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Chapter 1

Introduction

Focus Points

e Grief is the normal reaction to loss and it is characterized by physical, cogni-
tive, psychological and spiritual manifestations.

e The impact of grief reactions on patients and families involves risk for signifi-
cant distress and should never be underestimated.

e While grief has often been discussed in the context of the bereavement
of surviving family members, the unique grief experience of palliative care
patients requires specific focus, recognition, and support.

e Specialist-level palliative care clinicians should develop expertise in recogniz-
ing and supporting grief reactions and, when necessary, coordinating care
with other providers.

The World Health Organization describes palliative care as “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 suf-
fering by means of early identification and impeccable assessment and treat-
ment of pain and other problems, physical, psychosocial, and spiritual.”

This definition recognizes that palliative care can be provided in conjunction
with curative and life-prolonging treatment in order to improve quality of life
and minimize side effects of treatment. Or it may become the main modality of
care when patients are no longer receiving disease-modifying therapies and care
becomes focused on improving quality of life, even as the illness progresses and
patients continue to decline as they approach the end of life.2

While initially associated predominantly with cancer, palliative care is
now increasingly being provided to patients with chronic, progressive pul-
monary disorders, renal disease, heart failure, and nonmalignant neurological
conditions.®®

In 2004 leaders in palliative medicine from five major palliative care organi-
zations within the United States developed a consensus document called The
National Consensus Project for Quality Palliative Care. Eight core domains of
palliative care were identified and defined along with clinical practice guide-
lines to provide quality care for patients and families by the members of the
interdisciplinary palliative care team.

Grief and bereavement care are recognized as part of the psychological
and psychiatric domain of palliative care, with the following recommendation:
“Psychological and psychiatric issues are assessed and managed based upon
the best available evidence, which is skillfully and systematically applied,” and
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“A grief and bereavement program is available to patients and families, based
on the assessed need for service.”

Attention to grief reactions and bereavement is required for all specialist
palliative care providers. The following guidelines for grief and bereavement
care allow palliative care clinicians to meet best practice standards in this area
(Table 1.1)

The initial fear of vulnerability that may occur after a diagnosis of a seri-
ous illness and the loss of the sense of well-being and safety is often the start
of a long and challenging journey for patients and their caregivers. Therefore,
grief reactions to these losses can be considered a common denominator for
patients and caregivers during the different transitions of care from diagnosis,
throughout treatment, to palliative and end-of-life care, and in bereavement,
after the death of the patient.

The experience of loss is universal, but the experience and expression of
grief is profoundly individual. Grief in advanced illness and in bereavement is
a universal human experience, not an illness or a disease. And yet, clinicians’
intuition and sensitivity may not be sufficient to meet the needs of patients
and caregivers who are grieving the losses and implications of chronic and pro-
gressive illness. While the importance of empathy and compassion cannot be

Table 1.1 Grief and Bereavement Care Guideline and Criteria

« A grief and bereavement program is available to patients and families, based on the
assessed need for service.

The interdisciplinary team includes professionals with patient-population-
appropriate education skills in the care of patients and families experiencing loss,
grief, and bereavement.

Bereavement services are recognized as a core component of the palliative care
program.

Bereavement services and follow-up are made available to the family for at least
12 months, or at least as is needed, after the death of the patient.

Grief and bereavement risk assessment is routine, developmentally appropriate
and ongoing for the patient and family throughout the illness trajectory, recognizing
issues of loss and grief in living with a life-threatening illness.

Clinical assessment is used to identify people at risk of complicated grief and
bereavement, and its association with depression and co morbid complications.

Information on loss and grief and the availability of bereavement support services,
including those available through hospice and other community programs, is made
routinely available to families before and after the death of the patient, as culturally
appropriate and desired.

Support and grief interventions are provided in accordance with developmental,
cultural and spiritual needs, expectations and preferences of the family, including
attention to the needs of siblings of pediatric patients and children of adult patients.

Staff and volunteers who provide bereavement services receive ongoing education,
supervision, and support.

Referrals to health care professionals with specialized skills are made when clinically
indicated.

Source: National Consensus Project for Quality Palliative Care. Clinical Practice Guidelines for Quality
Palliative Care. Brooklyn, NY: National Consensus Project for Quality Palliative Care, 2004

Clinical Practice Guidelines for Quality Palliative Care, p. 25.




overestimated, the literature and clinical experience show that grief is a decep-
tively simple phenomenon. In reality, it is a multidimensional process with a
course that is varied and complex. Grief reactions are shaped by personal and
family history, psychological makeup, cultural norms and practices, and spiritual
and religious beliefs and experiences.

Clinicians working in palliative care need specific education to understand and
help manage grief in their patients and their caregivers. They need to recognize
the impact of grief on coping skills, adjustment level, the decision-making process,
and even treatment compliance. Furthermore, a significant body of research has
shown, grief reactions may become pathological and warrant specific treatment.

Almost 2.5 million people die every year in the United States, leaving an
overall even larger number of bereaved family members and other caregivers,
friends, and colleagues having to cope with the death of someone close. Each
year, approximately 800,000 people lose their spouse. Additionally, 10% of men
and over 50% of women have lost their spouse at least once by age 65. Among
the causes of death, heart disease was found to be the leading cause, followed
by malignant neoplasm, cerebrovascular disease, and chronic respiratory dis-
ease.’ These data suggest that most people who died spent at least some time
in hospitals where they received treatment from medical and other health care
providers. In many cases, grief becomes a regular element in the fabric of com-
munications between patients, families, and the clinicians who care for them.
Accordingly, it is important that clinicians develop adequate knowledge and
understanding of the expression and manifestation of grief, as well as the ability
to recognize when a pathological grieving process may be developing.’

The Palliative Care Setting

Palliative care can be provided in different inpatient and outpatient settings,
including hospitals, clinics, nursing homes, or patients’ home. The predominant
model in the United States is the hospital-based palliative care consult team.
Here, the primary treating team requests palliative care consultations for assis-
tance addressing pain and other physical symptoms, as well as for social, psy-
chological, and spiritual needs. Members of the palliative care team bring their
expertise, ability, empathy, and compassion to the patient.

The sensitive and difficult conversations occurring between patients, caregiv-
ers, and providers regarding diagnosis and progression of illness, goals of care,
or withdrawal of life-prolonging therapies may become catalysts for intense
grief reactions, characterized by varying levels of emotional distress.' Clinicians
who are able to recognize, validate, and support patients and families’ experi-
ence and expression of grief will be more likely to establish a stronger con-
nection with their patients and be a sustaining force during the ambiguous and
challenging journey through illness.

Because the time available during the patient’s hospitalization may be short,
due to late referrals, discharge needs, and other system-related factors, clini-
cians need to provide grief screening, assessment, and intervention in a timely
manner. Patients and caregivers may readily accept recommendations about
pain and other symptoms, but they often need to develop a sense of trust
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CHAPTER 1 Introduction

before discussing their grief and emotional suffering. Thus, there is a need to
integrate compassion, sensitivity, and the ability to quickly form trusting and
empathic relationships in order to recognize, assess, and support grief reac-
tions. Treatment plans can then be implemented to adequately minimize the
impact of risk factors for severe grief reactions and to facilitate access to pro-
fessional intervention, when needed.

Although the patient and family represent the unit of care, it is also crucial to
recognize the patient’s individual grief experience through the progression of
illness. The palliative care patient’s experience of grief needs to be understood,
explored, and supported by members of the team. It needs to be differentiated
from that of family members and other caregivers because it has unique fea-
tures that often need to be approached differently. Accordingly, clinicians face
the challenge to facilitate and support expression of grief in the family system,
while ensuring that individual needs of patients and individual needs of each
family member are recognized and addressed.

Effects of Grief

While grief is a natural response to loss, it has the potential to cause significant
impairment and disability. Research has shown grief in bereavement can be
associated with severe emotional distress, an increased risk for major depres-
sive episodes, severe gastrointestinal symptoms, insomnia, anxiety, and even
temporary perceptual disturbances, such as visual and auditory hallucinations."
Research has also shown that bereaved survivors have higher mortality rates
from cardiovascular disease and infectious diseases than control participants.?
Loss of a spouse is associated with increased mortality in surviving spouses,?'2*
and in widowers it has been associated with a 40% increase in mortality rates
compared to controls.® Among bereaved men, harmful alcohol use and depen-
dence symptoms are higher and may represent a mediator factor in increased
mortality rates.?® Suicide can be an extreme consequence of bereavement for
some individuals.” In particular, bereaved elderly tend to be at greater risk for
suicide given higher rates of social isolation and depression, especially if they
have cared for a family member during a long illness.?®?’ Psychiatric illness, espe-
cially major depression and posttraumatic stress disorder, is one of the most
common consequences of bereavement.?*3' Complicated grief, a pathological
form of grief reaction, has been associated with increased risk for major depres-
sive disorder, posttraumatic stress disorder, generalized anxiety disorder, panic
disorder, hypertension, cardiac events, and overall significantly reduced quality
of life.2*

While bereaved caregivers have been most studied, patients who are griev-
ing their loss of health or their approaching death may experience intense pre-
paratory grief and distress. Distressing effects of grief often overlap with other
psychiatric disorders, making diagnosis challenging. As a result, grief reac-
tions are often unrecognized and may even remain undiagnosed when they
reach clinical significance. For example, it is important to recognize whether
a patient with advanced illness is experiencing intense grief or depression.



Similarly, it is important that palliative care team members are able to identify
family members at risk for complicated grief and bereavement-related major
depression. Preexisting risk factors, including psychiatric vulnerability, psycho-
social stressors, lack of financial resources, and lack of social support need to
be considered in every evaluation, due to their potential to increase distress
in grievers.

Definitions

Following is a brief description of grief reactions and grief-related terms com-
monly utilized in the literature and in clinical settings (Table 1.2).

Normal or Uncomplicated Grief

Grief is generally defined as the normal reaction to a loss that has significant
emotional impact. The losses experienced by patients and caregivers in the
palliative care setting are progressive and increasingly challenging, with the
potential to elicit profound grief reactions. In this book, normal grief is used
to indicate the expected cluster of physical, emotional, cognitive, spiritual, and
interpersonal reactions experienced by patients with advanced illness and their
caregivers.” The duration and intensity of the distress is a function of many
variables that will be discussed, but it is important to emphasize that a certain

Table 1.2 Definitions

Grief Normal reaction to any significant loss.

Physical, cognitive, psychological, and spiritual
manifestations experienced as a reaction to loss.

Bereavement The state of having experienced the death of
someone close.

Mourning The internal process of grieving to adapt to the death.
It also refers to the outward manifestation of grief.

Anticipatory or preparatory  The grief experienced by family members before the
grief death of a loved one from advanced illness
The grieving process experienced by patients with
advanced illness before they die.

Complicated grief or A multitude of severely distressing symptoms,

prolonged grief disorder including psychiatric presentations that indicate that
the griever is “stuck” and the mourning process is not
moving along. Complicated grief requires professional
evaluation and intervention.

Disenfranchised grief Losses are not supported or sanctioned by society
(death of a married lover), that are not typically
recognized as losses (death of a pet, spontaneous
miscarriages), or losses that carry significant stigma
(loss of a loved one by suicide, or lethal injection for
a prisoner).

Chronic sorrow Intense, prolonged sadness from losses caused by
long, progressive, and debilitating illness. Can be
experienced by both patients and caregivers.
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CHAPTER 1 Introduction

level of distress is to be expected, or should at least be considered completely
normal.

Bereavement

The term bereavement refers to the state of having experienced the loss to
death of someone close.” Grief-focused care for caregivers should begin at the
first contact with the palliative care team. It involves assessment of risk factors
that may complicate bereavement. In addition, providing ongoing support to
caregivers who are particularly at risk before and after the patient’s death may
be especially valuable.

Mourning

The term mourning is often used in the context of bereavement to indicate
the process of integrating grief from the loss."*'® In essence, while bereave-
ment indicates the state of having lost someone close, mourning refers to the
emotional processing of the grief from that loss. It is also used to refer to the
practical processing of that grief, such as funerals and memorial services.

Anticipatory or Preparatory Grief

These terms are often used interchangeably, both referring to the grieving
process that occurs prior to the actual death® and is experienced by both
patients and caregivers. More recently, the term preparatory grief has been used
to specifically indicate the normal and expected grieving process experienced
by patients with advanced illness as they are adjusting to the reality of advanced
illness and their own death (see Chapter 6).

Complicated Grief or Prolonged Grief Disorder

Both terms, developed by two separate research groups (see Chapter 4), refer
to the development of grief into a progressive pathological process. They indi-
cate the prolonged and severe morbidity caused by grief that is not effectively
processed and integrated by an individual after the death of someone close. As
a result, the griever is symbolically “stuck” in the grieving process and continues
to experience distressing symptoms that cause severe and disabling impairment
long after the loss has occurred.’ There is emerging evidence that complicated
grief can also be experienced by patients with medical and advanced illness (see
Chapter 4).

Chronic Sorrow

The term chronic sorrow was initially used to describe normal grief reactions
in parents with children affected by severe developmental disability.”” It is also
used to indicate the ongoing and profound sadness caused by losses that are
progressive or ambiguous in nature, as in patients with chronic, progressive dis-
ease, such as Parkinson’s disease, amyotrophic lateral sclerosis, or dementia. In
essence, chronic sorrow is intended to describe ongoing grief due to an ongo-
ing living loss. As such, chronic sorrow can be experienced by both patients
and caregivers, and it can contribute to the development of compassion fatigue
in family caregivers. People experiencing chronic sorrow often describe the



contrast between their life and what they expect life should have or could have
been as the core of their emotional pain.

Disenfranchised Grief

Originated by Doka," grief is disenfranchised when it occurs for losses that
are not supported or recognized by societal norms. Therefore, the griever has
less social permission to express grief. Grieving a miscarriage, the loss of a pet,
or the death of a loved one in prison are examples of disenfranchised grief.
The progressive and ambiguous losses caused by Alzheimer’s disease and other
types of dementia often create disenfranchised grief in caregivers. Clinicians
should be able to recognize the disruptive nature of a grieving process that is
forced into hiding. In the palliative care setting, those at risk for disenfranchised
grief may be patients’ ex-spouses, or spouses from a second marriage who have
a strained relationship with the patients’ children. Or it could be an estranged
relative who is now seeking to reconnect with the patient and is not welcome
by other family members. Disenfranchised grievers may describe feeling “not
wanted” by other family members and therefore feel the necessity to grieve
alone. Clinicians may also be at risk for disenfranchised grief, if they work in an
environment where the emotional impact of their patients’ death is minimized
or ignored.

Nature and Meaning of Loss: Physical, Symbolic, and
Ambiguous Losses

To understand grief, it is important to understand the nature of loss and review
the main types of losses commonly experienced by patients and caregivers in
the palliative care setting. A loss capable of causing a grief reaction can be under-
stood as the experience of being deprived of something important.” Losses
are commonly divided into two general categories: physical losses and symbolic
losses. Some authors also refer to symbolic losses as psychosocial losses.

Physical losses involve the loss of something tangible. Losing limbs in an acci-
dent or losing a loved one to death are dramatic examples of physical losses.™"
Losing a breast due to breast cancer surgery is also a physical loss. Symbolic
losses involve the loss of something that is mainly psychosocial in nature.
Getting a divorce, losing a job, losing a friendship, or retiring are examples
of symbolic losses."'> Being diagnosed with a chronic pain syndrome, a life-
limiting illness, transitioning from a curative to a palliative care modality, or
transitioning to hospice care can also represent symbolic losses. What is lost
is the hope that treatment will cure the illness and that life will just go back to
the way things were before the illness diagnosis. While symbolic losses may not
be as obvious as physical losses, they may cause severe emotional pain. For a
patient with breast cancer, while losing a breast represents a physical loss, the
symbolic loss of what the breast represents often generates even greater grief.
In palliative care patients, symbolic losses are often superimposed on the ongo-
ing physical losses resulting from worsening illness.
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CHAPTER 1 Introduction

The implications or consequences of a loss, either physical or symbolic, is
considered a secondary loss. This is illustrated by the example of a 45-year-
old patient diagnosed with advanced colon cancer. He is a married man with
school-age children and is the main provider in the family. After receiving the
diagnosis he may grieve the loss of health and loss of the hope that life will con-
tinue without “bad news.” The diagnosis represents a symbolic loss. However,
he may also grieve the consequences, or secondary losses, associated with the
diagnosis. For example, an inability to continue working full time because of
illness or treatment side effects may cause loss of income, with negative effects
for the family. The patient may also experience loss of status and role in the
family as the main provider. As a result, his struggle to integrate the new reality
of being a patient with cancer is compounded by the challenge to his preexist-
ing sense of personal identity and the compounding effects of secondary losses.
Providing adequate support to this patient requires an understanding of these
effects together with a thorough exploration of all the layers of grief present
and developing.

Some patients develop a very pragmatic and matter-of-fact approach to the
actual diagnosis of serious illness and may be described as coping well, in con-
trol, and so on. However, the experience of grief may primarily relate to the
consequences of the diagnosis and the practical and symbolic ways it affects
their life. Such is the case of an 82-year-old patient recently diagnosed with
metastatic ovarian cancer who was admitted to the hospital due to uncon-
trolled pain and overall physical decline.

This patient lived alone and valued her independence above all. Her oncol-
ogist told her she was too debilitated to tolerate disease-modifying treat-
ment, and the focus of care should be on relieving pain and other symptoms.
Upon hearing about her diagnosis and poor prognosis, the patient immedi-
ately asked whether she could be discharged home. She commented that
she was not shocked to hear about her diagnosis because she had lived a
long life and expected “something would happen at some point.” She further
commented that she was terrified by the thought that she would not be able
to go back home and live independently. She stated, “| have always been
the strong, independent type. | have always lived alone. If | cannot be that
person, who am | going to be?” In working with this patient, it became clear
that while she was relatively able to process losses related to the diagnosis of
advanced cancer and her approaching death she was grieving the loss of her
sense of identity and control. Her most severe grief was caused by a series
of symbolic losses and the implications of such losses, i.e. losing the ability
to continue living alone profoundly threatened her sense of self. Therefore,
rather than making assumptions, clinicians should explore the meaning of the
illness for each patient and family and understand how they experience and
express grief.

The concept of ambiguous loss, originated and developed by Pauline
Boss'"8 is relevant to the palliative care setting. It refers to losses where griev-
ers cannot develop a full sense of closure, due to the particular circumstances
of the loss. For example, if a family member goes missing in a war zone and the



body is never found, or a child is kidnapped and never found, it may never be
possible to face the reality of the death because of the lack of a physical body.
Accordingly, an inability to proceed with the processing of grief may occur.

In the palliative care setting, common ambiguous losses are those where
the loved one is physically present but psychologically absent. For example,
patients with Alzheimer’s disease are physically present but progressively
lose the ability to interact and connect with their loved ones. As a result, the
caregiver begins the grieving process for the loss of the “person” before the
actual death occurs. Similarly, caregivers of patients in a persistent vegetative
state face the challenge of grieving the end of the relationship with the patient
as they knew it, while seeing and caring for the physical body. The daughter
of a patient with advanced dementia described her struggle in the following
terms: “| already lost my mother, one piece at a time. But | see her body
every day. And every day, when | first see her, | have a moment of confusion,
and then hope. Hope that she will finally recognize me and we will all wake
up from this nightmare. Here, the nurses are nice and they tell me she is
peaceful. That | should be happy she has no pain and she is peaceful. | don’t
think people understand that this is constant torture. Is my mother dead? Is
she alive? | don’t know. | can’t move on, because she is still here. But she is
not. Her face is beautiful, no wrinkles. She looks like she could wake up any
time. This is the worst type of torture. | am still mad at her for the past, but
it is too late. | cannot bury her; | cannot bring her back. We are all stuck in
this limbo, like emotional zombies” (verbatim, transcribed from a recorded
therapy session).

Grieving may also be complicated by aspects of the relationship between
patients and caregivers. Often, the person who has died is referred to as “the
loved one,” implying that the grief reactions in bereavement are the result of
losing someone who is loved. However, in the palliative care setting, clinicians
see a “snapshot in time” of a long and complex story of family dynamics and
relationships. Often, the relationship between patients and caregivers has been
complicated by a history of emotional or physical abuse, addiction, chronic
mental illness, or overall maladaptive and unsupportive communication. As a
result, the predominant emotion in some relationships may be resentment, and
not necessarily love. In essence, the “loved one” is often “not just” the loved
one. Still, family members may care for patients out of a sense of responsibil-
ity, guilt, or hope for reconciliation. Love may certainly be part of the picture,
but it may be clouded by strong contrasting emotions (see also discussion on
ambivalence in Chapter 2). In these circumstances, patients and caregivers may
be more vulnerable to suffering and in need of support.®

Grief reactions in palliative care patients and their caregivers are complex
and they have the potential to create distress in ways that are often not imme-
diately obvious. Thus, it is essential that palliative care clinicians do not develop
preconceived ideas about the nature and development of grief. Instead, there
needs to be an in-depth curiosity, analysis, and understanding of the aspects and
layers of grief reactions. This will allow implementation of a plan of support and
treatment that is meaningful and clinically sound.

CHAPTER 1 Introduction
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Chapter 2

Models of Grief and Relevance
to the Palliative Care Setting

Focus Points

o Grief is a multifaceted process that does not follow stages or phases in a
linear or predictable course.

e Some patients and caregivers experience profound and prolonged distress
during normal grief and mourning; others appear to be adjusting relatively
quickly and without significant distress.

e Contrary to early beliefs, overt expression of intense affect and distress dur-
ing grief reactions is not a necessary requirement for effective integration of
loss and adjustment.

o While early models emphasized the need to disconnect emotionally from the
deceased, current conceptualizations recognize the importance of maintain-
ing and evolving supportive emotional ties with the person who died.

Early developers of grief models differed in their conceptualization of how grief
can be processed, but they generally agreed on the existence of stages or phases
of grief that individuals experience during the mourning process. Mourning, the
psychological process of adapting to loss of a loved one to death, was consid-
ered to be characterized by “grief work,” an intense period of emotional pain
necessary for “working through” the pain of grief and thought to be essential
for the normal functioning of the psyche. It was also believed that absence of
expressed grief in bereavement was not a typical response and was due to
either lack of strong attachment to the deceased or to protective suppression
of grief." As such, absence of grief was believed to be counterproductive and
potentially damaging.

The growing body of bereavement research has not supported the exis-
tence of sequential stages or phases of grief. Therefore, recent conceptualiza-
tions emphasize the uniqueness of the grieving process for each patient and
each caregiver, and the importance of understanding the nature of the multiple
variables that affect the grieving process. Individuals develop personal griev-
ing styles that are strongly influenced by cultural and psychospiritual factors
and may or may not include overt expression of strong negative affect. More
recently, patients’ preparatory grief has become the focus of empirical research,
allowing for an expanded understanding of existing frameworks.
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Mourning, Melancholia, and Ambivalence

Freud described the potential disruptive impact of bereavement-related grief.
His observation of the different ways his patients reacted to and adjusted to the
loss of someone close prompted his differentiation between mourning, as an
adaptive process, and melancholia, identified as a pathological manifestation of
grief.2* Mourning is described as a long and very demanding process, involving a
significant amount of time and emotional energy.

According to his model, an adaptive reaction to grief involves a progressive
and continuous detachment from the memories and emotions connected to
the loved one who died. Thus, the bereaved individual is supposed to disinvest
emotional energy attached to the deceased and reinvest it into other people.
Freud was advocating for emotional detachment from the deceased; however,
he also postulated that metaphorically, nonpathological mourning allows the
survivor to progressively internalize aspects of the deceased. This internaliza-
tion allows the bereaved survivor not only to survive the pain of loss but also to
feel secure enough to invest emotional energy into other people. Freud stated
this theory in Totem and Taboo: “Mourning has quite a precise task to perform;
its function is to detach the survivors’ memories and hopes from the dead”
(1912, p. 65). Current understanding of grief and bereavement have emphasized
that mourners do not necessarily need to detach from the memories of the
deceased, as much as integrate the relationship into a new framework that is
nurturing and supportive.* The ability to maintain such supportive connection
with the memory and legacy of the deceased in an important aspect of many
people’s bereavement.

