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Preface

Developing a creative alliance with the person beyond the patient is a
core tenet of effective palliative care. This book explores the meaning, pur-
poses, value and delivery of person-centered palliative care. In creating
St Christopher’s Hospice in 1967 and thereby launching the modern hos-
pice movement, Dame Cicely Saunders drew on the strength of the voices
of so many who had until then remained voiceless, the dying. As Professor
John Hinton (1967) observed at around the same time ‘the dissatisfied
dead cannot noise abroad the negligence they have experienced’ Saunders’
hundreds of meticulously documented tape recordings of patients dis-
cussing their individual experiences made sure that this situation did not
continue. Paradoxically although many of today’s governments themselves
now issue demands for user involvement in healthcare, as settings multiply
along with their associated experts, treatments and technologies, the need
for a better understanding of how to develop active partnerships between
service users and professionals has never been greater. This book examines
progress thus far and attempts to delineate future challenges.

The book places the modern hospice movement in a context character-
ized by the need for instant information, a better-informed public more
able to criticize and with greater expectations of choice and solutions, a
multi-cultural society and a tension between the roles and rights of the
traditional specialist expert and the individual user. All of these factors
interact within an expectation that users will be involved actively. Part 1
considers the political and philosophical evolution of current develop-
ments in user involvement in palliative care, continuing by addressing
specific key areas such as quality, education, the role of culture and
bereavement care. In Part 2 various professionals give a perspective of
how the particular value base, knowledge and practice of their profession
attempts to maximize person-centred and user-involved work.

There is sometimes confusion over the use of different terms such as
person centred and user involvement. Part of the richness of palliative care
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is that these concepts are in evolution. We are using person centred to relate
to the individual in the holistic model of total care. Being person centred is
a dynamic two-way process. Indeed patients and professional staff repeat-
edly testify to how much they receive from one another. User involvement
is concerned with the means of achieving a person-centred service and the
meaningful participation and consultation of service users—the people
who are the patients, clients and carers of palliative care—in the planning,
evolution, evaluation and education of services from their own unique
perspective.

Professionals in palliative care settings often somewhat glibly state that
the patient is, or should be, at the centre of care. There have been few
attempts to examine how to keep them there without professional needs
and protocols crowding them out. This book asks how we listen and why
we listen. As Relf reminds us in her chapter, listening is not a neutral activ-
ity and we need to develop a much more sophisticated understanding of
the differing filters of conceptual frameworks that can get in the way of
effective dialogue between service user and service deliverer. Having lis-
tened we must also seek appropriate ways to act upon what we hear, sup-
porting and promoting the voices that emerge.

Small and Bradburn pursue this theme, exploring how to develop
alliances that deal with power imbalances and that ensure that users
become not just commentators on services but actively involved in their
development and implementation. They examine the best structures to
ensure that users can organize to put relevant pressure on healthcare plan-
ners. Napier continues this examination by reminding us that very ill
people are not sovereign consumers able to pick and choose freely in the
market place. Their choices are inevitably limited and they do need the
support of experts, particularly since most users of palliative care services
are unaware of what would constitute a good service until they actually
need it. Gilbert sounds a warning about the dangers of suppressing the
shared professional values of healthcare workers, which must remain a fun-
damental part of what is offered to patients and their families. Speck, Davie
and Noble provide a reminder that professionals can be too quick to clas-
sify service users as vulnerable and that many of them readily see the per-
sonal benefits of participating in research and education, provided explicit
conditions of support are met.

Finally, there are of course, the ongoing challenges that palliative care
faces in reaching out vigorously to advocate for those excluded from good
care; the disenfranchised, disadvantaged and discriminated against. When
we are working with patient, family and friendship networks, whose choice
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matters most? How do we make sure that those with rare conditions or
where death comes very quickly, or those who leave no one grieving for
them, or who have only professional carers in institutions, also have their
voices heard? How do we ensure that our efforts to find representative voices
do not diminish important differences in class, gender and ethnicity?

Small remarks that there is ‘an impetus for innovation that comes from
the memory of things done badly, a perception that things can be done
better, an idea of how to achieve this and a picture of what a better system
could look like. The voices of users, patients, carers and professional stake-
holders are vital to the process of understanding and achieving shared and
relevant quality agendas. The end product of user involvement and person-
centred care is to offer the best possible experience in palliative care. As the
thoughts of the service users that end this book demonstrate, both done
well can enhance energy, choice and the value of individuals everywhere.

We thank all who have contributed to the ongoing debate about the
nature of person-centred palliative care and the part user involvement
plays within it. In particular, thanks to Jan Stone for her painstaking typing
of repeated drafts of the text and to the numerous people with whom we
have worked, patients, carers and colleagues, who continue to inspire and
challenge us.
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A voice for the voiceless

Dame Cicely Saunders

Nurses, social workers, doctors and other professionals hear different ques-
tions and comments from patients. As they begin to fear that their illness is
not responding to treatment, people will sometimes test staff they know
cannot give them answers. These staff can only suggest that the question be
put to those who, certainly in the past, may have been seen as guardians of
an unpleasant truth. No one wants bad news but uncertainty and con-
stantly dashed hopes are often harder to bear. A much admired Ward Sister,
referring to a demanding patient, said to her staff one evening ‘That man
needs to talk’ and went to open an exchange which manifestly relieved
much overwhelming and previously unaddressed anxiety. This was indeed
bold when, during those War years, so little information was given. Because
of that restriction, a junior nurse was often treated with an easy cama-
raderie by patients and who knows how much ease that gave to both par-
ties. Having no responsibility can be frustrating but can also avoid much
tension and lead to a relaxed banter. Memories of those pre-antibiotic days
when pharmacopeia was limited and when there was nothing to offer but
meticulous nursing and the often intimate relationships that developed,
are an important part of my own therapeutic journey (Saunders 1996).

Social workers were among the first to keep detailed observations of
the inadequate provision available for end-of-life care. One seminal article
from Boston was published in the New England Journal of Medicine in 1945
(Abrams et al. 1945). Four social workers plotted the course of 200 patients
and noted a serious gap in communication as well as in service provision.
Further studies by social workers illustrated the journeys they shared with
their dying patients and their families as they tried to help them discover
their own strengths (Saunders 2001).

It was as a Lady Almoner (medical social worker) that I met David Tasma
from the Warsaw Ghetto, a patient in the large teaching hospital I was
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working in during the summer of 1947. He could only be offered palliative
surgery and, knowing that he faced a relapse, I kept in touch with him after
his discharge and during his admission to another hospital for terminal
care some months later. During the following two months I was virtually
his only visitor and, in an increasingly deeper relationship, discussed with
him the possibility of founding somewhere more suited to his need (he was
then a patient on a busy surgical ward of some 60 patients). This need was
not only for better symptom control, but also for an opportunity to come
to a sense of fulfilment of a solitary life, ending as it was at the age of 40 in
a foreign land. Speaking of his legacy to me of £500 he said, ‘T will become
a window in your Home. He thus became the founder of the modern hos-
pice and palliative care movement. On another occasion he asked ‘for
something to comfort me. I repeated several psalms to him that I knew by
heart and then suggested I might read to him. ‘No. I only want what is in
your mind and in your heart’ He had become an agnostic, he had told me
earlier, but added I like you too much to say I believe just because I like
you. Before he died, he told his most understanding Ward Sister that he
had come back to the faith of his fathers (his grandfather had been a
Rabbi). After his death I felt a strong assurance that he had made a quiet
journey to peace in the freedom of the spirit.

His phrases, challenging us to openness, to the match of scientific learn-
ing with a relationship of person to person and to that essential inner spir-
itual freedom, have maintained their place as the founding myth of a now
worldwide movement. Such principles have been interpreted and practised
in very different cultures and resources.

Patients continue to present us with challenges. Three years after the
death of David Tasma, I was working in an early unit for patients with
far advanced cancer as a volunteer nurse. It was here that I first observed
the effectiveness of regular four hourly giving of oral morphine, estab-
lished there some years previously by the nursing team. Following the
advice of Mr Norman Barrett, the thoracic surgeon for whom I was work-
ing at the time, I went on, three years later, to read medicine to learn more
about pain.

Whilst working at St Joseph’s Hospice in East London with the Irish
Sisters of Charity, where I spent seven years on an extensive study on
The Nature and Management of Terminal Pain (Saunders 1967), I began
making tape recordings of many of my patients. The following was pre-
sented as part of the annual report of the teaching hospital run by the
Sisters in Dublin. I was probably the only Protestant on the staff but
had their eager co-operation in the introduction of four hourly opiate
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oral medication. The patient, Mrs H, was interviewed a week after her
admission:

What was the pain like before you came here?

Well, it was ever so bad. It used to be just like a vice gripping my spine—
going like that and would then let go again—and I didn’t get my injections
regularly—they use to leave me as long as they could and if I asked for them
sometimes, they use to say, ‘No, wait a bit longer’ They didn’t want me to rely
on the drugs that were there, you see. They used to try and see how long
I could go without an injection ... I used to be pouring with sweat, you know,
because of pain ... couldn’t speak to anybody I was in such pain ... and I was
having crying fits—I mean I haven’t cried, I think I’ve only cried once since
I've been here, that’s all—well over a week. And I was crying every other day
at the other hospital. I was very depressed, ever so depressed; but I'm not at
all depressed here, not like I was there.

Since youve been here and I put you on regular injections, what’s the
difference?

Well, the biggest difference is, of course, this feeling so calm. I don’t get
worked up, I don’t get upset, I don’t cry, I don’t get very, very depressed—
because I was getting awfully depressed, you know, really black thoughts
were going through me mind, and no matter how kind people were, and
people were ever so kind, nothing would console me you see. But since I've
been here I feel more hopeful as well. I feel that I'm getting better and I'm
going to go home. Whereas there I didn’t, you see. And no-one would tell me
that I was either. I kept asking various people, and nobody would give me a
clear answer. But since I've been here, I don't feel that desperate need to ask
‘Am I going to get better,am I...” I mean, I want to know.

But you don’t feel that desperation?
No, I don’t feel that hopelessness.

A much shorter recording was used as part of a Good Cause Appeal on
BBC Radio in 1964. Mrs M said:

Before I came here the pain was so bad that if anyone came into the room
I would say, ‘Please don’t touch me, please don’t come near me. But now it
seems as if something has come between me and the pain, it feels like a nice
thing wrapped round me.

That same year, I quoted in an article in the Nursing Times (Saunders
1964) the answer to the simple question, ‘Tell me about your pain’ Mrs T
had said,

Well doctor, the pain began in my back but now it seems that all of me is wrong.
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She gave a description of several symptoms and then went on to say,

My husband and son were marvellous but they were at work and they would
have had to stay off work and lose their money. I could have cried for the pills
and injections but I knew I mustn’t. Everything seemed to be against me and
nobody seemed to understand.

She then paused before she said,
But it is so wonderful to begin to feel safe again.

As I wrote then and many times since, what was being talked about was
‘total pair’—‘all of me is wrong’. Without any further questioning she had
talked of her mental as well as her physical distress, of her social problems
and of her spiritual need for security. Then, as now, I know that listening
to a patient’s own tale of their troubles can be therapeutic in itself. As
another patient said, ‘It seemed the pain went with me talking.

One exchange with a particularly well known patient has been used
many times in discussions and lectures about the responsibility of giving
bad news. Mr A.M. asked directly, ‘Am I going to die?’ I replied equally
directly with a simple ‘Yes’ because anything other than such honesty
would have been an insult to his dignity. ‘Was it hard for you to tell me
that?” he asked. When I replied, ‘Well, yes, it was’ he said, ‘Thank you, it is
hard to be told but it is hard to tell too. Thank you’ Such conversations
should be hard. We should recognize that we are committing our patient to
an exacting journey and either to accompanying him ourselves or making
sure that other support is available.

Such stories, accompanied by the many photographs I took, were pre-
sented in many lectures alongside the increasing volume of statistics show-
ing the lack of tolerance and drug dependence that the regime and the
whole hospice milieu was achieving. There were 900 records analysed when
this was part of a Royal Society of Medicine Symposium (Saunders 1963).
I remember a physician remarking then, ‘T always thought regular giving
worked but didn’t know why. Patients’ voices had provided the answer.

Enabling professionals and grant-giving charities to hear these powerful
statements led to the opening of the first modern research and teaching
hospice, St Christopher’s, in 1967. By then, however, the ‘movement’ (still
unnamed) had made considerable progress (Clark 1998). Other patients
and frustrated, often despairing, staff had begun to join a mounting inter-
est in a fresh look at end-of-life care. Systematic studies in the 1950s gave
necessary breadth to the detailed stories of St Joseph’s 1100 patients
(Saunders 1967).
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From the beginning, St Christopher’s had a small number of long-stay
patients. Gradually these beds became specialized in the care of patients
with motor neurone disease. One such patient, looking at another who was
more disabled, said to me ‘If I ever get like that man I shall want to do
something to myself. But when he, too, reached that place he said, ‘T can’t
see round the next bend but I know it will be all right” He went on to sug-
gest a title for a lecture to me. ‘“This is a “bringing together illness” patient
with staff, patient with family. I asked ‘Do you always see it as that?’ ‘Yes” he
replied, with his Police Sergeant look, ‘and I'm a trained observer.

Another patient with motor neurone disease, a former medical secretary,
wrote to her brother not long before her death on being the wounded Jew
in the parable of the good samaritan instead of the good samaritan him-
self. These are to me powerful answers to the desperate dependence of
increasing paralysis, which people discover if they have supportive care.

Also, of course, only patients themselves can teach us of a patient’s own
responsibilities. Paula, a still glamorous blond, said to a nurse ‘I try not to
moan, I just don’t want people to remember me as a nasty person. On her
last night, after months of keeping her own counsel on such matters, she
suddenly began talking to her night nurse about any life beyond death and
asked her what she believed. The nurse was able to say something very
simple. Paula replied, ‘T can’t say I believe now, not like that, but would it
be all right if I just said that I hoped?” When she said goodbye to the nurse
in the morning, she took off the false eyelashes she wore day and night—
“You can put those away, I wor’t need them any more. It was as if she was
saying, ‘Well, 'm me and it’s all right.

Mr T H wrote an article entitled ‘Patiently speaking’ for the Nursing
Times (Holden 1980) with the use of one of the early communicators, a
Possum apparatus. In it he gives many hints to those who care for patients
with motor neurone and other severely disabling diseases:

It seems illogical that the only people in hospital who have no training for
the occupation are the patients. Would it not make sense to accept that
anyone landed in a new and strange environment needs some sort of
instruction to help him to fit in and take advantage of the enormous wealth
of kindness, generosity and good will, readily given by all staff?

What the patient has to understand is that although these are rather special
people they are people with normal human feelings and responses. They do
a very demanding job, work lousy hours for scandalous wages and have their
share of trials and tribulations in their private lives. All patients are grateful
for the care they get but many do not realise how much their own behaviour
can contribute to their and everyone’s well-being.

7
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When I suggest that patients could be taught I do not envisage anything
overt but judicious, friendly chats could achieve a great deal. Every patient
has the right to know the what, why and wherefore about everything from
normal routine to his personal treatment and condition. No patient has
the right to be constantly complaining, ill mannered, discourteous, jealous,
selfish, thoughtless, all the petty things which make us so unattractive and
will be counter-productive in our relationships with staff, relatives and
everyone else. The basic lesson is simple, the greatest act of self-interest is to
be as unselfish as possible.

Little needs to be added to these voices, which echo in my memory and
which have inspired so many people around the world to listen in their
turn. The patients are the founders of the now accepted development of the
specialty of palliative medicine.
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The changing National Health
Service, user involvement and
palliative care

Neil Small

Introduction

From its inception in 1948 the National Health Service (NHS) has under-
gone major restructurings at regular intervals. It has also seen changes in
its operational rationale and in the cultural context it operates within. Its
scope for action has changed as have the expectations accepted as legiti-
mate by politicians, planners, service providers, patients and the general
public. One recent change has seen the elevation of public and patient
involvement to a new prominence.

The modern hospice movement and specialist palliative care has grown
up in the UK both alongside and inside the NHS. Even when developments
occurred outside the NHS there was always a clear recognition of the need
to, as Dame Cicely Saunders said, stay outside, ‘so that attitudes and knowl-
edge could move back in’ (Saunders, quoted in Taylor 1983). The hospice
movement’s origins in the late 1940s coincided with the formal establish-
ment of the NHS (Clark 1998). Its institutional birth in 1967 occurred at a
time when much innovation in health care was taking place outside and
inside the NHS. The development of palliative medicine (formally recog-
nized in 1987) occurred in the context of a more widespread shift towards
medical specialism. The proliferation of services in the 1980s occurred at a
time when the NHS was expanding but also when it was beginning to rec-
ognize that the perennial concerns of escalating costs and of managing
services required drastic change (Department of Health 1989; Clark et al.
1995).
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Throughout its history public involvement has always figured high in
hospice thinking. This has been most obviously manifest in the local
activism that set up individual hospices and in the need to maintain local
support for the finance to allow a hospice to continue. As well as this
dimension of public participation the voices of service users can be heard
right at the heart of modern hospice development. Dame Cicely Saunders,
speaking of her many conversations with David Tasma in Archway
Hospital in 1948, reports that, ‘it was while we were talking together that
the idea [came] of somewhere that would have helped him more... but
the most important thing for him was to find someone who would
listen” (quoted in Small 2000). Throughout its subsequent development
those in the hospice movement have argued that it, ‘grew by listening’
(Saunders 1998).

