post-
test, where patients’ scores in the control group increased by only 
14 points. Because this difference was statistically significant, the 
researchers could conclude that this change was likely a result of 
the intervention (nurse-facilitated communication and education 
on diet).

Quasi-Experimental Research Design
Studies that employ quasi-experimental research designs do not 
use random assignment of participants to a treatment condition. 
These types of interventions still use a control group for com-
parison to the treatment group who receive the intervention and 
typically also include a pre- and posttest assessment of the effec-
tiveness of the intervention.

Successful interventions are typically those that result in out-
comes consistent with the hypotheses. Most often, the target 
group will respond in an expected manner based on their expo-
sure to some form of intervention, and their outcome will be sig-
nificantly different from members of the control group who do 
not participate in the intervention. When the intervention has an 
intended effect on members of the target group, there will usu-
ally be statistically significant behavioral outcomes that yield a 
p value of less than or equal to .05. For example, imagine that a 
group of 50 physicians use a new communication protocol with 
patients, and a separate group of 50 physicians do not use the new 
protocol in communication with patients. Examples of communi-
cation intervention protocols include various types of messages, 
various modes of message delivery, and patient and family coach-
ing to help improve understanding and shared decision-making. 
The intervention would be the new communication protocol, 
and the hypothesized outcome might be greater communication 
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satisfaction and quality of life based on information presented by 
the physicians to their patients. A  successful intervention such 
as providing communication coaching for patients and families 
might result in statistically significant higher communication 
satisfaction scores and statistically significant more quality of life 
among the patients who engaged in the new communication pro-
tocol. Replication of these results over a number of studies adds to 
the validity of the intervention for use in populations where the 
results were established.

Publication of Results
Sharing the results of successful quantitative interventions 
through peer-reviewed publications allows researchers to repli-
cate intervention methods across different patient populations. 
If a study is published in a peer-reviewed publication, it means a 
group of scholars who are experts in the topic have critically ana-
lyzed the manuscript and support the claims and results of the 
study based on the information provided in it. The peer-review 
process provides an additional level of confidence for providers 
when selecting an intervention for their patient. Unfortunately, few 
interventions are 100% reliable 100% of the time. In fact, results of 
an intervention method vary from study to study, but, over time, 
successful interventions gain acceptance as standard treatment 
protocols when they repeatedly produce statistically significant 
results. The peer-review process allows researchers and provid-
ers to gain a greater level of confidence in published studies that 
have a strong history of predicable results. Although a lot of health 
communication research is published in communication-specific 
publications such as Health Communication, Journal of Health 
Communication, or Communication and Medicine, it is important 
to note that a great majority of these studies are also published in 
the health sciences. In these publications, palliative care is often 
emphasized in clinical communication. Such publications include 
Patient Education and Counseling and Journal of General Internal 
Medicine.

Providers are more likely to use interventions they believe will 
be effective for their patients, and the best way to assess what might 
be effective is to use established protocols from previously suc-
cessful interventions that have been published in peer-reviewed 
journals or documented in comprehensive evaluation reports. The 
controlled environment of an experimental study, and the quanti-
tative data it produces, allow providers to gauge exactly how well 
the intervention might improve health outcomes for their own 
patients who share similar personal or health characteristics with 
the target population who previously had success with the same 
intervention methods.

Assessing the Quality of Interventions
When providers elect to use quantitative interventions in patient 
care, there are six general characteristics to be considered: (a) the 
needs of the patient given his or her health situation, such as the 
patient’s prognosis; (b) the fit or match of existing protocols with 
the patient’s personal and health characteristics (e.g., disease, 
age, racial or ethnic group affiliations); (c) the resources available 
to implement and measure the effectiveness of the intervention 
(e.g., the ability to measure provider, patient, and family inter-
actions); (d)  existing evidence about the potential value of the 
treatment intervention for the patient or family such as matching 

appropriate messages and channels with patient needs; (e)  the 
availability of resources to understand, apply, and measure the 
success of the intervention, as demonstrated by the communica-
tion health literacy of the patient and caregivers, and (f) the capac-
ity of the patient, caregivers, and providers to successfully deliver 
the intervention based on the patient’s needs, such as the patient’s 
perceived communication competence of the providers and fam-
ily members involved, given the goals of the intervention.16

All evidence derived from research is not the same. A recent 
report from the Agency on Healthcare Research and Quality on 
evidence-based practices for improving healthcare among seri-
ously ill patients rated published studies from low to high quality 
based on the “strength” of the evidence presented in the study.17 
The authors operationalized the strength of evidence based on 
the types of research designs used in each study. The quantita-
tive assessments of interventions included in the report allowed 
for stronger comparisons across the studies due to more consis-
tent reporting of effect sizes and confidence intervals for reported 
outcomes. For researchers seeking to replicate existing results, the 
quantitative measurements in these studies provide a great deal 
of information about the magnitude of the change in health out-
comes among patients in the treatment group. For communication 
researchers, the ability to replicate a study is essential, because it 
is through this replication and consistent results that communi-
cation theories are formed and expanded. Continued theoretical 
development is essential, because theory allows researchers to 
describe, explain, and predict communication phenomena related 
to health. As a result, those theories are indicative of behavior 
change, which in turn have the ability to affect health outcomes.