Freud also differentiated mourning from melancholia, his term for depres-
sion, as occurring when the process of mourning fails. He attributed melancho-
lia to a number of intrapsychic elements, especially preexisting ambivalence in
the relationship.

Considering ambivalence in the relationship prior to the death as a risk fac-
tor that may complicate the grieving process has much contemporary clini-
cal relevance in the palliative care setting, both for patients and caregivers.
Ambivalence involves feeling not only positive emotions toward someone
who is dying but also significant negative feelings that are not easy to process
and perhaps have never been acknowledged or explored. This scenario is not
uncommon in the palliative care setting. Consider the following case example.

Rose is the primary caregiver for her husband, who has advanced prostate
cancer. The couple have been married for more than 20 years and have three
children. Rose appears very dedicated to her husband’s care and spends most
of the time at the hospital, in his room, but mostly reading and talking on the
phone to her friends. The palliative care team notices that Rose has positioned
her chair as far from the bed as possible and nursing staff report that she rarely
approaches the bed. When she does go close to help her husband eat his
meals, it appears she tries very carefully not to touch him. When the patient is
interviewed alone, he comments that his wife is a cold and detached woman,



who is not able to provide comfort to him. In an attempt to obtain a clearer
picture of the family dynamic, the wife is interviewed alone. She reveals that
her husband is an alcoholic who has been sober for the past 5 years. However,
she shares with the team that during the years when he was drinking, he was
verbally and physically abusive toward her and the children. She explains that
he hit her while she was pregnant and as a result she miscarried.

Rose states clearly that she has never completely forgiven her husband for
the abuse. In tears, she says that watching her husband lying in bed, vulnerable,
powerless, and needy, she feels torn by many contrasting emotions. She con-
cludes saying that she loves him for the person he has become, but she hates
him for the hurt he caused her. She adds that she is worried about managing
her emotions after his death, because she feels that after he dies she will be
forever alone with her feelings and there will be no resolution.

Ambivalence is clearly present in the relationship between Rose and her
dying husband. Her expressed concern about processing her complex emo-
tions after his death indicates that ambivalence is a significant risk factor with
the potential to negatively affect her bereavement. Clinicians should recog-
nize this risk factor, and psychological support should be provided to Rose
during caregiving and into bereavement. Rose started psychotherapy with a
member of the palliative care team and continued after her husband’s death.
Providing psychological care to Rose prior to the actual death was essential.
It allowed her to process some of her feelings of resentment and guilt that
were preventing her from connecting emotionally with her husband. Since
her stated goal was to achieve some peace around the past and be able to
express her love to him before his death, the therapy focused on achieving
this goal.

Absent Grief

Along with the Freudian idea that recovering from bereavement involves
long and painful work, in the late 19th century Helene Deutsch proposed
that grief must be openly expressed and described the absence of such
expression as a potentially pathological response.” She described mourning
as a process that needs to be brought to completion and “accomplished,”
because “unmanifested grief will be found expressed to the full in some way
or other” (p. 13).

Modern approaches to grief and bereavement have indicated the necessity
to deconstruct the concept of absent grief reactions. Overt expression of emo-
tions traditionally associated with grief reactions, such as crying and inability to
continue to function, are primarily a function of individual grieving styles (see
Chapter 3). Lack of expression of strong negative affect does not necessarily
imply that mourning is not taking place. Once again, accurate screening and
individualized assessment can help the clinician understand whether the indi-
vidual's reactions are maladaptive or simply a manifestation of a personal and
non-pathological style.
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The Distress Caused by Normal Grief

The first psychiatric study of normal, non-pathological grief reactions was
published by Erich Lindemann in 1944, after a fire that caused the death of
nearly 500 people at the Coconut Grove, a night club in Boston.® His paper
“The Symptomatology and Management of Acute Grief” described the reac-
tions of bereaved family members. While the study contained methodological
limitations, Lindemann described clusters of symptoms that can be observed
in people during the acute phase of grief and are considered normal aspects
of grief:

e Distressing physical symptoms that include an initial sense of numbness

e Preoccupation with sad memories about the deceased

o Guilt

o Anger toward others

e Loss of regular patterns of conduct

Lindemann originated the term “grief work,” which appropriately describes the
processing of grief as “work,” involving the intense mobilization of emotional,
cognitive, physical, and spiritual energy to process and integrate the loss.

When educating patients and caregivers about grief, it may be helpful to use
the expression “grief work” to explain and normalize the variety of distressing
physical and emotional symptoms that may characterize the grieving process.
Patients and family members experiencing high levels of distress usually feel
reassured knowing there is a valid explanation for how difficult grieving feels.
To some people, it literally feels like “work” and, as such, it is a burden that
influences many daily activities.

However, not all grievers will relate to the concept that grief is hard work.
For some bereaved individuals, adaptation and coping do not necessarily imply
a very long and excruciatingly painful review of memories attached to the
deceased. They seem able to continue functioning in their environment and
report feeling “ok” relatively soon after the loss. It is important that such indi-
viduals do not feel that they are “doing something wrong” or that they are not
grieving appropriately.

As noted previously, early grief theories identified the ability to emotionally
detach or let go of the deceased as an essential task for effective mourning.
According to Lindemann’s model, grief work involved three main tasks: “eman-
cipation from the deceased, readjustment to a world without the deceased,
and formation of new relationships.” The concept of emancipation from the
deceased needs to be understood in the context of the early psychoanalytic
theory. Current understanding of grief and bereavement has actually high-
lighted that grievers do not so much withdraw emotional energy as modify the
sense of their relationship with the deceased. The goal is not to “forget” the
person who died but to have progressively more emotional energy available to
invest in other activities and relationships.



The Dimensions of Denial

In 1961, George Engel, one of the most important figures in psychosomatic
medicine and developer of the biopsychosocial model, wrote a classic paper
titled “Is Grief a Disease? A Challenge for Medical Research.” In this work, Engel
made several contributions to the study and understanding of the clinical mani-
festations of grief. He identified two major risk factors in the grieving process:
inability to cry and identification with the deceased caused by guilt. Inability to
cry refers to a situation when the griever feels like crying and that crying would
be appropriate, but he or she is unable to do so. According to Engel, this situa-
tion may be caused by a high level of ambivalence in the relationship, which may
not allow the griever to have access to a direct expression of emotions.

The second risk factor refers to a case in which the griever adopts some of
the deceased’s undesirable personality traits to symbolically strengthen the alli-
ance and the bond with the deceased, even when the behavior is maladaptive.

Engel also contributed theories related to the concept of denial, differentiating
denial of the death from denial of the loss or the emotions connected to the death.
In the first case, a bereaved individual may deny that the death has occurred and
continue to search for evidence that the loved one is still alive. In the second case,
a bereaved individual may be able to cognitively understand and acknowledge that
the death has occurred but may be unable to recognize and emotionally connect
with emotions, significance, and overall impact of the death.

Attachment and Loss

The British psychoanalyst John Bowlby allowed for a further understanding of
grief reactions through his conceptualization of attachment theory. According
to Bowlby, humans have a natural propensity to form attachments to others.
Based on his study of infants separated from their mothers and institutional-
ized, he described grief as a series of attachment behaviors performed after the
loss of an object of attachment.”® Bowlby described the mourning process as
characterized by four phases:

1. Numbness and denial
2. Yearning and searching
3. Disorganization

4. Gradual reintegration

Bowlby also identified four patterns of early attachment that affect how people
engage in relationships and that may determine the outcome of their mourning
process.’ Secure attachment usually translates into the ability to form intimate
and trusting relationships. This attachment pattern does not mitigate the pain
of grief if a loved one dies, but over time it can allow the bereaved to maintain
a sense of psychological safety and integrity in the world and facilitate the
adjustment process. Insecure attachment is dominated by a pattern of anxiety
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and inability to trust. Dependent attachment may result in dependent relation-
ships with significant clinging behavior. Avoidant attachment may translate into
relationship styles that value independence and self-sufficiency as a core value.
A dependent attachment style, with high levels of dependency in the relation-
ship, is now considered a possible risk factor for the development of compli-
cated grief. Understanding the predominant attachment style of the patient
and caregiver and related risk factors may allow clinicians to better direct grief
and bereavement care.

Changes in the Assumptive World and
Pathological Grief

Colin Parkes, a British psychiatrist who worked with Dame Cecily Saunders
at St. Christopher’s Hospice, described the bereaved individual’s experience
of loss as having the power to change the “assumptive world,” meaning the
set of beliefs, expectations, and thoughts about how the world functions or
is supposed to function. The loss of a loved one shatters the set of famil-
iar expectations and leaves the individual in an unfamiliar territory, where
familiar assumptions are no longer valid."*"" During the mourning process,
individuals face the task of symbolically creating a new view of the world,
which may involve, in existential terms, developing a new way of “being in
the world.”

Parkes and Weiss' also identified three forms of pathological grief from
unresolved bereavement:

e Unexpected grief. It results from a devastating, sudden, and traumatic loss
that severely compromises the survivor’s ability to use existing coping skills
to adjust.

o Conflicted grief. It may develop in the context of a highly conflictual, ambiva-
lent relationship with the deceased and may result in pining, severe anxiety,
guilt, and yearning.

e Chronic grief. This pattern of pathological grief may develop from a relation-
ship with the deceased characterized by high levels of emotional and practi-
cal dependency. Here, the bereaved feels unable to continue meeting the
demands of everyday life without the emotional and concrete help of the
deceased.

It is a recognized fact that serious and advanced illness has the power to
“change the assumptive world” for patients, as well as their caregivers. Living
with advanced illness involves the ability to manage a high level of ambigu-
ity related to all aspects of care. As a result, patients and family members
face the challenging task of constantly adapting to the evolving realities of
the course of their illness, as well as their evolving sense of the world, of
themselves, and of their future. And when the death of the patient occurs,
the bereaved caregivers’ assumptive world is often turned upside down, all
over again.



The Dual-Process Model of Grief

While the process of recovering from a loss is highly individual and does not
follow a predictable course, most bereaved individuals are eventually able to
integrate the loss into their lives. Strobe and Shut'>"* described this complex
process as the “dual-process model of grief.” The dual-process model of grief
includes a loss-oriented response and a restoration-oriented response. While
the former represents the active form of grieving and can be highly distress-
ing, the latter runs parallel to it and involves the expression of active coping
skills that allow the individual to process the loss and integrate it into his
or her life. In clinical practice, grievers’ expression of grief often alternate
between periods focused on reviewing the loss and experiencing distress,
and periods with a demonstrated ability to cope with the loss and integrate
it is a meaningful way. This emotional and cognitive fluctuation from loss-
oriented response to restoration-oriented response can often be observed
in bereaved individuals but also in palliative care patients, as they attempt to
process the implications of advanced illness: progression of disease, news that
disease-modifying treatment is no longer an option, and possibility that death
may be close. In this context, clinicians may observe that patients’ responses
do not always follow the same course and are likely to fluctuate. On some
days they may appear completely immersed in the grieving process; other
times their mood may be completely different and they may, for example,
become focused on life-enhancing activities. As one patient with advanced
cancer put it, “Sometimes | just need to take a break from feeling sad that
| can’t be cured and | am going to die. | have days when | just don’t want to
think about it. Those are the days | think about what | want to do now and |
get busy thinking about changing the curtains in the living room. You just can’t
think about dying all the time.” A bereaved woman whose partner died of
lung cancer reflected, “I have days when | cannot do anything other than cry
and miss her. | can go on like that for many days. And then | sometimes wake
up and just don’t feel as much pain and | think that | am going to make it and
that it would be nice to visit some of the places we always wanted to go to
and to learn to play a musical instrument.”

Grief in Patients with Advanced Illness

Elisabeth Kubler-Ross was probably the first clinician to attempt a systematic
study of grief reactions experienced by patients with terminal illness. On the
basis of her interviews with patients who were approaching death, she devel-
oped the well-known stage model that describes patients’ reactions as a linear
sequence starting with denial, and followed by anger, bargaining, depression,
and acceptance.” Her model, criticized for the sequential and fixed under-
standing of the stages, has not been supported by bereavement research or
experience in clinical practice. However, the reactions she described can often
be observed in patients with advanced illness and their caregivers, not as static
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stages, but as predominant behavioral patterns that may characterize the adap-
tation process.

The Study and Treatment of Complicated Mourning

Building on psychoanalytic and object relations theories, Therese Rando devel-
oped a comprehensive and clinically relevant model. Her model of mourning
includes three phases: avoidance, confrontation, and accommodation.'® Rando
further identified six processes of mourning within the three phases’ and
described complications that may occur during each process and the therapeu-
tic interventions that may minimize risk factors and morbidity for the griever.
The concept of “process,” rather than phase or stage, is more relevant to the
realities of clinical practice because it emphasizes complexity, rather than lin-
earity. These processes are as follows:

1. Recognize the loss

2. React to the separation

3. Recollect and re-experience the deceased and the relationship

4. Relinquish the old attachments to the deceased and the old assumptive

world

5. Readjust to move adaptively into the new world without forgetting the
old one

6. Reinvest

Rando also elaborated on a phenomenon that resonates with many grieving
individuals, called subsequent temporary upsurges of grief (STUG). The term
refers to the experience of acute, intense grief that may even occur several
years after the loss of the loved one.” Anniversaries and other important dates
or festivities are known for their potential to elicit profound sadness even
several years after the death." However, these intense reactions can be trig-
gered and precipitated by several other factors, including seasons, memories,
or music. Since they are not necessarily an indication of complicated grief, they
should be considered normal in the absence of other factors that suggest a
pathological process.

The Task Model: Grief Counseling and Grief Therapy

William Worden'® described mourning as a process involving four main tasks:

1. Accepting the reality of the loss

2. Working through the pain of grief

3. Adjusting to a world without the deceased

4. Finding an enduring connection with the deceased in the midst of
embarking on a new life

Worden emphasizes the tasks are not necessarily linear, nor are they to
be understood as fixed stages, as some tasks can also occur concurrently.



Additionally, he differentiated between grief counseling, as a process of “help-
ing people facilitate uncomplicated, or normal grief to a healthy adaptation
to the task of mourning within a reasonable time frame,” from grief therapy,
which requires the “specialized techniques...that are used to help people with
abnormal or complicated grief reactions” (p. 83). While Worden’s model was
developed to describe the grieving process after the loss of a loved one, it can
be also meaningfully applied to patients with advanced illness and their process
of adaptation to the difficult transitions of care common in the palliative care
setting.”®

The Meaning-Making Process in Mourning

In the last decade, Neimeyer and colleagues'?' have developed a model that
emphasizes the importance of the process of making meaning of the loss, espe-
cially in circumstances of traumatic losses. The meaning-making process in the
face of loss is individual and impacted by emotional, cognitive, cultural, and spir-
itual factors. The goal is for the mourner to integrate the loss into a personal
narrative of one’s life. This model is also relevant to the work with patients
with advanced illness. The meaning-making process is, for many patients, an
essential component of their processes of adaptation. During the journey from
diagnosis to advanced illness and death, patients struggle to make meaning, or
make sense of their experience, and integrate a new meaning into their lives,
their sense of identity, and their personal narratives.

Continuing Bonds with the Deceased

This framework emphasizes the positive connection that continues to exist
between many bereaved individuals and the deceased.?? Unlike grief and
bereavement models that describe the importance of withdrawing emotional
energy from the deceased and reinvesting it in other objects of attachment, the
continuing bond model recognizes that in many cases, the relationship with the
loved one who died changes, but it does not end. It may become an internalized
source of encouragement and enhance the life of the bereaved. This continued
connection can be expressed in different ways, with some bereaved individuals
writing letters to the deceased or engaging in imaginal conversations with the
deceased. Clinicians must be able to recognize the difference between a posi-
tive transformation of the relationship as an adaptive response, and manifesta-
tions of complicated grief, where the bereaved is stuck in the grieving process.
As a general indication, bereaved individuals who have been able to transform
their relationship with the deceased in a positive way are progressively able
to engage in life-enhancing activities and may feel stronger, supported, or pro-
tected by the loved one who died. On the contrary, bereaved individuals who
are experiencing complicated grief display behaviors that may suggest attempts
to continue the relationship with the deceased, but in fact they cause severe
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distress, such as distressing yearning, pining, and longing, with no experience
of relief.?

Two-Track Model of Bereavement

According to this model, developed by Rubin in the early 1980s, effective man-
agement of bereavement requires not only attention to the biopsychosocial
responses of the griever but should also explore the griever’s relationship with
the deceased, prior to the death and after the death. The uniqueness of the
model lies in its recognition of the relationship with the deceased as an impor-
tant element of interpersonal functioning affected by death, and constantly
affecting the bereaved individual’s ability to integrate the loss. As a result, clini-
cal work to assist grievers will focus not only on exploring and supporting biop-
sychosocial function but also on exploring and addressing the relationship with
the deceased prior to the death and its evolution after the death.?*? In both
the biopsychosocial and relationship-with-the-deceased tracks, the clinician is
encouraged to understand the extent of the griever’s strengths and weaknesses
and to facilitate processing traumatic experiences related to the death, promot-
ing integration.

Resilience

Bonanno’s empirical research on thousands of bereaved individuals has high-
lighted the role of resilience and adaptive suppression of emotions in the
mourning process. Earlier conceptualizations of bereavement have not empha-
sized the role of personal resilience as a key factor in the mourning process,
highlighting instead emotional and physical distress as necessary components
of grief work. However, the majority of individuals interviewed in the course
of Bonanno’s research appeared to recover relatively quickly and to be able to
return to prior levels of function without need for professional help and with-
out overt expression of significant distress.??” He identified three patterns of
grief reactions: chronic grief, recovery, and resilience. People who experience
chronic grief endure prolonged, debilitating distress for years and are often
unable to return to their regular lives without professional help. The recovery
pattern involves a more gradual course, with initial acute grief, followed by a
progressive ability to continue on with life. Resilient grievers may experience
pain from the loss, but they may not seem affected in a disabling way and may
return to their lives relatively quickly.

Bonanno’s framework helped expand the understanding of grief and bereave-
ment as a multidimensional construct that may elicit unique sets of experience
for different individuals. For some people, death of someone close will involve
the experience of severe and prolonged distress; others may recover rela-
tively quickly and with minimal distress involved. Personal variables, including
the nature of the relationship with the deceased, will affect and determine the
course of individual mourning. Describing a grieving family member or a patient



as “resilient” has clearly positive connotations and acknowledges the person’s
ability to cope in the face of profound pain and loss. However, clinicians should
be cautioned not to implicitly think that a so-called resilient style is “better” or
somehow more desirable than a grieving style that involves more overt expres-
sion of distress. Once again, it is important to remember that there is no right
way to grieve and that grief is a profoundly unique and personal experience that
needs to be supported, and not pathologized, even when it involves profound
distress. The challenge for clinicians is to identify the threshold beyond which
grief becomes a disorder or triggers a disorder.

Clinicians in the palliative care setting will observe that grief reactions in
patients and caregivers present with great variation. Familiarity with grief
models and theories can provide a helpful theoretical framework for think-
ing about grief reactions. However, since there is no right or wrong way to
grieve, clinicians must refrain from labeling or rating patients and families on
the basis of their grief responses. Clinicians’ initial goal should be to develop a
full understanding of the human experience and expression of griefin its unique
variations, refraining from making assumptions, assessing without judging, and
offering support unconditionally.
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Chapter 3

Cultural, Spiritual, and
Developmental Aspects of
Grief Reactions

Focus Points

Patients’ and caregivers’ experience and expression of grief are shaped by
many factors, including culture, community, stage of life, and spiritual and
religious values.

Clinicians are encouraged to approach every encounter with patients and
caregivers as a “cross-cultural encounter” and to make an effort to under-
stand the impact of cultural and spiritual/religious factors on grieving, avoid-
ing preconceived notions and assumptions.

Ability to recognize patients and caregivers’ predominant grieving style will
enable clinicians to more skillfully identify and meet grief and bereavement
needs.

The ability to develop attachment to people, objects, places, and situations
develops shortly after birth and remains a fundamental part of psychological
functioning throughout life. And yet, the ability to form attachment is also a
prerequisite for grief. Grief can be thought of as the reaction to the loss of
what we have become attached to. A person’s grief reaction to loss is deeply
shaped by cultural, psychological, religious, and social variables. Therefore, cli-
nicians should consider each patient and each caregiver as having not only an
individual way or style to express grief but also an individual experience of grief.
Developing the ability to recognize and support that unique expression is part
of the mandate of palliative care clinicians, and it is an opportunity for other
clinicians to deeply connect with the emotional realities of their patients.

Culture and Grief

Culture is a construct that encompasses language, beliefs, behaviors, social
patterns, history, identity, and relationship with spiritual and religious beliefs.’
Culture determines what can elicit a grief reaction, how grief should be
expressed, whether it should be expressed, what normal expression of grief is,
and what is against the norm. However, there is substantial variation within the
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same culture due to the modulating effects of personal and family history. Not
only does grieving differ among cultures; it also differs among individuals within
the same culture. And, to go even deeper, it often differs among members of
the same family.

Because an attempt to understand someone’s culture highlights the com-
plexity of the construct, clinicians may find it tempting to rely on generaliza-
tions with the purpose of simplifying a challenging task. However, any simple
or general statement about how people in a specific culture grieve may risk
trivializing differences, oversimplifying the issues, and encouraging incorrect
assumptions.? Clinicians will benefit from approaching patients and caregivers
from cultures different from their own with complete openness and curiosity.
Asking direct questions to patients and caregivers may be more effective and
demonstrate the cultural sensitivity and cultural humility that is so important
in palliative care. In the author’s experience, patients and caregivers respond
more favorably when clinicians ask them to describe their cultural practices and
beliefs as they pertain to death and dying, rather than making incorrect assump-
tions based on generalizations.

General areas for exploration are as follows: (1) meaning of illness and
death; (2) beliefs in afterlife; (3) acceptable and customary expressions of grief;
(4) out of the ordinary or unacceptable expressions of grief; (5) cultural context
of grief; and (6) relationship between private experience of grief and public
manifestation (Table 3.1).

In most cases the experience and expression of grief are strongly influenced
by the attachment styles in the family of origin and behaviors learned from

Table 3.1 Exploring Culturally Determined Aspects of Grief

Meaning of illness and death « Is there a concept of “good” or “bad” death? If so,
how may it affect plan of care?

» What is the explanation for the illness?

» What is the explanation for the death?
(punishment from God, etc.)

Beliefs in afterlife * Does the relationship with deceased continue?
Does the spirit of the decease return to visit
the survivors? Does the death and dying process
determine whether the spirit will be benevolent

or angry?
Customary and pathological « Is grief acceptable only if expressed through
manifestations of grief physical symptoms?

« Should grief be suppressed or expressed more
prominently?

« Do survivors feel supported or unsupported by
prescribed cultural practices?

Internal and public expression  « Does the culture encourage more (or less) public
of grief display as compared to the griever’s internal
experience of grief?

Sociocultural context of grief « Are poverty, racism, and discrimination relevant
to the cultural and personal grief narrative of the
patient and the caregivers?




families and communities.>* Borrowing from existential language, grieving can
almost be thought of as ways of being in the world after a loss.

After the death of a loved one in the family, the adults generally model
mourning practices for children. As a result, children learn what family and
community consider adaptive ways of expressing grief.

For example, after a death in the family, the implicit message can be: “It is
not ok to show too much distress and cry. It is not ok to put life on hold to
grieve. Just keep it together, focus on getting things done, and look ahead.”
Or, the message can be completely different and encourage the expression
of emotions and distress for prolonged periods of time. The cultural norms of
a community may encourage suppression of strong affect as a way to exhibit
control, dignity, and composure. Suppression of affect in certain circumstances
can be adaptive and allow grievers to continue to perform tasks considered
important at a time of crisis.