The guiding philosophy of the NHS in its early years combined a belief
in the necessity of state intervention to achieve equality and efficiency in
health care provision with the idea that the NHS would offer a template for
a better sort of society. This represented a coming together of the wartime
Beveridge Plan and the vision of the NHS’s first Minister of Health,
Aneurin Bevan and his supporters (Foot 1975; Webster 1998). Bevan’s
inspired credo that, ‘It is no answer to say that things are better than they
were ... the lot of the ordinary man and woman is much worse than it need
be’ produced the conviction that the space for action was created by the gap
between, ‘a knowledge of the possible, as contrasted with the actual’ (Bevan
1952). Such an approach inspires the sort of restless energy that shifts a
sense of discontent into an idea and an idea into a movement.

It was the same for hospice. One influential figure in the UK hospice
movement sums this up when he says ‘I think the original hospice world
promoted itself as a response, as indeed it was to some extent, a response
to public demand, to need, to things that were wrong. This was a protest
movement, but it was a look at things and saying, “God, things could be
better, you know we have got a little section of people here at the most
painful, critical, heart breaking time of their lives, and they are being
badly looked after, what are we going to do about this thing?”’(quoted in
Small 2000).

But that was then, what of now? The election of a Labour Government
in May 1997 was followed by a White Paper heralding The New NHS:
Modern, Dependable (Department of Health 19974a) and then A First Class
Service: Quality in the New NHS (Department of Health 1998a). Is what is
new about this NHS a sense that restless energy and an aspirational ethic
has been replaced by a concern with the detail of service delivery and the
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minutiae of measuring performance? If we forget why we are doing some-
thing does this risk elevating the ‘how’ to undue prominence, so that we
watch our step rather than look at the stars? Or have the times changed so
much that the reformist language of the past is no longer relevant? Do
we have to reframe the NHS using the constructs of a prevalent consumer
culture?! A Guardian editorial (8 January 2000) argued that these 1997
reforms needed more time to achieve the ‘cultural change required in the
NHS to provide a service equivalent in accessibility, convenience, reliability
and quality to other services available in consumer culture ... It has to be
resolved or the middle classes will abandon the NHS.

While there has been some concern about the sustainability of charita-
ble support for hospice, the more substantial areas of concern have been
about the implications of transformation within hospice and about the
growth of specialist palliative care. Has an initial reformist agenda been
overtaken by a concern with effective management? If the answer is yes,
then what is gained and lost in this transition? James and Field (1992)
explored the ‘routinization of hospice’. James (1994) also spoke of a matur-
ing of the hospice movement as it shifted ‘from vision to system’ Hospice
always had to fight critics, initially it had to struggle to simply establish
itself. Now there are some who have asked if hospices have fulfilled their
purpose—that is drawing attention to earlier inadequacies in care of the
dying, offering a base for the development of expertise in home care and in
nursing skills and acting as a base from which palliative medicine could
grow as a speciality (Douglas 1992). More recently a lively debate followed
the suggestion that palliative medicine is not best advanced via specialism
(Fordham et al. 1998; Higginson 1998). Further, the availability of special-
ist services has provoked scrutiny. How can hospice and specialist palliative
care tackle a perception that palliative care operates in a ‘comfort zone’ and
that there are large numbers of ‘the disadvantaged dying), those who are too

1. In a presentation to the Palliative Care Congress at the University of Warwick in
March 2000 I considered how far both the NHS and palliative care are best char-
acterized as seeking to preserve an established ideal or how far they are con-
cerned with a pursuit of the new. I used the device of contrasting the films, Star
Wars (with its harnessing of ‘the force’) and Star Trek (with the mission of its
Starship The Enterprise ‘to seek out new worlds, to boldly go’). I argued that you
could have ideals and innovation but that you needed to judge the latter against
the standards of the former and not just assume that the new and the modern
were desirable. (For how science fiction film gives an insight into the nature of
our modern/postmodern times see Barrett and Barrett 2001.)

11
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old or have the ‘wrong’ disease, who are not offered this care (Addington-
Hall 1999).

Perhaps though only superficials have changed in both the NHS and in
palliative care. As the Prime Minister said, ‘The values of the NHS are every
bit as relevant today as they were 50 years ago. But they have to be applied
in a different way for a different age’ (Tony Blair in the House of Commons
22, March 2000). In relation to hospice the experience of end-of-life care is,
of course, always new for the person receiving that care. They are not likely
to be aware of recent debates about the guiding approach to care. Their
wants, and the wants of palliative care providers, remain simple and con-
stant: effective control of all those aspects of pain that exist as the end of
life approaches and care in a setting the patient would choose, delivered
with a sensitivity to the family and social network and in a way that the
patient feels they can shape and that reflects their individual needs. To this
we can add that their altruism might be reflected in a wish that the sorts of
care they receive, if they value it, be available to all who could benefit.

In this scene-setting chapter I will consider what has changed and what
stays the same in the NHS. What does the new NHS looks like? Since 1997
there have been a number of crucial developments and I will itemize these.
The development of consumerist rhetoric predates the election of the Blair
administration and has continued and been, in part, transmuted into a
user involvement/public participation approach. I will highlight key fea-
tures of this progression. I will then consider how changing times and
policy initiatives impact on palliative care and specifically will consider
how user involvement developed here. The user involvement agenda has
gone through a number of stages and these effectively replicate the chang-
ing structures and priorities of the NHS rather than reflect user wishes or
a judgement about what most advantages involvement. In effect the shape
of user involvement has been consequent upon the prevalent ethos of the
health service. I will then conclude with a consideration of whether, on bal-
ance, the new NHS constitutes an opportunity or a threat for the capacity of
palliative care to maximize its achievements and overcome its challenges.

The shape of the new and changing National
Health Service

The White Paper The New NHS: Modern, Dependable (Department of
Health 1997a) established new organizations, planning mechanisms, pro-

cedures and priorities. In practice these innovations were often rediscover-
ies of previous practice or elevations of existing work to a new prominence.
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But what appeared to be if not new then rediscovered, was the need to
plan—to have priorities and a vision of how one might go about achieving
them. This commitment was underlined in The NHS Plan (Department
of Health 2000a) and in The NHS Cancer Plan (Department of Health
2000D).

New organizations included primary care groups (PCGs) and then pri-
mary care trusts (PCTs). These would commission as well as deliver services.
New ways of accessing health services would include NHS Direct, walk-in
and healthy living centres. Two new national organizations were established:
the National Institute for Clinical Excellence (NICE) to set standards and
approve treatments and the Commission for Health Improvement to act as
an inspection service. New ways of planning services included the establish-
ment of health improvement programmes (HIMPs) and health action
zones. Both include health and local government planning together.
National service frameworks (NSFs) would be established via a rolling pro-
gramme setting priorities, procedures, targets and standards in one area
after another. At a local level clinical governance was to be made more wide-
spread and systemized. New sorts of contracts in primary care would be
introduced, the personal medical service contract and salaried doctor serv-
ices would gradually replace existing general medical services contracts.

At the heart of the new NHS was to be a service that was primary care
led. But it was to be a different sort of primary care. There was a shift from
an idea of managerialism drawn from business to one that looked to peer
pressure to get compliance from professionals. Different governance and a
greater emphasis on public accountability means that primary care organ-
izations have to look upwards to the structures of the NHS via national
frameworks and targets and via accountability agreements with new strate-
gic health authorities, outwards to local communities, within to their col-
leagues via contracts and clinical governance and sideways to their patients.

Almost all of the recent NHS changes will have relevance for palliative
care. For example commissioning from primary care trusts will involve
these new organizations having to decide how much palliative care is
needed, what should be provided ‘in house’ by their own staff and what
needs to be commissioned from others. Much of the responsibility for
delivering palliative care will remain within primary care. Higginson
(1998) identified that in an average general practice with 2500 people, in
each year, seven will die of cancer and seventeen from non-cancer condi-
tions like circulatory, respiratory and neurological disorders where there
may be a need for palliative care. In the last year of life 90% of care is deliv-
ered at home.

13
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The new NHS reconfigures avenues of accountability and generates new
points of intersection at which decisions are made. Resource allocation
both nationally, in districts and within PCTs will be driven by new struc-
tures and processes: the NSFs, NICE guidelines, the structure of the HIMP,
local trust priorities and the establishment of clinical governance guide-
lines. Palliative care needs to have a presence at each of these influential
points.

The post 1997 NHS has, even in its short history, been subject to signif-
icant shifts of emphasis. In March 2000 the Prime Minister identified to
Parliament challenges he felt faced the NHS. There was to be a heightened
concern to address major areas of premature mortality in the UK. Heart
disease and cancer were to be given special prominence. The shift of
emphasis highlights two crucial issues in seeking to understand health
policy. First, how difficult it is to set up and keep long-term plans in highly
visible and politically volatile public services (see Small 1989). Second, it
identifies the various components that need to be in place before things
change: data, stories, politics and context.? The first two produce pressure,
the third decides if the pressure is bearable, the fourth decides the shape of
response to that pressure. Rarely is just one of these in evidence, often many
of them are. Figure 2.1 provides an example as we look at the shift in policy
so that heart disease and cancer would be prioritized.

Another major change since the 1997 White Paper was heralded in the
July 2001 Department of Health consultation document Shifting the Balance
of Power (Department of Health 20014). This proposed a change in the roles
and responsibilities of statutory NHS organizations and their relationship
to the Department of Health.

The change was designed to foster networks that work across boundaries
between organizations. The intention was to give people the ability to
innovate in ways that their professional practice suggested to them and to
allow them to do this with other people who could help achieve the same

2. While Ministers seek detailed background material from their advisors they are
also eager for ‘the story’, which can help them crystallize why this issue needs to
be pursued or that change made. Much policy is narrative led and it is a mistake
to think that it is largely the accumulation of evidence in the form of hard data
that leads to change. Reading almost any political autobiography can confirm
this. The importance of the narrative is also evident in hospice and palliative care
development—the personal experience of loss often acting as the catalyst for
innovation, the story of when things go wrong, or how successful things have
been, helping galvanize support. This is the sort of evidence that inspires action.
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Heart disease:

Data: figures showed that 500 patients had been waiting more than a year for by-pass
surgery. Each year a similar number died while waiting for surgery.

Story: lan Weir, a constituent and friend of Alan Milburn MP the Secretary of State

for Health, died the day before seeing a consultant about a triple by-pass operation.
He had been waiting 7 months for his appointment.

Cancer:

Data: the UK and Denmark had the lowest survival rates in Europe. The UK’s record
on breast cancer was particularly bad. Professor Gordon McVie of the Cancer
Research Campaign argued that with the same resources organized differently (that is,
more equally across the population) 25000 lives a year would be saved.

Story: Mavis Skeet, because of a shortage of beds, had her cancer operation cancelled
four times before her doctors declared her condition inoperable.

Politics: A decision to focus resources on heart disease and cancer implies a
redistribution within health policy towards conditions of greater severity or life threat.
Context: This change means, in effect, a social redistribution of resources towards the
lower social classes. Five times more working class people die of lung cancer and
three times as many from heart disease when compared with middle class people.

Fig. 2.1 Influences on policy change.

goals, even if they were in different organizations. This is a change that
ought to be supportive of palliative care which characteristically operates
via multi-professional networks and across organizational and geographic
boundaries.

Contradictions in the participation ethos of the
new National Health Service

It is not surprising that there are aspects of the new NHS that are poten-
tially in a relationship of some tension. How far this is creative as opposed
to destructive is, as yet, unclear. An emphasis on the importance of involve-
ment by patients and by the public can be in itself a source of tension.
A rational assessment of self-interest may mean that one’s concerns when
one becomes a patient change from those one had as a member of a local
community. Similarly for those delivering services, say from inside PCTs,
there are tensions between a responsibility to promote the health of one’s
population—a utilitarian view that sees the need to put an overall popula-
tion benefit first—with the long-standing Hippocratic approach of putting
the individual patient’s needs first and foremost.

There is a tension between consumerism, demand-led services and
strategic planning, including tackling health inequalities. There is also a ten-
sion between consumerism and evidence-based medicine, planning based

15
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on best standards of care. It may also be that a patient has to trade off one
desired aspect of service for another, for example quick access to any avail-
able GP or continuity of care through seeing the same GP at each visit.

There is a tension between local autonomy, for example PCTs commis-
sioning and local HIMPs, and nationally led, top-down, priority and stan-
dard setting. This tension impacts on the scope for manoeuvre patients
have at local level to effect any meaningful change. For example, The NHS
Cancer Plan (Department of Health 2000b) sets the parameters for the
delivery, prioritization and monitoring of cancer services. Cancer networks
will cover about 34 PCTs and there will be cancer services collaboratives,
which constitute new ways of gathering and implementing evidence and
new practice. In the context of these wide-ranging and large-scale innova-
tions the plan also says, in a brief section, ‘At a local level cancer networks
will be expected to take account of the views of patients and carers when
planning services. In practice this has developed quickly into the idea not
of user groups, but of partnership groups which include patients.

Challenges for the future include having to decide how to regulate com-
plex networks and multi-agency team approaches. If we rely on profes-
sional self-regulation then in any one area of care or in an individual’s
health journey there might be many different professions working in dif-
ferent ways. We need to think about how clinical governance and user
involvement can encompass care delivered across networks.

User involvement: before and after the
‘new National Health Service’

The 1997 White Paper gave a low prominence to the contribution of serv-
ice users. Rather, it highlighted what was seen as a more pressing agenda,
a concern to address public legitimacy and low staff morale. The new NHS
was to engage in greater public participation and give health professionals
a more enhanced role. In consequence user voices were squeezed out,
indeed health professionals were given more authority to define users’
needs and there was a tendency to conflate user involvement and public
participation (Rhodes and Nocon 1998).

In the years between the introduction of Working for Patients (Department
of Health 1989) and the 1997 reforms, issues of user involvement had
periodically been raised. There had been moves via the Patients’ Charter
(Department of Health 1991) to set out rights and basic service standards
for patients. Local Voices (Department of Health 1992) indicated how
health commissioners could involve local communities in the purchasing
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process. Consistent with the market approach then prevalent, the approach
to user involvement had been a consumerist one (see Croft and Beresford
1990, 1992). ‘Choice’ was seen as a tool to improve efficiency, effectiveness
and economy in service provision. The analogy looked to was retailing—
consumers/users will go where they get what they want and not to places
that give poor service or bad-quality care. There were a number of short-
comings in this scenario: the absence of real choice because of the lack of
alternatives; a lack of information about opportunities or transparency
about performance; and a sense that this was deficit involvement—that it
was about making the not very good a little better. Such an approach, even
at its best, can only make an impact on details of what was already in place.
It is also reactive, doing something after a problem has been encountered,
and individualized, in that is seeks to respond to one person’s problem as
if it exists in isolation. This was the era when political discourse included
the Thatcherite statement that ‘there was no such thing as society’

This approach can be contrasted with a ‘politics of empowerment’ where
the aim is for users to control their own experience of care via having a direct
say in what is offered. This is a constructive involvement, engaging with what
should be provided. It is essentially collective and proactive. But it is an
approach that is problematic in palliative care. For most of us palliative care
is a discovered not a conceptualized need. That is, we do not know what
would constitute a good service for us until we need it. At that point it is pos-
sible that we would have problems in working with others and working for
future change, not least because of the demands our illness may place on
everyday life (Small and Rhodes 2000). Additional specific challenges for user
involvement in palliative care also include the complication of its being a
holistic service that offers support to the patient and their family, in a variety
of settings including their own home, day care and residential settings. People
have a range of needs and severity of symptoms that change as their illness
progresses (Oliviere 2001). Who is the user, when are they best involved and
how can they contribute across the spectrum of services offered?

User involvement can also detract from a rights-based agenda (Forbes
and Sashidharan 1997). Perhaps paradoxically it can be used to help per-
petuate existing power structures. If we can claim that users are involved
we can profess a legitimacy for what is in place that inhibits opposition.
Definitions of need can be limited to the narrow realm of just marginally
adding to or taking away from those needs that are already met to some
degree. It also excludes those who have been denied or cannot obtain a serv-
ice (Osborn 1992). There is a danger that using ‘user’ as a concept imposes
too much uniformity, minimizing differences in class, gender and ethnicity
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(Croft and Beresford 1992). The dimension of ethnicity is important not
just in terms of practical involvement but in the more fundamental stance
people from different ethnic groups might take to issues like autonomy,
disclosure, the role of the family and the understanding of suffering (see
Field et al. 1997). The danger of too easy generalization is compounded
when users and carers, who may have very different priorities, are merged
into some hybrid ‘usercarer’ and it is even more marked if user and public
involvement are assumed to be synonymous.

These concerns about user involvement are offered not to seek to ques-
tion its place on the policy agenda, but to offer a benchmark against which
initiatives should be judged. The challenge is to be imaginative and get past
practical and conceptual problems (the literature on user involvement in
general and user involvement in palliative care has been reviewed in Small
and Rhodes 2000 and that on user involvement in cancer has been explored
in Gott et al. 2000, 2002).