Quantitizing Talk
Quantitizing refers to a process of content analysis in which 
researchers gather relevant communication data using qualitative 
methods and then convert that qualitative information into quan-
titative data that allows for meaningful comparison of informa-
tion from one participant to another.18 For example, sometimes 
qualitative data such as recordings from provider–patient interac-
tions can be converted into quantitative data to more accurately 
assess the data based on objective criteria. Quantitizing allows 
researchers to transform verbal or visual data (e.g., from inter-
views, videotaped clinical interactions, or clinic notes) into con-
structs or variables that can be represented numerically and are, 
therefore, more easily used in comparison across groups.

The result includes numerically represented variables that can 
be statistically analyzed and compared to other variables because 
the original dialogue has been transformed into a numerical data-
set. These numbers represent the presence or absence of a specific 
type of information or behavior during the interaction.

Analyzing Audio-Recording Content
For a number of reasons, researchers may use audio-recording 
devices to obtain data. In certain instances, it may not be appro-
priate for the researchers to be physically present during an 
interaction. In other circumstances, researchers may interview 
participants and record the conversation to preserve the natural-
ness of the environment and capture the exact context of a given 
utterance. In order to statistically analyze such data, those record-
ings must be transcribed and coded into quantifiable data. An 
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example of a study that converted audio recordings into quanti-
tative data examined prognosis communication during palliative 
care consultations with seriously ill, hospitalized patients.19 In 
this study, the researchers audio-recorded patient consultations 
with physicians. In order to preserve the real situation, digital 
recorders were placed in unobtrusive locations in patients’ hos-
pital rooms. All participants gave written consent for the use of 
recorders during the interaction.

The use of digital recorders provides many benefits for research-
ers. First, audio-recordings provide word-for-word accounts of 
the interaction. Researchers are able to understand the context 
of specific utterances and are also able to take note of crucial 
instances of pausing, hesitation, or utterances such as “um” or 
“uh.” Second, the use of digital recorders allows researchers to 
obtain more genuine data without actually being present in the 
room during the interaction. Using devices in discrete locations 
are not as distracting as the presence of the researchers them-
selves. In addition, the presence of researchers may cause partici-
pants to alter their communication behaviors in order to please 
the researchers.

In this particular study, once the interactions were recorded, 
the conversations were coded or broken down into quantifiable 
data. The audio transmissions were coded for speaker (patient, 
family member, or member of the palliative care team), topic of 
the prognosis communication (patient’s length of life vs. patient’s 
quality of life), focus of the prognosis communication (expecta-
tions for population vs. expectations for the individual patient), 
and affective framing (pessimistic cues [things said or behavior 
that reflected pessimistic attitudes] vs. optimistic cues). Coding 
requires multiple trained coders who are able to code transcripts 
nearly identically. To achieve this, a codebook that provided spe-
cific instructions for coding each topic and precise definitions 
was utilized. Box 49.1 provides an example of such a codebook, 
and Box 49.2 provides an example of how the coding would be 
recorded as numerical data.

Based on the significance of statistical tests, the researchers identi-
fied key differences between physicians and patients when communi-
cating about a patient’s prognosis in palliative care. The researchers 
were able to report significant findings that providers communicated 
about prognosis information more frequently than their patients. 
Information about such differences was uncovered because of quan-
titative analytical methods. The researchers were able to provide 
detailed information about this result because of the numbers, which 
provided statistically significant support for their conclusions.

Analyzing Video-Recording Content
Videotaped clinical interactions can also be quantified by using 
existing typologies or other coding schemes. Videotaped interac-
tions that employ a standardized patient, someone recruited by 
the research team to play a patient or family role, can be exam-
ined to assess the quality of a training protocol for healthcare stu-
dents. Standardized patients, primarily used in communication 
education in nursing and medicine, are provided a script, which 
allows educators and researchers to maintain consistency across 
interactions. This quantitative research approach was taken in 
a research study examining an interaction-based approach to 
breaking bad news.20 In this study, medical students were vid-
eotaped delivering bad news (regarding a terminal illness) to a 
standardized patient after completing an instructional unit on 

a commonly used breaking bad news protocol. Coders watched 
the video-recorded interactions and coded for each step of the 
breaking bad news protocol performed by students. To analyze 
the data, researchers examined the frequency of each step of the 
protocol employed by students, revealing that several steps of the 
protocol were not utilized.