Other grievers do not intentionally suppress strong affect; simply, they do
not experience grief as a devastating emotion and are able to continue on
with life with relatively little distress. Assuming that these grievers were not
attached to the loved one would be a mistake, based in old beliefs and biases
about grief that are inconsistent with bereavement research. As mentioned in
Chapter 2, while the early literature on bereavement identified strong expres-
sion of affect as the correct way of grieving, clinicians should remember that
the evidence has shown that this is not the case. To add to the complexity, the
grieving behaviors encouraged and developed in childhood, or from the first or
most salient experiences of death, may or may not be an adequate match for
the individual’'s character or predisposition. As a result, clinicians may encoun-
ter patients and caregivers with difficulty recognizing and expressing their grief
in @ manner that meets their needs.

The clinically meaningful question, therefore, isn’t “Is the patient or caregiver
grieving appropriately”. Rather, it is: “Is the patient or caregiver expressing grief
in a manner that is consistent with his or her personality style and cultural back-
ground, and is it supportive of the individual mourning process?”

Surprisingly, the extant literature lacks studies focused on identifying grieving
styles in various populations of grievers. A model of adaptive grieving patterns
was developed by Doka and Martin® and has been utilized as part of an Internet-
based psychoeducation intervention to support normal grieving.* While more
studies are needed to support the model, it will be briefly described here
because of its relevance to clinical practice. Grieving styles are described along
a continuum from intuitive to instrumental, and four patterns are identified:
intuitive, instrumental, blended, and dissonant.

Intuitive grievers may experience grief as “waves” of feelings and may
feel overwhelmed by the emotional pain of grief. They may display disorga-
nized thinking, uncontrollable crying, and may benefit from being allowed to
express their emotions. It is this author’s experience that using the metaphor
of ocean waves can resonate with these grievers, who may describe feel-
ing as if they are literally drowning in pain. For this reason, the use of the
ocean metaphor may validate the feeling of being overwhelmed by a “wave”
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of pain. The clinician may suggest that while the patient may feel in the middle
of an ocean of despair and unable to see the shore, the shore is a reality.
Encouraging the process, they can reassure that there is movement toward
the shore, even though progress appears slows. Clinicians can then symboli-
cally become holders of the hope that life will continue despite what feels to
be devastating loss.

Instrumental grievers are primarily focused on problem solving and control
over the environment. They may experience grief as a thought and be generally
reluctant to talk about feelings. The ability to exhibit mastery of themselves
and the environment is a core value. Obsessiveness, as well as confusion and
forgetfulness, may be exhibited. Paradoxically they may experience a higher
energy level than usual and engage in multiple activities. As a result, they may
appear more productive and their internal grief may go unnoticed. Grievers
who predominantly utilize this modality may be perceived as detached and
disconnected from their grief, or at least as not needing support, which would
be an incorrect assumption.

Dissonant grievers may express grief in one pattern but are, in fact, inhibited
from finding ways to express grief that is compatible with their experience.
This situation mostly occurs when intuitive grievers feel they cannot cry or
express strong emotions. As a result, they express grief differently than they
experience it and are caught in a serious emotional struggle. The grieving style
model includes a blended pattern, where grievers utilize both intuitive (open
expression of strong affect) and instrumental (grief primarily as an intellectual
experience) strategies.

As mentioned earlier, the lack of empirical support for the grieving style
model may limit its applicability and generalizability. However, it can provide
clinicians with a good starting point in their efforts to explore patients and care-
givers’ unique way of experiencing and expressing grief (see Table 3.2).

Table 3.2 Grieving Styles

Intuitive « Grief experienced as waves of strong feelings
 May experience periods of confusion, disorganization
* May benefit from openly expressing grief
» May express hopelessness, despair, suicidal ideation

Instrumental * Grief experienced as a thought
* May appear focused on control and “doing”
« Grief reactions may go unnoticed
 May not benefit from openly talking about loss

Dissonant * Authentic grieving style may be suppressed
« May react in ways that do not facilitate process
* May be at risk for complicated grief
* May benefit from psychological interventions
Source: Modified and adapted from Martin and Doka, 2010.




The Culture of Grief in Families

Not uncommonly, members of the same family may approach grief and loss
in different ways due to differences in personality and developmental stage;
therefore, it is important to recognize and validate each person individually,
as well as the family as a whole. Grieving styles within a family or a couple
may be so different that communication difficulties and misunderstandings can
occur and seriously undermine the ability to share and connect during palliative
care and, subsequently, during bereavement. This potential “grieving mismatch”
in couples and families represents another important area of assessment and
intervention for trained clinicians.

Case Example

A young woman with metastatic ovarian cancer was admitted to the oncology
floor and followed concurrently by palliative care. She immediately let every-
one know that her main goal was to go home as soon as she was medically
stable enough. Her husband and her parents were at the bedside around the
clock. Her mother never left the hospital room and cried quietly most of the
time; her father was primarily involved in making preparations for her return
home. He would spend 10 minutes in the room and would then get up stating
that he “needed to do something.” He would check in with the nurses, make a
phone call to update a family member, or get a glass of water for his wife, who
kept asking him to sit with her. He would answer abruptly: “l am not going to
just sit here and cry; that’s useless.” Unfortunately the patient continued to
decline and it became apparent that she would not be able to be transferred
home. She died a few days later. In the hours following her death, while she was
still in the bed to allow for her loved ones to say good-bye, her father started
pacing and anxiously asking various staff members: “What should | do? What
should | do now? | don’t know what | should do.” He explained he needed “a
task,” something to do that would allow him to continue to move. He stated
clearly he could not sit with his pain and cry, like his wife did. He found it impos-
sible to sit with her and even hug her, as she asked him to do. He also stated he
did not feel like crying in front of others because crying was “a private thing.”
His wife became even more distressed and blurted out, “What kind of man
are you! Your daughter just died and you can’t even cry? You can’t even hug
me and cry with me!” Her husband ignored her and repeated that he needed
something to do. It became clear that each parent needed individualized sup-
port and help understanding the spouse’s way of expressing grief. A family ses-
sion provided a forum for expression of emotions and de-escalation of distress.
Psychoeducation about different ways in which people grieve helped the wife
understand her husband’s behavior. Subsequently, members of the palliative
care team sat with him helping him identify possible tasks. He started making a
list of all the people who should be called and began leaving phone messages.
He alternated this activity with checking in with his wife and going by his daugh-
ter’s room to allow the reality of her death to slowly set in.
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The main point to remember is that clinicians need to follow the insights and
lead provided by patients and family members about their grieving needs, with-
out inadvertently forcing a grieving style on them. Additionally, clinicians may
need to function as “grief translators,” facilitating communication between the
grieving individual and others, who may misunderstand or negatively perceive
what may actually be adaptive grieving behaviors.

Case Example

Anna was a 53-year-old retired physician and professor, diagnosed with
advanced ovarian cancer. Chemotherapy treatment was initiated, but it was
soon discontinued due to unmanageable side effects. Anna seemed to accept
her diagnosis and poor prognosis in a very pragmatic way and announced to her
family that while she felt very sad and did not want to leave them, she also felt
peaceful and quite satisfied with her life and legacy as a physician and teacher.
Anna was married, and she had two adult daughters and grandchildren. She did
not express emotions openly and regarded crying as “understandable behavior,
but essentially unproductive.” When asked how she coped with her sadness,
she commented that her grief was deep, but there was no point in focusing on
it, because it would not change her situation.

Her daughters, on the other hand, felt devastated, cried constantly, and took
leaves from their jobs, stating they wanted to spend as much time as possible
with their mother. Anna’s husband’s grieving style was similar to his daughters;
while Anna watched TV in her room he often sat with them in another room
discussing their emotions. During an individual psychotherapy session, Anna
commented feeling terribly sad about her poor prognosis, and she admitted
often crying alone in her room, when no one would see her. She also com-
mented she felt overwhelmed by her daughters’ and husband’s crying and felt
she needed to protect herself from their emotional intensity. During a family
session, her daughters and husband expressed feeling alone and isolated in their
grief, and they stated it was as though Anna had already emotionally left them.
Further exploration revealed Anna had been raised in a family that valued com-
posure and suppression of emotions, especially in the face of adversity. While
Anna pursued her medical career, her husband had been primary caregiver
for their daughters, conveying to them the message that emotions should be
openly expressed. It became clear that shared grief, instead of bring the family
members closer, highlighted the different grieving cultures and fostered poor
communication and hurt. Recognizing this reality allowed the family to accept
therapeutic interventions to help develop a blended family grieving style that
could honor different emotional needs.

Case Example

A young couple’s baby was born prematurely and with a congenital heart
defect deemed incompatible with survival. The baby spent over a month in
intensive care. During that time several medical consultants visited, but it soon
became apparent to the medical team that the baby was not going to survive.
This was the young couple’s first child and they were both very distressed.



During several meetings with the parents it became apparent that the inability
to grieve together and support each other in their grieving process was causing
additional distress. The mother was very expressive in her grief and felt the
need to cry, to ask for help, and to surround herself with other women, family
members, and friends, who would cry with her, sometimes physically hold her
as she cried desperately. As she described it, she needed a “circle of support,”
where she could safely process her pain through crying and asking God for
explanations. The husband, on the other hand, did not appear comfortable with
such displays of strong emotions and became progressively detached from his
wife. He started volunteering for extra shifts at work and began spending less
time at home. His wife blamed him for “not being supportive” and complained
that he did not cry, did not want to spend a lot of time talking about the baby,
and did not share his emotions. He started experiencing severe low back pain
and neck, shoulder pain, and frequent stomachaches. He stated that working
more helped him “deal with it” and “feel less pain.” His wife, however, was not
feeling supported and believed that his pain was less intense. The mismatch in
the grieving style resulted in inaccurate assumptions and serious marital conflict
that seriously threatened this couples’ ability to stay together in the midst of a
tragic event.

These three cases illustrate a reality frequently observed in the palliative care
setting: patients and caregivers may experience, process, and express their grief
very differently. These differences may compromise their ability to be support-
ive of each other, which may be a risk factor for poor communication, sense
of isolation, and conflict. Family members may not be aware of the existence
of different styles within the same family. Psychoeducation is then an important
intervention to prevent attributing behaviors to lack of love or lack of grief.

The focus on supporting individual expression of grief should not minimize
the importance of monitoring and assessing for safety. However, recognition
of at-risk behaviors may be a challenging task. For example, some patients and
caregivers’ expression of intense affect in public may not only be culturally
acceptable but considered culturally and interpersonally necessary. Expression
of strong affect, including incontrollable crying, yelling, and refusal to sleep,
eat, or perform usual routines of self-care may be considered an appropriate
demonstration of love for the patient. When rooted in cultural practices, these
behaviors, which often have ritualistic value, are generally voluntarily stopped
by the griever after what is considered an acceptable amount of time and may
not be the expression of psychopathology. The challenge for palliative care
and other clinicians is to differentiate among grief reactions that, while not
mainstream, are culturally supported and therefore helpful to the griever, from
uncontrollable expression of distress that requires professional help.

The Impact of Spirituality and Religion

Recognizing that spiritual and religious beliefs may have a strong impact on
patients’ and caregivers’ ability to cope with loss, grief, and the death and
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dying process, the Consensus Document for Quality Palliative Care identi-
fied spiritual and religious aspects of care as one of the domains of palliative
care.” Recent work has emphasized the importance for all palliative care cli-
nicians to be aware of patients’ and caregivers’ personal preferences in this
area and have described specific guidelines for screening, assessment, and
intervention.??

Over the past decade, several studies have investigated the role of religion
and spirituality on patients’ and caregivers’ ability to cope with advanced ill-
ness, death, and bereavement. However, the existing literature highlights the
ongoing methodological challenges in this area, primarily related to how to
consistently operationalize and measure spiritual/religious concepts across
populations.

It has been proposed that religious beliefs are an integral part of the mean-
ing-making process in bereavement. It has also been suggested that religious
affiliation can foster religious belonging, facilitating bereavement through rituals
and practices congruent with people’s beliefs and existential values.'®"" Studies
have also suggested that patients find their spiritual and religious beliefs help
them cope with their own illness, death, and dying.'>"*

However, the relationship between religious coping and bereavement out-
come variables, such as physical and psychological health, and adjustment level
is complex, and evidence from the literature is mixed.

Studies have found initial deterioration in physical well-being among people
who rely on religious beliefs to cope—also defined as “religious copers’—with
loss in the early stages of bereavement, but better functioning and decreased
disability months later.”'® Similarly, bereaved “religious copers” who had lost
a partner to AIDS reported more physical symptoms of acute grief in the
first month after death than people who did not rely on religion to cope with
bereavement."” Believing in the afterlife has been associated with less depressed
mood in bereaved parents of a child,”® and strong spiritual or religious beliefs
and high levels of spiritual experience during church participation have also
been associated with better long-term overall adjustment.?? However, “nega-
tive religious coping,” characterized by spiritual struggle and anger at God, has
consistently been associated with worse physical health and quality of life, as
well as more depression in medically ill patients.?’ Additionally, mere church
attendance and religious participation without intrinsic faith belief were found
to have no impact on grief and depression' or was even associated with higher
levels of depression.?-2

While the lack of conclusive evidence from the literature confirms the
complexity of these issues, palliative care and other clinicians should approach
every patient as a unique individual and rely on screening, assessment, clinical
judgment, and interdisciplinary collaboration to determine the importance and
impact of spirituality and religion in each case. It should be emphasized that
chaplains are integral and invaluable members of the interdisciplinary health
care team and play a crucial role in assessing and addressing spiritual and
existential distress in patients and caregivers.?*



When considering the impact of spirituality and religion on grief reactions,
clinicians should remember the following:

e Strong spiritual/religious beliefs may help patients cope with preparatory
grief from advanced illness and approaching death, and they may similarly
help caregivers before and during bereavement.

e Simply belonging to a religious organization or attending service does not

automatically translate into improved ability to cope with grief, death and

dying, and bereavement.

Instead of assuming that spiritual orientation and/or religious affiliation is a

protective factor and a source of support, palliative care clinicians should

gently explore whether patients’ and caregivers’ beliefs are a current and
active source of strength and support.

Palliative care clinicians should also listen for any expression of spiritual or
religious struggle and suffering, which may need to be addressed by a profes-
sional spiritual care provider.

Developmental Aspects of Grief and Bereavement

Grief and bereavement care in the palliative setting includes the family and
other caregivers, presenting clinicians with the challenge of providing support
to several different people who may be at very different developmental stages.
Grandparents and other older adults, as well as children, may be part of the
network of caregivers around the patient. Different life stages often translate
into different ways of processing death and grief. Therefore, recognizing varia-
tions in the expression of grief across the life span can help palliative care clini-
cians provide the sensitive, age-appropriate, and individualized support that can
more effectively relieve suffering.

Grief Reactions in Children and Adolescents

Children are a constant part of the family system and network of caregiving around
palliative care patients. They often accompany adult members and other caregiv-
ers to the hospital to visit their parents, grandparents, and other relatives with
advanced illness. Even though there is usually an adult present, clinicians should
not assume that children’s grief reactions are always recognized and supported,
especially when the adult caregivers are already feeling overwhelmed. Therefore,
clinicians should be at least aware of general developmental issues that affect chil-
dren’s understanding of death and their experience and expression of grief.

It is important that grief and bereavement care in the palliative care and
hospice setting should extend to children and adolescents, so they will feel
included and reassured.”?

Children’s experience grief and emotional distress may be profound.
However, depending on their developmental stage and level of language acqui-
sition, they may not be able to verbally communicate, show, or articulate their
pain as openly as adults can do. Children, especially very young ones, are more
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likely to express their feeling through behaviors, rather than through verbal
communication. Most important, children’s reaction to loss is significantly
impacted by the way family members react to the loss. Even very young chil-
dren are able to detect subtle messages communicated by the family and the
groups surrounding.”

Infants are obviously unable to understand the concept of death, but
they can be deeply affected by the loss of primary caregiver and may react
with profound distress to the loss of attachment figures. They may display
uncontrollable crying, lack of sleep, weight loss, and become apathetic. The
core issues that need addressing are safety and attachment. Maintaining
routines while providing physical and verbal reassurance can be a helpful
intervention.?®

Between the ages of 2 and 3, children are still unable to cognitively under-
stand the concept of death, but they are profoundly affected by the loss
of a primary attachment figure. They may express grief through prolonged
emotional and social withdrawal, as well as changes in eating and sleeping
pattern. They may also display regressive behaviors and temporary loss of
previously acquired abilities and skills.?? Maintaining routines and providing
physical and emotional reassurance and support are important. Rather than
constantly hiding their own grief, adults can provide simple explanations for
their emotions. Maintaining routines can be especially difficult for the surviv-
ing spouse when there is loss of a parent. Therefore, clinicians should not
assume that parents will automatically be able to care for their children
in the early phases of grief after losing a spouse. Practical help from fam-
ily members and friends can be especially helpful in maintaining a sense of
structure and routine that may reassure the child, increasing a sense of safety
and continuity.

Between the ages of 3 and é, children think in concrete ways and may not be
able to understand that death is a permanent condition. They are still unable
to fully understand the difference between life and death and may think that
someone who has died is sleeping or that he or she is away on a trip and may
come back at some point. Children at this stage of development often use
magical thinking in their way of understanding the world and relating to it.*
This knowledge has important clinical implications in the palliative care setting,
where family members often ask providers for guidance about the appropriate
way to talk to children about a loved one who is dying.

Between the ages of 6 and 9, children are still thinking concretely but may be
able to understand that death is a physical phenomenon. However, they may
think that the loved one continues to live somewhere else as they may not be
able to fully comprehend the permanency of death. Magical thinking is affected
by the need for mastery that is typical of this developmental stage. As a result,
they may think that angry thoughts about a loved one can cause sickness and
death. These beliefs can generate profound guilt and anxiety in a child. Children
at this stage may also display “acting out” behaviors as manifestations of grief.
For example, they may become afraid of going to school, may become aggres-
sive toward adults and other children, or may develop anxious preoccupations
about their health and their body.”



Between the ages of 9 and 12, children undergo a significant level of cognitive
and emotional development. By age 12, children are able to understand that
death is a permanent condition and it happens to everyone. Because of their
increased ability to feel complex emotions, they are at higher risk for becoming
depressed or anxious, developing conduct problems, and may require assess-
ment for professional help.*?

Adolescents’ grief reactions are often deeply affected by their need to be
accepted by peers. As a result, they may resist the overt expression of emo-
tions during the grieving process, for fear of being considered weak by the peer
group. The adolescent who would feel inclined to express strong emotions,
but feels inhibited doing so out of fear, shame, or due to lack of supportive
community, may feel metaphorically “trapped” and engage in aggressive or
self-disruptive behaviors as outlets for expression of painful emotions. Family
dynamics may also present risk factors for bereaved adolescents. Grieving par-
ents who feel emotionally overwhelmed may underestimate the adolescent’s
grieving process, or they may believe they are “grown-ups” and can handle
their grief. Even though adolescents understand fully the meaning of death, they
may display behaviors indicative of denial and are at high risk for maladaptive
coping behaviors, such as alcohol and substance use, reckless driving, or violent
acting out.

Grief Reactions in Older Adults

Older adults represent a vulnerable population that can be particularly affected
by grief reactions, especially because they may not be able to access resources
typically available to younger people. Aging itself is a process that may involve
grief, due to the systematic and progressive losses involved. Some of the losses
are primary and concrete losses, such as the sensory and psychomotor changes
that become common as people age, or the deaths of family members and
friends. In addition, there are symbolic losses, such as loss of status and iden-
tity that can often accompany retirement.3** Overall, aging involves multiple
changes that impact on physical, psychological, and spiritual domains. Changes
can be perceived as sudden and traumatic; others are subtler and occur over
a period of time, thus allowing the psyche to adapt to a new psychophysical
reality. Aging may also bring the awareness of mortality closer to daily life.
Awareness that the amount of time one has to live is substantially less than
the time one has already lived may cause psychological and existential suffer-
ing, especially if patients are experiencing regret about the past. Older people
are at significant risk for experiencing bereavement overload; the losses may
become so frequent that they can no longer be processed and integrated. As a
result, each new loss adds to the distress already present, with the potential of
engendering hopelessness and despair.

While acquired experience and wisdom can help balance the difficulty
adjusting to the losses involved in the aging process, including the awareness
that death may be near, the challenges faced by the elderly who are also dealing
with end-of-life issues should not be minimized.

Older patients with advanced illness face unique challenges as they physically
decline and approach the end of life. Patients may experience several comorbid
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conditions, including high levels of emotional distress, which can complicate the
clinical presentation. There should be a low threshold for obtaining a thorough
grief and bereavement assessment with this particularly vulnerable population.
It may reveal the presence of grief reactions related to the aging process, to
the dying process, and issues that are at the interface of aging and dying. For
example, psychological difficulties experienced by patients adjusting to the loss
of physical function, social roles, and personal identity due to the aging process
should be addressed therapeutically, and they may need to be differentiated
from the preparatory grief experienced by patients who are dying.*'=*° Older
bereaved caregivers are at higher risk for complicated grief, depression, and
anxiety." Additionally, bereaved grandparents may experience what has been
described as “double pain,” which means they experience grief for the death
of a grandchild and grief for their own child’s loss.*? It is undeniable that older
bereaved caregivers and older patients face numerous challenges as they face
bereavement and advanced illness. Often, their grief goes unrecognized and
may become disenfranchised. It is crucial that clinicians in the palliative care and
hospice setting recognize the risks in this vulnerable population and address
them accordingly.
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Chapter 4

Normal Grief, Anticipatory
Grief, and Complicated Grief

Focus Points

e In patients and caregivers, normal grief can be associated with significant
physical, emotional, and spiritual distress that can last for variable periods
of time.

Anticipatory (preparatory) grief can be experienced by patients who are
approaching death and caregivers who care for them before the actual death.
Preparatory grief in patients with advanced illness is not a pathological pro-
cess, but it involves a complex and sometimes distressing process of adjust-
ment to progressing illness and approaching death.

Complicated grief is a form of unresolved grief resulting in persistent and
disabling pathology, which warrants psychological and medical evaluation and
treatment. While mostly studied in reference to bereaved caregivers, compli-
cated grief can also be experienced patients with advanced illness.

Depending on the setting, phenomenology, and clinical manifestations, grief has
been divided into different categories. It could be argued that describing grief
subtypes is somewhat artificial and using different terms to describe it does
not essentially change the constellation of symptoms experienced by grievers.
However, while the core of the grief experience may be substantially similar,
the implications of the various grief reactions often raise different concerns and
risk factors, which need to be appropriately addressed by palliative care and
other clinicians.

Normal Grief after the Death of Someone Close

In bereavement, normal grief, or nonpathological grief, refers to the physical
and emotional reactions that can be experienced after the death of someone
close. While the term is commonly used to refer to the natural response to
loss, normal grief has the potential to cause significant impairment and dis-
ability. Clinicians should remember that, even if grief is normal, it may feel far
from normal to the patient or caregiver who is experiencing it. The effects of
normal grief vary in duration and intensity, affecting individuals on a physical,
psychological, cognitive, and spiritual level, and can cause significant suffering
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for prolonged periods of time."* Along these lines, it is not uncommon for
bereaved individuals to make statements such as “| feel like | am losing my
mind”; “I have no control over anything”; “| think | am going crazy”; “My entire
body hurts— something must be seriously wrong.”

Because symptom burden and distress in the early phases of bereavement
can present with the same intensity as in complicated grief, predicting the
course can be challenging.

For many survivors, bereavement may involve an initial period of shock, dis-
belief, or denial. Others may immediately start suffering from physical, emo-
tional, cognitive, behavioral, and spiritual distress. Physical reactions to loss may
include shortness of breath, tightness in the throat, feeling of emptiness and
heaviness, physical numbness, feeling outside one’s body, muscle tension, body
aches, headaches, dizziness, nausea, gastrointestinal problems, and heart pal-
pitations. Commonly experienced are also somatic symptoms of depression,
such as crying spells, fatigue, sleep disturbances, anorexia, weight loss, lack of
strength, loss of sexual desire, or hypersexualiy.*'°

Normal grief can also include temporary perceptual disturbances, such as
visual and auditory hallucinations; impaired memory; constant worry; slowed
and disorganized thinking; suicidal ideation; and constant preoccupation with
the deceased.”™? The content of the perceptual disturbances is often related
to difficult or traumatic circumstances surrounding the death of the person
who died, or unresolved issues that may elicit guilt. For example, caregivers
who have cared for someone one who experienced unmanaged pain at the end
of life may report continuing to hear the loved one call out in pain. Similarly,
caregivers whose family members experienced poorly managed agitated ter-
minal delirium may report nightmares and intrusive memories of the traumatic
experience, especially if the images of distress and agitation are their last mem-
ory.">" Caregivers who have felt helpless witnessing physical or emotional suf-
fering at the end of life may continue to experience a sense of helplessness,
guilt, resentment, and anger.