Since the 1997 advent of the ‘new’ NHS, the consumerist model of user
involvement has been modified. Consistent with a service that emphasizes
a more corporate structure and an evaluative ethos, we have seen policy
documents from the Cabinet Office (1998, 1999) and NHS Executive
(1999) that have invited wide-ranging considerations of public and user
involvement. There has been a continuing concern with the proper place
for patient and public participation in the evaluation of health services
(Department of Health 2000a,b). User involvement in research is being
considered (Department of Health 1998b) and there are publications high-
lighting examples of best practice (Department of Health 1997b). A discus-
sion document Involving Patients and the Public in Healthcare (Department
of Health 2001b) proposes patients’ forums and the establishment of
‘Voice’—an independent national body that will serve as a commission for
public and patient involvement.

Shifting the Balance of Power (Department of Health 20014) also heralds
yet another change in direction when it recognizes that user involvement is
not just dependent on having appropriate policies and structures but
requires a cultural shift within the health service. It is ‘about putting
patients and staff absolutely at the heart of the NHS. It does so by giving
greater authority and decision making power to patients and frontline staff
and underpinning this with changes in organisational roles and relation-
ships. The specific areas discussed include giving patients more choice and
more information, introducing national standards, improving patient
safety and creating new partnerships (a necessary feature of a focus on
networks). The document ‘sets out the framework and principles for those
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changes’ but, in line with its own philosophy, it leaves the practical arrange-
ments, the how, when and where of working arrangements and service
delivery ‘to be decided locally.

Innovations continue: national listening exercises, proposals for patients’
forums and advice and liaison services in trusts, complaints advocacy serv-
ices and moves to devise new performance ratings that include patient sat-
isfaction as well as other service outcomes (Department of Health 20014).

As the NHS ethos and organizational structures have changed so too
have the dominant forms of user involvement. We encounter an essentially
paternalist service before 1989, then a consumerist approach, which trans-
mutes into a more managerial/corporatist model in the ‘New NHS’. Shifting
the Balance of Power (Department of Health 20014a) then heralds another
shift of emphasis into a network-based approach.

The promises and challenges of
palliative medicine

We have considered the similarities in the founding principles of the NHS
and of hospice care. The shift towards the internal market after 1989
offered challenges and opportunities for hospice and for palliative care.
A prioritization of governance, manifest in a concern to pursue and pro-
mote evidence, standards and quality has been evident in both the NHS
and palliative care in recent years. We have also seen how new configura-
tions in terms of NHS structures generate different points of intersection
and different avenues for seeking influence. Pressing issues for palliative
care include devising ways of maximizing promise and overcoming chal-
lenges (see Fig. 2.2) in this changing context.

Products of the past, custodians of the present,
architects of the future

In this chapter I have offered a review of recent changes in the NHS. These
changes provide the context for future thoughts about the place of pallia-
tive care and about the shape of user involvement. I have suggested that the
new NHS means palliative care has to refocus in terms of where it looks for
support. Overall the changes offer positive opportunities for palliative care
to face its challenges and build on its promises.

Different models of user involvement have developed as the NHS has
changed. Users need to ensure they are organizing and putting pressure
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Promises

e Symptom control to all patients

e To empower other professionals in their management of dying patients

e To recognize and support the skills of general practitioners

o To provide an alternative to fast-paced, thoughtlessly invasive, acute, hospital-style
medicine

Challenges

Difficult symptoms

Moving beyond cancer

Developing new models of care

Addressing social exclusion in palliative care

Developing further user and public involvement

Furthering the multi-disciplinary team and its members
Looking to public education

Developing creative interaction with primary care commissioners
Consideration of efficacy, equity and value

Identifying what specialist care can do

Supporting non-specialists to provide the best service they can

Fig. 2.2 Promises and challenges for palliative care.

in a way that maximizes their chances to be influential. For example, it is
not advantageous to keep pursuing a consumerist approach when the place
decisions are made is in networks. What is needed are innovative projects
that test out the scope for change and the limits of the possible across the
range of contemporary palliative care.

Like all institutions, the National Health Service in general and palliative
care in particular, exist within a complex relationship of what has been
done in the past, what can be done in the present and what might be
achieved in the future. They encompass forces designed to preserve what is
already in place as well as others wanting to move agendas forward. The
impetus for change can sometimes be a conservative one—change to pro-
tect the organization or to counter forces existing elsewhere within, or out-
side, the system. But there is also an impetus for innovation that comes
from a memory of things done badly, a perception that things can be better,
an idea of how to achieve this and a picture of what a better system would
look like. The user involvement project is, fundamentally, about how to
reconcile the existence of institutional and professional agendas built up
out of this longitudinal engagement with service planning and delivery and
an agenda built out of the subjective, embodied experience of being ill or
caring for someone who is ill. It is an area of activity where different world
views exist. It sees the interplay of the utilitarian and future-oriented plan-
ners and the needs-and-rights-based concern with the here and now of
service users. But these worlds are not hermetically sealed—planners know
of the importance of the individual and of the need to get things right for
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them and users know that one has to make compromises in an area where
many have to work together. User involvement will progress if the resulting
scope for alliances is developed. The inherent social power of the institu-
tions and professions means that it is incumbent on them to move to meet
the user on grounds each can feel is common.
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Developments in user
organizations

Jane Bradburn

Introduction

User involvement is a feature of health service policy in the UK. Discovering
the needs and views of people who use health services and involving them
in decision making about service developments and improvements has
been actively promoted within the National Health Service (NHS). This
policy imperative tends to obscure the impact that users themselves and in
particular user organizations are making to get their voices heard. This
chapter describes the growth of the user movement and the contribution
this has made to giving a ‘voice to the voiceless’ It then explores the way in
which cancer user organizations in particular have developed user involve-
ment alongside the NHS initiatives and describes some current develop-
ments, highlighting some of the issues relating to palliative care services user
involvement and offering examples of good practice.

Who is the user?

We are all potential users of health services. The term ‘user’ of services could

therefore include everyone. However here it is taken to include patients, carers,

family, friends, advocates, members of organizations representing users’ inter-

ests, ‘hard to reach’ and community groups and members of the public.
Users have been described as follows.

People who have a unique expertise and perspective acquired from their
experience of using health services or living with a disease or condition.
(Fletcher and Bradburn 2000)
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People who have a professional role in the health services (such as
doctor, nurse or researcher) may also be users of cancer services. However
people who do not also have a ‘professional’ role have a distinct and com-
plementary role to play in the development of services. They can provide
clarity of view about user issues unclouded by the many competing issues
health professionals constantly have to juggle with.

User involvement in the context of
palliative care

User involvement in the context of palliative care services includes all levels
of care from the one-to-one relationship between patient or carer and
health professional to service and policy developments. It can mean

« listening to users’ experiences;
+ empowering users to advocate on their own behalf;
« working with user groups in partnership.

On a one-to-one level it may mean health professionals, researchers and
others listening to patients’ views about using services and advocating on
their behalf. However health professionals’ representation should not be
seen as a substitute for users representing themselves.

User involvement can mean empowering individuals and groups of
users to have their own voice and advocate on their own behalf. Health
professionals can become expert advisers which means that the patient or
carer takes a passive role or they can develop an active partnership where
users are involved in decision making, as the Table 3.1 demonstrates.

Table 3.1 Relationships between patients and health professionals

Expert adviser Active partnership

Defines patient’s needs Elicits patient’s needs

Gives advice Discusses options

Solves problems for patient Explores solutions with patient

Decides what information Asks patient what information they want

patient needs

Encourages dependency Empowers and enables patient
to develop confidence

Fletcher and Buggins (2000).
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It is only by empowering the individual in meeting their own care needs
that user involvement at all levels can be achieved. At a basic level this can
be through giving people access to information. For example the National
Cancer Alliance’s TeamWork project has produced a patient folder with
information relating to their cancer journey (National Cancer Alliance
2000). This folder, developed following focus group consultation with
users, is a personal file of information about their care and treatment.

Levels of user involvement

The following model has been widely used to understand the different
levels of user involvement (Hanley et al. 2000):

o consultation
« collaboration
« user control.

Methods for consulting users include contact by telephone, post and face
to face; surveys, focus groups, panels and committees; and discussions with
existing self-help and support or community groups. Consultation is a
process in which the consulting authority sets the agenda. The choice of
method will depend on the purpose of the exercise. Survey methods, for
example, would be appropriate if it is important to know the views of a
representative sample of service users, whilst consultations with existing
groups might provide quick feedback on emerging issues. Focus groups
have been used to collect patient and carer views to feed into the develop-
ment of cancer services. They enable the user to set their own agenda but
they do require skilled facilitators.

Users have been co-opted onto working groups and committees as
patient and carer representatives, for example, as members of medical edu-
cation and research committees including the Royal College of Physicians
and the Consumer Liaison Group of the National Cancer Research
Institute. Lone users on committees of health professionals have experi-
enced significant difficulties in being actively involved and it is good prac-
tice for there to be at least two user representatives.

A number of cancer user groups (users and carers) or partnership
groups (users, carers and health professionals) exist. These groups meet
together to give the views of local patients and carers to local cancer serv-
ices, commissioners and providers. They undertake a range of activities
and are often members of other related committees. There are examples of
such groups, facilitated either by a cancer network or hospital or community-
based cancer resource centres (Miles and Jackson 1997).
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Concerns are often expressed about how representative users are. Users
cannot represent all other patients and carers just as doctors cannot repre-
sent the views of all other doctors. However, user representatives are encour-
aged to represent not simply their own individual views but also those of
other people affected by cancer in the local community. For example, the
Northamptonshire Partnership Forum are a group of user representatives
trained in basic research methods who used questionnaires in order to access
the views of current cancer service users. One obstacle for user representa-
tives has been that this may require ethical approval and written patient con-
sent, a process that they may be unfamiliar with and find daunting. Some
user representatives rely on more informal methods of accessing user views,
for example, talking to other members of their self-help group. Users with
existing links to other patients and carers such as self-help and support
group members can therefore make a valuable contribution.

Methods used to involve users vary according to the level of involvement,
ranging from passive to more active methods. Partnership activities are
those where users not only input their views but also actively participate
with professionals in the plans resulting from that participation. A range
of different methods can be matched to tasks and people can participate at
different levels depending on their inclination and ability (Table 3.2).

User organizations

User or patient organizations have played and continue to play an impor-
tant part in user involvement. Many of these organizations were started by
concerned individuals themselves affected by a disease or illness for which
they found little support. Motivated by this experience they set up small
groups or organizations some of which grew and developed into national
organizations (Wann 1995).

In the UK there are a large number of national voluntary organizations
or non-governmental organizations representing the interests of specific
patient groups with palliative care needs. Examples are the Multiple Sclerosis
Society, Macmillan Cancer Relief and theTerrence Higgins Trust. There also
exist a very large number of self-help groups some of which are branches of
the larger national organizations and some of which are local independent
and autonomous groups. The development of individual self-help groups
depends on the needs and aspirations of members and this leads to a range
of activities and forms of organization.

These organizations have in the past mainly focused on providing support
to people affected by the condition. However the growth of the consumer
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Table 3.2 User involvement: Levels, Methods, and Tasks

Level of involvement Methods Task
Informed Newsletters, leaflets, Informing patients
posters, radio about entitlements,

resources, new
services or drugs

Consultation Focus or discussion Finding out views
groups, semi-structured on services
interviews, questionnaires

Collaboration/ Committees, working Agreeing priorities

partnership groups for service
improvements or
research projects and
carrying these out
including feedback

User control Self help and support Users decide on
groups, user groups priorities and action
in response to
their needs

and activist movements in the 1980s combined with the emphasis on self-
help and self-advocacy has seen these groups become increasingly political.
Groups have played a significant part in influencing policy largely as a
result of social movements like the women’s movement with respect to the
growth in breast cancer advocacy and the gay movement with respect to
HIV and Aids (Bradburn and Maher 1995).

Experiential knowledge

Government policy supporting user involvement and advocacy has focused
attention on the potential of self-help groups to contribute their knowl-
edge of a specific illness or condition to the improvement of health services
and research. Borkman (1999) uses the term ‘experiential truth’ to distin-
guish the knowledge self-help group members gain through their personal
experience of a disease or condition from ‘professional truth’ based on
knowledge developed, applied and transmitted by an established special-
ized occupation by means of training or specialized education.
Experiential knowledge locates an expert knowledge with the patient
or carer rather than locating expertise solely with the doctor or nurse.
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Box 3.1 Listening to people’s experiences

How people feel

‘You have to take each day at a time because you can’t look too far ahead
because it would frighten you to death’

What their attitudes are

‘T have got to the stage now where I don’t want to go to the MS Society
because I am the worst.

How they experience services and care

‘A social worker’s help was offered at the time ... I thought “Well, does
he mean a counsellor or someone who is going to give me some encour-
agement?” But when it worked out, it seemed the social worker was
coming to tell me all the benefits a disabled person could get.

(Small and Rhodes 2000)

People with experiential knowledge can contribute to understanding the
experience of a condition by telling us how they feel, their attitudes and
how they respond to the care services they receive (Box 3.1).

Linking support and influence

Research has demonstrated how experiential knowledge generated by groups
can be used by its members to influence health service policy thus linking
support to advocacy. For example, individuals from a network of local cancer
support groups decided that they wanted to have a voice in local decisions
about service delivery of cancer care (Bradburn and Mackie 2001). The
group used their knowledge to contribute to local decision making by
becoming user representatives on local health committees implementing
changes to cancer services following proposals in the Calman Hine Report
(Department of Health 1995). Similarly Barnes describes how a group of
mental health users used their experiential knowledge to contribute to serv-
ice development in mental health services (Barnes and Shardlow 1997).

The term ‘user group’ is now used to refer to people who have experience
of using health services either as a patient or carer and who have come
together to use that knowledge in order to influence the services.
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There is some confusion about the terms applied to groups of people
who use cancer services, ‘patient groups, ‘self-help groups, ‘consumer
groups, ‘voluntary groups’ and so on. Self-help and support groups have
the primary purpose of offering emotional and practical support to people
affected by the provision of services. The term ‘user group’ refers to people
who have experience of using cancer services either as patients or carers
and who have come together to use that knowledge in order to influence
the provision of cancer services.

User groups are developing across the UK, largely as a result of govern-
ment policy, which encourages user involvement. Many of these groups are
working with hospitals and primary care groups to improve local services.
User representatives work at local, regional and national levels. They can be
specific to a disease or condition, for example, breast cancer or include
users with experiences of different diseases or conditions. User groups may
include members of self-help and support groups but they may also
include individuals and include other advocates. They often work as
members of joint committees and forums with health professionals and
managers.

What part do user groups play in supportive and
palliative care?

User involvement is an important part of ensuring quality in supportive care
services. There are many examples of user groups working effectively in this
way. For example, the Rotherham Cancer Users Forum undertook a survey
of patient information in general practitioners’ surgeries, which highlighted
the need for more information about cancer being displayed in the surgeries.

Users may act as advocates on behalf of others who do not have the con-
fidence to ask questions or put forward their views, for example, by accom-
panying a patient to a consultation with their doctor. An example of this
kind of activity is that provided for cancer service users and their families
by the Liverpool Cancer Support Centre (Box 3.2).

Users may also offer their services as volunteers in the supportive care
services offered by the NHS. They may be members of self-help groups
who set up and run services themselves. This often happens where users
identify gaps in services or find that the current NHS services do not meet
their needs or those of other users and carers. For example, Bosom Friends,
a breast cancer group in Hillingdon, were instrumental in setting up a
community drop-in centre where people could easily access cancer infor-
mation and support.
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Box 3.2 Liverpool Cancer Support Centre

This is a user run, managed and led service providing practical, emo-
tional and psychological support to people affected by cancer in
Merseyside. The Centre’s services are firmly based around an ethos of
advocacy, mainly self-advocacy, but also peer group support and limited
professional support. A ‘focus group, which is regularly attended by 15
to 20 people each week with people at different stages of diagnosis,
treatment and care, discusses issues. The more established members
provide support to newer members with minimal input from facilita-
tors. The Centre encourages people to advocate on their own behalf to
health professionals providing their care. It believes that everyone has
different skills and strengths and that they just need some support to
refine those skills following diagnosis and then to use them in new ways
in the future.

(Keatley and Berry 2002)

Building capacity

In the UK there are many user organizations that support people with an
experience of cancer. Unlike many other countries the UK does not have a
single Cancer Society. Organizations have emerged in response to need;
some focus on specific cancers, for example, breast, ovarian and kidney
and others have a broader focus. For example, Cancerlink (now part of
Macmillan Cancer Relief) offers support to the over 600 cancer self-help
and support groups in the UK. Groups continue to be set up and to disap-
pear, the sector is constantly changing in response to people’s needs. The
diverse nature of the sector means that there is a choice of organizations
offering different kinds of support. However this has also hindered build-
ing a strong user voice in cancer services. See Box 3.3.

The capacity-building requirements of users and carers has been recog-
nized through a number of research studies. The need for training for user
representatives working in a range of different settings has been shown to
be important (Bradburn et al. 2000). User representatives often find that
they lack confidence when they are part of a committee comprising health
professionals. Some may be unfamiliar with committees and with the organ-
ization of the health services. Consumers in NHS Research, a standing advi-
sory group that promotes user or consumer involvement, has produced
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Box 3.3 Cancer VOICES Project, Macmillan
Cancer Relief

‘CancerVOICES’ is an independent network of cancer services user rep-
resentatives supported by Macmillan Cancer Relief. CancerVOICES
provides support and training to user representatives so that they can
work effectively with health professionals. Training developed for lay
members of Maternity Service Liaison Committees was piloted through
the VOICES in ACTION Project and has been used successfully to train
cancer service users as part of the CancerVOICES Project. The training
is linked to support, information and networking.