E-Health Interventions
The central role of communication in palliative care makes e-health 
interventions a potentially attractive option for researchers seeking 

Box 49.1 Sample Code Book for Active Patient Participation 
Behaviors

Instructions to the coder: Please mark 1 (present) or 2 (not pres-
ent) on your coding sheet when reviewing the video recordings.

 1. Asking Questions: Utterances in interrogative form 
intended to seek information and clarification. Examples:

What does that medicine do?

Why does it hurt when I lift my arm?

When should I get my next checkup?

 2. Expressions of Concern: Utterances in which the patient 
expresses worry, anxiety, fear, anger, frustration, and other 
forms of negative affect or emotions. Examples:

I’m worried about cancer given my family history.

I’m afraid this might be something serious.

I’m so tired of this hurting all the time!

I didn’t like the way that other doctor treated me.

 3. Assertive Responses: Utterances in which the patient 
expresses his or her rights, beliefs, interests, and desires as 
in offering an opinion, making recommendations, making 
a request, disagreeing, or interrupting. Examples:

I would like to see if it gets any worse before I think about 
surgery.

Could I have a note for my employer?

Before I go, there’s one other thing I want to talk about.

That’s not what I want to do. I’d rather just get a refill of my 
prescription.

Box 49.2 Sample Data for Code Book in Box 49.1

Study ID Number: ____

Study Variable: Active Patient Participation Behaviors

Use “1” for present and “2” for not present.

1. Asking Questions: _____

2. Expressions of Concern: _____

3. Assertive Responses:_____
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to conduct measurements, enhance communication, or increase the 
availability of palliative care resources and services to patients, care-
givers, and healthcare teams in geographically separate locations. 
E-health has been defined as health services and information that are 
delivered or enhanced through the Internet and related technologies.21 
A recent review of e-health interventions in palliative care examined 
studies using integrated technology to deliver patient care.22 Regarding 
the effectiveness of e-health, the review found that these interventions 
in palliative care had results ranging from improved quality of care 
and improved communication to reduced documentation effort and 
reduced costs.22 Quantitative outcomes for system-wide palliative 
care interventions included data reporting a decrease in the number 
of hospital admissions by 66%, the number of emergency room visits 
by 19%, and the number of bed days by 77% after introducing the text 
messaging and videophone devices to patients in the study.23

Conclusion
Quantitative communication research is becoming more preva-
lent across academic disciplines, across professional roles, and 
across various types of patient populations. Box 49.3 summarizes 
journal outlets for publishing health communication research. 
The popularity of health communication is driven, in part, by 
the increased realization that communication matters. No matter 

how many treatment protocols and technological advances are 
available for treating patients, there is no escaping the essen-
tial role of communication in healthcare. As long as patients, 
family members, and providers need to interact together in 
the care process, research will be needed on how to maximize 
communication.
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CHAPTER 50

The State of the Science 
on Palliative Care 
Communication
Elaine Wittenberg

Introduction
The chapters in this volume summarize the barriers to and ben-
efits of palliative care communication across a variety of contexts, 
patient and family populations, care settings, diseases, and trajec-
tories. The full range of interdisciplinary authors contributing to 
this volume all conclude that communication transcends patient 
and family healthcare experiences. With 60% of Americans aged 
67 and older having three or more chronic diseases,1 palliative 
care communication is vital to providing quality healthcare. 
Hospital-based palliative care programs have become a perma-
nent fixture across healthcare settings, and outpatient palliative 
care continues to expand. Still, limited knowledge about palliative 
care among patients, families, providers, and the public remains 
one of the field’s biggest challenges.2,3 Perhaps the most challeng-
ing misperception of palliative care is that it is synonymous with 
end-of-life care and hospice, that it is only for dying patients, and 
that it is synonymous with a reduction in care services.4

Palliative care’s “identity problem”5 directly impacts consumer 
access and, as pointed out in  chapter 4, there is a need for a public 
education campaign.4 In part, the difficulty in understanding the 
meaning of palliative care services is due to the use of inconsistent 
language and terms such as “supportive care” and “comfort care.”6 
Defining the palliative care patient population also causes ambi-
guity, with terms such as “serious illness” or “advanced illness” 
often creating further confusion.7 These linguistic differences 
only highlight the importance of palliative care communication 
and the provider’s ability to describe, define, and explain the dif-
ference between palliative care and hospice to patients, families, 
colleagues, and consumers.5,8