Normal grief can also affect neuroendocrine and immune function and
sleep patterns.™ ' In particular, studies have shown that in the early stages
of bereavement there may be a cortisol response, immune imbalance due to
reduced T-lymphocyte proliferation, changes in heart rate and blood pressure,
and increased inflammation response.**¢ Overall, bereaved individuals are at
higher risk for morbidity and death.”” Table 4.1 lists several reactions that can
be experienced in the course of normal grief.

While the protective value of spirituality and religion in bereavement has
been generally supported,”? some bereaved individuals may develop doubts
in faith beliefs, especially after traumatic deaths. Grief can trigger spiritual dis-
tress, which may manifest with conflicts in faith beliefs and loss of meaning and
purpose. For this reason, clinicians should not necessarily assume that spiritual
and religious affiliation is always a protective factor. Individual assessment of the
patients and family may indicate the need for further explorations of spiritual
issues with the help of a professional spiritual care provider.

In normal grief, acute symptoms tend to diminish in frequency and inten-
sity over time, allowing for integration of the loss and continuation of daily



Table 4.1 Manifestations of Normal Grief

Physical Emotional Cognitive Behavioral Spiritual
Gastrointestinal disturbances Helplessness Disbelief Withdrawal Conflict in faith beliefs
Heart palpitations Hopelessness Depersonalization Social isolation Loss of meaning
Tightness in the chest Anxiety Lack of concentration Avoidance Spiritual suffering
Breathlessness Depression Confusion Risk-taking behaviors Hopelessness
Lack of energy Despair Fleeting tactile, visual, auditory Increased alcohol use

Dry mouth Anger hallucinatory experiences Suicidal thoughts

Loss of libido Shock Memory impairment

Appetite changes Relief Disturbing dreams

Dizziness Guilt

Weight changes Shame

Sleep problems Yearning
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functioning. The length of time necessary for the loss to be processed and inte-
grated, which is usually referred to in the literature as a period of “restitution”
is, however, variable, unique to the individual, and often unpredictable.?’ Even
in the context of normal grief, those at high risk may need further medical and
psychological evaluation and treatment, including short-term use of medication
to improve sleep or decrease severe and disabling anxiety. Bereaved individuals
with preexisting medical conditions may need to be evaluated by their primary
care physician to rule out medical complications. These issues are further dis-
cussed in Chapter 5.

Variables Affecting the Course of Normal Grief

The course of normal grief in bereavement is affected by a number of variables,
such as the survivor’s relationship to the deceased, the survivor’s level of func-
tioning and mental health prior to the loss, and the nature and circumstances
of the death.?>? These variables or factors may facilitate normal grieving, or
they may interfere with it. Additionally, the impact of the various factors needs
to be evaluated in the context of protective elements that can minimize risk,
such as availability of social support before and after the death. Nonetheless,
all the variables have to be carefully considered by clinicians during the assess-
ment phase, because they may represent risk factors for complicated grief (see
Table 4.2).

Table 4.2 Identifying Variables Influencing Caregivers’ Grieving

Process

Circumstances of the death

* Was the death sudden and unexpected?

» How long was the illness before the death?

* Do caregivers feel that the death could have been prevented?

» What was the general psycho-social-spiritual context before and after the death?

Relationship between the patient and caregivers before and during the illness

» Was there ambivalence in the relationship?

» Were there unresolved issues between the patient and the caregivers?

» Was there a history of abuse or addiction in the family, and how was that integrated
in the family dynamics?

* Was the primary caregiver so dependent on the patient that he or she cannot
imagine being able to function after the death?

Personal characteristics of the caregiver
+ Did the caregiver experience other significant losses in the recent past?

» Was the caregiver already suffering from complicated grief for past unprocessed
losses?

» What are the current/concurrent stressors for the caregiver?

« Does the caregiver have a history of mental health problems?

» What is the caregiver’s developmental stage (child, adolescent, young adult, elderly)
and how does it affect the reaction to the death?

» What are relevant cultural, ethnic, and spiritual variables that affect the caregiver’s
grieving process?




Anticipatory (Preparatory) Grief in Family Caregivers

The term anticipatory grief has been commonly used in the literature to
describe the range of grief reactions occurring in family caregivers prior to the
actual death of a loved one,®% when the death is expected. It was originally
used by Lindemann?* to refer to the absence of overt manifestations of grief at
the actual time of death by survivors who had already experienced symptoms
of acute grief before the death. According to his description, intense griev-
ing prior to the actual death allowed survivors to better manage post-death
bereavement. The evidence from the literature about the nature and impact of
anticipatory grief is inconsistent. Some researchers have contended that antici-
patory grief is not a real phenomenon and is often confused with forewarning
of death; other studies have argued the positive impact of anticipatory grief
on post-death bereavement; yet others have shown that anticipatory griev-
ing has a negative impact on bereavement. See Reynolds and Botha, 2006%
for a review. While there is still significant debate around it, it is utilized as
a framework for understanding caregiver’s experiences in the palliative care
setting.”?* The transition to palliative care can elicit significant anticipatory
grief not only in patients, but also in caregivers, who may experience sadness,
anger, and helplessness.®** Therefore, it is crucial to include caregivers and
their anticipatory grieving process in the care plan. Clinicians should remem-
ber that, while palliative care can significantly improve patients’ quality of life,
patients and caregivers may need a great deal of support from the team to
adjust to the new reality of care and its implications.***’ Difficult transitions of
care and a prolonged illness can elicit profound grief reactions, which can be
especially prominent when the illness itself causes a change in the relationship,
such as in patients with dementia.’®** Moreover, a combination of anticipatory
grief and ambiguous loss has been found to represent a significant barrier
to the task of caregiving. While a certain degree of active grieving and dis-
tress in caregivers prior to the death of the loved one is normal and should
be expected, clinicians should not underestimate its impact. When anticipa-
tory grief is manageable, the level of distress fluctuates, allowing for valuable
moments of peaceful emotional connection between caregivers and patients.
However, for some caregivers anticipatory grief may represent a serious chal-
lenge. A Swedish study showed that four out of ten widows considered the
period before the death of the spouse worse than bereavement.! The expe-
rience of caregivers of patients with lung cancer was described as centered
on transition, with caregivers expressing a strong need for stability.? A study
of Chinese, European Americans, Japanese, and Native Hawaiians caregivers
showed that, while participants in the different cultural groups processed
grief differently, they described similar stressors in caregiving and anticipa-
tory grieving.”® Severe and constant levels of anticipatory grief may elicit an
acute grief reaction in the caregivers, as if the death had already occurred. As
a result, there may be an emotional disconnect from the family member still
alive with avoidant behavior, confusion, sense of abandonment, and suffering.
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Family members and other caregivers who exhibit high levels of anticipatory
grief should be identified by the palliative care team and receive a thorough
grief and bereavement assessment. Caregivers who share with the team suicidal
thoughts as a contingency plan for after the death should become a priority.*
Psychological support should be considered to minimize the risk of compli-
cated grief after the death. However, referring high-risk family members for
grief counseling or therapy may be challenging. In many cases, caregivers are
busy at work during the day and may visit the patient at the hospital during
the afternoon or evening. They may recognize the need for psychological help,
but they may lack the emotional energy or motivation to visit a mental health
professional. Thus, whenever possible, palliative care clinicians should be able
to provide interventions to family members in the hospital setting, during their
visits.

Anticipatory (Preparatory) Grief in Patients with
Advanced Illness

The grief experience of patients with advanced illness should be carefully
understood, assessed, and supported, because it presents unique features that
warrant an individualized approach.*** In addition to anticipatory, the term
preparatory grief has been used in the literature to indicate the normal griev-
ing process experienced by patients with advanced illness as they approach
death.3¢374647 |t may involve intense psychological work necessary to process
grief about past, current, and anticipated physical and symbolic losses. Its pres-
ence and manifestation is strongly influenced by patients’ demographics as well
as past medical history.* Spiritual orientation and religious beliefs modulate the
extent to which the patient’s own death is perceived as an absolute loss of self
or a transition to another existence of self that is primarily spiritual.

Preparatory grief has been described as a natural element of the life cycle,*
with the potential of creating significant suffering for the patient and the family
system. Kubler-Ross described preparatory grief as the grief that “the termi-
nally ill patient has to undergo to prepare himself for his final separation from
this world.”* Patients who never use the word “death” or “dying,” or never
explicitly acknowledge awareness of approaching death may nonetheless expe-
rience variable degrees of preparatory grief.

Presence of preparatory grief in patients with advanced illness is not a sign
of psychopathology, but a normal response to the inevitable and progressive
losses they are facing individually as well as members of their family and their
community.*® However, in the same way normal grief in bereavement can
sometimes turn into a pathological reaction, patients’ preparatory grief can trig-
ger or worsen depression and severe anxiety or become otherwise unmanage-
able.®> Anxiety has been identified as the strongest clinical predictor of high
levels of preparatory grief, followed by hopelessness, preexisting depression,
and awareness of metastatic disease in patients with cancer.’” Consistent with
these results, levels of traumatic distress, in particular avoidance, intrusion, and



hyperarousal have been found to be highly correlated with high levels of prepa-
ratory grief.”” Additionally, preparatory grief and depression were found to be
predictors of global hopelessness.

The Challenges of Patients’ Preparatory Grief

Each patient’s experience of preparatory grief is unique and no single frame-
work can capture its complexity. It is important to clarify that patients with
advanced illness do not necessarily need to be engaged in any type of psycho-
logical work and clinicians should never impose on patients their own concept
of what death and dying should look like. However, it could be argued that,
along their journey through illness, including end of life, patients face a num-
ber of psychological, existential, and spiritual challenges that may affect their
experience and manifestation of preparatory grief. Examples of challenges that
patients may experience are briefly described below.

Awareness of Prognosis

One challenge involves dealing with the reality of a limited prognosis and pro-
gressive illness that will likely cause death. Every patient approaches this aspect
in unique ways. For example, patients at some level may have awareness that
death may be close, but they may choose to never openly acknowledge it with
caregivers or clinicians. Patients may hold hope for a miracle and awareness
that they are dying at the same time and may choose not to commit to any one
outcome. They may speak about their prognosis intentionally using ambiguous
metaphors that allow them to protect their psyche from facing the thought of
the inevitability of their death. In other words, patients often display what | call
“self-directed awareness and acceptance,” which may help them maintain a cer-
tain sense of control and have adaptive value. While bereaved family members
are faced with the challenge of accepting that the loved one is, in fact, dead,
and no longer living, patients may experience various degrees of awareness
and acceptance of the fact that their death is near. Their willingness to openly
acknowledge that they are dying should not necessarily be interpreted as a sign
of benign acceptance and “better” adjustment to the dying process, the same
way that unwillingness to openly acknowledge that death is near is not neces-
sarily a sign of unhealthy denial. Open awareness of dying does not automati-
cally translate into acceptance or peace. Similarly, while patients may choose
not to openly acknowledge they are dying, they may still be internally engaged
in processing this reality.

Death awareness is a complex construct, initially explored in Glaser and
Straus’s landmark study Awareness of Dying,*' which described possible sce-
narios reflective of awareness contexts between patients and caregivers.
The types of awareness described in their study are (1) open, (2) suspected,
(3) mutual pretense, and (4) closed. In open awareness both patient and care-
giver are aware that the patient is dying and can openly talk about it. In closed
awareness the caregiver is aware that the patient is dying, but this awareness

n CHAPTER 4 Normal, Anticipatory, and Complicated Grief



! CHAPTER 4 Normal, Anticipatory, and Complicated Grief

is hidden from the patient, with the intention of protecting the patient from
emotional distress. In suspected awareness the patient suspects, but the topic
is not openly discussed. Each person is focused on protecting the other from
distress. In mutual pretense one or both parties in the patient—caregiver dyad
pretend that they do not know the patient is dying. Many factors impact how
awareness of dying is conceptualized by patients and caregivers. Cultural, spiri-
tual, and religious beliefs, and family history, including perceived ability of the
patient or caregiver’s ability to cope with the impending death are some of the
factors that add to the complexity of the issue. Palliative care clinicians must
recognize that different ways of processing awareness of advanced illness, poor
prognosis, and approaching death will affect the patient, family caregivers, and
their relationship to each other in profound ways. It is important that personal
styles and preferences be respected, without attempting to impose a modality
that may not be recognized as valuable by patient and family. At times, pallia-
tive care clinicians may observe that previously adaptive communication styles
in the family may no longer be supportive of patients’ goals. For example, a
patient’s desire to openly discuss their approaching death and related grief may
elicit fear and overwhelming grief in family members who may feel unprepared
for an open conversation. They may attempt to avoid the subject by minimizing
the seriousness of the patient’s illness and providing superficial reassurance. As
a result, the relationship between the patient and family members can become
strained and emotional disconnect may ensue. In these and similar cases, pal-
liative care clinicians can play an important role gently exploring patients’ and
families’ concerns and help facilitate expression and processing of grief.

Transitions of Care

Transition from a curative to a palliative modality of care may also present a
significant emotional challenge. As mentioned previously in reference to antici-
patory grief in caregivers, transition to palliative care has often prognostic impli-
cations. The care provided by the palliative care team aims to allow patients
the best quality of life possible for as long as they can. However, even the best
palliative care cannot prevent patients from feeling profound grief, once they
may realize that their journey through illness has taken on a completely differ-
ent path from the one they wished for. Grief reactions to transitions of care
should not be ignored or bypassed, but recognized and supported.

Fluctuating Level of Engagement

Another significant challenge many patients face is the need to modulate their
level of physical and emotional engagement with their loved ones and the out-
side world, as they continue to decline. It is possible that the progressive emo-
tional withdrawal that many patients experience as they approach death may be
caused not only by the physical and cognitive decline but also by a progressive
grieving process that facilitates patients’ symbolic disinvestment of emotional
energy from the world. Not all patients actively process the idea of separation
from the world and loved ones. However, many patients may start imagin-
ing what their family will be like after their death, and they may benefit from



help imagining a situation where the family is cared for. However, at this stage
patients may express ambivalence as part of the grieving process. One patient
commented, “My wife and my children keep telling | don’t have to worry about
them. They keep telling me that they will be ok and that | can be at peace.
They are trying to help. | would never tell them this, but | am tired of hearing
that they will be fine. | want them to be fine, but | want them to miss me and,
in some way, not to be fine. But | love them and | want them to be fine! And
this is the most painful thing for me” (verbatim from a recorded psychotherapy
session).

Not uncommonly, patients face the challenge of finding a way to maintain
a sense of meaningful connection with their loved ones in the context of the
relationship and shared history, which transcends death. Patients may use vari-
ous strategies in this process. Some may rely on their spiritual and religious
beliefs. During family and couple’s therapy sessions | have heard patients and
family members negotiate their enduring connections, by saying, “I will always
be close to you and pray for you and protect you” or “If there is another reality
after death | will find a way to let you know | am fine and will watch over you.”
In many cases, palliative care clinicians are witnesses of this naturally unfolding
process and shared grief.*

However, one assessment element to consider is that any strategy used to
ensure enduring connections should be beneficial both to the patient and care-
givers. Patients may make requests that can be distressing for family members:
for example, asking a surviving spouse to never remarry so the connection will
continue; asking children to promise they will choose a specific career path
or to promise they will never marry someone the patient did not approve
of; asking family members to promise they will never speak to someone the
patient is upset with. There may be circumstances where these requests are
acceptable to the family and do not cause emotional burden. However, some
caregivers may find them distressing, and this may complicate their grieving
process. Palliative care clinicians may want to be aware of these issues and gen-
tly explore their meaning with the patient and caregivers. Overall, the task for
the palliative care team is to understand and facilitate dying patients’” grieving
process, as well as guiding and supporting the family. It needs to be emphasized
that, in the context of palliative care patients, the challenges of preparatory
grief are not to be understood as linear, sequential, or explicit. As mentioned
earlier, each patient follows a unique process of adaptation and adjustment to
advanced illness. However, clinicians may find it useful to keep these challenges
in mind as a general guideline to identify areas that are the focus of the patient’s
grieving energy.

Complicated Grief (AKA Prolonged Grief Disorder)

In the last decade, the grief and bereavement literature has been impacted
by an increasing amount of research, which has primarily focused on improv-
ing understanding of pathological grief reactions. Even though the majority of
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bereaved individuals are able to integrate the loss of someone close after a
variable period of time, in 10% to 25% of cases bereaved individuals continue
to experience distress so severe that it significantly impairs functioning and
often precipitates psychiatric disorders such as major depression and anxiety
disorders.>s¢

Complicated grief, also called prolonged grief disorder, indicates a griev-
ing process that does not move forward, where the griever is overwhelmed,
unable to integrate the loss and adjust to it, even after long periods of pro-
longed distress.®™* In normal grief the intensity of distress fluctuates and slowly
and gradually diminishes, allowing the griever to integrate the loss over time.
The process of adaptation in normal grief is painful and slow; however, the
majority of individuals, with enough support, do adjust. Generally, after 6—12
months the majority of bereaved individuals can adjust to the reality of the loss
and find a way of continuing living a meaningful life. To suggest that in normal
grief “things go back to normal” would be inappropriate and clinically contrain-
dicated, because a major loss changes the griever in profound ways. And, while
in many cases grievers can experience positive transformation and growth, they
may never feel “the same.” The key point here is that in normal grief one
regains a sense of meaning and purpose. In complicated grief, the person cannot
find any way to accept the loss and make sense of it. The acute distress con-
tinues, without relief. The core features of complicated grief include intrusive
thoughts related to the deceased, intense pain of separation distress, and dis-
tressingly strong yearnings for the deceased. Because normal grief is a natural
process, it generally does not require professional help. On the other hand,
in complicated grief professional intervention is needed. When acute grief is
not progressively integrated into a new paradigm, the griever may continue to
experience severe yearning, separation distress, and cognitive distortions about
the death even several years after the event’"7 (see Chapter 5 for assessment
considerations).

Different frameworks have been developed to describe complicated grief,
based on researchers’ conceptualization of the phenomenon and the research
focus. Some of the terms that have also been used in the past are abnormal
grief, complicated mourning, chronic grief, and traumatic grief. It has been
argued that complicated mourning would be a more appropriate term, because
it highlights that it is not the experience of grief that is pathological, but mourn-
ing, that is, the intrapsychic process by which individuals are able to integrate
the loss into a new and meaningful life framework.?

Although some symptoms of complicated grief overlap with symptoms of
major depression and posttraumatic stress disorder, the core features of com-
plicated grief are distinct from the psychiatric disorders included in DSM-IV as
demonstrated by the work of Horowitz, Prigerson, and Shear.”*7¢ As a result,
complicated grief was proposed as a newly recognized disorder and diagnostic
entity different from major depression and anxiety.

Even though the grief and bereavement field is evolving quickly, the available
studies have recruited mostly white bereaved women, limiting the generaliz-
ability of the results to other populations of bereaved, such as men, minorities,



children, and older grievers. Based on these limitations, recent work in the
areas has questioned the construct validity of complicated grief as compared
to other bereavement outcomes.” The suggestion of including complicated
grief as a psychiatric disorder in The Diagnostic and Statistical Manual of Mental
Disorders, fifth edition (DSM-5) has generated significant controversy. The
recent release of the DSM-5 has suspended the debate: complicated grief has
not been included as a separate diagnostic category, but it is proposed as an
adjustment reaction related to bereavement. Nonetheless, the existence of
complicated grief is recognized by the majority of researchers, clinicians, and
scholars in the field.

Complicated grief has been associated with increased risk for hypertension,
cardiac events, disability, reduced quality of life, and suicidal ideation and behav-
jors.¢2¢37¢ Complicated grief is also associated with lower self-concept clarity®®
and associated with grievers’ diminished ability to formulate personal goals
focused on social, recreational, and occupational activities.®® Additionally, com-
plicated grief negatively affects grievers’ ability to imagine a positive future not
focused on loss.*” Studies have suggested that complicated grief affects autobio-
graphic and self-defining memories.*®¢ Individuals with complicated grief report
memories related to the deceased as more defining of their sense of identity.
Additionally, they appear to find less benefit from recalling memories of the
loved one, when compared to a group of non-complicated grievers. There is
also indication that complicated grief affects physiological correlates, such as
cortisol levels, which did not show normal diurnal variation during the day in a
group of 12 women with complicated grief, compared to a control group.”

The discussion in the complicated grief literature has focused primarily on
bereaved family members and other caregivers after the death of someone
close. As a result, it may be easy to forget that patients with advanced illness
may also be experiencing complicated grief, with present losses compounding
unprocessed losses in the past.
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Chapter 5

Assessment Considerations

Focus Points

e Grief and bereavement assessment should begin at the first contact between
the palliative care or hospice team and the patient and family.

The assessment process need not be overly formal or overly structured, but
it can become a therapeutic intervention for the patient and family when con-
ducted with cultural sensitivity, cultural humility, and cultural competence.

A thorough assessment may require more than one visit with the patient
and the family and may be the result of various contributions from various
members of the interdisciplinary team. Whenever possible, appropriate, and
clinically indicated, patients and families should also be evaluated separately.

Anticipatory grief in family caregivers should be regularly monitored and sup-
ported by the team. Risk factors and protective factors should be also be
identified and regularly monitored.

Preparatory (anticipatory) grief in patients is a natural and non-pathological
process that should be validated and supported with adequate psychosocial
and spiritual interventions. It generally does not warrant pharmacological
intervention. While they are different, preparatory grief and depression may
be comorbid.

Depression in patients with advanced illness should be diagnosed focusing
primarily on psychological symptoms, especially anhedonia (loss of pleasure),
hopelessness, sense of worthlessness, and persistent low mood. Depending
on the patient’s prognosis and overall condition, it must be actively treated
with psychotherapy, medication, or a combination of both.

Complicated grief is a disabling condition caused by acute grief for the death
of a close person that is not integrated into the griever’s psyche. It can affect
both patients with advanced illness and caregivers and it warrants evaluation
and intervention by a mental health professional.

Bereavement-related depression can be triggered by the stress of losing
someone close. It indicates a pathological process that must be recognized
and actively treated. According to the new edition of the Diagnostic and
Statistic Manual of Mental Disorders (DSM-5), grievers who meet full criteria
can be diagnosed with Major Depression, even though they may still be in
the process of acute grief. Clinicians need to develop expertise in recognizing
the difference between normal grief and depression; this is crucial to avoid
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pathologizing a normal grieving process or overdiagnosing depression during
acute grief.

Grief and bereavement assessment of patients with advanced illness and their
family caregivers is a necessary and important task for palliative care clinicians.
The diagnostic information obtained can be used to correctly identify grief

reactions in patients and caregivers and to monitor “symptom” severity. A

meaningful assessment allows clinicians should not only to recognize the extent

and nature of patients and caregivers’ grief reactions, but also to understand the
interaction with cultural, spiritual, and psychosocial aspects, essential for the
development of a treatment plan.!

The terms screening and assessment are often used interchangeably, but the
basic differences are worth reviewing.

Screening is a relatively quick but nonetheless specific process that allows
the clinician to identify areas of concern. The extent of the level of concern
determines the initial plan and the need for in-depth exploration by a clini-
cal assessment. In essence, grief and bereavement screening identifies area
of concerns and “red flags” that may indicate a higher risk level and should
be explored by assessment. Clinical assessment is a longer, in-depth, and
ongoing process that allows clinicians to define the nature of the problem
more precisely and to develop diagnostic conclusions and an appropriate
treatment plan.