(Bradburn 2001a)

guidelines for researchers and for users. Training courses for users have
been developed by CancerVOICES at Macmillan Cancer Relief, the College
of Health and the Public Health Research Unit, Oxford.

User involvement in cancer services

User involvement in the NHS is high on the cancer services policy agenda.
The Calman Hine Report set out a plan for the re-organization of cancer
services and recommended that cancer services should be ‘patient-centred.
Following publication of the report, cancer services in England are now
organized into 34 cancer networks. These are networks of hospitals, hos-
pices and primary care trusts, together with all those organizations caring
for cancer patients, working together with the aim of providing seamless,
quality services. Each cancer network is managed by a lead manager, lead
clinician and lead nurse with an executive board and steering group.
User involvement is a priority for these networks.

At alocal level, cancer networks will be expected to take account of the views
of patients and carers when planning services.
(Department of Health 2001).

This development is mirrored by the development of palliative and sup-
portive care networks that are being established to link together organiza-
tions and care staff providing care.

The National Cancer Task Force has developed guidance on how users
can be involved in cancer services (Bradburn 2001b). This recognizes that
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to be really effective, user involvement needs to be integral to the develop-
ment and organization of cancer services at all levels (national, regional
and local) rather than to run parallel to it with the danger it might become
marginalized and tokenistic.

The approach suggested is of cancer partnership groups set up in each
cancer network. The concept is similar to the existing maternity service
liaison committees in maternity services, which exist in hospital trusts.

The groups are an integral part of the structure of each cancer network
and comprise equal numbers of health professionals and users. Their role
is to facilitate and advise on user involvement for the whole cancer network
and to raise local patient issues for the network to address. They provide
a pool of cancer service user representatives from different backgrounds
and with experience of different cancers, who can work with a variety
of committees and working groups within the network. At least two users
should be members of the executive board and steering group for the
network. Partnership groups and user groups are already linking with
multi-disciplinary teams and tumour-specific groups as well as the patient
liaison advisory services set up under the government’s patient and public
involvement initiative. They also link to the wider community through
existing links with voluntary sector organizations and patient or user
groups.

Traditionally user involvement in cancer services has been located
within supportive and palliative care. The approach recognizes that user
involvement cannot and should not be pigeon-holed but should apply to
all parts of the cancer services including clinical areas and supportive and
palliative care networks.

Lack of research evidence on user involvement in cancer services is
currently being addressed by a three-year Department of Health-funded
research programme by the Avon, Somerset and Wiltshire Cancer Project,
which will shortly be completed. Early evidence from the project indicates
the value of a joint user/professional forum to advise and facilitate user
involvement within the cancer network.

A voice for palliative care services

In spite of these developments there are still barriers to the involvement of
palliative care service users. There is the concern that palliative care serv-
ices users may be too ill and should not be asked to spend time answering
questionnaires as this might detract from their quality of life in the time
left to them. However recent research challenging this view has shown that
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although palliative care users might be few in number, their needs were
great and those needs were different from the wider population and
required services from a range of agencies (Small and Rhodes 2000). Talking
to their carers was not a substitute as their needs might be quite different
from the carer but equally as important. The research showed that people
with terminal illnesses did sometimes want to contribute to changes in serv-
ices that would be put in place after they were no longer alive, seeing this as
their legacy to others. However the researchers cautioned that palliative care
service users might have other priorities than taking part in research.

Other barriers to palliative care service user involvement are the practi-
cal obstacles to collective forms of participation. These include the uncer-
tainty about how they will feel on the day, the need for reliable transport, a
suitable venue and a format that is not too tiring (Beresford et al. 20004).

For people from different ethnic groups the barriers may be more com-
plex. Research shows that the number of black and ethnic minority people
using hospice and palliative care services is low in proportion to their num-
bers (Hill and Penso 1995). Communication and cultural sensitivity are
important factors but the role of advocates, interpreters and link workers
who can speak up for and support individuals is very important. Health
advocates can lead to users having greater confidence about using services
(Mount 2001).

Involving palliative care users requires an understanding of the practical,
emotional and psychological issues they face. The familiar ways of involving
users such as committees may not be the best given these considerations.
What is required is imaginative ways of involving users. There are a growing
number of good practice examples in palliative care service user involvement.

First national seminar on patient/user involvement
in palliative care

The first national seminar on patient/user involvement in palliative care
was held at St Christopher’s Hospice, Education Centre, London and
funded by the Joseph Rowntree Foundation. The majority of participants
were service users so that they could feel they had the key role in the day
and that their views were really valued. Presentations were kept short so
that the day was not tiring and there was plenty of opportunity for discus-
sion. Key issues that emerged included the importance of maximizing
people’s control over their lives, of self-help and support groups and of
meaningful involvement rather than tokenism. Participants wanted more
opportunities for meeting together and a national group has now been set
up (Beresford et al. 2000b).
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St Christopher’s Hospice

At St Christopher’s Hospice, two user groups have been successfully set up,
one for ward-based patients and one for those living at home. Both are held
at the hospice. Great attention is paid to the practical aspects of the meet-
ings; transport is provided, group discussion sessions are short, a nurse is
available and toilets accessible. Meetings are held three times a year. Not all
people attending one meeting may be able to make the next, some may be
too ill and some may have died. Effective and prompt feedback and action
on issues raised is therefore prioritized. A senior member of the hospice
staff as well as the coordinator attends meetings. Issues raised by the groups
are taken to clinical management meetings and staff responsible for the
area involved undertake to put changes into action where this is possible
and appropriate. This is then fed back to the users by letter as well as ver-
bally in meetings.

The Beacon Project

The Beacon Project in Brighton, which provides care for people with HIV
and Aids, has a user forum, set up to enable users to express their views
about service provision and to put forward ideas and discuss issues.
Members are drawn mainly from day care users and meet bi-monthly. As an
advisory body within the Beacon, the forum has the power to make recom-
mendations to the management and has a representative on the Council of
Management as a full trustee. Members hold their own meeting first to dis-
cuss their issues and then invite the staff into the meeting. Then whichever
member of staff is responsible for the issue raised deals with it. The issues
raised by the forum concern the services provided by the centre and include
such topics as access to transport, food and funding. The forum has led to
closer collaboration between service users and staff and services better
tailored to meet ongoing needs. The forum won the National Council of
Hospices Award for user involvement initiatives in 2001 (National Council
for Hospice and Specialist Palliative Care Services 20014).

The Candle Project

The Candle Project at St Christopher’s Hospice includes a self-help group
set up by two users who as bereaved parents felt there was a need for sup-
port to others like themselves. It meets about five times a year to talk about
their issues. The group provides parents with a quiet time away from their
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children where feelings can be discussed openly. Transport is available
together with quality on-site childcare provided by Candle Project volun-
teers. Members are able to share their grief safely. Topics discussed include
practical issues, caring for grieving children and making new relationships.
Referrals come through staff of the Candle Project at St Christopher’s
Hospice and the group has maintained a diverse ethnic, class and gender
mix. Feedback from the group has proved the value of a group of peers
with which to share experiences and difficult issues (National Council for
Hospice and Specialist Palliative Care Services 2001b).

The Dorothy House Hospice Care Service

The Dorothy House Hospice Care Service has involved their service users
in a range of different ways. They have involved users through their clini-
cal audit programme. Patient satisfaction surveys using questionnaires to
patients attending day care and the in-patient unit are regularly carried
out. A questionnaire for the bereaved has been used to find out views about
the bereavement service and a user is involved as part of the bereavement
working party.

An audit of patients using complementary therapies found that while
50% of patients had died over the period audited, 24 out of 38 question-
naires sent to suitable patients were returned. The audit identified the need
for patients and staff to have more information about the therapies offered.
A leaflet for patients has now been written and awareness-raising sessions
for staff are planned.

A focus group meeting was held to review day care with 10 current
patients, one discharged patient and one carer. They were divided into
smaller groups and asked to say what was helpful about coming to day care
and what was the most difficult thing. As a larger group they looked at the
kind of changes they would like to see. The main themes for change were
more support and information for carers, more information and a patient’s
newsletter. A focus group meeting was also held to assist with web site
development, which gave guidance about important features for its design
and content (National Council for Hospice and Specialist Palliative Care
Services 2002).

Other quite different and less intrusive approaches may be more appro-
priate for people whose degree of illness precludes collective user involve-
ment approaches. For example, the Gold Standards Framework Project for
Community and Palliative Care, a joint Macmillan Cancer Relief and NHS
Modernisation Agency initiative, provides a home pack for patients or
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carers to keep at home. The pack includes useful information on caring
and living with cancer at home, key contacts and a weekly review sheet.
This sheet can be used by the patient or carer to feed back problems or gaps
in care to those caring for them so that these can be addressed immediately
where possible. The views given by patient and carer can also be used to
improve services for others. The pack is written in accessible language and
clearly set out and enables the individual user to be involved in improving
care both for themselves and others (Thomas 2001).

This kind of approach confers direct benefit to the individual while also
collecting information about user need more generally.

Conclusion

User organizations play an important role in enabling people to have a
voice. Sharing their experience and issues as a peer group can confer con-
fidence and a shared identity and build knowledge. Users’ experience
and knowledge of services are important in order to develop more inte-
grated and patient-centred services. Confident users can also challenge
our perceptions. It is dangerous to assume that just because people have
crossed a line between active and palliative care, they are not well enough
to take an active part in user involvement. This kind of stereotyping only
serves to mirror the divide users themselves often experience when moving
from active treatment to palliative care which can mean a change in the
staff they see or the places that they go for treatment. Palliative care service
users are actively involved in a wide range of activities including member-
ship of cancer network partnership groups, user groups and self-help
groups.

User involvement in palliative care services does present particular chal-
lenges but there are now a number of examples of good practice that indi-
cate that service users can and are willing to have their voices heard. These
include questionnaires to obtain feedback about services, focus groups to
find out user views as well as self-help and user groups. Many of these
examples are located within local hospice services. The challenge for the
future, as more people are expected to be supported at home, is to develop
approaches that extend to primary care and community services.

There are real barriers to involving those who are very ill and yet they are
often the ones who rely most heavily on services. We need imaginative
approaches to overcome these barriers, which rely less on the collective and
traditional research methods and which result in speedy action where this
is needed to benefit both the individual and the wider population of users.
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Finally the example of how user involvement has been built into cancer
services shows that to be really effective, user involvement needs to be inte-
gral to the development and organization of services. It needs to be ade-
quately resourced at all levels if it is to avoid being tokenistic so that users
have an effective voice which truly influences services.
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Quality issues in palliative
and supportive care

Sam H. Ahmedzai and John Hunt

Introduction

In addressing the issues of ‘quality’ in the care of people with a limited life-
span, it is important first of all to distinguish the two main areas that are
relevant for palliative care. These are first, ‘quality of life’ of patients and
their carers and second, ‘quality of care’ delivered by services. Often in
casual discussion these two aspects are confused and blurred, with a result-
ing loss of precision of meaning, and consequently of their practical impli-
cations. Indeed, it has been pointed out that ‘one of the major problems,
however, [in determining what constitutes quality care for the dying] in
making such a determination results from the lack of consensus regarding
a conceptual definition of quality’ (Thompson and McClement 2002).
Quality of life in healthcare is often construed as a predominantly clini-
cal concept, and in the past it has indeed been defined and measured in
terms that reflect more the doctors’ priorities than those of the users of
services. Thus in the field of oncology, clinical trials in the late 1980s
and early 1990s started to use quality of life as a (mainly secondary) end-
point of trials employing new anti-cancer therapies. Initially this was meas-
ured using performance status instruments such as the Karnofsky scale
(Karnofsky and Burchenal 1949). This scale in fact measures mobility and
independent activity, on a range from fully mobile and capable of working,
to totally bedbound and fully dependent on nursing help. Although this
could be a useful measure of the physical capability of patients and the
degree of nursing and social services they require, it tells us very little of the
personal experience of the individuals and their perceived quality of life.
It is of course entirely possible for a person to be totally paralysed and
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dependent on help, but still maintain a sense of psychological coherence and
self-worth, and to be a loved and valued member of a family and community
(Twycross 1987). There have been many well-conducted empirical studies
that have explored the differences in the users’ and their professionals’
(mainly doctors and nurses) viewpoints on the nature and breadth of qual-
ity of life. Generally speaking, these studies have shown that professionals
tend to under-estimate physical symptoms and psychosocial distress; but
they can also under-estimate the value that patients place on their own over-
all quality of life. Similarly, although family carers can have greater insight
into a patient’s distress, studies have also shown that their ratings too do
not always accord with the patient’s (O’Brien and Francis 1988; Ahmedzai
et al. 1988).

During the late 1980s there was, however, a move towards developing
quality-of-life concepts that tapped more broadly into the multidimensional
nature of the individual’s perception of what gave their life quality. Thus the
European Organisation for Research and Treatment of Cancer (EORTC)—
a major European collaborative cancer research group—initiated a line of
studies with the aim of capturing—using self-reported questionnaires—the
cancer patient’s own perspective on quality of life before and after treatment
(Aaronson ef al. 1988). In the USA, the Rand Corporation initiated research
on a more generic way of measuring quality of life, which could apply to a
variety of diagnostic groups and which has led to the SF-36 instrument
(Ware et al. 1994). The most recent methodology to be developed has taken
the user perspective even further, and is based on a more open-ended inter-
action between user and researcher, using an interview that explores the
person’s own determinants of quality of life (McGee et al. 1991). These
approaches will be discussed and appraised in more detail below.

The second aspect of ‘quality” highlighted at the start of this section was
quality of care as provided by services. The process of focusing on and
improving on quality of care is known as quality assurance. Of course,
quality of life and quality of care are logically closely related concepts: qual-
ity of care offered by a service should impact directly on the quality of life
experienced by the user, and the measured quality of life of users should
influence changes in services. However, in practice it is helpful to consider
them separately. There are two main reasons for this: first, because quality
of care is concerned primarily with the structure and process of healthcare
interventions whilst quality of life represents primarily the outcome, using
the language of healthcare evaluation introduced by Donabedian (1980).
Seen this way, both concepts therefore represent a continuum of opportu-
nities to measure and give feedback on the user—provider interaction.
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The second reason for separating the two issues is that professionals now
acknowledge, with greater humility than before, that there are many more
aspects of a person’s and family’s quality of life than can be influenced by,
or even known to, a health or social care service. This can be demonstrated
in drug studies of new palliative interventions. A UK multicentre random-
ized controlled trial of cancer pain control clearly demonstrated that a new
therapy (a novel way of delivering an analgesic drug using a three-day skin
patch, compared to conventional twice daily tablets) was associated with
numerous advantages which could be measured in terms of symptoms,
side-effects, convenience and overall preference (Ahmedzai and Brooks
1997). Thus, the quality of care to these patients was undoubtedly improved
by the new therapy; their views in these respects were mirrored by their
clinicians’ estimates of improved symptom control. However, when the
same patients who reported these benefits were asked to comment on their
quality of life, using a reputable standardized questionnaire, there was no
difference between the periods of time they were receiving the two medica-
tions. This suggests that the make-up of these patients’ quality of life was
more complex than the sum of symptom control and convenience of med-
ication; or put another way, while medical care can have a significant
impact on the externally measurable aspects of daily life, the concurrent
changes in a person’s quality of life remains private—and perhaps, ulti-
mately inscrutable.

Which aspect of quality is ‘right"?

Which is the more important concept in palliative care? We would argue
that both are equally valid and indeed are so inter-related that both should
be incorporated into a comprehensive evaluation of the quality of any form
of health and social care. For palliative and supportive care for people with
life-limiting diseases, this two-pronged approach is essential. It is widely
accepted that one of the chief goals of palliative care is improving, or at
least maintaining, the quality of life for patients and their carers (WHO
1990). Since those who are the prime recipients of palliative care tend to be
physically less able to communicate their views, especially towards the ter-
minal stage of illness, it is incumbent on palliative care services to make the
extra effort of using different ways of capturing their perceptions.

Figure 4.1 shows diagrammatically how quality of care and quality of life
can be seen to encompass the entire spectrum of assessment of palliative
care delivery. In this chapter we will illustrate this model by describing and
critiquing instruments that cover this whole range. Taking cancer care as an
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Objective response, e.g.
o disease stage
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process and Quality of care<———=> Quality of life

outcomes

Fig. 4.1 Relationship of quality of care and quality of life to the therapeutic
process and outcomes.

example, the treatments for the disease include surgery, chemotherapy,
radiotherapy and hormone therapy. Common assessments of the quality of
care associated with these therapies include waiting times, communication
between patients and staff, and user satisfaction with clinics. In an institu-
tion such as a hospice or in a hospital palliative care department, structure
and process measures such as the number of staff available, their level of
training and how well they interact with users, are also measurable quality-
of-care markers. Yet more examples are details such as the catering, park-
ing facilities and availability of private rooms for carers to visit patients and
for meetings with staff. A comprehensive quality-of-care assessment there-
fore needs to take all of these into consideration, although it will usually
focus on specific areas during a particular evaluation exercise.