Palliative care providers are often considered communication 
experts by their colleagues, and there are high expectations for 
quality communication when a palliative care provider is con-
sulted for a patient and family. There has always been a deep con-
nection between communication and palliative care, as detailed 
in  chapter 2, and the unique emphasis on communication skills 
has long separated palliative care providers from other healthcare 
professionals. This reputation and expectation for communica-
tion expertise, coupled with findings in this volume depicting the 
burgeoning area of palliative care communication, suggest that 

palliative care’s identity problem may soon be fully articulated in 
healthcare. For palliative care and its practitioners, this is a period 
of reflection, analysis, and exploration in order to define and prac-
tice excellence in palliative communication.9,10 Palliative care is 
recognized as a leader in clinical communication, and it is now 
time to establish delivery structures and communication content 
to further shape the field.

Of primary concern to hospital administrators and policymak-
ers is research on the effectiveness of palliative care demonstrating 
better patient and caregiver outcomes; it is vital that this research 
account for core communication variables in the delivery of pal-
liative care. An overview of randomized controlled trials (RCT) 
on palliative care (Table 50.1), comprising the evidence base for 
palliative care concurrent with standard care, demonstrates the 
incongruity of communication structures and practices between 
studies. Notably, not all RCTs included an interdisciplinary pal-
liative care team,11 with interventions varying from counseling 
to a nursing education intervention. Variance in the palliative 
care communication interventions among these studies includes 
a lack of details about the disciplines represented, the role and 
involvement of family caregivers, the scope of topics discussed, 
and the provision of written materials in addition to oral, face-to-
face sessions. As this volume demonstrates, palliative care com-
munication is broad and includes language ( chapter 4), culture 
( chapter 11), relationships ( chapter 3), and variety of platforms/
channels for communication, including one on one and one to 
many ( chapter 13).

In order to promote effectiveness research on palliative care 
teams, studies need to include the structures and processes of 
team-based care and identify standards for such structures and 
processes. This research is especially important since interdisci-
plinary teams vary radically in performance.12 Comparisons to 
usual care are inconclusive if we cannot account for structural 
and procedural factors contributing to team performance in a 
communication intervention.13 While the effectiveness of pallia-
tive care services can be demonstrated, the specific communica-
tion characteristics (e.g., communication interventions, timing 
of the intervention, topics discussed, placement in care trajec-
tory, team composite, interpersonal approaches, etc.) remain 
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unknown. The goal of this final chapter of the volume is to pro-
vide a summary and analysis of palliative care communication, 
explore the state of the science, and offer future direction for 
moving the field forward.

Measuring Effectiveness
One of the primary goals of palliative care communication research 
is to demonstrate the effectiveness of communication interven-
tions (e.g., family meetings, consultations about goals of care, 
transitions in care conversation, and shared decision-making). The 
Institute of Medicine prioritizes the need to establish standards 
for palliative care communication that are measurable, actionable, 
and evidence based.2 However, effectiveness measurement in the 
field of palliative care has been challenging, with inconsistencies 
existing in quality measurement and communication viewed as a 
palliative care domain that is difficult to measure. 14

Considered an aspect of quality care, communication is pri-
marily measured as satisfaction with the care experience.13 In a 
values-based program, approximately 30% of a hospital’s incentive 
payment is based on the patient care experience, assessed through 
the Hospital Consumer Assessment of Healthcare Providers and 
Systems. Four of the eight dimensions of the Patient Experience 
of Care domain measure communication: communication with 
physicians, communication with nurses, communication about 
medication, and discharge information. Within the values-based 
program, communication with nurses can account for up to 15% 
of values-based program payments.15

The National Quality Forum has recommended 14 measures 
for palliative and end-of-life care. Two of the 14 measures aim to 
assess communication. Namely, the Family Evaluation of Hospice 
Care and Consumer Assessments and Reports of End of Life Care 
assess the perception of the quality of care and rating for qual-
ity of care.16 While the survey items do assess family information 
needs and wants, primarily related to physical care, the measures 
are mortality follow-back surveys intended to assess information 
provision at the end of life. This approach excludes any assess-
ment of hospital-based or community-based outpatient palliative 
care and upstream communication needs and preferences during 
decision-making, prognosis, treatment, and disease trajectories 
that may include survivorship. In essence, survey items do not 
provide an accurate measure of the quality of communication in 
palliative care.