Ideally, all members of the interdisciplinary palliative care team will be able
to perform a relatively quick screening during the initial contact with patients
and caregivers, including grief-specific questions. For example, it is useful to ask
the following:

e Is any other family member currently ill?

o Has the family sustained a loss from death in the previous 2 years?

e Can the family rely on adequate social support?

e Are there any other stressors/losses that may trigger grief reactions, even if
not directly related to the illness? For example, if a patient’s spouse becomes
unemployed, there may be not only serious financial repercussions but also
grief reactions elicited by loss of stability, loss of status, and loss of a sense of
personal identity. Similarly, stressors affecting patients’ close family members
will inevitably result in additional grief and sadness for the entire family. The
impact of these situations on patients and families may appear obvious, but it
should not be underestimated, even if not directly connected to the illness.
Clinicians will not know unless they gently explore.

One patient commented feeling devastated when she was told that her breast
cancer had spread to her bones and lungs, but she felt she could handle it. A
few months later her only daughter had a miscarriage and a hysterectomy due
to the complications. At every visit the patient told the palliative care team
that her grief and worry were focused on her daughter and that she would not
and could not discuss her physical pain because it was “nothing” compared to
what she was feeling as a mother and a grandmother. She felt her daughter’s



pregnancy represented her only opportunity to become a grandmother, and
now it had vanished. She became withdrawn and avoidant toward the family.
The psychosocial/psychological treatment plan in this case focused on helping
the patient process the grief for the miscarriage and the grief for the loss of
her anticipated role. Only after the patient developed a way of considering the
loss that was meaningful to her was she able to refocus on her illness and allow
herself to have her pain treated, which in turn allowed her to continue to
engage fully with her family until her death, 5 months later. Using this case as
an example, a brief screening may allow palliative care clinicians to know that
the patient’s daughter suffered a miscarriage and a hysterectomy. However,
only the clinical interview allows for the development of a more complete
understanding of the meaning and the extent of the loss for the patient and
the rest of the family. Thus, it is not only important to identify possible sources
of grief; it is also important to understand the meaning and manifestations
of the stressor, including how it may affect the patient’s current status and
treatment.

Any member of the interdisciplinary palliative care team can ask grief-
related questions, but coordination and appropriate information sharing with
the team are especially important. First, it is not uncommon for patients to
disclose different parts of their loss history or current grief reactions with
different clinicians. Therefore, team members should develop an integrated
and consistent clinical understanding of the patient and caregivers based on
all the available information obtained by different clinicians at different times.
Apparent inconsistencies in the description of the family story should be
approached with caution and sensitivity, remembering that it is common for
patients to emphasize different parts of their experience, at different times,
with different people. Secondly, after initial screening information is obtained,
it is helpful to discuss whether the family needs a primary psychosocial clini-
cian involved in continuing to provide assessment, monitoring, and interven-
tions. The goal is not to promote territoriality or prevent other clinicians
from exploring grief reactions in their work. However, it is also important that
patients and families do not feel burdened by different clinicians repeatedly
asking the same questions. Therefore, knowledge of the family style is cru-
cial. Some patients and families clearly welcome support from every clinician
on the team and will gladly volunteer information, benefiting from a variety
of different interventions. Other patients and caregivers may be significantly
more private and selective in their disclosure and willingness to discuss psy-
chosocial or psychological concerns and may express frustration if several
clinicians approach them. Clinicians often develop intuitions about whether
patients and families prefer exploring and processing their grief with different
clinicians, or whether they prefer confidential conversations with only one.
However, clinical intuitions should always be thoroughly explored during the
clinical interview and therefore confirmed or disconfirmed. In this way, clini-
cians will avoid making assumptions about family preferences, which may be
more reflective of clinicians’ biases than actual assessment of needs.?
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The Clinical Interview as Therapeutic Intervention

To minimize burden, it may be useful to include exploration of grief reactions
as part of the initial psychosocial interview. The nature of the settings, the
patient’s ability and willingness to engage in the interview process, and the pres-
ence of family members participating in the interview will determine the length
of the meeting.

A thorough assessment with palliative care patients may require more than
one meeting, but it should not be burdensome for the patient. The purpose of
the assessment is obtaining information to develop a plan to help the patient.
However, patients and caregivers should feel that they are being given “some-
thing back” at the time of assessment. This approach will not only be focused
on obtaining adequate information and assessing risk level but also on providing
interventions that may be immediately beneficial and relieve suffering.

For example, supportive education about grief reactions (see Chapter 6),
validation of the grief experience, and normalization of grief phenomenology
can be provided during the interview, allowing clinicians to provide a sort of
“therapeutic assessment.” Furthermore, palliative care patients and family care-
givers are often acutely aware of how time is spent, especially when there is
awareness of a limited prognosis. Provision of appropriate grief-related inter-
ventions during assessment honors and maximizes that precious time.

Table 5.1 presents a template for assessment of grief and bereavement. It
indicates areas that could be explored during the interview. It can be used to
explore grief reactions both in patients and family caregivers. Clinicians can

Table 5.1 Grief and Bereavement Interview

1. Explore the circumstances of initial diagnosis and course of treatment. How did
the patient and the family process the losses and challenges? If the patient does
not wish to discuss, this information can be obtained from family caregivers, or
clinicians who have cared for the patient in the past.

. Explore the nature of previous transitions of care and associated grief reactions
at each stage. The goal is not to re-traumatize the patient and the family, but to
obtain information about personal and family grieving styles. For example, do
patients and caregivers have similar grieving styles? Is there conflict in the family
regarding how emotions, including grief, are expressed?

. Does the patient have a spiritual or religious orientation? If yes, is it supporting
the patient and/or caregivers at this time? If yes, how? If the answer is no, is the
patient grieving loss of faith or loss of spiritual resources? Do patients and family
members share a connection to spiritual resources? Or, is spirituality/religion a
possible source of conflict? Is the patient/family experiencing spiritual distress that
warrants referral to a spiritual care professional?

4. What has been the relationship to the prior treating team? Does the treating

physician/oncologist maintain contact with the patient? Does the patient wish

to be visited by his or her oncologist, even if disease-modifying treatment has
been stopped? Does the patient feel “abandoned” if the oncologist does not
visit?
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Table 5.1 Continued

5. What is the predominant communication style in the family. How is conflict
handled? Do family members openly discuss emotions? Are decisions made
cooperatively or by one specific family member? How has the illness modified
the communication style? Are there grief reactions associated with these
changes?

. Level of death awareness in the family system: open, closed, suspected
awareness, mutual pretense. Is the illness openly discussed in the family? Is
indirect language used to refer to the illness? Does the level of shared awareness
seem to be supportive of the patient and the family or is it causing increased
distress?

. Is anyone experiencing disenfranchised grief! For example, are there estranged
family members or friends, or former spouses, who may still feel connected to
the patient but are not part of the close circle of support? Is this issue a source of
suffering for the patient and the family?

. Explore the presence of physical and symbolic losses in the past two years NOT
related to the illness: assess patient, family, community (loss of job, death of other
family members, difficulties related to immigration issues, natural disasters in
home country for immigrants, etc.)

. Is anyone experiencing complicated grief (aka prolonged grief), bereavement-
related depression, or anxiety disorders? Remember to assess the patient, as well
as the caregivers
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10. Patient assessment: recognize preparatory grief vs. depression. Recognize
complicated grief.

11. Caregiver assessment: recognize anticipatory grief vs. depression vs. grieving
style not acknowledged or addressed vs. difficult family dynamics, especially
ambivalence

12. Current Risk factors for patient and family caregivers: previous history of mental
health difficulties, especially depression; ambivalent relationship with patient and/
or caregivers, history of domestic violence, abuse, addiction, health problems,
psychosocial, cultural aspects, financial stressors. Identify placement/discharge
challenges that may generate severe grief reactions (e.g. patient wants to return
home, but the caregiver is unwilling or unable to continue providing continual
care. Or, a patient previously living alone is not longer able to return home and
will need to move to a facility.

13. Protective factors for patients and family caregivers: social support, individual
characteristics and adaptive defense mechanisms (resilience, humor, etc.),
supportive spiritual/religious beliefs, and/or community.

14. Is a referral indicated? For Patients - Specialist level palliative care: social work
and psychology? Psychiatric consultation? Palliative care attending as prescriber if
psychotropic medication is needed? Need for coordination with primary team.

For Caregivers = Referrals to outpatient psychiatry and/or psychology. Consider
referrals to primary care physicians for further evaluation and treatment.

Assess for Presence of vulnerable caregivers, i.e., grandparents.

Children in the family = What is the developmental stage? How much information
has been given/should be given to the child? Monitor acting out in school;
recognize symptoms of depression/anxiety. Does the family need education about
developmentally appropriate strategies to support grieving children?

Adapted and modified from Strada EA. The Helping Professional’s Guide to End of Life Care.
Oakland, CA: New Harbinger, 2013
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modify it according to the nature of their setting and the patient’s situation. The
therapeutic stance adopted by the clinician is key here. As mentioned previ-
ously, assessing a patient for grief reactions involves more than following a
template or a checklist. Each point represents a possible area for exploration.
Each moment of exploration requires establishing an empathic and emotionally
“safe” environment.

In the last decade several standardized measures have been developed
and are routinely used in research. While they can be very helpful to identify
pathological grief reactions, they cannot replace an in-depth clinical interview.
Structured tools can help clinicians obtain a quick picture of areas of concerns
and symptoms, and even allow formulation of DSM-based diagnoses; how-
ever, only the clinical interview conducted with cultural sensitivity, empathy,
and compassion can allow the full understanding of the meaning and depth
of symptoms and concerns, thus facilitating development and implementation
of individualized treatment plans. Additionally, despite the recent growth of
bereavement research and the development of structured assessment tools in
the palliative care setting, there is currently no clear gold standard. A recent
review of available bereavement measurable tools has pointed out the theo-
retical and statistical weaknesses that make implementation challenging.*

Assessment of Anticipatory Grief in Family Caregivers

The level of distress experienced by family caregivers is well-documented;*® it
may be argued that the caregiving for a family member with advanced illness
represents a risk factor in itself. Anticipatory grief in family caregivers has been
associated with significant emotional distress, cognitive dysfunction, irritabil-
ity, social isolation, and loneliness.”"""* Therefore, to implement an adequate
plan it is important that the team identifies additional risk factors that may
be present, and sources of support and protective factors that may assist the
caregiver.

A history of difficult relationship with a high level of ambivalence between
the patient and the family caregiver can represent a risk factor for high levels of
anticipatory grief. Clinicians must remember, however, that anticipatory griefin
family caregivers is not necessarily only related to the loss that will occur with
the death of the loved one. Rather, it is a process of mourning all the concrete
and symbolic losses that have occurred since diagnosis and the beginning of
the journey through illness and transitions of care.” Sudden and apparently
maladaptive changes in the caregiver’s behavior, either toward the patient or
the treating team (Table 5.2), may be indicative of increasing and unmanageable
distress. Caregivers who exhibit severe and unmanageable levels of anticipatory
grief should become a priority for the palliative care team and receive frequent
and ongoing assessment, monitoring, and interventions. Caregivers presenting
with moderate to severe symptoms of depression and/or anxiety, or symp-
toms of other psychiatric disorders should be assessed by team members with
specialized mental health training. Possible interventions may include referrals



Table 5.2 Caregivers’ Behaviors That May Raise Concern

« Caregiver exhibits severe self-neglect (refuses to eat regularly, stops taking
prescribed medication).

« Caregiver exhibits sudden change in behavior toward patient (from close
involvement to overt avoidance or detachment).

» Caregiver begins talking about the patient using the past tense, as though the death
has already occurred. This behavior may be concurrent with severe grief symptoms,
as expected in early phases of bereavement.

* As the patient’s physical decline continues, caregiver begins expressing overt and
increasing anger, repulsion, and disgust about physical changes in the patient’s body.

« Caregiver demonstrates continuous and persistent inability/refusal to process/
integrate information about the patient’s prognosis; may start demanding
that medical team provide interventions/treatments considered medically
contraindicated and likely to cause undue pain/suffering for the patient.

to primary care physicians, contacting other family members to ensure safety,
grief counseling, or grief therapy (see Chapter 6) provided during their visits at
the hospital.

Risk assessment always needs to be determined when caregivers express
suicidal ideation, even if it is passive. The following should be evaluated:
e |s the caregiver aware of the patient’s prognosis? Does the caregiver have
reasonable expectations about the patient's prognosis? Will the caregiver be
surprised by the patient’s death?
Is the caregiver able to imagine a life after the patient’s death?

Is the caregiver making suicidal comments, even in passing, such as “I will not
be able to go on after he/she dies”; | can’t survive his/her death”; or “Nothing
is going to help me after he/she dies™? If these or similar comments are made,
it is appropriate to perform a complete suicidal assessment to determine
risk.

Is the caregiver expressing active suicidal ideation? Are the three compo-
nents of suicidal ideation present (i.e., intent, plan, means)? If the caregiver
is actively suicidal, strategies must be put into place to maintain safety (e.g.,
alerting family members, psychiatric evaluation). Clinicians should not auto-
matically assume that suicidal ideation is simply an expression of distress and
the caregiver will not act on it.

Assessment of Preparatory (Anticipatory) Grief in
Patients with Advanced Illness

Emotional distress in patients with advanced illness has commonly been
assessed by using general measures of psychiatric disorders, such as measures
of depression and anxiety. However, whilst preparatory grief may cause emo-
tional distress for the patient, it does not represent a pathological process.
Preparatory grief can be conceptualized as somewhat similar to normal grief
after the death of a loved one; it can feel intensely painful, but it generally
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represents a normal developmental process involved in adjustment to a sig-
nificant loss. As mentioned previously (see Chapter 4), patients with advanced
illness and patients who are approaching death are often engaged in grieving
several losses, including adjusting to the idea of their own life ending soon.™™
Their grieving process should be recognized and supported, while monitoring
for the development of disorders, such as major depression, which may develop
if the pain of preparatory grief becomes unmanageable. It ensues that develop-
ment of measures designed to specifically assess grief reactions in patients with
advanced illness and differentiate them from disorders such as depression is an
important emerging area in the literature and especially clinically relevant for
this population.

In an effort to address this need, Mystakidou et al."*" developed the
Preparatory Grief in Advanced Cancer Patients Scale (PGAC), which is a
31-item self-report measure designed to measure levels of preparatory grief
in patients with advanced cancer. Because preparatory grief is a normal and
adaptive process, the purpose of this measure is not to distinguish between
normal and “pathological preparatory grief.” Rather, it is intended to recognize
levels of grief in several areas that have been described as relevant to patients
with advanced cancer.” On the other hand, while normal, preparatory grief
may increase to such intensity to become unmanageable for the patient. Thus,
it has been suggested that high levels of preparatory grief could become a risk
factor for increased distress.” The PGAC contains 7 subscales that represent
the psychological, interpersonal, and sociocultural aspects of preparatory grief,
addressing the following domains: (1) self-consciousness, (2) disease adjust-
ment, (3) sadness, (4) anger, (5) religious comfort, (6) somatic symptoms, and
(7) perceived social support. Patients are asked to rank their level of agreement
with the items on a 4-point Likert scale. Because the measure is not intended to
assess pathology, the authors do not recommend a specific cutoff. However, it
is suggested that patients who endorse high levels of preparatory grief, as indi-
cated by high levels of distress in each of the subscales, should receive further
evaluation, in the form of a clinical interview to explore in depth the sources of
distress and provide adequate psychosocial and spiritual support.

Because preparatory grief is a natural developmental process, it needs to
be recognized as such, supported, and distinguished from other entities with
similar symptoms, such as depression. This is not always easy because, as men-
tioned previously, patients with advanced illness who are experiencing pre-
paratory grief may present very distressed. Low mood, sadness, crying, social
withdrawal, and anxiety can be present in preparatory grief as well as in depres-
sion. Correct recognition of the patient’s experience is crucial, because diagno-
sis drives treatment.20-222527-29

Differentiating Preparatory Grief from Depression in Patients

While preparatory grief can elicit intense negative affect, it is different from
major depression. In the most severe cases preparatory grief and depression
can be comorbid, and treatment may include a combination of medication and
therapy. However, whenever possible, it is important to differentiate between



the two, because patients in preparatory grief need to be adequately supported
by psychotherapy interventions that specifically address grief-related existential
and spiritual distress.

As a general guideline, patients who are experiencing major depression or
bereavement-related depression experience no fluctuation in mood and report
anhedonia as a core element of their experience. Patients who are grieving
may appear depressed, but they generally retain the ability to experience posi-
tive emotions, even though their mood, affect, and ability to engage fluctuate.
Patients who are grieving may experience guilt related to past actions or activi-
ties; however, this is generally related to specific events, and not pervasive. On
the other hand, patients who are depressed may experience pervasive feelings
or worthlessness and irrational guilt that appear unrelated to the patient’s situ-
ation. One patient with advanced illness and major depression described him-
self in the following terms * | am just a pathetic human being and | want to end
it. No reason; | am just pathetic and a waste” (Table 5.3).

The intensity of distress in preparatory grief can develop into a major
depressive episode, especially in patients at high risk for depression. Therefore,

Table 5.3 Differentiating Preparatory Grief from Depression in

Palliative Care Patients

Preparatory Grief Depression

« Mood fluctuates. There may be moments  « The patient feels sad or low most
of profound distress, crying, and anxiety, of the time, tearful. Affect appears
followed by positive affect. generally flat.

« Self-esteem is generally intact. The patient + Constant feelings of worthlessness
may experience feelings of guilt related and guilt. These feelings are
to life choices he/she thinks are related pervasive and not usually connected
to current situation (e.g. alcohol or drug to identifiable causes or to the
abuse, cigarette smoking). However, guilt is illness.
not irrational and is not pervasive.

* The patient is able to enjoy seeing and * The patient withdraws from friends
interacting with friends and family. Still, and family; less talkative. However,
there may be fluctuation in the patient’s this withdrawal/disengagement may
ability and desire to engage with others. be natural and adaptive in patients

who are very close to dying.

The patient is able to experience pleasure  « Anhedonia. The patient experiences
in various activities that are meaningful. a loss of interest in activities
that were previously considered
meaningful. There is a sense that
nothing can be done to improve the
patient’s mood, even temporarily

The patient is able to look forward to Frequent thoughts of early death,

special occasions, e.g. grandchildren’s or suicide. May frequently ask
birthdays, a visit from a relative living out physicians to hasten death. Suicidality
of state. In moments of profound distress assessment may be needed.

patients may experience suicidal ideation
and verbalize a wish to die. However this
is mostly passive and temporary.
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identifying risk factors for depression should be a priority of the palliative care
team and a major focus of the initial assessment. Unrecognized and untreated
major depression creates significant suffering for patients and caregivers and is
associated with suicidal ideation and increased requests for hastened death in
terminal patients.??*

The research literature provides inconsistent data about the prevalence of
depression in patients with advanced illness. It has been estimated that rates of
major depression in patients who are dying can vary from 22% to 75%.® These
differences may depend on a number of factors, including cultural variables and dif-
ferences in the settings where the studies were conducted. One of the most rele-
vant methodological factors affecting the discrepancy in reported prevalence is the
different threshold for diagnosing depression in the various studies. Studies that
utilize a low threshold will likely include those with minor depression and adjust-
ment disorders, while studies utilizing more stringent criteria and higher threshold
will include only the more severe cases of depression. As a result, the reported
prevalence can vary substantially, demonstrating that diagnosing major depression
in patients with advanced illness and their loved ones can be challenging.

While the term depression is sometimes used to indicate a variety of situ-
ations where the patient feels low, or sad, a diagnosis of major depression
means DSM defining criteria are met. However, it is well known that many of
the somatic symptoms of depression, such as fatigue, disturbances in the sleep
cycle, loss of energy, and weight loss are common in patients with advanced
illness. Thus, it has been suggested that clinicians focus on patients’ psycho-
logical symptoms and not on somatic symptoms in the assessment process.?”
Utilizing the substitutive approach suggested by Endicott can assist palliative
clinicians.?® According to the substitutive method, weight loss or gain should be
substituted with depressed appearance; insomnia or hypersomnia with social
withdrawal or decreased talkativeness; psychomotor agitation or retardation
with brooding, self-pity, or pessimism; and diminished ability to concentrate or
indecisiveness with lack of reactivity and inability to be cheered up. Table 5.4
presents the DSM-IV criteria for major depression and Endicott’s substitutive
criteria.

Because of their focus on somatic symptoms, the majority of self-report
screening tools may not be appropriate for use with palliative care patients.
Additionally, as patients’ illness progresses and their overall level of func-
tion declines, they may have difficulty reading the questions and completing
the tools. Among the screening tools utilized in palliative care research, the
Hospital Anxiety and Depression Scale (HADS) excludes most of the somatic
complaints associated with depression, focusing on emotional complaints, and
has been widely used in patients with advanced illness.*

Chochinov and colleagues studied a simple screening option and found that
simply asking patients directly the question “Are you depressed?” was effective
in screening for patients who, on subsequent assessment, met criteria for major
depression.’’ As a result of this study, the American Society of Internal Medicine
has endorsed the inclusion of this depression screening question in the care of
patients with advanced illness. Notwithstanding the value of self-administered and



Table 5.4 Symptoms of Major Depression According to the DSM

and Endicott’s Criteria
DSM-IV-TR Endicott

Depressed mood most of the day OR markedly
diminished interest or pleasure in all, or almost
all, activities most of the day

Weight loss or gain Depressed appearance

Insomnia or hypersomnia Social withdrawal or decreased
talkativeness

Psychomotor agitation or retardation

Fatigue or loss of energy Brooding, self-pity, or pessimism
Diminished ability to concentrate, or Lack of reactivity; cannot be
indecisiveness cheered up

Recurrent thoughts of death, suicidal ideation

or planning, or a suicide attempt

clinician screening tools, the clinical interview is the standard for diagnosing major
depression and should be considered in all cases where questions remain.

Periyakoil et al.2 developed a the Terminally IIl Grief or Depression Scale to
help differentiate grief from depression in patients with advanced illness. Their
measure is based on the Dual Model of Grief, which postulates that normal
grief is characterized by an ongoing fluctuation between restoration-oriented
responses and loss-oriented responses. Being developed specifically for
patients with advanced illness, this scale does not focus on somatic symptoms
of depression, which generally overlap with expected symptoms of advanced
illness and could generate false positives.

Palliative care clinicians must be aware that psychosocial variables and in par-
ticular cultural differences may decrease the likelihood that patients will admit to
feeling depressed. For example, some patients with advanced illness may experi-
ence depression primarily as a somatic experience overlapping with symptoms
of advanced illness and may have difficulty relating to the construct of depression
as a psychological experience. Also, the presence of cultural stigma related to
depression may prevent certain patients from feeling comfortable admitting they
are feeling depressed. The concern that family members and treating physicians
will feel disappointed if depression is present may prevent some patients from
admitting to it. Additionally, language barriers may prevent patients from fully
understanding what the construct “depression” refers to. In these and similar
situations, palliative care and other providers will benefit from utilizing a clinical
interview as a diagnostic tool, to supplement screening tools.

The palliative care team should carefully consider all available treatment
options when caring for patients with advanced illness are suffering from
depression. While prevalent in the palliative care setting, depression should not
be considered a normal part of advanced illness. It should be actively treated,
because it adds to the overall symptom burden and suffering experienced by
patients and caregivers, at a time when the goals of the treating and palliative

CHAPTER 5 Assessment Considerations
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care team are to minimize distress and facilitate peaceful transitions and mean-
ingful connections.

Antidepressant medications and psychostimulants may have an important
role in treating depression in patients with advanced illness. Goals of treatment,
side effect profile, drug interaction, and patient’s prognosis are important con-
siderations that guide clinicians in their choice of pharmacological agents. These
issues have been reviewed elsewhere.”