The outcomes of cancer care are divided in Fig. 4.1 into two groups:
objective and subjective. Chronic disease management should ideally be
directed at both of these, as both are important for the patients’ lives.
Typically, clinicians are more inclined to measure the objective outcomes
such as changing disease stage, measurable changes in the disease (for exam-
ple, tumour size in cancer, left ventricular ejection fraction in heart failure),
length of overall survival and the numbers of patients who die as a result of
treatment. Palliative care has not usually been involved with measuring
these aspects of the patients’ disease. However, oncology, cardiology and
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palliative care services should all be interested in the second set of outcomes,
which are concerned with the patients’ and carers’ subjective experiences.
These include physical symptoms, side-effects of both the disease-directed
and purely palliative treatments, levels of psychosocial functioning and dis-
tress and the occurrence of abnormal bereavement. Recently, palliative care
researchers have also tried to measure spiritual concerns and changes in
these during the patients’ illness.

Figure 4.1 shows that the objective and subjective changes can interact
with each other. Lack of response to anti-cancer therapy is thus usually asso-
ciated with worsening symptoms and often psychosocial distress. Side-
effects of surgery or chemotherapy can have a major impact on patients’
length of life but also their physical and social functioning. In the opposite
direction, intolerable side-effects can lead some patients to withdraw early
from anti-cancer treatment, which could adversely affect their survival time.
Similarly, untreated psychological distress during treatment, not necessarily
related to the actual therapy but possibly due to unrecognized domestic
stress, could influence how long other patients persist with anti-cancer
treatment. Thus, the combination of objective and subjective outcomes is
linked into a comprehensive or holistic concept of quality of life, which is
itself inextricably tied in with the length of remaining life.

Some quality-of-life researchers have tried to express these links in
mathematical constructs, which gives a better impression of how good
the quality of extra life gained with life-prolonging therapy has been for
the patients. One simple measure is ‘symptom-free survival), which is the
length of life before symptoms recur after primary treatment; another
more sophisticated approach is Q-TWiST, which stands for ‘quality of time
without symptoms of disease or toxicity of treatment’ (Gelber et al. 1998).
This complex, statistically derived outcome measure has been used to give
greater insight into the benefits compared to the drawbacks of anti-cancer
or HIV treatment. So far these techniques have not been explored as fully
in non-cancer terminal diseases apart from AIDS, and they have not been
applied to purely palliative treatments. It could be argued that as palliative
care is not concerned with prolonging life, then such measures are not nec-
essary. On the other hand it could be countered that, even if extra length of
life is not the intention, it would be harmful to patients if palliative treat-
ments reduced the quality of remaining time, and we would therefore
argue that palliative care should, in the future, apply itself more rigorously
to these kind of integrative objective—subjective measures.

In Fig. 4.1 an arrow is seen going between quality-of-care and quality-
of-life measurement, in both directions. This connection between the two
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Set new standards |::> Make changes

Measure Assess
quality of life < quality of care

Fig. 4.2 The quality improvement cycle—how users’ view of care and
quality of life can influence delivery of care.

concepts reflects the principles of the quality improvement cycle, which is
expanded in Fig. 4.2. In this model, quality-of-life assessment generates
new information about the experience of end-users relating to a particular
therapy or kind of service, for example, a recently instituted home care
team. Feeding this information back to the staff involved in managing and
delivering the treatment or service should help them initiate changes in
how these are given in the future, and to set new higher standards for future
organization of care. Quality-of-care assessment also helps by giving feed-
back to senior management on how the structure and process of care is
perceived by users and clinical staff.

User involvement in measuring quality

How can users influence the processes described in Figs 4.1 and 4.2? It has
already been argued that quality-of-life outcomes can only be measured by
direct consultation with users. That is clearly the ideal situation, but what
happens when patients become too ill and weak, confused or just tired
of answering questions, as inevitably most will in palliative care? One
response to this situation is to turn instead to the carers, and ask them the
questions. Previous studies have shown that whilst carers can indeed act
as proxies for the patients they know, their responses can systematically
under-estimate or over-estimate some problems as compared to patients’
own estimates. This issue was revisited in a recent study that was concerned
with the validation of Quality of End-of-life Care and Satisfaction with
Treatment (QUEST), a new instrument for measuring satisfaction with
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end-of-life care (Sulmasy et al. 2002). Here the researchers found a moderate
correlation between patients’ and their carers’ ratings on quality of medical
care, but there were no significant correlations for quality of nursing care,
nor for satisfaction with either medical or nursing care.

Another possibility is to ask the staff’s view of the patients’ symptoms
and other quality-of-life outcomes. Again, it has been shown that nurses as
well as doctors can misjudge the scope and severity of problems compared
to the patients’ view (Heaven and McGuire 1997). These differences, which
are found in research settings, might not be so evident in routine palliative
care, where staff who have been involved with the patients remain in
continuity, and where relationships build up between staff and carers, who
gradually take over speaking on behalf of the patients as they become
progressively ill.

However the differences between patient and staff or carer as proxies can
have a significant impact in research, where greater bias-free precision is
required. It is also of higher relevance in the case of patients who are unable
to communicate with professionals from the outset of their illness, for
example, because of mental problems such as dementia, speech difficulties
such as dysphasia after stroke or inability of the patients or carers to speak
the language of the professional team. In the former cases, it may be neces-
sary to rely on the views of family carers, with the proviso that they should
be close to the patient and preferably be living with them, or be familiar
with their living conditions, for example, a spouse, or adult daughter or son
of an older patient. In the last case, it is incumbent on the palliative care
service to find a suitable interpreter who can mediate in the patient’s own
language. If a questionnaire is being used to measure quality of life, it is
notable that very few of the quality measures described later in this chap-
ter have been translated into many languages—the EORTC QLQ-C30
quality-of-life questionnaire is one notable example, as it is available in
23 languages at present.

Assuming that there is good communication between patients, carers
and staff, how can service users influence the measurement of quality in
palliative care? The first way is to work with the professionals in designing
better quality measures. In Table 4.1, we have shown where the leading
quality measures have benefited from user involvement in their design.
Regrettably, this has not usually been the case, until recently. The second way
is by participating in the collection of user views of both quality of care and
quality of life. Whereas in the past it was considered acceptable for staff to
make judgements about patients’ and carers’ experiences, for example, with
the Support Team Assessment Schedule (STAS), the current instruments are
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Table 4.1 Quality measures for palliative care: derivation, characteristics, and application of current instruments

Measure Type* Domains Published Settings in User Applications User completes Registration/
and items criteria which involvement (yes or no) (Proxy- cost
developed** in develop- Professional or
ment? carer)***
Support Team Clinical 17 items. Yes Community Yes—patients SPCUs and No Yes/none
Assessment 10 patient and palliative care and carers community Proxy—
Schedule family; 7 service. teams (UK) professional
(STAS) 9 items for SPCUs.
Edmonton Clinical Symptom status. Yes SPCU (Canada) No SPCUs Yes No/free
Symptom 10-item VAS Proxy by
Assessment relating to nurses
Schedule (ESAS) specific symptoms
Palliative Care Clinical 10 items covering  Yes Acute hospital No Acute hospital Yes No/free
Assessment 8 core symptoms, (UK) services
(PACA) patient and carer
insight and
patient’s future
placement
Palliative Care Clinical 12 items. Yes SPCUs (UK) No SPCUs and Yes Yes/free
Outcome Scale Symptoms, community Professional

(POS)

patient/family
anxiety, information,
support,

existential,
performance
status



Views of Retrospective

Informal Clinical/
Carers— Organizational
Evaluation of

Services

(VOICES)

Trent Hospice Clinical/
Audit Group organizational
(THAG)

Health Quality
Service (HQS)

Organizational

42 questions about  Yes
care received in the

last year of life,

from a range of

care providers

(primary, secondary,
specialist and

social services)

Clinical, Yes
educational and
management.

7 standards: 4

audit packages
containing

51 items

Specific standards  Yes
module for
hospice services
covering 4 sec-
tions: philosophy
of care; hospice
governance and
management; the
patient’s
experience and the
environment for
care

Hospital,
community and
SPCUs (UK)

SPCUs (UK)

SPCUs (UK)

Yes—in piloting  Postal

the original questionnaire
measure.

Views of

users/bereaved

relatives used in

the content

and design of

the new revised

version (2002)

Yes—patients, SPCUs, acute and

carers and cancer hospitals,
bereaved (nursing) care
carers homes

SPCUs cancer and
acute hospitals,
community

Yes

Bereaved carer or
person who knew
the patient best
during the last
year of life

Yes
Proxy—carer
(specially
designed form)

Yes

No fee
currently. Likely
to introduce a
small cost to
cover

materials. ****

Yes/free,

no fee
currently. Likely
to introduce
charges in
future

Yes/fees range
from £4000
to £8000 for
a 3-year
accreditation
cycle




Table 4.1 Quality measures for palliative care: derivation, characteristics, and application of current instruments (contd)

Measure Type* Domains Published Settings in User Applications User completes Registration/
and criteria which involvement (yes or no) (Proxy- cost
items developed** in develop- Professional or
ment? carer)***
Quality by Peer  Organizational 3 core modules No SPCUs in Yes Hospice organiza- ~ Yes £3000 annual
Review (QPR) (Clinical, organiza- Yorkshire, UK tions. Use in Both patients and  subscription
tional and strate- community and carers, details fee and £2000
gic). 7 consistent specialist hospital ~ unpublished joining fee or
categories in each palliative care £6500 and
module, Total teams being expenses for an
number of items explored individual audit
unpublished
McGill Quality Quiality of 16 items. 4 sub- Yes Cancer and acute  Yes Cancer and acute  Yes Yes/no cost if
of Life life/clinical scales: physical hospital, SPCUs hospital, SPCUs, not being used
Questionnaire symptoms; psycho- (Canada) community, AIDS for profit
(MQOL) logical symptoms; clinic, pain clinic,
outlook on life; ALS clinic
and meaningful
existence
European Quiality of 30 items: 9 multi-  Yes Cancer hospital Yes—patient Cancer Yes Yes/free for
Organization life/clinical item scales; 5 func- (international) hospitals Proxy— academic/
for Research tional scales; 3 professional clinical use.

and Treatment
of Cancer
(EORTC)
QLQ-C30

symptom scales;
several single item
scales; and a
global health and
quality of life scale

Charges for
commercially
sponsored
studies



Quality of End-
of-life Care and
Satisfaction
with Treatment
(QUEST)

Schedule for
the Evaluation
of Individual
Quality of Life
(SEIQol)

Quality of
life/clinical

Quiality of life

15 items covering
perception of
staff availability;
attentiveness;
bedside manner;
courtesy; way

of talking;

clinical skills;

and overall
satisfaction

Patients asked to
nominate the 5
areas of life that
they consider are
most important to
their QOL using a
segmented
coloured disc, to
rate each domain
using a vertical
analogue scale and
rate their global
QOL

Yes

Yes

Teaching Yes—patients
hospital—internal  and
medicine (USA) ‘surrogates’

Acute hospital
(UK and Ireland)

Yes—patient

Hospital Yes

Proxy—carer

(surrogate)

SPCU, cancer Yes
and acute

hospitals,

community,

healthy young,

healthy elderly,

carers, wide

range

of clinical

populations

No

No/nominal
cost to cover
printing costs
of the manual

* See text for codes.

** Specialist Palliative Care Units (SPCUs) include hospices.

*** Yes=patient fills in answers.

***% |f the survey is used by a palliative care service there are no additional costs. However, there are charges otherwise, incurred by the need to use the Office of
National Statistics services (currently £8 per death certificate).
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asking similar questions but directly of the users, for example, the Palliative
Outcome Scale (POS).

Some quality-of-care measures in hospital and hospice practice can be
taken from case notes and medical records without direct patient involve-
ment, for example, waiting times, but whenever a subjective view is
required then the users’ view should be sought. In Fig. 4.2, it can be seen
that users can thus directly influence the two stages of measuring quality of
care and measuring quality of life. Can users’ roles be extended? We would
argue that consumer consultation practices should in the future allow
for users of services to become involved also in at least one other stage of
Fig. 4.2. This is in the setting of new standards and procedures, whether
they apply to waiting times, provision of ward or hospice facilities or to
clinical interventions. An example of the latter could be consultation with
users and their representatives when new protocols are being written, for
example, for patient self-dispensing of medication in an in-patient unit or
for a policy about the use of artificial hydration in terminally ill people.
How could such views be obtained? One route is to collect data on the sat-
isfaction with care and quality-of-life outcomes with new interventions.
Morita and Adachi (2002) have shown this is possible even with very ill
patients, who were receiving artificial hydration. Another approach could
be to hold focus groups, or conduct surveys with current users and their
representatives or with carers who have witnessed the intervention in ques-
tion with the patient in the past and can comment on their view of its
effects.

Recent policy developments in the
measurement of quality

Before discussing the development of quality-of-care tools in palliative care
per se, it is worth reflecting on their place in the overall context of quality
assurance in the health and social care system. Chapter 2 has already cov-
ered in detail the policy issues surrounding the area of providing a voice for
the consumers of healthcare. We wish to highlight in brief the important
ways in which the UK Government has brought these issues to the atten-
tion of the public and professions, by a series of papers, starting with the
Calman-Hine report (Calman and Hine 1995) on the need to re-organize
cancer services. This very influential document paved the way for the cen-
tralization of cancer services in the UK, using the approach which has
become known as the ‘national service framework’. Part of the vision of
Calman and Hine was to incorporate palliative care services into mainstream
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cancer care, rather than letting it be seen it as an ‘optional extra’ on the
periphery.

The resulting NHS Cancer Plan (Department of Health 2000) has
started to clarify how this is to be done, with specific reccommendations on
the structure and process of palliative care teams operating within cancer
centres and cancer units, and also of those existing independently in hos-
pices. The Cancer Plan did not, however, make specific recommendations
about how the outcome of those services (that is, the quality of life that
results for the users) could be measured. It remains to be seen if this will be
addressed by other UK Government papers on both cancer and other dis-
ease areas, via the emerging stream of national service frameworks in the
care of elderly people and people with heart disease, neurological disease,
renal disease and so on.

A positive feature of recent UK Government policy in this area is the
addition of a relatively new concept, supportive care. Previously, support-
ive care in cancer management used to mean rather narrowly, the use of
antibiotics, blood transfusions and other medical interventions to support
patients who were receiving intensive anti-cancer therapies. Latterly, sup-
portive care in cancer and other life-limiting diseases has been seen as a
comprehensive way of supporting patients and their immediate carers to
cope with the screening, investigation, diagnosis, early curative or radical
treatments (if feasible) and also the palliative therapies, which tend to be
offered later as disease advances (Ahmedzai and Walsh 2000). In this chap-
ter we will adopt this broader vision of comprehensive supportive care to
illustrate the role of quality measures at all stages of the patient’s journey.

In the absence of central policy on comprehensive measurement of qual-
ity of palliative care services, not surprisingly several different approaches
have developed in the last 1015 years. The measures range from specific
clinical audit items, for example, symptom control, psychological support
and bereavement services, to whole service accreditation. Within the past
5 years, quality tools have veered predominantly towards outcome meas-
ures, although the Donabedian criteria of structure, process and outcome
are still retained within some.

Another recent UK Government initiative in this field has been the intro-
duction of the clinical governance agenda in healthcare services. Clinical
governance is basically a new way of encapsulating earlier concepts of
quality assurance, risk management and audit. It uses terms such as clinical
effectiveness, which is very central to current thinking on the importance
of evidence-based healthcare. Thus it has been claimed that the measure-
ment of clinical effectiveness in palliative care ‘allows the evaluation and
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development of effective and efficacious palliative care teams’ (Hearn and
Higginson, 1997). Clinical governance tries to ensure that assessment-of-
care outcomes form part of the compliance with national, commissioner
and local provider standards of quality of care and service.

Theoretical considerations on measuring
quality

In most of the tools used to assess quality in palliative care, the views of
consumers of services, patients and carers are directly elicited since
‘patients are usually considered to be the best judges of the symptoms they
experience’ (Bruera and MacDonald 1993). As exemplified above in the
clinical trial comparing two analgesics, it is clear that patients themselves
are also the best judge of their quality of life, even when symptom changes
are apparent to clinicians. But what happens when patients are not able to
share their views on symptoms and other quality-of-life dimensions? In
palliative care, this is not uncommon, particularly as the patient becomes
progressively weaker and less able to communicate by completing ques-
tionnaires or taking part in interviews. As discussed above, this is when it
is legitimate, indeed essential, to use ‘proxies’ for the patients’ views. The
best proxy is a close family member or informal carer, preferably one who
has been with the patient before the current illness as well as through the
recent treatments.

Patients’ views on the investigations and treatments they are prepared to
undergo probably change as the disease progresses, and they may adapt
to symptoms that limit their mobility or general functioning. Thus what
seemed like a high level of symptom burden, for example, breathlessness
from a lung cancer, at the onset of an illness, may become paradoxically less
of a problem as the patient learns to avoid strenuous activities such as
climbing stairs. The potential for the symptom to cause distress is still
there, but the opportunities for invoking it are reduced. Furthermore,
patients may become accustomed to the fear that symptoms such as
breathlessness first convey and so may score it lower in a questionnaire or
if asked verbally, although objectively there is still the same (or worse)
degree of impairment. This tendency to adapt to the symptom is known to
psychologists as ‘response shift’ In such circumstances, professionals who
see the patient intermittently and ask about current problems may under-
score or even miss the underlying (potential) symptom, whereas a carer
who has lived with the patient over the preceding weeks and months will
be more likely to report their true level of distress.
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A brief history of quality measures

There have been several palliative care quality assurance measures pro-
duced for use in specific areas of service (community, hospices and acute
hospitals). The STAS was developed in the early 1990s (Higginson 1993) to
address the work of community support teams. In its original form, it
asked the team members to make judgements about the patients’ and
carers’ experience. STAS has been used in a variety of palliative care service
settings internationally.