Cancer patients and families report that questions written spe-
cifically for the assessment of communication experiences cover 
content that is not routinely included in satisfaction surveys.17 In 
fact, patient satisfaction measures do not include assessment of the 
process, purpose, or goal of communication. Questions are typi-
cally stated as: How do you rate the hospital overall? How do you 
rate your overall satisfaction? How do you rate your satisfaction 
with care? Chapter 29 offers a more detailed way of examining 
patient-centered communication with specific measurable behav-
iors. Communication preferences and needs can vary among and 
between patients and families, as detailed in  chapters 16, 17, and 
18, pointing to the need to explore communication-based out-
comes of both patients and family members.

Having established the benefit and satisfaction of palliative care 
services, it is time for researchers to develop a standardized mea-
sure of patient/family satisfaction that is grounded in communica-
tion. Figure 50.1 provides an excellent example of how to measure 
the core functions of patient-centered communication as part of 
patient satisfaction assessment.17 Communication strategies and 
interventions should be designed to include these behaviors rather 
than measuring perception of quality of care or satisfaction with 
care.14 Research should aim to validate and document the benefits 

Table 50.1 Overview of RCTs on Palliative Care and Communication

RCT Study on 
Palliative Care

Palliative Care Communication in the Intervention

Temel et al33 ♦ Palliative care team comprised of six physicians and 
one nurse

♦ Average initial consultation (averaging 55 minutes) 
by one member of the team

♦ Initial consultation addressed patient and family 
coping (averaging 15 minutes) and education about 
illness (averaging 10 minutes)

Pantilat et al34 ♦ Provided by single MD

Rabow et al35 ♦ Comprised of seven components, including 
assessment and referral for quality of life domains, 
advance care planning

♦ Physicians rarely directly interviewed or examined 
the patient

♦ Psychological care provided via telephone by 
social worker

♦ Family caregiver training and support provided 
by nurse

♦ Support groups offered and facilitated

Brumley et al36 ♦ Goals of care conversations
♦ Provided by physician, nurse, social worker team, 

with chaplain services referred to as needed
♦ Advance care planning provided

Gade et al37 ♦ Delivered by palliative care team comprised of all 
four core disciplines

♦ Patients only
♦ Goals of care conversations, included advance 

directive forms
♦ If appropriate, patient/family meetings were part of 

consultation

Bakitas et al38 ♦ Intervention delivered by advanced practice nurses
♦ Four weekly educational sessions (averaging 41–30 

minutes) with patients and at least monthly 
telephone follow-up

♦ Patients and caregivers could attend shared 
medical appointments with physician and nurse 
practitioner

Meyers et al39 ♦ Intervention delivered by trained educators 
(discipline unknown)

♦ Patient and caregiver dyads participated in 
intervention

♦ Intervention consisted of face-to-face sessions plus 
written booklet as resource

Zimmerman et al11 ♦ Physician and nurse consultation
♦ Patient only
♦ Routine telephone contact follow-up by nurse
♦ Monthly outpatient follow-up (average 20–50 

minutes)

Note: RCT = randomized controlled trial.
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of palliative communication18 and include an operationalization 
of communication variables (e.g., people, messages, channels, 
context) as part of data collection and analysis. This could include 
such things as testing the relationship between the number of 
family meetings and goals of care conversations and patient/fam-
ily level of anxiety; physician-nurse delivery of life-altering infor-
mation and physician-only delivery of information on patient/
family understanding; use of responsive listening behaviors with 
team members and impact on perception of teamwork; impact 
of family mediation on family comprehension of level of care; 
association between how a patient communicates with his or her 
support network and providers and utilization of supportive care 
services; gender differences on treatment preferences and infor-
mation preferences; patient/family perception of feedback topics 
when participating in a healthcare team meeting; or patterns of 
communication within disease-specific populations. Chapters 27, 
31, and 38 reveal that no interventions or assessments can be accu-
rate without recognizing and including the pivotal role of family 
members in palliative care communication.

Communication Education
With the introduction of palliative care into mainstream hospital 
systems over the past decade, there also has been an increase in 
attention to communication education for healthcare profession-
als.19 Approaches to communication education have included 
clinical observation of mentors and real-time practice in order 
to learn skills,20 with more recent development of formal cur-
riculum. Chapters 6 through 10 summarize the pivotal commu-
nication roles and responsibilities of key palliative care providers 
and offer a first step toward outlining standards for training. 
Collectively,  chapters 43 to 46 reveal that patient simulation and 
interprofessional education have emerged in healthcare pro-
grams to teach palliative care communication. Simulated-based 

communication training in one study was found to improve 
learners’ communication skills, knowledge, confidence, and 
overall performance; however, when learners engaged patients 
and families following training, no significant changes to patient- 
and family-reported outcomes of quality of communication or 
quality of end-of-life care were found.21 Furthermore, the study 
found no improvement in patient outcomes. This demonstrates 
the remaining knowledge gap between better training and the 
impact of training on patient and family outcomes. Specifically, 
 chapter  47 suggests that interprofessional education is the key 
to better training. All of the chapters in this volume highlight 
the need for communication education to include self-reflection 
of biases (see  chapters 28, 36, and 37), the ways that experiences 
influence approach or avoidance, and the ways that these per-
spectives impact communication skills performance.