It is important to remind readers that many palliative care patients who are
very close to dying may become progressively less talkative, withdrawn, and
disengaged. They may, in fact, appear depressed. They affect may appear flat, or
they may appear pensive, yet not necessarily willing to discuss their emotions.
This behavior may represent a change from a previous level of engagement
and it may become a reason for concerns for family caregivers. However, in
most cases this change represents yet another developmental stage for patients
who are very close to death. As Kubler-Ross put it “Acceptance should not be
mistaken for a happy stage. It is almost void of feelings”. Thus, some terminally
ill patients may begin a process of progressively withdrawing their emotional
energy from external objects, situations, and even beloved family members.
They may appear engaged in more internal, intrapsychic work, and less will-
ing to engage. Yet, upon exploration, they generally deny feeling distressed.
Unlike depression, this development is not pathological, and should be gently
supported. Family caregivers who may feel hurt by the patient’s disengagement
will benefit from psycho education regarding the dying process. At this stage,
it is important that they maintain emotional connection with the patient, while
respecting his or her evolving needs.

Assessment of Complicated Grief

Research has shown that complicated grief, also called prolonged grief disor-
der (PGD), is a pathological response to bereavement associated with physi-
cal and psychiatric morbidity, including increased suicidal ideation and overall
reduced quality of life (see Chapter 4 for a description). While a certain degree
of symptom overlap exists, complicated grief is recognized as an entity differ-
ent from PTSD and Major Depression.** The literature has focused discussion
of complicated grief on bereaved individuals, where acute grief from the death
of someone close is not integrated and causes severe and persistent pathol-
ogy and disability.>** However, it is important to remember that patients with
advanced illness may also suffer from complicated grief for unprocessed losses
that may have occurred several years prior.

Because of the suffering associated with complicated grief, identifying individ-
uals at risk for developing complicated grief should be a particular focus of the
palliative care team (Table 5.3). Factors described in the literature as exposing
bereaved individuals to a higher risk for complicated grief include a childhood
history of separation anxiety, overly controlling parent, parental abuse, early
parental death, and insecure attachment styles. Additionally, a history of psychi-
atric illness prior to the loss and an ambivalent relationship with the deceased



increase the risk for developing complicated grief and may seriously undermine
patients and families’ ability to cope with the progression of illness and impend-
ing death. %

It may be useful to group risk factors in categories related to (1) quality
of the relationship and attachment style, (2) personal/familiar vulnerability,
(3) circumstances of the death, and (4) psychosocial context of the death (see
Table 5.5).

Table 5.5 Risk Factors for Complicated Grief
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Relationship and  Personal Circumstances Psychosocial Context
Attachment style Vulnerability of the Death of the Death
Anxious and History of Sudden, traumatic Lack of support during
ambivalent depression death and after the death
attachment or other Long, prolonged  Financial stressors,
High levels of PSYCh'at”C deaths including problems
dependence |llpess related to housing,
Childhood abuse History of insurance, access to
and neglect unresolved care, etc.

losses

Serious medical
illness

Quality of relationship with the « Previously estranged with recent attempt at
patient reconciliation

« Ambivalent
« High levels of guilt for past events
 Overly dependent and symbiotic

Relationship with medical providers * Antagonistic

« Current lack of trust due to negative past
experiences

« Perception of abandonment by the medical
provider

« Fear of discrimination, racism, stigma

Personal characteristics of the « History of depression, anxiety, bipolar
caregiver disorder, borderline personality disorder,
substance dependence and abuse

« Physical disability

Circumstances of diagnosis/course of ~ « Patients diagnosed with advanced illness a
illness/death few months before death
« Sudden and unexpected death (e.g., sepsis
neutropenia from chemotherapy)
« Cause of death not directly related to
illness patient is being treated for
« Perception that illness/death could have
been avoided

Level of family/social support « Social isolation
« Dysfunctional family dynamics
« Disenfranchised role

Financial, related to health care « Inability to pay medical bills

system « Perception that financial difficulty is
responsible for suboptimal care
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Table 5.6 Protective Factors for Complicated Grief

Emotional, practical preparation for the death of the patient

Adequate social support before and after the death

Supportive spiritual/religious beliefs

Identifying protective factors in patients and caregivers is equally important
because these can mitigate the impact of risk factors (Table 5.6).

Complicated Grief In Clinical Practice
Symptoms of complicated grief include the following dimensions:3*3373
e Separation distress, with intense longing and yearning for the deceased
e Anger and bitterness
e Shock and disbelief; Difficulty accepting that the loss has occurred
e Estrangement from others
o Hallucinations of the deceased
e Behavior change: Over involvement in activities related to the deceased, or

excessive avoidance

In clinical practice, individuals with complicated grief may report disturb-
ing dreams and intrusive images related to the deceased; preoccupation with
the deceased and rumination about the circumstances of the death; they may
be unable to recollect a full narrative of the circumstances of the death and
may only be able to remember the most traumatic and disturbing images.
Complicated grievers may utilize a significant amount of emotional energy to
avoid thinking about the deceased, or to avoid places and situations that may
be connected to the deceased. As individuals with complicated grief continue
to experience disabling distress several years after the loss, they may no longer
be able to identify the connection between their present distress and the loss.
Thus, it is important that clinicians always ask patients about previous losses
and gently explore not only the meaning of the loss, but also how the grief has
been integrated into the individual’'s psyche and current functioning. Individuals
with complicated grief may initially present as depressed; however, research
has shown that the dimensions mentioned above (yearning, anger and bitter-
ness, shock and disbelief, estrangement from other, persistent hallucinations of
the deceased, and behavior changes focused on avoiding or seeking connection
with places and situations that remind of the deceased) represent symptom
clusters unique to complicated grief.”2

Complicated grief should be considered after the griever has been experi-
encing symptoms for over 6 month after the loss. However, the grieving pro-
cess is unique to each individual. Some grievers have partially integrated acute
grief six months after the loss; others will continue to the distress of normal
grief for a longer period. However, while in normal grief the severity of distress
gradually diminishes, in complicated grief clinicians may observe that grievers
appear “stuck” in acute grief.



The Inventory of Complicated Grief (ICG), developed by Prigerson et al.®
was developed to identify symptoms of complicated grief. It is widely used
because of its psychometric properties supporting its validity and reliability and
has been translated into several languages. Complicated grief is generally diag-
nosed when grievers score 30 or higher on the ICG at least six months after the
death. As mentioned previously, complicated grief and major depression are
different disorders, though they may be comorbid in the most severe cases.”
Research has indicated that depression developed in the context of bereave-
ment, also called bereavement-related depression, is not different from depres-
sion precipitated by other psychosocial stressors or endogenous factors.*
Thus, it should be recognized and actively treated.
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Chapter 6

Psychosocial and
Psychological Interventions
for Grief Reactions

Focus Points

Psychological interventions for grief reactions include supportive education,
counseling, and grief-focused psychotherapy, each addressing varying degrees
of symptom intensity and severity.

Indication for treatment should be based on assessment of needs and existing
risk factors, rather than on a general goal to prevent distress.

Palliative care patients experiencing preparatory grief should receive ade-
quate psychological support to process advanced illness and approaching
death.

All palliative care clinicians are encouraged to provide patients and families
with psychoeducation and support and identify those who need specialized
psychological and psychiatric intervention.

Patients’ and caregivers’ experience and expression of grief should be recog-
nized, validated, and supported by palliative care providers and other health
care professionals. Since grief and bereavement care is a mandated part of care,
it is expected that each member of the interdisciplinary team will be involved,
from the unique perspective of each discipline. Interdisciplinary care is particu-
larly valuable because grief reactions and bereavement are shaped by multiple
social, cultural, psychological, biological, and spiritual variables. While there is
ample evidence that patients with advanced illness may experience high levels
of preparatory grief, the grief and bereavement literature has primarily focused
on studying grief interventions for bereaved individuals. In the last few years,
studies have questioned the effectiveness and the benefit of bereavement sup-
port as a general preventive intervention offered to all grievers." However,
some have argued that the criticism of grief counseling was not based on
sound evidence. It is also possible that the methodological limitations of stud-
ies intending to show improvement may have affected outcome. In particular,
very few studies of bereavement interventions clarify the theoretical bases and
development of the interventions. Since the uniqueness of the grieving process
has been established, it is not surprising that general interventions that do not
specifically focus on the individual may not show dramatic results. For example,
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while participation in bereavement support groups is generally offered to griev-
ers, it may not be the best match for the individual’s style. Additionally, accord-
ing to the Western psychological paradigm, counseling and psychotherapy
generally rely on the verbal modality and emotional expression as vehicle for
addressing distress and psychopathology. Clearly, these modalities may not
resonate with members of other cultural groups or individuals whose grief pro-
cessing is not based on the traditional model of “grief work,” and may in fact be
counterproductive. On the other hand, psychotherapeutic interventions target-
ing grievers with significant risk factors and grievers with high levels of distress
have shown to be effective in improving symptoms.® However, while interven-
tions developed for treatment of complicated grief were effective in reducing
symptoms, preventive interventions did not yield significant results.®

Grief and bereavement research has highlighted several key points. (1) With
enough social and family support, most bereaved individuals do not require
professional help to integrate the loss and continue on with life. (2) Effective
grieving does not necessarily require strong expression of emotions or dis-
tress, or prolonged “grief work.” (3) Bereaved individuals who appear to be
coping without expressing strong affect should not be forced to “talk about
their feelings,” but should be supported in a manner which is congruent with
their own personal grieving style. (4) Patients and family caregivers experienc-
ing anticipatory grief and bereavement can benefit from supportive grief educa-
tion about grief reactions, including a discussion about the range of severity
that can be expected. (5) Grief counseling should made be promptly available
to patients and caregivers before the death of the patient, and to bereaved
caregivers in the presence of significant risk factors, and in absence of adequate
social, family, and community support. (6) Grief-focused psychotherapy and
medication evaluation should be provided to individuals who develop patho-
logical grief reactions, such as complicated grief (prolonged grief disorder) and
bereavement-related depression, anxiety disorders, substance abuse, or other
psychiatric disorders.

The Continuum of Interventions for Grief Reactions

It may be helpful to consider the range of available psychosocial and psycho-
logical interventions as distributed along a continuum of care. Clinicians should
provide the appropriate level of care based on the several variables described
in the assessment section (Chapter 5), including intensity and pattern of symp-
toms, availability of family and social support, and preexisting and current risk
factors, without ignoring patients and family members personal preferences
about treatment (Table 6.1).

Supportive Grief Education

Patient and family education about grief reactions is the first level of interven-
tion. Many patients and caregivers are not aware of the symptom severity that
is possible in normal grief and will benefit from communication with clinicians



Table 6.1 Psychological Interventions for Grief Reactions
Supportive « It can be provided anytime to patients and caregivers.

Education « It explains the nature of normal grief and describes common
symptoms that can be experienced.

« It helps clarify and normalize patients’ and caregivers’
experiences.

« It can help patients and caregivers recognize own individual
grieving style and make sense of the constellation of
symptoms experienced.

« It may include referrals to primary care physicians and mental
health professionals.

Counseling « It is generally intended to facilitate normal grieving.

« It may not benefit grievers whose symptoms would resolve
on their own.

« It generally includes psychoeducation.
« Receiving it does not mean that pathology is involved.

« It is generally focused on the “here and now” of the
patient’s experience and it generally does not address deep
personality structures, trauma, or early childhood patterns.

Grief-focused « It is a more structured intervention to address a complex
psychotherapy grieving process, disenfranchised grief, or complicated grief
(prolonged grief disorder).

« It can explore the current grieving process in light of early
childhood experience, trauma, complex relationships, and
attachment patterns.

« It may include referral to primary care physician for
medication evaluation.

who validate and normalize their experience. Caregivers need to be reassured
that what they are experiencing may be, for the most part, a natural expression
of their grief and the stress of caregiving.

Patients with advanced illness may need gentle education about the process
of preparatory grief and the distress that may be involved. They may experi-
ence significant preparatory grief with related distressing physical, cognitive,
and emotional symptoms. Therefore, supportive grief education may become
an important intervention to support patients as they process their own grief.

Supportive education can be provided by different members of the interdis-
ciplinary palliative care team and other clinicians; it involves answering ques-
tions about grief reactions and explaining in a supportive and empathic manner
basic information to patients and caregivers about what grief is, how it can
affect them, what the possible symptoms are, and why it is not a disease or a
pathological process, even if it feels intensely painful. Education can effectively
address questions and clarify myths and questions about grief expressed by
patients and caregivers, for example, “I should not feel so much pain; | should
be stronger”; “I cannot focus, concentrate, and my memory is worse; am | los-
ing my mind?”; “I feel nothing—What is happening to me?”’; and “I have faith in
God and | should not be feeling so sad.” Supportive grief education can help
normalize common experiences in grief reaction, such as physical and mental
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exhaustion, insomnia or hypersomnia, disturbing dreams, digestive problems,
or physical manifestations of anxiety. Supportive grief education can address
individual grieving styles, explaining how each person has a unique way of expe-
riencing and expressing grief that should be recognized and supported. Patients
and caregivers will benefit from being helped recognize their personal grieving
style and associated phenomenology as a necessary manifestation of normal
grief. They can also benefit form being encouraged to recognize and respect
the expression of family members’ grieving styles, especially when different
from their own.”#

While supportive education is a valuable initial intervention, in some cases
it may not be sufficient and counseling or psychotherapy may become neces-
sary. An initial thought, such as “I should not be feeling this way; | should be
stronger” may at times develop into a deeper negative belief that affects the
individual’s self-esteem and coping ability in significant ways, such as “l am weak
and inadequate. | cannot make it. And | am feeling this way because there is
something wrong with me.” Patients and caregivers who are experiencing high
levels of ambivalence in their relationship may become overwhelmed by feel-
ings of resentment and guilt and may also need counseling and psychotherapy
to address deeper and older family dynamics. In these and similar cases the level
of interventions needs to address deeper beliefs and emotions. For this reason,
it is necessary to regularly monitor the development and evolution of grief
reactions, to ensure the appropriate level of intervention is being provided.

Grief Counseling

Some clinicians do not differentiate between the terms counseling and psy-
chotherapy, using the terms interchangeably. Others have argued in favor of a
difference in depth and purpose between grief counseling and grief psychother-
apy.’ For the purposes of this manual, grief counseling and grief psychotherapy
are considered as two different psychological interventions addressing different
levels of depth and symptom complexity as described by Worden.” Counseling
is considered a psychological intervention aimed at helping bereaved individuals
process the distress involved in normal grief, guiding them through the vari-
ous emotional states. For example, according to Worden’s Task model, grief
counseling is aimed at helping the bereaved accept the reality of the loss, work
through the pain of grief, adjust to a world without the deceased, and establish
an enduring connection with the deceased and continue on with life. Once
again, it is important to emphasize that not all grievers need counseling or will
benefit from it, and clinicians’ recommendations should be based on an assess-
ment of needs and discussion with the patient, rather than on a general desire
to prevent distress Additionally, it is possible that, for some grievers, receiving
practical help at home, especially in the case of parents with children who have
lost a spouse, may be more beneficial than inviting them to “talk about it,” espe-
cially when they do not feel the need to or they do not feel ready to. Obviously,
practical help and grief counseling are not mutually exclusive interventions. The
main point to remember is that interventions should match patients and fami-
lies” level of distress, individual grieving style, and cultural values. While there is



evidence that most grief reaction resolve without professional help, clinicians
should not assume that this is true for all individuals. Presence of risk factors,
especially lack of community and social support may negatively affect even resil-
ient individuals and complicate the grieving process.

Grief-Focused Psychotherapy Approaches

Virtually every traditional psychotherapy model can be adapted and refocused
primarily on grief. This sections briefly reviews application of different psycho-
therapy models to grief reactions. Psychotherapy is understood here as a struc-
tured psychological intervention with clear theoretical foundation to address
deeper and older issues that may complicate the grieving process, as well as
significant risk factors.” Psychotherapy should also be considered in the pres-
ence of complicated grief and bereavement-related depression.

In recent years psychotherapy approaches have been specifically developed
to assist those who are experiencing significant difficulty processing their grief,
especially complicated grief. Generally, the various models carefully combine
elements from cognitive-behavioral, psychodynamic, insight-oriented, and
existential approaches to target grief symptoms in an effort to increase effec-
tiveness. The main approaches that have been empirically studied are briefly
reviewed here.

Grief-focused psychodynamic psychotherapy focuses on the exploration of
the relationship with the deceased, assisting bereaved grievers process nega-
tive affect associated with ambivalence and other interpersonal difficulties.
Generally based on the concept of “grief work,” it also examines the griever’s
defense mechanisms, facilitating the development of more adaptive defenses to
support the grieving process. Therapy is intended as facilitating the expression
of grief also by identifying any factors that may inhibit the griever’s response.
For example, strong negative emotions, such as anger, guilt, or shame may be
perceived as unacceptable by the griever and may prevent expression of affect.
Exploration of these difficult emotions and their underlying cause is understood
an important factor in facilitating normal grief.'

Cognitive-behavioral therapy can be particularly helpful when grievers feel
unable to reengage in regular life activities. The cognitive-behavioral model val-
ues a collaborative relationship with the therapist. It helps the patient develop
a personal sense of control over distressing thoughts and cognitive distortions
(I should have been able to convince my husband to go to the doctor sooner;
it is my fault he was diagnosed too late”), which promote and maintain dis-
tressing emotions (guilt, resentment, self-hate) and maladaptive behaviors.
It can address unsupportive beliefs systems or unprocessed feelings of guilt,
anger, or resentment and help the griever develop and follow a behavioral
plan that includes valued activities, minimizing maladaptive coping behaviors,
such as drug and alcohol abuse.’®'” One distinctive feature of complicated grief
is the griever’s impaired ability to retrieve autobiographic memories." It has
been suggested that ability to modify retrieval of autobiographic memories
may be one mechanism by which cognitive-behavioral therapy can improve
complicated grief symptoms."
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Sleep disturbances are well recognized consequences in late-life spousal
bereavement and in complicated grief and have the potential to create severe
disruption in griever’s life, often negatively impacting the ability to process
grief.”® Additionally, while complicated grief treatment has shown to be effective
in improving symptoms of complicated grief, sleep disturbances persisted after
treatment, indicating the need for adjunctive treatment." Cognitive-behavioral
interventions have been shown to be effective in improving insomnia, with-
out the dangerous adverse effects of hypnotics.” These non-pharmacological
interventions generally include sleep hygiene, cognitive restructuring, stimulus
control, and sleep restriction."

Arecent review has concluded that, while general bereavement interventions
based on the cognitive-behavioral model are effective immediately following
the interventions, they do not yield statistically significant result at follow-up."
More studies are needed to identify not only the interventions with overall and
long-term positive impact on bereavement, but especially the components of
treatment that are effective. However, when compared with supportive coun-
seling, cognitive-behavioral therapy was more effective in improving symptoms
of complicated grief.”” Loss of a partner or a child, less treatment motivation,
early discontinuation, lower education level and higher symptom severity prior
to beginning of treatment were factors associated with worse outcome.®

Group therapy is one of the traditional treatment modalities used in bereave-
ment, generally with encouraging results, especially with improvement in per-
ceived social support.2"-2#4" One study has indicated that patients’ personality
characteristics, such as quality of object relations and psychological minded-
ness may impacts their response to time-limited interpretative or supportive
group therapy.* Clinicians should remember that not all grievers benefit from
the group setting; therefore, personal treatment should always be discussed
collaboratively and patients’ preferences elicited.

Time-Limited Psychodynamic Therapy

Developed by Horowitz, this is an empirically validated, 12-session interven-
tion for complicated grief.2*** According to Horowitz's model, expression of
grief follows phases common in the stress response: outcry, denial, intrusions,
working through, and completion. According to this model, complicated grief
results from poorly integrated and contradictory emotions and cognitions asso-
ciated with the deceased that affect grievers’ self-concept and therefore sense
of identity. One of the goals of therapy is to develop awareness and integration
of unresolved feelings, thereby developing a new meaningful sense of self.

Family-Focused Grief Therapy

Developed by Kissane et al.,”? family-focused grief treatment is a six- to eight-
session family therapy intervention aimed at reducing emotional distress and
dysfunctional communication patterns among family members, while facilitating
appropriate expression of emotions. The intervention starts with assessment
of families in the palliative care setting using the Family Relationship Index, a
measure designed to recognize the predominant interpersonal style present
in the family to identify those at bereavement risk. Based on their level of



expressiveness, cohesiveness, and conflict, families are described as intermedi-
ate, sullen, or hostile. According to the model, screening families at their entry
in palliative care allows identification of those at risk for decompensating during
and after the death of the patient. Family therapy is then provided to families
at risk during palliative and end-of-life care and continues during bereavement.
A recent study of recorded therapy sessions with distressed families has sug-
gested that delivery of certain components of family therapy in the palliative are
setting may present challenges for therapists. In particular, exploration of family
conflict, conceptualization of a comprehensive treatment plan, and utilization
of family mottos occur with less frequency in the course of the treatment.
However, results also showed that family therapist can apply the majority of
interventions included in the model.?”

Complicated Grief Treatment

Developed by Shear and colleagues®?" this intervention is based on the Dual-
Model of Grief,*> which postulates that grievers experience both loss-oriented
response and restoration-oriented responses during mourning (see Chapter
2 for an explanation of the model). Thus, complicated grief treatment (CGT)
focuses attention both on loss-related symptoms and positive life goals and
future plans. In a randomized control study comparing 16 sessions of the
CGT to 16 sessions of interpersonal therapy in 83 participants over 16-20
weeks, CGT was associated with a higher improvement of complicated grief
symptoms and a faster response. The beginning of treatment includes an edu-
cational component, with information about normal and complicated grief
and the Dual Model of Loss. Trauma-like symptoms were targeted by ima-
ginal and in vivo exposure techniques used for posttraumatic stress disor-
der. Elaboration of negative memories and adaptive reconnection with the
deceased was promoted by Gestalt techniques, involving imaginal conversa-
tions with the deceased. Grievers also receive assignments between sessions,
such as keeping a grief monitoring diary.* A recent study has explored the
role of hyperarousal of the sympathetic nervous system in treatment out-
come of complicated grief therapy, by assessing catecholamines levels before
and after treatment. Results showed that patients with the highest levels of
epinephrine before treatment demonstrated the highest levels of compli-
cated treatment post treatment. These results suggest that catecholamines
levels may affect complicated grief therapy outcome.* Future studies should
explore this aspect further.

Rosner et al.* described the development of a treatment manual for compli-
cated grief disorder. The treatment (CG-CBT), designed to provide between 20
to 25 therapy sessions consists of three phases. The initial phase is focused on
creating therapeutic alliance, providing psycho education, and teaching ground-
ing exercises. The second phase involves exposing patients to the most difficult
memories and thoughts about the death, challenging dysfunctional thoughts
and replacing them with more accurate factual information about the events.
This phase includes Gestalt techniques, such as imaginal conversation with the
deceased. The third phase of treatment is focused on facilitating integration of
grief and reflection about hopes and plans for the future. The authors studied
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the effects of this intervention on 50 inpatients suffering from complicated grief
and an axis | disorder, comparing it with treatment as usual in the control
group. They found the intervention was effective in improving complicated
grief symptoms, but it did not significantly affect mental distress and depressive
symtpoms.* The authors interpreted the results as an indication that the treat-
ment was effective in selectively targeting grief symptoms, which could have
relevant implications for clinical practice.

Internet, Multimedia, and Virtual Reality-Based Interventions

While few studies exist on interventions specifically developed for bereave-
ment and complicated grief, there exist several non-clinical websites that have
allowed many grievers to establish an online community of peer support, based
on sharing and validating grief experiences, providing resources, and sharing
hopes for the future.>®

Studies on treatment for depression and anxiety indicates that clinical
internet-based and multimedia interventions yield results that are similar to
interventions provided by a clinician.’” In a preliminary case report® the thera-
pist worked individually with a patient suffering from complicated grief from
a psychodynamic framework that included multimedia elements. The treat-
ment included assisting the patient in selecting pictures of her deceased father
representing the most meaningful moments. The pictures were posted as a
slide show with soundtrack on a password protected website, accessed by the
patient, family members and friends. The patient reported improvement of
complicated grief symptoms.