For hospital-based or hospice services, the Edmonton Symptom
Assessment System (ESAS), was produced in Canada by Bruera and col-
leagues (Bruera and MacDonald 1993) and is based on a series of visual
analogue scales (VAS), which are completed several times a day at the
bedside; for very ill patients such methods may prove problematic. The
Palliative Care Assessment (PACA) tool (Ellershaw et al. 1995) was devel-
oped in the UK to measure the effectiveness (outcome) of interventions by
the specialist hospital team. For both of these measures, staff as proxies
may record changes in symptoms based on direct bedside consultations
with patients, even if the latter cannot complete questionnaires themselves.

In the hospice setting, the Trent Hospice Audit Group (THAG) was
formed in 1990 and pursued an approach based more in quality-of-care
assessment rather than quality-of-life measurement. It first published a set
of Palliative Care Core Standards in 1993 and then a revised second edition
5 years later (Ahmedzai et al. 1998). The THAG measures for these stan-
dards include items that are rated by professionals, but they also have both
patient and carer interview schedules in which they are asked to identify
key symptoms that are of relevance to the patient.

More recently the POS has been developed using data from a review of
other outcome measures used, or proposed for use, in evaluating the pal-
liative care of patients with advanced cancer (Hearn and Higginson, 1999).
It has been designed for use in a variety of palliative care settings. There is
both a staff-completed version of the questionnaire and a patient-completed
version for those able to fill in the form.

Quality-of-life measures for patients undergoing clinical trials began
development, as mentioned above, in Europe in the late 1980s. By 1993
Aaronson et al. reported on the EORTC QLQ-C30 core questionnaire
for cancer patients (Aaronson et al. 1993). In the USA, a parallel line of
research has led to the Functional Assessment of Cancer Therapy (FACT)
set of scales, all of which, like the EORTC questionnaires, are designed
for patients themselves to complete (Cella et al. 1993). Studies and wide

53



54

QUALITY ISSUES IN PALLIATIVE AND SUPPORTIVE CARE

experience have shown that they may be used as interview schedules, and
they may also be completed by proxies such as staff and carers (Sneeuw
et al. 2001).

There has been an important move towards measures that allow the
patient or carer to nominate issues that are of importance to them, rather
than respond to items that have been chosen by researchers. Thus, the
Schedule for the Evaluation of Individual Quality of Life (SEIQoL) aims
to ‘[give] an individual the opportunity to identify those factors that are
important to him or her and to indicate the relative importance of each to
overall QOL (McGee et al. 1991). The McGill Quality of Life Questionnaire
(MQOL) (Cohen et al. 1995) was designed to measure overall quality of life
in people with a life-threatening illness and to indicate the areas in which
the patient is doing well or poorly; it is a hybrid measure as it contains both
standardized questions and areas in which patients may nominate symp-
toms that are important for them.

Concentrating entirely on proxies, views of bereaved carers on the qual-
ity of end-of-life care and services provided are captured in the Views of
Informal Carers—Evaluation of Services (VOICES) (Addington-Hall and
McPherson 2001). This is a continuation of methods originally developed
in the 1960s, which were used in the large-scale Regional Study of Care of
the Dying (Addington-Hall and McCarthy 1995).

Two UK developments focus on organizational audit and accreditation.
First, Health Quality Service (HQS) developed from a King’s Fund project
in 1989, through the King’s Fund Organizational Audit (from 1990 to
1993) and into an Accreditation UK Programme in 1997 covering a range
of healthcare sectors (Health Quality Service 1999). The launch of the
generic HQS in 1998 was followed by the development of new accredita-
tion programme standards, including specialist palliative care services.
Second, Quality by Peer Review (QPR) began as the Yorkshire Peer Review
Project in 1996, involving hospices within that region (unpublished com-
munication). It is a modular, organizational audit programme. Both of
these programmes differ from most of the ones described above, in that
they charge significant fees for participants and are thus more likely to be
of interest to large organizations.

Current methods of assuring quality

The quality measures introduced above are now described in more detail
with respect to their method of development, whether users were involved
in the generation of the tools and their scope and relevance to palliative
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care. These and other aspects of their use, for example, whether they
require registration or fees, are displayed in Table 4.1. The first column
gives the name of the instrument.

How were the tools that are featured in Table 4.1 chosen? Three main
criteria were used in their selection: first, they had to have at least one
major publication in the palliative care field; second, they had to incorpo-
rate either a quality-of-care or a quality-of-life evaluation, or preferably
both; and third, they should be feasible and practical to use in modern pal-
liative care services. Even with these criteria, there are large differences
between the measures. They fall into three broad groups (although some
instruments may be counted in more than one category). These are ‘clinical,
‘quality of life’ and ‘organizational’. The category for each instrument is
shown in the second column. By ‘clinical, we mean measures that focus
primarily on medical and to a lesser extent on nursing processes: symptom
control, psychological problems and other aspects of patients’ and carers’
lives that are routinely assessed and acted on by palliative care teams.
‘Quality of life’ measures are separated because they were devised more as
research tools, rather than everyday clinical instruments; however, at least
one of them (the EORTC QLQ-C30) can be used in clinical settings. The
‘organizational’ measures are largely concerned with evaluating the struc-
ture and process of how teams and provider organizations such as hospices
and hospitals offer their services. They are more concerned with quality-
of-care process than outcome measures, as described above. Even within
this last group, there are hybrid tools such as the THAG patient and carer
interview schedules, which measure users’ own symptom-oriented out-
comes, as well as satisfaction with aspects of the quality of care.

The third column contains summary information about the contents of
each measure: the number of items or questions and which areas or
domains are covered. Column four indicates whether the measure has been
published with its full criteria. It can be seen that the answer is positive for
all but the QPR organizational audit system. In the fifth column we have
indicated in which healthcare setting the measure was originally developed.
The range includes community, hospices, other specialist palliative care
units and acute hospitals.

A key criterion for describing these measures in Table 4.1 is the sixth
column, in which we have tried to identify whether users themselves were
involved in the development of the instrument. In some cases we have been
unable, both from the published literature and from the authors, to deter-
mine this adequately. In other cases the literature informed us in some
detail of how users can be incorporated in the design and testing of the
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instruments. For example, the EORTC Quality of Life Group has published
strict guidelines on developing new modules for use in specific cancers
alongside the ‘core questionnaire’ or QLQ-C30. These guidelines plainly
state how groups of cancer patients in different clinical settings are inter-
viewed and asked first of all to raise issues that they think are important
and later to comment on and, in effect, criticize the draft questionnaires
during their development. In fact, the core questionnaire itself, which was
validated in extensive clinical trials involving over 500 patients and pub-
lished in 1993, was not subject to this degree of user interaction in its early
stages of development. On the other hand, the VOICES postal question-
naire for exploring the retrospective views of bereaved carers has explicitly
involved palliative care users in the early piloting of the instrument, and in
the critique and modifications that led to the latest version in 2002.

Column seven indicates in which settings the instrument, once devel-
oped, has been used or has the potential of being used. The next column
shows who is meant to complete the measure. The default position is the
user, and we indicate whether proxies can also be used and whether these
can be carers or professional staff. The final column states whether regis-
tration with the authors is required to use the measure and also whether
currently a fee is charged.

The data in Table 4.1 has been extracted from the literature and also
from helpful correspondence with many of the original authors. We believe
the information is accurate and up to date, but the reader should be aware
that some of the tools are still in development and the properties in some
of the columns may therefore change.

Analysis of the current situation

Although impressive in terms of the scope of quality-of-care and quality-
of-life measurement in palliative care, a careful examination of Table 4.1
shows that there is no leading instrument, no ‘gold standard’ that gives the
‘truest’ picture. Indeed, we believe there never can be a gold standard,
because to capture all possible elements of quality of care and quality of
life, in all settings, with respect to patients, carers and staff, would require
a very unwieldy instrument. Rather, it is helpful to view the present range
of measures as options for clinicians, managers and researchers to consider
and possibly combine, to obtain the most comprehensive and feasible eval-
uation of a particular service or intervention.

What are the limitations of the current methods? There are two main
problem areas that need to be addressed in the next few years. First, the



VIEW TO THE FUTURE

ways that users and carers are involved in the generation of issues and how
these are then incorporated into a working measure, need to be improved
and standardized. Some instruments have used focus groups, others indi-
vidual interviews, others postal surveys. Of course it may be necessary to
use different methods for specific situations. However, it would be helpful
if a consensus could be reached, which should itself naturally include the
views of service users, about the minimum level of user consultation and
the best method to use for each clinical application. We would suggest that
such a consensus could be reached by a series of workshops in which past
and future instrument developers could interact with users and their rep-
resentatives, to develop consensus views, based wherever possible on the
literature and published evidence, and practical guidelines.

The second area for improvement is the way that users and carers are
approached to provide data on quality of care and quality of life. At present
data gathering is ad hoc and usually related to local timetables for audit and
accreditation. When these audits occur, they are usually at the instruction of
management and clinicians are asked to work with audit staff to produce
findings and conclusions. Consultation with users about the process of con-
ducting the audit is not often high on the agenda, as deadlines are tight and
the infrastructure may not be present whereby appropriate user views can
be obtained. When individual patients and carers are identified as sources
of information for quality of care (for example, satisfaction survey) or
quality-of-life interviews or questionnaires, the method of choosing sub-
jects is not usually rigorous. Often a convenience sample is taken, but this
may be biased in terms of the type and fitness of users, for example, very
ill, uncommunicative or non-English speaking patients could be excluded.
Ideally there should be guidelines about how subjects are to be identified,
approached, consented and recruited into any study—whether this is for
research or a local satisfaction survey. In the absence of these, it is useful to
take advice from local academic centres and most large hospitals now have
audit and quality assurance committees who are able to help with these
choices.

View to the future

Perhaps the most challenging issue in the area of quality measurement is
how, and when, to feedback the results of such surveys to the users and their
groups. It is possible to argue that individuals who take part in quality
assurance exercises have a right to receive feedback, on their own personal
results and also the grouped results from their clinic, hospice or hospital.
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This is especially true if the exercise is clearly not a research project, where
rules of confidentiality and data integrity make it impossible to feedback
results ‘live’ during the study. Many patients in palliative care quality assur-
ance projects may not live for more than a few weeks and cannot wait for
published overall results. We would argue that it is courteous and ethically
sound to allow users, if they wish, to gain early feedback on their own
results and also the anonymized results from the local service. Research at
the Department of Oncology in Leeds has shown that patients can com-
plete the EORTC QLQ-C30 on a touch-screen computer while waiting to
see the oncologist and can get instant feedback on their scores for today
(Velikova et al. 1999). Their doctors have access to previous scores, so these
can be discussed with patients who can see instantly which elements of
their quality of life are improving, staying the same or getting worse. Of
course the patients ‘privately’ knew this, as it is merely a quantitative record
of their experience, but the act of sharing this detailed form of history
has the potential to enhance positively the rapport between doctor and
patient.

We believe that there is a great opportunity for palliative care to develop
ways of sharing quality-of-care and quality-of-life data between users and
carers and users and staff, to enhance communication and understanding.
This would be especially helpful as new groups of patients come within the
scope of palliative care: those with non-cancer diagnoses, learning disabil-
ities and minority ethnic backgrounds. There will need to be new ways of
communicating with such diverse groups, and standardized quality meas-
ures with accessible results forms can be part of this.

As societies become enriched with greater cultural diversity, there is an
increasing problem of how to capture that richness in quality assurance
programmes. Cross-cultural comparisons are inevitable, especially if we
wish to ensure that minority groups are not being disadvantaged or some-
how are not benefiting from a palliative care service. However, there are
great methodological and semantic challenges for those who seek to hear
these diverse voices in our society. The WHO programme for measuring
quality of life across the world has identified the problems: ‘The way in
which people define quality of life appears to vary significantly across cul-
tures (i.e. how people in a given setting define a ‘good life’), as do the fac-
tors that affect quality of life (i.e. access to and availability of health care,
socioeconomic factors, etc.).” (Kuyken et al. 1994).

We believe that ultimately, more frequent and rigorous testing of the
quality of care and the quality of life of our patients can allow palliative
care services to become more user focused, responsive and humane.
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Education in palliative care

Emma Davie and Bill Noble

Introduction

Palliative care, with its focus on patient- and family-centred care, has the
potential, as much as any other specialty, to embrace the voice of service
users as a resource for students.

Clinicians understand the value of learning from their patients. It is
rarely possible to emerge from a clinical encounter without learning a
lesson for future practice. The challenge is to carry this experience over into
our educational endeavours. We must take our patients’ agenda seriously
when training the next generation of our colleagues.

Respect for our patients’ predicament and the need for an uncluttered
therapeutic relationship, make the involvement of patients in educational
activity problematic. The hospice movement and palliative medicine
appeared too late to be associated with body-snatchers and the worst
excesses of clinical demonstrations associated with older medical schools.
However there is a sensitivity about involving patients receiving palliative
care in medical education usually born of an awareness of patients’ limited
survival and sometimes fragile coping mechanisms. In spite of this, clini-
cians involved in the subject have developed an interest and expertise in
education disproportionate to the size of the specialty. The voluntary hos-
pice movement has embraced nursing and medical education as a central
strategy for promoting the principles of palliative care to other health
workers.

Public policy in the UK concerning palliative care in medical and nurs-
ing education is a recent development. The Wilkes report (Wilkes 1980)
was the first policy document to recommend the inclusion of terminal care
in the undergraduate medical curriculum. In 1993, the Association for
Palliative Medicine produced its Palliative Medicine Curriculum with
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many learning outcomes for medical students as well as those for specialists
in training. None of these prescribed the involvement of users in either the
design or delivery of learning in palliative care.

Within medical schools a variety of teaching methods have been devel-
oped with patients and families involved directly and indirectly through
video interviews, case histories and narratives. The most recent survey of
palliative care education in UK medical schools (Field and Wee in press)
concluded that the subject was taught by all 24 programmes reporting.
Topics covered by at least 92% of courses included attitudes towards death
and dying, symptom relief in advanced terminal disease, analgesics for
chronic pain, analgesics for cancer pain, communication with family mem-
bers of dying patients, grief and bereavement and psychological aspects
of dying.

The mean number of taught hours in palliative care was 20 in 2001
(range 6-100), compared to a mean of 6 in 1983 and 3 in 1994.

The General Medical Council’s document, Tomorrow’s doctors (General
Medical Council 1993) has recommended a reduction of factual learning,
a variety of teaching methods and an expansion in special study modules,
which are opportunities for students to research or gain experience in spe-
cific subjects in depth. Palliative care is offered as one of these subjects by
many schools. Communication skills, ethics and reflective practice are inte-
grated throughout many curriculae and palliative care provides a useful
setting for delivering this learning (Field and Wee in press).

Teaching methods increasingly include role play and hospice clinical
attachments and seven schools reported that terminally ill patients rou-
tinely address the class with three facilitating one-to-one contact between
students and palliative care patients.

Nurses on the other hand received rather less palliative care training in
2001, with an average of 7.8 hours (range 2 to 26 hours) on diploma courses
and 12.2 hours (range 3 to 42 hours) on degree courses. Theoretical teach-
ing predominated and tutors reported a shortage of suitably skilled staff to
teach palliative care and a similar shortage of clinical placements in the
subject (Lloyd-Williams and Field in press).

An example of user involvement in
interprofessional learning
Although contact between students and patients receiving palliative care

in the clinical context is becoming commonplace, the transition from
patient to service user is beginning to be seen by students on a few courses.
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This transition from passive reporter of symptoms and concerns to an
agent with an agenda for influencing the characteristics of clinicians comes
when patients and carers are invited to share their story with students and
interpret its meaning.

In Southampton, half day interprofessional workshops in palliative care
include medical, nursing, physiotherapy, occupational therapy and social
work students (Wee et al. 2001). After some work on professional roles,
small groups of students hear a family carer selected at random from the
ranks of bereaved relatives or families of current patients. The aim is for
students to reflect on the carer’s experience and undertake specific tasks
related to consideration of how different professionals deliver care within
a team and how this can be improved. Carers take the opportunity to
unload feelings as well as views in an environment supervised by a work-
shop facilitator who takes responsibility for debriefing and responding to
important issues. The presence of more than one discipline in the group
provides experiential learning as students support each other in eliciting
the story as well as the carer whilst they give an account and offer their
views on what has happened to a particular patient.

Student evaluation of the teaching is positive, they value and enjoy the
opportunity to learn together. Feedback from carers indicates that they
value the opportunity to present real-life experience to students. The logis-
tics of this method of teaching are difficult but, as the authors have demon-
strated, not impossible.

User involvement in a communication
skills course

Final-year medical students at the University of Sheffield Medical School
spend 7 weeks in general practice. During this clinical attachment, six
afternoons are spent in seminars and small groups on communication. The
teaching is delivered by a multi-professional group and includes

« small group work revising communication theory, discussion and role
playing key issues in the general practice consultation;

+ briefing and debriefing following home visits with day hospice patients
or bereaved relatives where the task is to elicit their concerns;

# role play and group discussion of two bad news scenarios:
dealing with a serious diagnosis
dealing with sudden death;

« patient interview in general practice.
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There are seven learning outcomes: key communication skills that stu-
dents need to acquire and on which they are tested at the end of the module.