New models of palliative care education and training are 
needed to advance the field.4 Six of the eight recommendations 
for training and career developing in palliative care22 involve 
communication:  offer communication workshops to develop 
core curricula, promote institutional communication training 
to increase knowledge about palliative care, teach fellows how 
to conduct communication research, collaborate with commu-
nication researchers, mentor outside the discipline and include 
social sciences and humanities, and identify key communication 
research needs. Importantly, given that team-based care is foun-
dational to palliative care, professional education and develop-
ment should include all healthcare profession students in order 
to expand awareness of palliative care and increase knowledge 
among all providers.2 Chapters on team communication pre-
sented in this volume (chapters 39–42) highlight how setting 
influences team processes.

While the philosophical underpinnings of palliative care 
position all team members to be competent in their abil-
ity to engage patient/family in any type of communication 

Please mark the extent to which the following statements accurately describe your experience with
members of the palliative care team who talked with you about your care

Members of the Palliative Care Team…
To A Great

Extent Somewhat Very Little
Not At

All

…helped me understand my treatment choices. 

…listened to my views on what was most important to
me in my cancer treatment.

…encouraged me to express my views about my
treatment.

…took my views into account in recommending my
cancer treatment.

…treated me with sensitivity and respect.

*Items based on the six core functions of patient-centered communication
*Adapted from: Mazor KM, Gaglio B, Nekhlyudov L, et al. Assessing patient-centered communication in cancer care:
stakeholder perspectives. J Oncol Pract. Sep 2013;9(5): e186–193.a

…gave me the information that I needed at that time.

Figure 50.1 Sample patient satisfaction assessment measuring communication
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intervention—ranging from goals of care conversations to pro-
viding spiritual support—communication education has been 
predominantly physician-focused. The American Academy of 
Hospice and Palliative Medicine has established hospice and palli-
ative medicine competencies for physicians that include interper-
sonal and communication skills to be assessed by the attending 
physician, peer assessment, and self-assessment.23 These advances 
in medical education are very encouraging. A recent study aimed 
at developing generalist-level palliative care competencies for 
medical students and residents placed communication skills 
among the most critical domains of proposed palliative care com-
petencies.8 Specific attention to using patient-centered techniques 
when giving bad news, exploring patient and family understand-
ing of illness, and engaging in shared decision-making were iden-
tified as most important for medical students and residents.

The majority of curricular work in palliative care communica-
tion has similarly come from medicine, which implicitly suggests 
that the physician is primarily responsible for all communication 
tasks ranging from sharing life-altering news to handling family 
meetings to discussing transitions in care. Remaining team mem-
bers in nursing, social work, and chaplaincy are often not men-
tioned or are depicted only in supporting communication roles. 
While improving physician communication is undoubtedly of 
utmost importance, real progress depends on enhanced commu-
nication for all disciplines. The fields of nursing, social work, and 
chaplaincy have not established communication competencies for 
their palliative communication roles, and they have little or spo-
radic exposure to communication education in their professional 
preparation. Available curriculum is often limited to a few topics 
such as how to give information; this volume expands palliative 
care communication by summarizing challenging discussions 
about psychological issues ( chapter 9), social issues ( chapters 25 
and 33), and spiritual issues ( chapters 31 and 37). Healthcare pro-
fession educators have received minimal preparation or resources 
to teach communication—the goal of this volume is to serve as a 
pioneering text for explicating communication processes and to 
serve as a clinical guide in teaching palliative communication.

Communication education should include development and 
testing of a standardized communication curriculum, develop-
ment and assessment of core communication competencies for all 
core disciplines, established communication practice standards 
for palliative care teams, formalized preparation for health pro-
fession educators to teach communication, extended pedagogical 
approaches beyond didactic teaching, and an intentional effort 
to address the culture of care so that communication skills are 
valued.4 To prepare the future workforce, palliative communica-
tion education needs to be interdisciplinary in scope and include 
methodologically rigorous research to build an evidence base for 
quality practice.22 We have included chapters on qualitative com-
munication research ( chapter 48) and quantitative communica-
tion research ( chapter 49) to facilitate development of these skills. 
Infrastructure to promote quality communication education to 
address difficult-to-reach populations and disparities in palliative 
care as well as research methods to conduct studies on communi-
cation interventions, decision-making, and advance care planning 
are needed. While it has been noted that there are few programs to 
train junior investigators in palliative care research,22 programs 
are also needed that provide mentoring for educators, clinicians, 
and researchers of palliative care communication.