In another pilot study, a virtual reality environment has been used to provide
an 8-session treatment for complicated grief.’” The virtual reality environment
allowed the therapist to customize and personalize the experience for each
participant.

A manualized Internet-based intervention has resulted in improvement of
complicated grief symptoms that was maintained at 18 months follow-up.*#
The intervention consisted of expressive writing assignments provided to the
patient by a therapist over the Internet. This treatment model may be also
described as part of general tele health approach, where the clinician directs
treatment and the computer becomes the medium through which treatment
is provided. A psycho-educational self-help internet tool based on Martin
and Doka concept of grieving styles (see Chapter 3) had a positive impact
on helping participants normalize grief.* The tool consisted of 89 webpages,
28 videos, 22 video clips and 7 voice-over clips. Results showed significant
improvement on all three outcome measures: attitudes towards grief, self-
efficacy, and state anxiety. Additionally, results showed users were satisfied
with the tool and would recommend it to others. Another brief internet-
administered intervention based on written disclosure was effective in reduc-
ing feelings of emotional loneliness, while it did not alter grief or depressive
symtpoms.*

While more research is needed to draw conclusions on the feasibility and
efficacy of internet — based interventions and other novel modalities, this areas
of research is promising, because it may represent an attractive alternative to



individuals who would not seek treatment otherwise because of fear of stigma,
or presence of health issues that make travel problematic. Internet-based inter-
ventions, if effective, be also be especially helpful to individuals living in rural
areas who face challenges accessing competent and affordable care.

To summarize, clinicians in the palliative care setting who are wondering
if they should refer grieving family members to bereavement services should
consider the following:

Bereaved family members with significant risk factors and high levels of dis-
tress, or who are already experiencing complicated grief should receive spe-
cialist assessment and treatment.

Bereavement-related depression should be actively treated. Data show that
antidepressants may improve symptoms of bereavement-related depression
and help grievers tolerate the distress that may be involved in grief therapy
(see Chapter 7).

Bereaved family members with no risk factors and adequate psychosocial sup-
port may or may not benefit from bereavement interventions. Recent studies
are recommending against psychological treatment in such cases, where grief
symptoms are likely to improve on their own.> However, determination of
needs must be based on careful assessment and regular follow-up. In many
cases, oncologists, palliative care clinicians and primary care physicians are in
the best position to continue to gently assess grievers’ level of functioning.
Thus, they are encouraged to integrate periodic bereavement assessment as
part of their work with patients.

Bereaved family members who do not experience strong affect and process
grief through modalities other than emotional expression may not benefit
from traditional bereavement support based on the concept of grief work.
Furthermore, they may actually find that approach counterproductive.
Therefore, the interventions should match the griever’s personality and
grieving style.

While bereavement research is a rapidly evolving area, the evidence relative to
the effectiveness of psychological and psychosocial interventions is still mixed.
Future research should focus on identifying therapeutic elements in each
therapy approach to develop targeted interventions for grievers with different
styles and clusters of risk factors.
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Chapter 7

Psychopharmacology for Grief
Reactions

Focus Points

Major depression, anxiety disorders, and complicated grief can be serious
complications of grief reactions that need to be recognized and treated.

The presence of symptoms that reach a subclinical threshold requires careful
clinical assessment and judgment to determine whether the use of medica-
tion is indicated.

Available evidence provides some support for the use of antidepressants in
bereavement-related depression, anxiety disorders, and complicated grief. A
combination treatment of psychotherapy and antidepressant medication has
resulted in highest levels of improvement.

Concerns that use of psychotropic medication in the context of bereavement
interferes with the normal process of mourning have not been supported by
evidence.

While grief is not a disease, a certain degree of distress is to be expected as a
normal reaction to bad news such as receiving a diagnosis of life-limiting illness,
advanced illness, a poor prognosis, or learning of the death of someone close.'
Most bereaved individuals, with enough support from family and friends, are
ultimately able to manage intense grief, integrate it into their life experience,
and even grow emotionally and spiritually from it. Similarly, specialist-level pal-
liative care coordinated with other providers can provide adequate support
to patients with advanced illness processing preparatory grief and approaching
death. However, some patients and caregivers may need additional support,
such as grief-focused psychotherapy and psychotropic medications, to manage
the intensity of their grief symptoms.*® And, even though griefis not a disease, it
can become one, if the pain of loss cannot be managed. The fear of jumping too
quickly to a medicalization of grief should not prevent providers from request-
ing an evaluation from mental health professionals and primary care physicians,
when there is sufficient concern. The main point here is that grief is as unique as
are people, and the need to receive professional help should not be perceived
as a stigma by patients and providers.

In addition to accurate assessment, ongoing follow-up is needed to recog-
nize the development of severe anxiety, major depression, or complicated
grief. The importance of frequent reevaluation needs to be emphasized
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because patients’ and caregivers’ risk level may change rapidly, requiring a
timely reconceptualization of the need for interventions.®'* In patients with
advanced illness weakened by treatment and progression of illness major
depression and preparatory grief may coexist, highlighting the need for addi-
tional support, including grief therapy and medication to relieve anxiety and
depression symptoms. Older patients, with superimposed risk factors, may be
particularly vulnerable. Patients and family members without adequate social
and emotional support, as well as those with a history of substance abuse,
depression and anxiety, or other psychiatric illness require a thorough risk
assessment. Family members exhibiting a highly distressing level of anticipa-
tory grief before the death of their loved one may also be at higher risk after
the death. In addition, it is well recognized that traumatic events (i.e., sudden
or prolonged deaths) are not uncommon precursors to the onset of major
depression. Attempts should be made to monitor their effect during each
assessment. Asking specific questions about sleep, appetite, social interac-
tions, work performance, energy level, hopelessness, unexplained crying, and
suicidal ideation can help discover this.

Perhaps as important as any specific inquiry is the personal availability that
a clinician manifests during the follow-up contact. Establishing trust through
evident caring will facilitate the discovery of difficulties processing grief and
give the patient implicit permission to reveal his or her most personal sorrows
and fears.

If severe grief symptoms are evident and especially if symptoms are pro-
gressive, early referral for a medication evaluation may be beneficial. Patients
with advanced illness who exhibit severe preparatory grief reactions will ben-
efit from specialist palliative care consultation. A recommendation for severely
distressed family members to visit a primary care physician may also be of value
and should be considered early. Primary care physicians may be in the best
position to evaluate the physical and emotional toll of severe grief as well as the
need for psychological intervention and/or medication. It must be emphasized
that the medical decision to use psychotropic medication should generally be
coordinated with a program for counseling, or psychotherapy. The integra-
tion of medication and psychotherapy is evidence based and should be recom-
mended, when indicated.

Following are two examples of scenarios clinicians may encounter in the pallia-
tive care setting, which help illustrate important issues that should be taken into
consideration during patient assessment.

Case Example

A 70-year-old man had experienced the loss of his wife 3 years ago. Two years
ago he was diagnosed with prostate cancer, which is now metastatic. The
patient was recently told of the worsening of his illness. He presents now with
depressed mood, tearfulness, emotional withdrawal, and poor eye contact. He
reports that he cannot sleep because sleeping is “too much like being dead.” He
often complains that he is alone dealing with the illness and that “It is just not
fair.” The patient has adult children who are supportive and visit regularly, but



his ability to engage with them is very limited. When he looks at his children, he
becomes tearful and asks, “Where is your Mom? She should be here with me.”
The patient often talks about his deceased wife, stating that her death “feels like
yesterday; | expect her to walk in the room any moment.” He refuses to eat
and spends a significant amount of time every day crying and calling his wife’s
name out loud. He often states, “| am not worried about the cancer; | just need
my wife back and | will be ok.”

From this brief case description it appears that the patient’s distress is primar-
ily related to two main issues: bereavement and grief related to the progression
of illness. A thorough clinical interview is warranted to determine whether the
patient is suffering from bereavement-related major depression, preparatory
grief, complicated grief and whether medication is needed. From the preliminary
information it appears that the patient may be suffering from more than one
complication of grief reactions. While his bereavement is not acute, as he lost
his wife 3 years ago, his comments reveal that he perceives the death as having
occurred in the very recent past. This reaction is not unusual, as his ability to con-
tinue processing the grief of his bereavement was probably first compromised
by his diagnosis of prostate cancer only 1 year after her death. Furthermore,
the grief associated with the new diagnosis of his advanced illness can be con-
sidered as an acute traumatic stressor that has reactivated the intensity of the
grief of bereavement for his wife. The diagnosis of his own life-limiting illness has
become superimposed on the bereavement process. In this circumstance, there
is not only a rekindling of prior grief of bereavement but also risk for rekindling
grief from other sources and even more distant losses, resulting in a danger-
ous spiral into more severe morbidity. This example highlights the importance
of exploring all the levels of grief reaction experienced by patients. Clinicians
working with patients with advanced illness may have the tendency to focus on
a patient’s future or imminent death as the main source of grief distress for the
patient and the family. However, clinical experience shows that many patients
who have experienced the loss of a loved one previously may attribute most of
their distress to the experience of bereavement. Therefore, it is important to
consider that patients with advanced illness may experience multiple layers of
potentially interacting grief at the same time, including complicated grief.

Case Example

A 50-year-old woman recently diagnosed with metastatic breast cancer had
demonstrated good coping skills and generally good adaptation to the diagno-
sis. She is single, never married, and lives with her 78-year-old mother, who has
been widowed for 15 years. Mother and daughter go together to all medical
appointments and, when asked, the patient reports that her mother is her main
source of support. The initial psychosocial assessment revealed that the patient
had, in her early thirties, been the primary caregiver for her father during a long
illness. While she initially denied any psychiatric history, she stated that when
she turned 40 years old she started feeling very sad “all the time” and could
not get out of bed for several weeks. Her doctor told her she was depressed
and prescribed antidepressants for her. She took the medication regularly, and
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when she started feeling better after a few months, she stopped it. After that
episode she denies any feeling of depression. She has a few friends from child-
hood, but she regards none as close and she sees none regularly. She reports
that during childhood and adolescence, her mother was always very concerned
that spending time with friends would distract her from her school work and
was afraid of “bad company.” As a result, the patient grew up with the belief
that her parents are the only people she could trust.

Two months after the beginning of cancer treatment the patient presented
to the hospital for her scheduled chemotherapy, appearing distressed, anxious,
and tearful. The nurse initially noticed this during her preliminary medical evalu-
ation. Upon inquiry, the nurse discovered that the patient’s mother had died
suddenly at home from a heart attack three weeks prior. A distant relative
who lives in another state has come to spend a week with the patient, but she
is planning on returning to her home in the next couple of days. The patient is
referred for psychological assessment.

The patient reports that she is crying continually at home and is unable to
sleep or eat. She states, “This is so painful | feel | am going to die. | cannot catch
my breath.” She admits that even though she thinks about dying she will not try
to kill herself “because | don’t have the courage.” She reports that while she is
awake at night, she can hear her mother calling her and she calls out to answer.
She feels upset because her mother does not answer back. This is associated
with feelings of intense fear and panic.

Referred to a bereavement group, she refuses, stating that no one can
understand her pain and how close she was to her mother. She is also con-
cerned that people in the group will make fun of her and gossip about her.
She states that “there is no point” in continuing to receive chemotherapy now
that her mother has died. She states spirituality and religion are not important
to her and declines the offer to meet with a spiritual care professional. She
is, however, quite willing to engage with the nurse on a one to one basis.
Therefore, she is offered individual meetings with a clinician who can provide
psychosocial support focused on grief and bereavement. Though reluctantly,
she accepts.

The patient is experiencing acute grief and is still in the early phases of
bereavement. While, at this stage, her symptoms can be considered part of the
normal grief experience, there are several areas of significant concern. First, it
appears that this patient is not able to access sources of support that are typi-
cally utilized by bereaved individuals in their grieving process. This patient lives
alone, does not have support of friends, family, or community, and is currently
undergoing breast cancer treatment. The stress of her treatment and its side
effects may impair her ability to process grief. She is not willing to reach out
for bereavement support because over the years and due to her secluded life
she has developed the belief that she cannot trust people outside her family.
Additionally, and perhaps most important, she is experiencing persistent dis-
rupted sleep, marked decreased in appetite, and severe anxiety. The severity
of these symptoms warrants at least a visit to her primary care physician and
medication evaluation, even if only three weeks have passed since the death



of her mother. In the early phases of normal grief the acute onset of severe
symptoms is not rare and is usually manageable with support. However, the
presence of vegetative and psychological signs suggesting the development of
bereavement — related depression warrants closer monitoring at least. If the
patient meets criteria for major depression, this should be actively treated with
psychotherapy, or a combination of psychotherapy and medication.

Second, it appears that the patient has had at least one major depressive
episode and is currently not on medication. Individuals who have had a major
depressive episode have a high risk of recurrence, especially in the presence of
severe psychosocial stressors. Therefore, it may be more reasonable to refer
the patient for a medication evaluation to consider whether treatment is indi-
cated for a developing depressive episode. In addition, despite the acuteness of
her symptoms, pharmacological intervention may become particularly impor-
tant if she continues to experience intrusive thoughts and regular auditory hal-
lucinations, and if her anxiety appears debilitating.

Use of Psychotropic Medication during Acute Grief

There is little research available on the use of psychopharmacology for grief
reactions. Among the main reasons for this is that grief reactions, including
complicated grief are not considered defined diagnostic entities. As mentioned
previously, complicated grief was proposed for inclusion in the DSM-5, but it
has not been recognized as a separate disorder. It has been argued that the lack
of recognized diagnostic entity of complicated grief necessarily translates into
less funding and therefore fewer studies."™

Psychotropic medication should never be utilized to suppress grief or
reduce manageable but intense expression of affect in mourners. As mentioned
in other chapters, significant distress in the form of intermittent uncontrol-
lable crying, anxiety, profound sadness, difficulty sleeping, and even temporary
perceptual disturbances is to be expected for variable periods of time. These
symptoms do not necessarily need to be addressed with medication. However,
even in acute grief, and in absence of a diagnosable mental health disorder,
cognitive and physical manifestations of grief may become unmanageable for
some grievers, especially when important protective factors, such as social sup-
port are not available. For example, sleep that is significantly and persistently
disrupted and severe anxiety that prevents mourners from being able to sustain
desirable function may need to be addressed with a judicious and short-term
use of benzodiazepines or hypnotics." However, the use of benzodiazepines in
bereavement has long been a source of controversy. A randomized controlled
study of 30 older men who had lost a spouse or a partner were randomized to
either 2 mg of diazepam as needed for up to three times a day, or to similarly
packaged placebo in the course of the first 6 months of bereavement for a
period of six weeks."? Results did not show any evidence of positive or negative
impact of benzodiazepine on bereavement. Of note, participants in the control
group showed more improvement of sleep disturbances.

CHAPTER 7 Psychopharmacology for Grief Reactions

E



CHAPTER 7 Psychopharmacology for Grief Reactions

!

Asurvey of primary care physicians' indicated that many commonly prescribe
benzodiazepines when a patient reports the death of a loved one. According to
the study, these physicians do not consider their prescribing practices question-
able. However, they acknowledge that in many cases, discontinuing benzodiaz-
epine use was problematic. Data showed that 20% of long-term benzodiazepine
users were initially prescribed the medication for acute bereavement grief,
but never stopped. This practice of freely prescribing benzodiazepines for the
symptomatic relief of grief has been called into question and serious concerns
have been raised about the potential for dependency and the possibility that
benzodiazepines may actually worsen bereavement manifestations, especially
sleep disturbances.™ Therefore, there is no evidence to support prescribing
benzodiazepines immediately after a patient describes symptoms of anxiety or
difficulty sleeping. And, considering the potential risks involved in benzodiaz-
epine use, especially in older patients, there is not clinical reason for prescribing
them as a general preventive strategy as soon as a patient communicates to
a primary care physician that he or she is bereaved. These aspects are espe-
cially relevant for primary care physicians, often involved in the care of patients
who may present with persistent somatic complaints and emotional distress
as manifestations of grief reactions. Thus, the clinical interview should always
explore the presence of psychosocial factors, such as bereavement, which
may explain the current complaints. The patient’s complaints should be accu-
rately explored and understood, with the goal of identifying issues that may be
addressed by psychoeducation, support and other behavioral interventions. In
normal grief reactions, non-pharmacological interventions should be the first
line of treatment.

For example, patients who are acutely grieving may experience a constant
sense of fatigue and exhaustion; in an attempt to improve their energy level,
they may significantly increase caffeine intake, which in turn can cause anxiety
and disturbed sleep. Other patients may attempt to relieve anxiety by binging
on large amounts of fatty foods and sweets, which may also interfere with their
sleep cycle. Alcohol binges are associated with early morning awakenings and
rapid heartbeat, which can also disrupt sleep and induce anxiety states. Many
patients may respond well to relaxation exercises, imagery, and self-hypnosis to
improve sleep and decrease anxiety in acute grief. However, many nonpharma-
cological interventions often require regular practice in order to be effective.
Severe and disabling anxiety and persistent disrupted sleep may prevent some
patients from being able to practice relaxation exercises. Providing the patient
with a relaxation or self-hypnosis CD that they can simply listen to before
sleep or when they are feeling particularly anxious can facilitate the practice.
However, some patients may still need medication short term to decrease the
level of arousal to a manageable degree allowing them to engage in and benefit
from nonpharmacological interventions.



Pharmacotherapy for Bereavement-Related
Depression

Early concerns that pharmacological treatment of depression in the context of
grief would negatively impact the ability to effectively process grief are not sub-
stantiated. While sparse an typically conducted on small samples of participants,
the current evidence suggests that antidepressants are safe and moderately
effective in improving depressive symptoms in the context of bereavement-
related major depression,” and in complicated grief, though improvement
of specific grief symptoms has been typically of a lesser degree. These results,
though preliminary and needing further study are important, because bereave-
ment-related depression has serious negative consequence on health and over-
all function, especially in the older population.?

An early pilot study explored the effects of desipramine on 10 bereaved
spouses. Results after 4 weeks of treatment showed that 7 participants reported
significant improvement of depression, while a smaller group also reported
improvement in grief symptoms.’ Another study investigated the effect of
nortriptyline in 13 bereaved older spouses suffering from bereavement-related
depression. Treatment was started an average of 11.9 months after the loss,
though the range was wide (2-25) and continued for a median treatment time
of 6.4 weeks. Results showed the medication was effective in improving depres-
sion, but less effective in improving grief intensity."” Reynolds et al.”® conducted
a randomized double-blind controlled study exploring the effect of nortrip-
tyline and interpersonal therapy on 80 participants suffering from bereavement-
related depression for 16 weeks of treatment. Results showed that participants
who received a combination of therapy and medication had the highest level
of improvement and the lowest attrition rate. Additionally, participants who
received nortriptyline alone also achieved remission. However, the study failed
to show significant effects of treatment on grief intensity. This study enrolled
participants who were 50 or older. Future studies could investigate similar
treatments in different populations of bereaved individuals. The effect of bupro-
pion sustained release was studied on a sample of 22 bereaved spouses whose
loss had occurred 6 to 8 weeks prior and who met criteria for a major depres-
sive episode.”” Results showed that participants’ depressive symptoms and grief
intensity improved. Unlike the prior studies, decrease in grief intensity reached
clinical significance, but to a lesser degree compared to depression.

Another study focused the investigation of antidepressants on activities of
daily living, both motor and process activities, in 10 older persons who met
criteria for major depression following the death of a spouse and obtained a
low score (10) on the Assessment of Motor and Process Skills (AMPS), indicat-
ing difficulty in these areas.”® Participants were randomized to either sertraline,
or nortriptyline. Results showed that participants in both treatment condi-
tions experienced a significant improvement of depressive symptoms and both
motor and process activities of daily living. The suggestion that antidepressant
medication may significantly improve bereavement-related depression in older
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bereaved spouses at risk for depression and disability has important implica-
tions for clinical practice.

A case study?' explored the impact of sertraline on distressing dreams occur-
ring in the context of bereavement. The authors contended that distressing
dreams might not only be an expected manifestation of bereavement, but also
of major depressive disorder. In the case of a 63-year-old woman who had lost
her mother 5 months prior, distressing dreams of her mother getting angry at
her started occurring with daily frequency, causing severe distress, generalized
fatigues, and insomnia. After a psychiatric interview determined that she met
criteria for a major depressive episode, a course of 25 mg. sertraline was initi-
ated with complete remission of depressive symptoms and disappearance of
the disturbing dreams.

Pharmacotherapy for Complicated Grief

There are few studies that have focused on the pharmacological treatment
of complicated grief. While antidepressants have demonstrated some efficacy
in relieving complicated grief symptoms, results have consistently shown that
depressive symptoms tend to improve earlier in the course of treatment.
Additionally, patients may present with both bereavement-related depres-
sion and complicated grief, thus challenging the ability to clearly differentiate
between grief and depression symptoms.

In an early study 15 participants experiencing traumatic grief and depression,
received a combination of therapy for traumatic grief and paroxetine.” Their
results were compared with a different group of participants receiving nortip-
tyline for bereavement-related depression. Results showed that paroxetine
was effective in relieving both symptoms of traumatic grief and depression and
demonstrated effectiveness comparable to nortiptyline. The impact of escitalo-
pram was investigated in a case series of 4 female participants presenting with
complicated grief, defined as a score equal or higher than 25 on the Inventory
of complicated grief. The treatment continued for 10 weeks and results showed
significant improvement.?* Escitalopram was also studied in the treatment of 30
bereaved adults after the death of a close family member.?* After a 12-weeks
course of treatment the majority of participants achieved significant improve-
ment of depression, with 52% of participants achieving remission. Significant
improvement was also noticed in levels of complicated grief. Although studied
in a small sample, escitalopram demonstrated effectiveness in improving dis-
tress from uncomplicated grief, bereavement-related depression, and compli-
cated grief.

Thus, the current evidence provides some support for the effectiveness of
antidepressant for improvement of bereavement-related depression. There
is also some indication that antidepressants may improve complicated grief,
though improvement is typically slower and of a lesser degree. Clearly, more
prospective studies are needed to understand the role of antidepressants in
complicated grief. One area that has received very little attention is the impact



of a combined treatment of psychotropic medication and psychotherapy on
complicated grief. While an earlier study failed to demonstrate a significant
impact of antidepressants and interpersonal therapy on levels of grief inten-
sity,’® a more recent study found that bereaved individuals suffering from com-
plicated grief who were on a stable dose of antidepressants were more likely
to complete a course of complicated grief therapy and were more likely to
respond to treatment.? Complicated grief therapy involves being exposed to
and processing painful memories associated to the death of the loved one.
Therefore, it is possible that antidepressant medication may affect grievers’ abil-
ity to tolerate intense negative affect that may be elicited by the treatment,
hence enhancing compliance. However, this study was not prospective, as par-
ticipants were already on a stable medication dose prior to enrolling in compli-
cated grief treatment. Thus, controlled prospective studies are needed to allow
drawing conclusions.

Discussing Medication Should Be a Therapeutic
Intervention

Even when clinically indicated because of symptom severity, patients may be
reluctant to accept psychotropic medication to assist them in managing dis-
abling emotional distress from grief reactions. There may be several reasons
for this response that should be elicited and explored in depth as part of the
clinical interview. For example, they may feel overburdened by the amount of
medication they are already taking or they may have concern about possible
side effects. Patients with advanced illness may already feel that their life is regu-
lated by the administering of medication, which may reinforce a sense of loss of
control. Therefore, even adding one more medication may feel intolerable.

Some patients fear that taking medication will change them, or that it is an
indication they are “grieving the wrong way” or that there is something wrong
with them. For example, they may think that taking medication is an indication
that they are not resilient or strong enough. Culturally based beliefs about using
medication to address mood symptoms may also result in resistance or poor
compliance. Family members may also express resistance toward psychotropic
medication in the context of bereavement.