1. Gaining and maintaining a rapport with the patients
Introduction, explanation, politeness, eye contact, appropriate body
language, empathy.

2. Helping the patient to talk
Use of open questions, facilitation, echoing, picking up verbal and non-
verbal cues, use of silence, reflecting back.

3. Gathering accurate information
Clarifying, checking out, asking for examples, exploring feelings, asking
about psychological and social aspects of the problem.

4. Maintaining a smooth flow to the consultation
Following the patient’s agenda and cues. Listening, matching pace, not
interrupting.

5. Focusing and directing the consultation
Use of focused and closed questions, summarizing, giving appropriate
information.

6. Understanding the problems from the patient’s perspective
Having a clear view of why the patient has consulted and what their
beliefs, concerns and expectations are.

7. Dealing with feelings
Managing the emotions of patients and yourself in a sensitive and
responsible manner

The interview with bereaved carers or hospice day patients is the oppor-
tunity for pairs of medical students to hear stories that may include pow-
erful messages for a trainee doctor. This is where service users are given an
opportunity to speak directly to future clinicians.

The task for both kinds of interview is to elicit patients’ serious concerns
and to discuss the impact of either an illness or bereavement on their life.
Students list and discuss these concerns during the session after the interview
and they inform the role play held after debriefing. The group is encouraged
to focus on how the concerns impact on the individual’s health care.
Common themes between interviews are also discussed and students are
encouraged to reflect on the diversity of experience reported by the group.

Evaluation was provided by 124 students by completing a six-point scale
in the academic year 1999/2000. Sixty-six per cent reported agreement
that the course had improved their communication skills. Seventy per cent
reported that their knowledge of communication had been broadened.
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Comments included opinions that the training is useful and should appear
earlier in the course.

Students undergo an assessment by objective structured clinical exam
(OSCE) of two simulated patient consultation stations. In the academic
year 1999/2000, all 202 students passed, one after re-sitting the OSCE. Six
distinctions were awarded.

User involvement

Debriefing sessions with groups of medical students are led by a specialist
registrar and the social worker. The use of facilitators with these back-
grounds integrates the principles and practices of medicine and social
work. It enhances the voice of the user by discussion. It demonstrates to
medical students, by the style of debriefing used, that different disciplines
working together can better address issues of pain and suffering in the best
interests of patients and bereaved people.

A study by Wilkes (1993) quoted by Sheldon (2001) found that in a
survey of hospice bereavement services the majority were run by social
workers. Wilkes observes

... the main burden of organising training and of dealing with difficult
selected cases is most usually seen as the responsibility of the social worker.

All Diploma in Social Work courses include as a knowledge base

... the emotional impact of traumatic events and the range of emotional and
psychological reactions to loss, transition and change.
(Central Council for Education and Training in Social Work 1996).

This is cited by Oliviere (2001) who reminds us that the body, mind and
spirit are
... housed in a context of family, neighbourhood, community and society ...

essentially within relationships. This is social work, assessing and intervening
with the patient and family and their wider connections.

Legislation since the Seebohm Report (1968) has recognized that the needs
of people should be taken into account in policy making and planning. The
Children Act (1989) and National Health Service and Community Care Act
(1990) have emphasized this and user involvement has become an essential
part of developing health and social services.

Social work clients are involved in case conferences and care plan meetings.
Patients are also becoming more involved in decisions concerning their
care and there is now an emphasis on all disciplines to give information
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in a way that increases understanding and helps users to be part of the
decision-making process. Fallowfield (2001) writes

... there is a compelling need for training and other interventions to help
communication between doctors and patients about the likely and preferred
therapeutic goals and priorities of treatment.

Bereaved people as users

A number of bereaved people are identified as users within the Bereavement
Service at St Lukes Hospice, where ways of support are varied to meet the
whole range of needs experienced by grieving individuals. Some may attend
a specific group or meeting and some may have one-to-one support. In
addition to these users, bereaved people who have experienced the loss of a
child or children or loss through suicide, road traffic accident, sudden death
or major disaster are recruited by the social work author who draws on a
background of paediatric social work, child protection, social work in a pal-
liative care setting and also home finding and respite care for children with
disabilities or short-life expectation. When appropriate, additional users are
recruited by the author, through her ongoing work as a trainer for CRUSE
Bereavement Care Sheffield.

Patients with a serious diagnosis are also identified by St Lukes Hospice
as users. They attend day hospice and have consented to be interviewed by
pairs of students. Nurses are responsible for recruitment, preparation and
the debriefing of patients.

Each bereaved person and patient is unique in their experience and
reactions. In serious illness grief starts at diagnosis and prognosis with all
the implications and fears for the future and the death.

Different experiences of loss

In bereavement the how, who and where the person died and previous life
experiences will affect grief. Field and James (1993) examined variations
and experience of dying people according to the place of care. It is usual
that everything involved in that experience will impact on the carer and
affect the bereavement.

We should aim therefore to select users with a variety of different experi-
ences of loss, who are sufficiently articulate to express their feelings and
describe the effect that loss has had on their lives. From the onset users
need help to acknowledge and understand that focusing back into their
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own experience of loss is emotionally painful, albeit normal. Users are given
guidance and support in the task, which enables and strengthens them.
They often comment that the whole user experience has been therapeutic.

Different loss experiences prompt wide discussion in medical student
feedback and examples of different loss are set out below.

User As father died from a brain tumor 3 weeks after the diagnosis.
He had been unwell for several months. The user is a single parent and
has a teenage daughter who has a congenital heart condition. Prognosis is
uncertain. Discussions centre on the experience of caring for her father, the
mishandling of the diagnosis and her feelings of intense anger immediately
following his death. The user also discusses the fears and uncertainties of
open-ended grief associated with her daughter’s medical condition and
short-life expectancy (Alderson 1990).

User B has experienced two losses through suicide. Issues discussed are
that grief reactions are often more intense after traumatic loss, particularly
feelings of anger and guilt. The user describes how following the suicides
she suffered a nervous breakdown. This affected relationships within the
family and resulted in divorce. This in turn affected her children. The total
experience of loss affected her career, led to further professional training
and a complete change in lifestyle. Students will learn how a cascade of
losses can stem from traumatic bereavement and how each loss brings
about change in a person’s life.

User C looked after her husband throughout a long illness. Her profes-
sional skills enabled him to remain at home with the family until shortly
before his death. The teenage children were well informed and involved in
his care. Preservation of the patient’s dignity was of paramount importance.
Towards the end of the patient’s life it was anticipated that the actual process
of dying would be complicated. A decision was made by the patient and
family that to ensure a good death he would not die at home as originally
planned but in an establishment of their choosing. User C’s experience was
that when her husband became an in-patient the professional staff did not
understand the illness and lacked the skills to keep him comfortable. The
patient died in pain, fear and without dignity.

Medical students learn from User C that even when an illness is under-
stood and well managed by carers, bereavement can become complicated
if professional carers are not able to provide the expertise to ensure a
good death. User C also discusses with students the differences and diffi-
culties of coping with personal grief whilst working as a professional carer
and how this experience has refashioned her thinking and changed her
practice.
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Several of the team of users have multiple losses, some whose partners
died from cancer have the same illness. By considering the mix of experi-
ences of each group of users allocated to students, feedback sessions
become interesting and thought provoking. The different scenarios are dis-
cussed and where appropriate students reflect on theories of grief. By
working in this manner medical students begin to see users in the context
of family and friends and are helped to identify how the psychological and
practical issues associated with death and dying impact on life.

In feedback students have the user’s story to relate and this can be exam-
ined and developed further to broaden learning within the group. User A’s
experience of the unexpected death of her father and the trauma associated
with sudden death can be compared to the experience of caring long term
for a seriously ill person with all the uncertainties and swings from hope to
despair and the physical and emotional exhaustion suffered by User C. The
benefits and burdens of sudden death compared to that which is antici-
pated are examined.

Grief in children and their understanding of death are explored in the
light of User C’s children growing up with a terminally ill parent and User
A’s daughter whose life expectancy is uncertain. These topics are discussed
having in mind that children vary in their intellectual, emotional and phys-
ical development and depending upon chronological age.

Discussions can be as broad or deep as contacts with patients and
bereaved people allow and time permits.

From User B’s experience discussions can be developed around the
inquest, publicity and society’s attitude to suicide and how they affect
grieving. Students note that a high proportion of those who attempt sui-
cide have suffered major changes or life events in the preceding year. They
learn that bereavement itself carries a high risk of morbidity and suicide
attempts may occur when the reality of the bereaved person’s changed sit-
uation is realized but not adjusted to.

In looking at user experience and seeing each person as part of family
and community students begin to learn that people are bound together by
a common humanity.

Support of bereaved people as users

Users need to feel safe and to know that they can make contact for support
or discussion at any time. A user whose friend died recently from cancer,
whose brother-in-law died after a long illness and whose son-in-law
drowned, needed to meet and talk at length on the anniversary of the death
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by drowning of her 2-year-old son in 1980. The vivid recall of her son’s
death had been triggered by the recent loss of her friend from cancer. This
vivid recall had also happened when her son-in-law died 3 years ago.

Similarly, a further user whose son and foster child died in a house fire
several years ago needed contact and support at the time of the Alderhay
enquiry. On checking with the coroner she found that organs from her son
had been used in research. Her grief was deep and raw and her recall
detailed. She graphically described the hospital experience at the time of
the deaths and how she was given no time to hold the children or ‘kiss them
better’ With help the user has been able to include her reaction to Alderhay
into the discussions with students. The experience demonstrates to stu-
dents how a person can integrate loss into their lives and move forward,
building a new life around their grief (Tonkin 1996).

On average bereaved people in the role of user link with students once
during the academic year. In total users are used three times before retiring.
This is to ensure the task does not become a burden and that the story does
not become rehearsed. Recruitment of users is ongoing.

Bereaved people are supported as users by the author on an individual
basis in conjunction with peer group meetings when appropriate.

Points for further discussion

Considering user involvement allows us to interrogate the relationship
between citizen and state in the context of the citizen living with a particu-
lar illness. As such it illuminates questions of meaning at the level of the
individual and questions of power at the level of the state and the
professions.

(Small and Rhodes 2000)

In recruiting users and taking feedback from them and from students,
questions are raised that need discussion and consideration.

How should we recruit? Do we ask for volunteers or do we seek out and
approach individuals who will provide the right teaching material? Do
people want to participate in training, how do they feel and how do we
think they feel? Preparation for the task needs to be sensitive and thorough
to prevent damage to already vulnerable people.

Recruiters have a responsibility in the preparation of users and in taking
feedback from them after the student contact, to reassure and affirm their
worth. Work with users may also raise issues linked to their experiences
that need addressing at a personal level or that may have implications on
institutional policy or professional practice.
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Similarly, medical students may be vulnerable because of their own life
experiences or apprehensive about the task in hand and may need to have
support. Should students be exposed to situations which they would prefer
not to handle or can difficult and unexpected incidents be used positively
as part of a learning process? Is it safer for students to be confronted by dif-
ficult situations whilst in the protected environment of medical school
where there is the opportunity to examine in a training setting problems
that arise rather than be over protective? It is a difficult balance.

Reflections on involving users in palliative
care education

There are limitations to a users’ perspective on how clinicians and health
professionals should be educated. Rare conditions or health issues in which
patients die quickly without much experience of ‘userhood’ will be under-
represented within the voice of the user. Those patients who leave no-one
grieving or who are surrounded only by professional carers within institu-
tions lack advocates. Those too young to make cogent representation nev-
ertheless have needs and their interests should be considered. These are
numerically important groups, particularly when all those patients with
rare conditions are considered as one group, but who gives voice to their
needs as other views become stronger and more vocal groups of users gain
our attention?

In education, health professionals’ perception of issues important to
service users may be modified by information with a public health per-
spective and the experience of learning medicine in the context of primary
care. Learning in generic care settings allows students to identify which
issues arise rarely and which are common to many categories of health
service user.

An important concept for students is that of the diversity of users’ needs
and views. Here, reference to students’ views as service users or potential
users can be valuable. ‘How would you want your doctor or nurse to be
when they ... 2" is a useful question that brings out the user in most stu-
dents. Contrasting their views with those of users allows students the
insight to put their own views in the context of the general public. In this
way they can discover which views are almost universal, which are held by
substantial proportions of users and which are idiosyncratic.

Users are finally being involved in the design of new medical courses
and there is the potential for a more patient-focused agenda across many
areas of health care education. However as we have described, users are an

71



72

EDUCATION IN PALLIATIVE CARE

educational resource requiring care and attention. Sources of users willing
to participate need to be cultivated, nurtured and not exploited beyond
their capacity. Perhaps the greatest threat to the goodwill of users is now
the volume of educational activity in the field. The onerous, repetitive and
demanding task of simulating patients in the context of student assessment
is best undertaken by actors rather than bereaved relatives or ex-patients.
Performance and responses to students, above all else, need to be stan-
dardized and fair to each candidate. It is difficult for users to sustain this
kind of activity dispassionately as well as maintaining enthusiasm year
after year. The dangers of triggering old feelings and grief in role playing
simulated patients has precluded the involvement of users in examinations
where communication skills are tested.

The role of the patient in medical and nursing education could be
described as a continuum from unwilling victim at one end, then fascinat-
ing example, good case and central object of study, to a consultant in the
training of health professionals.

The relationship between patients, students and their teachers is poten-
tially one of equal partnership because students and teachers need patients
as much as patients need doctors, nurses and other trained health workers.
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Cultural difference and
palliative care

Juan M. NuUnez Olarte

Introduction

Culture could be defined as ‘that complex whole which includes knowl-
edge, belief, art, morals, law, custom and any other capabilities and habits
acquired by man as a member of society’ (Tylor 1971). The influence of
culture is very pervasive. It is not restricted to religious rituals and can be
detected in several aspects of advanced cancer care. Other terms that have
been used instead of culture in the palliative care setting are nationality,
ethnicity, race, faith and religion.

The concept of ‘care’ is strongly related to the cultural and historical roots
of a society. There is no such thing as a non-temporal and universal idea of
care. Caring is different depending on the context. Today there is a general
consensus in our societies that a new philosophy of caring is needed,
underpinning the emergence of ‘palliative care’. But this general philosophy
is also differently interpreted and applied in diverse socio-cultural contexts.
Therefore there are distinct organizational models of delivering end-of-life
care around the world (Nufez Olarte and Gracia Guillén 2001; Clark et al.
2000).

Existing issues in end-of-life care related

to culture

Traditionally culture has been associated with some issues considered to be
relevant in palliative care (Neuberger 1998; Oliviere 1999; Latimer 2000):
# rituals of dying and death;

+ patterns of grieving and the grieving process itself;
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« gender roles and family systems;
+ emotional expression and sharing;
« dietary requirements and use of alternative therapies;

o beliefs about causation of illness.

New issues in palliative care related to culture

There are several ‘new’ issues emerging in the care of terminally ill patients
that are related to culture (Nufiez Olarte and Gracia Guillén 2001; Nufiez
Olarte 1999; Bates et al. 1993; Nufez Olarte et al. 2000):

o terminal sedation versus euthanasia;

« last 48 hours of life versus traditions of agonia (a unique Hispanic cul-
tural way of confronting the state prior to death where a slow slipping
away of the senses is expected);

« definition of ‘terminality’;

« hospice versus non-hospice traditions;

« external versus internal locus of control and acceptance of death;
« perceived value of disclosure and cognition;

« opioid and psychotropic prescription;

« communication, diagnosis disclosure, truth-telling.

Influence of culture on patients’ perception of
pain and treatment

Certain cultural traditions hold the view that reality is not completely con-
trollable, as humans can control only certain aspects of their environment
and life. North American researchers tend to see this as a passive and pes-
simistic attitude, whereas researchers from other cultures view it as realistic.
The psychological construct known as locus of control (LOC) style helps
to frame this difference. When viewed as ideal types, an internal LOC style
involves a reported perception that life events and circumstances are the
result of one’s own actions, whereas an external LOC style includes the per-
ception that they are beyond one’s own control, in the hands of fate, chance
or other people (Bates et al. 1993).

Research has shown that cultural background is significantly related not
only to differences in response to chronic pain, but also to differences in
reported pain perception in laboratory pain studies (Edwards et al. 2001).
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Patients from minority ethnic communities in any society have been found
to receive inadequate pain treatment and better assessment is certainly
needed (Cleeland et al. 1997). Nevertheless stereotyping patients from cer-
tain ethnic groups is inappropriate as there are always significant interindi-
vidual variations.

Culture and ‘quality of death’

Several of the new issues mentioned above are connected in a wider sense.
In spite of the sincere efforts of health professionals world-wide to avoid
‘generalizing’ the experience of dying patients under their care, we never-
theless have to use theoretical constructs (stages, phases and so on) to help us
conceptualize important life transitions. Inevitably these constructs convey
the message that there is some ‘right way’ or ways of dying and that these right
ways to die involve the thinking, feeling, saying and doing of certain things
and the avoidance of other thoughts and behaviours.