Designing Communication Interventions
Specific attention to the design of communication interventions 
thus far has focused on advance care planning and family meet-
ings. These two areas of practice are prime targets for the field to 
model improved care. This volume includes two chapters devoted 
to advance care planning ( chapters 24 and 35). Research shows 
there is room for improvement in both of these areas of practice. 
Family conferences, while shown to be effective and beneficial to 
families in the intensive care unit setting, have not demonstrated 
an impact in oncology/palliative medicine settings.24 Advance 
care planning, a component of palliative care closely linked to 
communication, was assessed in five of the RCT studies (Table 
50.1), with two studies finding no difference, two reporting an 
increase in documentation, and one with nonsignificant results. 
One reason for these study results has been the focus on care 
structure and the logistical arrangements and documentation of 
the communication.

To move the field forward, we need to focus on quality com-
munication strategies and processes within these and other com-
munication interventions. How do we ensure that advance care 
planning material is written in a manner that is easy to read, 
understand, and access? How can we change delivery structures 
so that family meetings include the presence and participation of 
all palliative care team members? To what extent can we provide 
visual and audio communication support to assist in patient and 
family decision-making? What steps can be taken to help provid-
ers use plain language and simple terms when explaining diagno-
sis, treatment, or the dying process to patients and families? How 
can the explanation of palliative care occur early in the course of a 
disease process instead of later?

Quality communication interventions are dependent upon 
practice and payment incentives, as providers continue to be con-
cerned with the time it takes to have clinical conversations and 
current billing systems have minimal channels to account for 
this.4 Advances in communication technology will likely impact 
the design of future communication interventions. For example, 
a recent study on Medigram, a HIPAA-compliant application for 
smartphones that facilitates group messaging, found group mes-
saging more effective than one-way pagers for team communi-
cation and integration into workflow during rounds and patient 
discharge.20 Incentive changes are necessary to promote learn-
ing communication strategies and the use of interactive tools for 
decision-support and team communication.

Likewise, the design and evaluation of a specific communica-
tion intervention (such as a question prompt list for patient use 
prior to a clinical visit, use of a pamphlet or video to aid family 
decision-making, or structured protocol for sharing informa-
tion) should address communication function and anticipated 
functional outcomes of communication. Communication 
functions, related skills, and functional outcomes have been 
outlined by Street and De Haes25 in accordance with the 
patient-centered communication framework and provide an 
evidence-based guide for the design of communication research 
in palliative care.

Communicating With Tomorrow’s Patient
Increasing cancer prevalence, rising numbers of cancer survi-
vors, and newly insured patients entering the healthcare system26 
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intensify the demand for palliative care. There are more than 170 
Food and Drug Administration–approved anti-cancer drugs, 
whereas 50 years ago there were only a handful of hard-to-tolerate 
cancer treatment options.26 Advances over the next 20 years are 
expected to be more rapid than those of the past five decades, with 
incentives for treatment and novel therapies causing an increase in 
costs and resulting in more complex cancer care.26 As healthcare 
becomes individualized and personalized, there will be a need for 
more data, more tools, and new technology. In-home care settings 
will become commonplace, mobile clinician communication will 
be standardized, oral administration of new medicines will be 
prioritized, and there will be new challenges in educating and 
communicating with family caregivers about treatment adher-
ence and side effects. Similar advances have occurred in cardiac, 
pulmonary, and renal disease, in which treatments have become 
more complex and care far more prolonged. For palliative care, 
this also means expanding communication intervention develop-
ment to include communicate protocols for communicating life 
support and artificial hydration ( chapter 34) and addressing the 
unique needs of the homeless and mentally ill ( chapter 25) as well 
as veteran populations ( chapter 26).

The 2014 Institute of Medicine report on end-of-life care empha-
sizes that improvement is needed in engaging patients and fami-
lies in shared decision-making and advance care planning.2 Four 
of the 10 recommendations for improved quality care include 
communication:
♦ Provide patients and their families with understandable infor-

mation about cancer prognosis, treatment benefits and harms, 
psychosocial support, and costs.

♦ Provide patients with end-of-life care that meets their needs, 
values, and preferences.

♦ Ensure coordinated and comprehensive patient-centered care.
♦ Ensure that all individuals caring for cancer patients have 

appropriate core competencies.