Patients who share these concerns may resist talking about their distress
to mental health professionals who have been consulted to assist the primary
team in assessment and diagnosis. This is especially likely to occur if the patient
develops the impression that the clinician wants to “fix things with a pill”. This
behavior should not come necessarily as a surprise because talking about emo-
tions is often more difficult for patients than discussing physical symptoms
related to the illness. It is important to emphasize, however, that psychologi-
cal assessments are often best undertaken by a clinician with an established
relationship that conveys receptive attention and caring. When this occurs,
the patient is less likely to feel pathologized and develop the impression that
the team thinks grief and suffering can be treated with “a pill.” Even if patients
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are experiencing complicated grief or depression, medication should not be the
only treatment offered. Medication can have a more effective role in alleviating
the patient’s suffering in conjunction with psychotherapeutic treatment modali-
ties that address grief and the overall existential and spiritual suffering common
in patients with advanced illness.

If it is felt that medication would be necessary, it is important that provid-
ers reframe the meaning of drugs in a positive manner, thoroughly addressing
individual concerns and fears.

Talking to patients about medication should be understood as an opportu-
nity for a therapeutic intervention as well. The help needed to accept medica-
tions in a positive and welcoming manner may take considerable effort, time,
and follow-up. It may be helpful to consider a stepwise approach to discussing
medication with patients, especially around sensitive issues such as bereave-
ment-related depression and complicated grief.

The first step is to unfold belief systems around medication and bring them
to full awareness. For example, patients may fear that accepting medication
to help manage their emotional distress is a sign that they are losing control.
Some patients may feel so depressed about their prognosis that they may
resist the idea of treating emotional distress in order to have a better quality
of life. One patient with advanced ovarian cancer who had recently lost her
spouse and was feeling very depressed responded to the consultation liaison
psychiatrist who recommended an antidepressant: “Why should | take another
medication that is not going to help with my cancer? Is it going to make my
cancer stop spreading? How is feeling better emotionally going to help me? |
don’t see the point.” Other patients may hold the belief that medication to
treat anxiety and depression are “emotional crutches” that will make them
dependent and take away their ability to “deal with things”; therefore, they
may refuse to consider the use even short term. Patients with a history of sub-
stance dependence or abuse may feel particularly strongly about the need to
“face” their emotional pain without “crutches.” Unfolding and exploring these
beliefs is important because not only may they affect the patient’s perception
of medication, but they may also significantly affect compliance, even when
medication is accepted.

The second step is to gently explore what patients are already doing to
improve their emotional distress, acknowledging and validating their efforts.

The third step is to reframe use of psychotropic medication as an addi-
tional ally, when its use is indicated, in the difficult journey through illness or
bereavement.

Some patients and caregivers may respond to the use of metaphors. One
of my patients with advanced cancer who was also grieving the death of her
only daughter, which occurred 5 years prior, compared living with her grief
to being on a very steep hike and carrying a backpack full of heavy stones.
Considering medication became warranted in light of her severe difficulty
sleeping and depression that was preventing her from engaging fully in psycho-
therapy. She subsequently compared our psychotherapeutic work together to
something that helped her take out some of the stones but also helped her
become symbolically “stronger” and develop her “survivor’'s muscles” so that



she could continue carrying the load. We worked on reframing medication as
another ally that could also help remove stones from the backpack, lighten her
burden, allowing her “muscles” to get “stronger.” Patients are often concerned
that accepting medication means that they are not grieving the right way or
that they are not strong enough. Some patients have commented that they
find symptoms of acute grief, such as severe anxiety, difficulty sleeping, and
presence of nightmares as embarrassing. They sometimes say, “I thought | was
stronger than that.”

Thus, normalizing the use of medication if needed to help the patient manage
distress in acute grief or in complicated grief can be a very important interven-
tion. Sometimes it is important to explain in very simple terms how medica-
tions function to restore “balance.”

To summarize, use of antidepressants and the short-term and judicious use
of benzodiazepine and hypnotics should be considered to assist grievers who
are experiencing severe anxiety or sleep disorders in the acute phases of grief.
Additionally, antidepressants should be considered to treat bereavement-
related depression and complicated grief. Early concerns that use of medica-
tion will “block” the natural grieving process are not supported by evidence.
In helping grievers manage acute grief, complicated grief, or bereavement-
related depression, treatment should be integrative and include a combination
of counseling or psychotherapy and, when needed, medication. The fear of
“medicalizing” grief should never prevent clinicians from offering the patient
all available and evidence-based treatment options. Certainly, medicalization
of the natural grieving process is undesirable and would not represent sound
clinical judgment. However, a priori ideas that patients should never receive
psychotropic medication to relieve grief symptoms are also counterproduc-
tive and not reflective of current standards of care. Personal agendas in this
respect should be replaced by careful, thorough, and on-going assessment and
targeted treatment. Perhaps most important, discussions about the possible
need for medication require clinical sophistication and deep understanding of
the patient’s worldview.
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Chapter 8

Grief-Related Distress in
Palliative Care Teams

Focus Points

e Clinicians are not immune from experiencing grief in the course of their work
with patients and are encouraged to find adaptive ways to express it and
process it.

o Clinicians will benefit from recognizing the unique challenges and risk factors
present in their work setting and develop protective factors accordingly.

o Professional self-care in the area of grief and bereavement includes develop-
ing an ongoing practice of self-awareness and recognizing one’s own way of
experiencing and integrating grief.

Palliative care involves accompanying patients and families during some of the
most difficult times in their lives. Clinical work with patients and families during
such a sensitive time requires the ability to create trusting relationships quickly,
often by investing significant emotional energy into those relationships. This
trust often creates a unique sense of belonging and closeness and, therefore,
the development of attachment between patients and clinicians.

Thus, it should not be surprising that sharing such profound experiences may
elicit sadness and grief in clinicians in the course of their relationship with their
patients and after their patients’ deaths. It is important that clinicians develop
the ability to recognize and process their own grief in a manner that promotes
integration and well-being. Otherwise, the inability to recognize and process
feelings of sadness and grief when they occur may have a negative impact on
clinicians’ ability to connect meaningfully with patients. While palliative care
professionals need to protect themselves from becoming emotionally over-
whelmed by their patients’ grief and distress, they should not become discon-
nected from their own grieving process. Grief is the normal reaction to loss;
the nature of the palliative care setting may present clinicians with multiple
opportunities to experience a sense of loss, and therefore a sense of grief.

Challenges and Risk Factors for Palliative Care
Clinicians

Palliative care is now being provided in a variety of inpatient and outpatient
settings (home, hospital, nursing homes), each presenting unique rewarding
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opportunities, but also challenges and risk factors." It is important that cli-
nicians reflect on the uniqueness of their professional work setting, be it a
community hospital, a primary care physician’s office, an outpatient clinic, or a
hospice program.

For example, in the hospital setting, clinicians may find that a high num-
ber of inpatient consultations, while a positive indicator of service utilization,
may also mean that there is very little time for emotional debriefing or other
team-building activities. As a result, clinicians face the challenge of maintaining
a sense of emotional balance as they move through such activities as discuss-
ing prognosis and goals of care, providing support to a dying patient or to the
family of a patient who just died, sometimes without time for pause or reflec-
tion. Institutional demands may not allow enough time to acknowledge and
process emotions individually or as a team. The emphasis placed on discharging
patients not meeting acute care criteria may create pressure and conflict, at
times undermining the trusting relationships carefully developed with patients
and families. Discharge can be especially problematic on an emotional level if
patients previously independent at home develop increased needs that warrant
transfer to a nursing facility. Often these patients are admitted to the hospital
to address acute needs, and then are no longer able to return to their homes.
Their grief reaction can be intense and mirrored by that of clinicians who have
been working very intensely to sustain their personal goals, as well as provide
for their needs.>

Several clinical scenarios have the potential to elicit feelings of grief, frustra-
tion, disappointment, and even symptoms of anxiety and depression in clini-
cians. Reactions to challenging clinical scenarios are purely individual. Following
are some examples that occur commonly:

e When financial, systems, insurance, and administrative issues create significant
challenges for clinicians and it is felt that patient care is negatively affected as
a result. While usually described in general terms as “systems issues”, this
aspect can have deleterious effects on team morale and productivity. For
example, administrators may require that clinicians see a larger number of
patients, which, in turns, requires spending less time with each patient. As a
result, clinicians may feel that they are not able to able to provide the qual-
ity of care they desire. This may lead to professional dissatisfaction, sense of
overwhelm, and burnout.

When family meetings do not unfold as hoped and family members and/
or patients express overt hostility and anger toward the team and/or each
other, especially when it is felt that the team has somehow lost control of
the meeting.

When a significant amount of time and effort is given to a case and the out-
come is perceived unsatisfactory.

When several patients die within a short period of time (especially relevant
in inpatient palliative care settings) and when the length of stay for patients in
an inpatient unit is less than a day. This aspect can become especially relevant
when a significant amount of time and energy has been allocated to facili-
tate a transfer to a palliative care unit from another institution or a different



hospital floor and the patient dies either during transfer or a few hours after
the transfer. In these cases, staff may have difficulty seeing the benefit of their
efforts to facilitate the transfer and may experience a sense of futility.

When the primary team does not follow recommendations of the palliative
care team and it is felt that patient’s suffering is increased as a result (e.g., it is
felt that adequate pain management is not being achieved because of unwill-
ingness to apply the recommendations of palliative care specialists).

When the team experiences a “difficult death.” This expression generally
indicates situations where a patient’s death has been marked by significant
distress that has seriously affected all involved, including the clinical team.
For example, this situation may occur when the relationship with the patient
or the family has been particularly difficult, or particularly close, when it was
felt that the patient was not managed adequately, or when the patient con-
tinued to experience significant suffering despite all efforts. A difficult rela-
tionship with a patient’s family represents a well-known source of stress for
the team.

Undeniably, the clinical setting presents clinicians with several opportunities
for experiencing professional grief. The extent and the types of grief reactions
depend on the particular work setting, clinicians’ personality and history of past
and present losses. Some clinicians may be more affected by the loss of the
relationship resulting from the patient’s death, while others may find the con-
stant exposure to death and dying to be harder to manage. Other clinicians
may have no significant difficulty with the emotional component of their work.
However, they may feel very distressed by the administrative component of the
work, especially when it affects patient care."'®

It ensues that a first important step in professional self-care is developing
awareness of stressors that can elicit grief reactions. However, heavy workload
demands and the need to continue functioning effectively during the workday may
prevent clinicians from acknowledging feelings of sadness, frustration, or grief.
The suppression of emotions elicited during the work with patients may become
an adaptive modality and often the main coping strategy during the workday.
In palliative care, grief reactions related to work with patients often cannot be
expressed due to situation and time constraints. Usually the decision to suppress
is based on the perception “| shouldn’t feel this bad” or “| just can’t deal with
this right now.” Therefore, suppression can be a useful and sometimes necessary
psychological defense mechanism to prevent distraction by the many thoughts
and impulses that occur during the day. It permits focus and concentration on
priorities. However, clinicians should find adaptive ways to recognize and process
natural and expected emotional reactions, including grief reactions. Otherwise,
these may become chronically suppressed and continue to accumulate.

Constant suppression and accumulation of grief and other emotions elicited
by clinical work may become a significant risk factor, causing clinicians to avoid
establishing emotional connections with patients, in an effort to protect their
well-being. This approach would be especially problematic in palliative care,
where patients and caregivers often need emotional support as much as they
need pain and symptom management.

CHAPTER 8 Grief-Related Distress in Palliative Care Teams

H



CHAPTER 8 Grief-Related Distress in Palliative Care Teams

Accordingly, lack of awareness about what factors and situations have the
potential to create distress is probably one of the most serious risk factors,
because it prevents clinicians not only from recognizing negative impact of
stressors, but also from developing the ability to do anything to ameliorate
the situation. As obvious as this argument may sound, ignoring it may become
surprisingly easy.

In the course of training clinicians develop expertise in helping patients when
they are in distress. However, this does not necessarily mean they are also
experts at recognizing and addressing their own emotional distress, when it
occurs. Thus, self-awareness needs to be emphasized as a basic, but necessary
skill for clinicians to recognize what emotions they are experiencing. Clinicians
who cultivate self-awareness during the workday will be able to recognize
when their physical and emotional energy level is off balance because of dif-
ficult emotions and states of mind. A moment of self-awareness and assessment
can take only a few minutes and become an important tool for monitoring
grief and distress throughout the day. A simple self-awareness strategy is to
pause, take three deep breaths to quiet the mind, and acknowledge what one
is experiencing in the moment. Recognizing and labeling feelings and emotions
without judging them may become a simple, yet helpful strategy for clinicians
to maintain emotional connection with themselves as well as patients and
families. While clinicians may not be able to fully address their emotions and
grief reactions during the course of the busy workday, awareness of their own
needs may allow them to adequately address them at a more appropriate time.
Suppressing strong emotions does not mean denying their existence; it means
postponing processing the emotions at a later time, but acknowledging they
are present.

Notably, whilst palliative care clinicians face various challenges, the literature
suggests that, in general, working in palliative care may be a protective factor
for burnout and psychiatric morbidity. For example, studies found that palliative
care physicians report levels of psychiatric morbidity (depression, anxiety) simi-
lar to physicians in other specialties and less burnout.’?* Additionally, palliative
care nurses reported levels of psychiatric morbidity similar to nurses working
in other specialties, and lower levels of burnout. Compared to hospital nurses,
hospice nurses reported lower levels of burnout.?’ However, the literature also
indicates that palliative care professionals are not immune from experiencing
psychiatric morbidity, which has a detrimental impact on their professional and
personal well being?2% Interestingly, a study exploring the presence of grief
symptoms among long-term care staff found that the majority experienced at
least one grief symptom. Staff who had been exposed to a greater number
of deaths, despite having more professional experience, had more grief symp-
toms. And, the majority of staff reported they would have taken advantage of
support for their grief reactions, if offered.”

Results from the literature notwithstanding, the experience of individual
clinicians who may struggle to cope with the daily exposure to suffering, sys-
tems issues, and other challenges in the palliative care setting may not be fully
captured by published studies. Therefore, as mentioned earlier, it is important



that clinicians develop awareness of the unique challenges they may be facing
personally, as well as their own personal risk factors.

The Interdisciplinary Team: Challenges and
Opportunities

Mutual support provided by the clinical team members is extremely important
in managing the stresses and challenges in palliative care work. During regular
team meetings staff need to be provided with the opportunity to share difficult
experiences and especially debrief difficult deaths. Discussing patients’ deaths
during team meetings should provide a meaningful opportunity to review
some of the positive and negative aspects of working on each particular case.
Responsibility to ensure this focus will depend on individual team members and
importantly on skillful leadership. This is particularly necessary because poorly
handled conflict among members, a persistent negative focus, and overall poor
communication styles can create serious and ongoing distress in teams, making
the daily life of its members particularly difficult.?®° Leadership needs to be
attentive to mitigating the negative impact of conflict among team members
as well as facilitating mutual support.®' Implementing team-building activities
that can promote a positive and supportive team culture should become a
priority.

Managing Agendas and Expectations

While palliative care clinicians are committed to relieving patients’ and care-
givers’ emotional and spiritual distress facilitating supportive family dynamics,
they may inadvertently develop a preconceived concept of what represents a
“good” dying experience. As a result, an agenda may be developed that includes
goals not necessarily shared by the patients and the family, but idealized in
the mind of the provider. For example, clinicians may wish to help patients
and family members resolve old conflicts and reconcile prior to the death.
However, the goals in these areas need to be identified by the patient. Clinical
experience demonstrates that not infrequently, patients’ goals may be far from
forgiveness and reconciliation. Often, the palliative care setting offers only a
snapshot in time of patients and families, which may hide a much more complex
history. And, while it may not necessarily be conducive to reconciliations and
expression of love and forgiveness in all cases, it may still allow for dignity and
relative freedom from distress. Patients with advanced illness and approach-
ing death benefit from experiencing a sense of physical and emotional safety.
Identifying ways to promote a sense of safety in the midst of advanced illness
and approaching death will allow clinicians to provide the level of integrative
care that can benefit patients and families.>*

Therefore, it is essential that clinicians first become aware of any personal
agendas, hopes, or expectations in their work with patients. It is usually helpful
and necessary to put them aside. Clinicians who are able to recognize and set
aside their own preconceived notions and agendas will be able to welcome the
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patient and the family in an unbiased and non-idealized way, and authentically
accompany them in the final portion of their unique journey.®-%"

Countertransference

Palliative care clinicians develop close and empathic relationships with their
patients. Working with particular patients may remind clinicians of past or
current personal experiences with loved ones. As a result, clinicians may feel
“pulled” to relate to patients in ways that, while understandable, may become
counterproductive, because not based primarily on patients’ needs, but on clini-
cians’ unprocessed emotions. It is important that clinicians develop the ability
to recognize, identify, and label their countertransference reactions. This will
allow them to “step back” and reframe their relationship with patients in more
therapeutic ways. Additionally, correctly identified and managed countertrans-
ference is not necessarily counterproductive and it can then be utilized to add
depth to the clinical relationship.®® Common countertransference reactions in
the palliative care setting are as follows:

The clinician may develop fantasies of symbolically “saving” the patient
and may start making promises and raising expectations that are not real-
istic or appropriate. For example, a patient may wish to be discharged
to a particular facility that cannot accept him or her because of insur-
ance restrictions or the patient’s medical needs. This type of situation
is not uncommon in the palliative care hospital setting, and it certainly
can evoke frustration in providers. However, the patient may become
very distressed and ask the clinician to “save” him or her from the situa-
tion, by extending the hospital stay indefinitely, or convincing clinicians in
charge of discharge planning that the plan is not acceptable. The clinician
may start feeling as the only ally of the patient and the official “savior”.
This situation can create distress in the team and conflict between the
palliative care team and the primary team, ultimately responsible for dis-
charge planning.

The clinician may start experiencing hopelessness or helplessness,
sometimes mirroring the patient’s own feelings of despair. There may
be thoughts that nothing can be done to help the patient, and depres-
sion, death anxiety, and anticipatory grief may develop. As a result,
the clinician may become ineffective. This type of countertransference
may be elicited especially when working with patients who feel help-
less and hopeless and patients who are experiencing severe depression.
Additionally, clinicians who may have experienced a sense of hopeless-
ness when caring for a family member with advanced illness may “proj-
ect” similar emotions to a current clinical situation with a patient with
similar circumstances.

In other instances, the clinician may develop avoidance of the patient and
the family due to the difficulty managing the intense emotional demands
required by the situation. For example, the clinician may promise visiting
and perhaps even offer a specific time just to pacify the patients and the



family, but he or she may then avoid the visit all together, eliciting feelings
of frustration, abandonment, and anger in the patient and the family. This
type of avoidance may also be the result of clinician’s burnout, which can
cause a sense of overwhelm in the professional.

As mentioned, particular patients may remind clinicians of their own
family members and other loved ones with the same or similar medical
diagnoses. Unprocessed grief for past losses on the part of clinicians may
trigger powerful countertransference. As a result, they may start behav-
ing “as if” patients were their own family members, thus compromising
their ability to provide competent professional care.

Inability to recognize countertransference reactions as such have the poten-
tial negatively affect the working relationship with the patient and the family,
as well as undermine personal and professional satisfaction. To deal success-
fully with countertransference reactions, there is first the need to recognize
that a countertransference reaction is taking place; label the type of reaction
experienced; and manage it, through awareness, clinical experience, and con-
sultation with team members. Often, when the countertransference reaction is
identified and acknowledged to another team member, it may immediately lose
some of its emotional “power” on the clinician and allow for a more profes-
sional and reality-based approach.

Recognizing Burnout and Compassion Fatigue

Unprocessed and accumulated grief in clinicians may, with other factors, con-
tribute to the development of burnout and compassion fatigue. Compassion
fatigue, also known as vicarious or secondary traumatization, describes a condi-
tion developing when there is an imbalance between the amount of energy cli-
nicians use to care for others and care for self.*=* A persistent lack of self-care
when working in situations that constantly impose high emotional demands
can create compassion fatigue, leaving clinicians feeling depleted and unable to
continue connecting emotionally with their patients.

Burnout shares some aspects with compassion fatigue and reflects a condi-
tion of intense physical, emotional, and mental exhaustion from intense and
persistent involvement in emotionally demanding situations. Burnout has the
potential to create significant disruption in clinicians’ professional lives. As a
consequence, professional dissatisfaction can extend to clinicians’ personal
lives, threatening their entire sense of well-being.

Burnout can start as a slow and insidious process. It can be difficult to recog-
nize, because in its early stages it often resembles a state of high activity, plan-
ning, and enthusiasm about professional and personal goals. This early stage is
typically described as a honeymoon phase. In this phase clinicians may feel full
of energy, with a strong desire to offer meaningful contributions to the work
setting. However, ongoing stressful work demands may progressively under-
mine clinicians’ ability to adequately cope. While compassion fatigue is primarily
related to stress related to the clinical relationship with patients, burnout may
be the result of external factors outside of clinician’s control, such as longer
work shifts that create difficult work conditions.*
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The three main components of burnout are as follows:
e Emotional exhaustion
e Depersonalization
o Reduced sense of personal accomplishment

Emotional exhaustion can manifest as a sense of feeling drained, depleted, and
without energy. Clinicians may become progressively irritable and angry, as
well as feel depression and guilt for inability to establish and maintain emo-
tional connection with patients, families, and other team members. The effort
to continue functioning despite feeling emotional depleted may cause clinician
to start resenting patients and family members for their needs and demands.
As a result patients may be inappropriately and increasingly labeled as “dif-
ficult”, when in fact the real difficulty is within the professional experiencing
burn out.

Depersonalization involves objectifying patients, caregivers, team members
and other clinicians, having lost the ability to connect with their humanity and
vulnerability. The outward manifestation may include cynicism, feelings of
resentment, and emotional withdrawal from patients and colleagues, as well
as social withdrawal. Avoidance may develop at work. For example, in an insti-
tutional setting, clinicians may find they spend progressively less time visiting
patients. They may become aware of their avoidance but rationalize it as caused
by the busy schedule. In fact, burnout can make clinical work appear exhausting;
as a result, clinicians may try to protect themselves from feelings of distress,
by automatically decreasing their emotional involvement with patients. Other
clinicians’ work may be viewed cynically and constantly criticized. During team
meetings, burnout may result in territoriality, difficulty collaborating with other
team members, and numerous complaints about others, about the system,
and about patients and caregivers, often without offering a solution or a sense
of hope.

The third manifestation of burnout, reduced sense of personal accomplish-
ment, or sense of being ineffective, may result in the development of a negative
self-concept. Clinicians may develop feelings of decreased sense of worth and
professional and personal inadequacy.

In essence, clinicians who are experiencing burnout may feel emotionally
exhausted, “just tired of everything” and have lost a sense of connection to their
work and their peers. The sense of emotional exhaustion may become com-
bined with irritability, anger, avoidance, and a personal and professional sense
of failure. Not surprisingly, burnout can become a risk factor for depression.

Self-Care Strategies
The importance of developing adequate self-care strategies to prevent grief
overload, compassion fatigue and burnout cannot be overestimated. Clinicians
should consider self-care not only as a professional and personal necessity, but
also an ethical responsibility. !

Self-care should be considered an ongoing practice and should be developed
to address clinicians’ unique circumstances and stressors. Several studies and
papers have described practices that have the potential not only to prevent



distress, but also restore clinicians’ professional and personal well-being once
it becomes compromised.

The pleasure and sense of well-being that helping professionals experience
when helping others has been called compassion satisfaction and it is considered
a protective factor in burnout and compassion fatigue.** The ability to deeply
and authentically connect emotionally with patients while maintaining adequate
boundaries, has been named exquisite empathy.*® It has been described as an
important practice enhanced by the cultivation of self-awareness. Among ways
to increase clinician’s self-awareness are mindfulness meditation and reflective
writing.>* In particular, a study of 70 primary care physicians showed that inten-
sive training in mindfulness meditation, communication, and self-awareness was
associated with improvement in burnout and psychological distress.>> Perhaps
most importantly, clinicians will benefit from developing the ability to process
professional grief and grief resulting from personal losses. Helpful strategies
in this area range from peer consultation, supervision, and grief counseling,
or psychotherapy. It is essential that clinicians recognize that, when grieving,
they deserve the same level of attentive and compassionate care they strive to
provide to their patients.
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