Within the past 5  years, patient priorities have shifted from 
“promptness in responding to the call button” to effective com-
munication, empathy, and relationship-building as the top three 
inpatient concerns.27 Healthcare reform has prompted changes 
toward value-based payment models, including a provision for 
children to receive hospice and curative care simultaneously. The 
Joint Commission initiated an Advanced Certification Program 
in Palliative Care in 2011 emphasizing “processes which support 
the coordination of care and communication among all care 
settings and providers.”28 The focus is now clearly on the qual-
ity and cost of care;6 the challenge for palliative care is to pro-
vide quality communication interventions that result in lower 
healthcare costs.

Integrated Palliative Care Communication
The integration of palliative care across the continuum of care 
has been emphasized by the World Health Organization3 and the 
Institute of Medicine.2 The integrated care model of palliative care 
posits that communication should take place incrementally, with 
conversations about this care occurring over the trajectory of a 
disease process, allowing patients and family members to explore 
the meaning of illness and its impact, as well as psychologically 
manage the diagnosis and prognosis. Engaging in these conversa-
tions early, prior to high symptom burden and management, also 
prioritizes the caregiver’s role and quality of life in the palliative 
care trajectory. 29 Open and continuous communication should 
occur through frequent conversations with patient and family and 
should begin at any age or state of health.2

Currently, family meetings, breaking bad news (which I prefer 
phrased as “sharing life-altering information”30), goals of care, 
and transition in care conversations are the recognized pal-
liative care communication interventions, with communication 
education detailing approaches to initiate these conversations. 
However, not all communication skills taught in a curriculum 
are applicable for every patient/family visit.31 Placement in the 

Table 50.2 Integrated Palliative Care Communication

Disease Trajectory Communication Objective Patient/Family Decision Pointa

Diagnosis ♦ Explain the diagnosis
♦ Explain treatment options (including the option of no treatment)
♦ Discuss advance care planning

Selecting a surrogate and other advance care planning 
decisions

Treatment ♦ Address and assess quality of life domains
♦ Address and assess patient/family values and needs
♦ Address caregiver needs for home care

Treatment choices when cure is not possible

Whether to be admitted to ICU and receive life-prolonging 
treatments or to focus on comfort care

Survivorship ♦ Address and assess quality of life domains
♦ Address and assess patient values and needs
♦ Address psychosocial care such as sexuality

Selecting a surrogate and other advance care planning 
decisions

End-of Life-Care ♦ Explain the diagnosis, if applicable
♦ Address and assess quality of life domains
♦ Explain dying process and natural death
♦ Inquire about cultural beliefs and rituals

Selecting a surrogate and other advance care planning 
decisions

Where to receive end-of-life care

a Bakitas M, Kryworuchko J, Matlock DD, Volandes AE. Palliative medicine and decision science: The critical need for a shared agenda to foster informed patient choice in serious illness. 
J Palliat Med. 2011;14(10):1–8.
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disease trajectory influences communication approaches within 
conversations, the framing of the conversation, and emphasis on 
different communication objectives. Palliative settings vary in 
degree and scope, with different trajectories of disease, diagno-
sis, and prognosis and different demands on decision-making. 
Patients and family members report that any assessment of com-
munication experiences should include the type of cancer, treat-
ment, and prognosis, as it impacts experiences.17 Moreover, the 
relational dimensions of provider–patient–family caregiver com-
munication dramatically influences communication quality and 
content.19

Frequent conversations are needed across the disease trajec-
tory, as patients and families engage in a variety of decision 
points.2,32 As Table 50.2 depicts, integrated palliative care com-
munication requires attention to the patient’s placement in the 
disease trajectory, articulation of specific communication objec-
tives provided using patient-centered communication strategies, 
and identification of specific decision points as communication 
outcomes. Longitudinal discussions of prognosis should begin in 
the outpatient setting as well.29 Box 50.1 offers several questions 
to guide development and assessment of communication inter-
ventions across the disease trajectory. Patients, families, and cli-
nicians all agree that measuring communication is important.17 
Box 50.2 summarizes opportunities for advancing palliative care 
communication.

Conclusion
As recognized experts in communication within healthcare 
systems, palliative care providers are positioned to define qual-
ity communication in healthcare. Future work is needed to out-
line objectives and competency guidelines for palliative care 
communication across different settings and disease-specific 
trajectories. Organizations such as the American Academy 
of Hospice and Palliative Medicine, Healthcare Chaplaincy, 

Hospice and Palliative Nurse Association, and the Social 
Work Palliative Network could offer a powerfully supportive 
voice in this effort. The editors and authors of this text rep-
resent an international cadre of professionals deeply com-
mitted to advancing communication as an essential element 
of quality palliative care. The intent of this first Textbook of 
Palliative Care Communication is to provide a roadmap for the 
journey ahead.
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