This tendency towards the idea that there is a ‘thanatologically correct’
way to die has been constantly challenged. Roy, speaking from the ethical
perspective, asks ‘Who really knows how to die?’ (Roy 2000). Sandman,
speaking from the philosophical perspective, asks ‘What is a good death?’
(Dekkers et al. 2002). From a Buddhist perspective, whether the person
openly accepts death or not does not matter (Bainbridge and Baines 2001).
Recent qualitative research with an in-depth ethnographic technique of
interviewing has disclosed an amazing wealth of data in the biographical
narratives of dying patients (Yedidia and MacGregor 2001). The diversity
of ways of relating to the prospect of dying in this study might suggest
that there is no way of finding ‘common ground’ within everybody’s rich
trajectory or life story. The ‘uniqueness’ of the dying experience in any
given human being will preclude any attempt to compare the experience.
On the other hand the authors concluded that outlooks on dying among
the American patients interviewed for this study were thoroughly
grounded in the frames of reference that gave meaning and consistency to
other major events in their lives. Culture is certainly one of these ‘frames of
reference’

The recent debate in Western society on euthanasia and physician-
assisted suicide (PAS) and the need to audit the care provided at the end of
life by specialist palliative care services has triggered very interesting quan-
titative research. Although this research is not without important limita-
tions, it provides very interesting insights into ‘quality of care at end of life,
a concept that could be exchanged with that of ‘quality of death’ What is
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being evaluated in these studies is important considerations at the end of
life, simultaneously encompassing attributes of a ‘good death’.

An attempt to summarize and compare the data from three of these
studies (Bayés et al. 2000; Steinhauser et al. 2000; Singer et al. 1999) is pre-
sented in Table 6.1. Notwithstanding small differences in methodology, the
fact remains that the relative importance ascribed by health professionals
involved in palliative care to the different components of a ‘good death’ in
the Spanish study (Bayés et al. 2000) is strikingly different to the American
one (Steinhauser et al. 2000). The Spanish professionals give highest prior-
ity to family interaction (having relatives around and being able to com-
municate with them) and lowest to being at peace with God. They also
seem to be more concerned about the emotional and financial impact on
their families than their American counterparts. Explaining the differences
by suggesting that Spanish professionals have better access to pain control
than their American colleagues seems too simplistic. Possibly the difference
lies in the societies and their culture. Also within the American study
(Steinhauser et al. 2000) significant differences are found related to ethnic
backgrounds and religiosity. African American and other non-white ethnic
groups were significantly more likely than white participants to agree with
the importance of using all available treatments. Participants who consid-
ered faith or spirituality unimportant were significantly more likely to wish
to control the time and place of their death than were those who consid-
ered it very important.

The family acts as a focal social unit in much of southern Europe at the
interface between the patient and health-care services. It is common prac-
tice in these countries to inform a member of the patient’s family about the
diagnosis, allowing the family to determine what information the patient
receives. Evidence has been provided about this key role performed by fam-
ilies thanks to qualitative and quantitative research performed by psycholo-
gists (Meseguer ef al. 1995) and social assistants (Cabrera Bermudes et al.
2000; E. Ruiz et al., Palliative Care Unit support groups for relatives, unpub-
lished communication). Families in far-east Asia also play this key role look-
ing after their dying members within their own cultural ways (Maddocks
2000). In Pune (India) relatives are seen as a precious resource and one
of the criteria for admission to palliative care services is that a relative
accompanies the patient and is willing to be taught how to give drugs or
naso-gastric or gastrostomy feeds or manage fungating wounds (Burn
2001). A strong, supportive family network and withholding of information
by relatives to patients seems also to be characteristic of non-white, espe-
cially Asian, minorities in the UK (Karim ef al. 2000).
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Table 6.1 Important considerations at the end of life or attributes of a ‘good death’ of Spanish health professionals (Bayés et al.
2000), American health professionals and patients (Steinhauser et al. 2000) and Canadian patients (Singer et al. 1999)

Important considerations Rank order health Rank order health Rank order Rank order
professionals professionals patients patients
(Bayés et al. (Steinhauser (Steinhauser (Singer
2000) et al. 2000) et al. 2000) et al. 1999)

Family interaction 1 2 3 3

Freedom from pain 3 1 1 5

Avoid prolongation 6 1

At peace with God 11 3 2

Feel life was meaningful 2 4 7

Feeling of control 5 2

Avoid burden on

family—finances 4 8-9 6 4
Resolve conflicts 7 6 8
Die at home 10 8-9 9
Treatment choices followed 5 5
Mentally aware 7 4




EUTHANASIA AND PHYSICIAN-ASSISTED SUICIDE VERSUS TERMINAL SEDATION

It is easy to perceive these family models as old fashioned and certainly
doomed in a rapidly changing globalized world. Furthermore, some may
think that their influence is negative in the overall ‘quality of death’ of the
dying patient. On the other hand we have recent evidence that these family
systems are not so negative. Of a sample of 513 American elderly patients,
70.8% preferred to have their family and physician make resuscitation
decisions for them. In the same study of a sample of 646 seriously ill adult
patients, 78% preferred to have their family and physician decide on resus-
citation (Puchalski et al. 2000). In another American study mentioned
above (Steinhauser et al. 2000) the highest degree of consensus between the
different groups was reached precisely on the importance of naming some-
one to make decisions (Steinhauser et al. 2001). Perhaps as the authors of
one of the studies (Puchalski et al. 2000) conclude, patients’ preferences are
best understood not in isolation, but within a broader context of patient
values, cultural traditions, spiritual beliefs and social relationships.

Euthanasia and physician-assisted suicide versus
terminal sedation

What is the acceptability of euthanasia and PAS in different cultural settings?
Some studies have attempted to address the issue by asking terminally ill
patients themselves. In a seminal study (Emanuel et al. 2000) with an
American sample of 988 terminally ill patients the investigators found that
African Americans and religious individuals are more likely to oppose
euthanasia or PAS. Another study with an American sample of 92 terminally
ill cancer patients (Rosenfeld et al. 2000) also found significant differences
across ethnic groups, with white patients endorsing greater numbers of
items in a self-report measure of desire for death than African American
and Hispanic patients. Interestingly there is also evidence of the influence
of ethnicity on physician attitudes towards patient autonomy, advance care
directives and preferences for end-of-life decision making (Blackhall et al.
1995; Mebane et al. 1999).

Culture can also be detected behind the low support for euthanasia and
PAS in Italian general practitioners, with religious beliefs, specifically a
Catholic affiliation, having a strong influence (Grassi et al. 1999). At the other
end of the spectrum, after adjusting for potential confounding factors, nation-
ality has remained the most important predictor of physicians’ attitudes and
practices in neonatal end-of-life decision making in 10 European countries
(Rebagliato et al. 2000). Finally euthanasia was not considered an option for
Muslim groups in a recent South African study (Hosking et al. 2000).
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In some countries the debate on euthanasia and PAS is shifting towards
or including the debate on terminal sedation and there is a growing
consensus about the perception that the ethical dilemma nowadays is not
‘euthanasia yes or no’ but ‘sedation when and how’ (Nunez Olarte and
Gracia Guillén 2001). Terminal sedation has been defined as

the deliberate administration of drugs in order to induce a sufficiently
profound and presumably irreversible reduction of consciousness in a
patient close to death, with the intention of alleviating refractory physical
and/or psychological suffering and with the explicit, implicit or delegated
consent of the patient.

(Porta et al. 1999).

Terminal sedation is usually considered in the setting of patients with a
very limited life expectancy—either days or weeks. In Spanish culture the
phases of agonia and preagonia approximately match this limited prognosis of
days or weeks and are therefore considered an acceptable time frame to con-
sider terminal sedation (Couceiro and Nufez Olarte 2001). The slow slipping
away of the senses the Spanish call agonia (Clark 2001) is strikingly similar to
the Buddhist approach to the last days of life (Bainbridge and Baines 2001).

The issue of psychological distress or suffering as a reason for terminal
sedation is a recent arrival in the literature. The studies that accept this indi-
cation have all been performed outside the Anglo-Saxon North-American
cultural environment: Spain, four studies (Porta Sales et al. 1999; Viguria
Arrieta et al. 1999; Fainsinger et al. 2000; Pascual and Gisbert 2000); Italy,
one study (Peruselli et al. 1999); Japan, one study (Morita 1999); and the
UK, one study (Stone et al. 1997). On the other hand some authors suggest
that terminal sedation might not be acceptable within certain Jewish
(Azoulay et al. 2000) and Muslim traditions (Hosking et al. 2000).

Cultural factors have an impact on the decision about and the social
acceptability of sedation for psychological suffering, with clear links to the
tradition of agonia in Hispanic societies (Fainsinger et al. 2000; Nuifez
Olarte and Gracia Guillén 2001). A recent comparative study has shown
that Spanish terminal patients and their families ascribe less relevance to
the preservation of cognition and diagnosis disclosure than their counter-
parts in Canada (Nuiiez Olarte et al. 2000).

Diagnosis disclosure

The last decade has witnessed a transition in health professionals in the
UK and USA from ‘full open disclosure’ to ‘conditional disclosure’ of ter-
minal diagnosis and prognosis when confronting dying patients (Field and
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Copp 1999). Simultaneously research in countries such as Spain (Centeno
Cortés and Nuiiez Olarte 1994; Centeno Cortés and Nufez Olarte 1998), Italy
(Grassi et al. 2000; Tamburini et al. 2000), Japan (Charlton et al. 1995; Seo
et al. 2000), Greece (Mystakidou et al. 1996), Portugal (Pimentel et al. 2000;
Gongalves and Castro 2001), Israel (Sapir et al. 2000), France (Valera and
Aubry 2000), Colombia (Fonnegra de Jaramillo 1992), the Philippines
(Ngelangel et al. 1996), Taiwan (Lin 1999) and Hong-Kong (Fielding et al.
1998) has prompted a review of the long-held assumption that diagnosis dis-
closure is always in the best interest of the patient. There are different cultural
reasons in every country or region that support its degree of commitment to
‘truth-telling} as studies in minorities within the USA (Blackhall et al. 1995;
Berger et al. 2000; Curtis et al. 2000), the UK (Koffman et al. 1999; Spruyt
1999) and Australia (Chan and Woodruff 1992) clearly indicate. Some stud-
ies bear witness to the difficulties even ‘majority culture’ terminally ill patients
in the USA have in discussing their personal fears (Steinhauser ef al. 2001).

With the available evidence it is difficult to support the ‘open awareness’
approach that was so prevalent in the early literature in palliative care.
Some recent studies are starting to tackle the difficult issue of communica-
tion styles and their impact in the care of advanced cancer patients
(Tamburini et al. 2000; Bruera et al. 2000a; Friedrichsen et al. 2000). Some
authors are suggesting the use of advanced directives in communication
given the perceived complexities (Hammes 2000; Fetters and Masuda 2000;
Seo et al. 2000). However the cultural failure of advanced directives is
already an established fact (Solomon 2000). Furthermore attitudes towards
communication amongst physicians seem to be culturally driven (Bruera
et al. 2000b). There are even deeper levels of analysis, some suggesting that
breaking bad news is part of a ‘ritual’ in the process of adapting to termi-
nal disease (Lynn 2000) and others attempting to connect communication
with death acceptance (see Table 6.2).

The cultural traditions of non-disclosure stand in contrast to the emerg-
ing ethic of autonomy. Labelling these traditions as ‘right’ or ‘wrong’ is
simplistic. There are already indications mentioned above that the two
approaches have more in common than expected. It is exactly in the con-
frontation that new, fruitful perspectives can be found (Janssens et al. 2001).

Meeting diverse needs in a multi-cultural society

Some useful pointers may be provided by experience and research.

+ Evaluate the preference in communication and decision-making style of
your patient and their family.
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Table 6.2 Preliminary proposal of a theoretical construct that might explain
perceived differences in acceptance of death between patients and families
in Spain and the USA

Differences Patient Family
Cognitive acceptance of death No (denial)/Yes Yes/Yes
Emotional acceptance of death Yes/No (defiance) No/No
Moral acceptance of death—culture Yes/No Yes/No
Spain/USA Spain/USA

The philosophical underpinning of this construct is the perception that Western society is
slowly coming to believe that a ‘good death’ implies cognitive acceptance of that same
death, and this notion in itself is debatable. Also the perception that ‘autonomy’ of the
patient always implies a cognitive acceptance of the impending death is debatable.

The differences in this table are overemphasized for the sake of clarity.

With no changes, this table has been published as in Nufez Olarte JM, Gracia Guillén D
(2001). Cultural issues and ethical dilemmas in palliative and end-of-life care in Spain.
Cancer Control, 8, 46-54. The publisher’s permission to reproduce the table has been
gratefully acknowledged. Reproduced by permission from Cancer Control: Journal of the
Moffitt Cancer Centre.

* Avoid generalization or stereotyping according to ethnic or cultural
background.

* Be open to different approaches from minority groups within your cul-
ture, or from patients coming from other cultures.

« Consider information regarding your own and other cultures as essen-
tial for the well-being and optimal care of your patients.

« Be aware of the role, and potential influence, of the translator when
needed.

« Promote changes in your organization: the word ‘hospice’ might be a
barrier in itself.

¢ Recruit staff from minorities in order to reach and understand their
culture.

Conclusion

There is always a danger of oversimplification when discussing cultural issues.
An unbiased, honest, unprejudiced and an as-scientific-as-realistically-
possible approach to them is essential. Cultural diversity is not a threaten-
ing phenomenon. It is certainly a challenge, because it introduces another
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level of complexity into our caring efforts, but simultaneously it exposes us
to the full richness of the suffering human being.
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Bereavement care
Marilyn Relf

Introduction

Supporting family members after bereavement is an integral part of pallia-
tive care and the majority of specialist services offer bereavement care.
Individual support from volunteers is the usual strategy but written infor-
mation, social and therapeutic groups, memorial services and counselling
may also be available (Wilkes 1993). Although the need for bereavement
services is widely recognized there is less consensus about the nature of serv-
ices and how they should be delivered. There has been little systematic
research and no agreement about the essential constituents of good practice.

Historically, the needs of bereaved people have been consistently under-
estimated with dedicated services set up only after nurses and other staff in
palliative care settings have struggled to meet requests for on-going con-
tact. It is tempting to conclude that, as services have been demand led, they
will reflect the needs of users. To what extent is this true? This chapter will
explore the factors that influence the ways in which we hear and respond
to the voices of bereaved people.

Fundamental to the delivery of bereavement care, whatever strategies of
support are adopted, is the ability to listen accurately to what people say
about their experiences. Although listening is part of everyday life, it is not
a neutral activity. In practice we filter what people say through lenses pro-
vided by our knowledge, training and personal experiences. What we ‘hear’
is a result of this process. Theories and models provide us with conceptual
maps of ‘normal’ and ‘complicated’ grief and social constructs influence
our perceptions of need. For example, it may be assumed that members of
minority groups will always have support from their ‘community’ with the
result that individual needs may remain unexplored. Similarly, bereaved
people ‘hear’ us through their lenses such as notions of ‘good grief” or
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‘manly’ behaviour. Hearing the voices of bereaved people is a complex
process.

Theories and models of grief

Theories and models provide conceptual frameworks that help us to make
sense of what we hear. The rationale for involving volunteers draws on
stress theory and the role of social support as a mediator between stress
and health deterioration (Payne et al. 1999). Bereavement has serious
health consequences for a substantial minority of people (Stroebe and
Stroebe 1987) and deprives individuals of the direct support provided by
the deceased. Joint suffering and differential expressions of grief within a
social network may also reduce the amount of support available. A per-
ceived lack of social support is a major risk factor associated with poor
adaptation to bereavement (Stylianos and Vachon 1993). Intervention,
therefore, is conceptualized as compensating for deficits in informal sup-
port in order to prevent or ameliorate health risks.

Studies of the relationship between social support and health conclude
that emotional support and information are the factors that make a differ-
ence. These promote self-esteem, provide reassurance and enable people to
think through their problems (Cohen and Wills 1985). Supportive listening
rather than therapeutic counselling, therefore, is likely to be sufficient to
help the majority of people cope with bereavement. Indeed, all ‘bereave-
ment counselling’ should be non-intrusive and rooted in the ‘... basic and
spontaneous comfort of one human being for another’ (Raphael 1980).
Parkes (1980) in a review of studies of the effectiveness of bereavement
counselling endorses this view and concludes that volunteers may rival pro-
fessionals in their ability to provide proactive bereavement care. Volunteer
support may also be more acceptable as it lacks the stigma associated with
mental health provision and indicates that grief is not an illness.

According to stress theory, support will only be needed if the demands
of a situation exceed the available resources. On-going support is unlikely,
therefore, to be needed by all bereaved people. In order to assess vulnera-
bility and target services, Parkes designed a risk index utilizing research on
the risk factors associated with poor health following bereavement (see
Parkes and Weiss 1983). Risk assessment is widely used in palliative care
(Payne and Relf 1994) and this practice will be discussed further later in
this chapter. The rationale for palliative care bereavement services, there-
fore, is continuity of support to vulnerable people as a preventive health
care measure by providing emotional support and information about grief.
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What evidence is there that the methods adopted meet the needs of users?
Unfortunately studies of the effectiveness of bereavement services focus on
comparing the health of supported and unsupported people. The inter-
ventions provided have been neglected and we have little understanding of
how bereaved people use support or what makes a difference.

The work of bereavement services is often described as ‘bereavement
counselling), users referred to as ‘clients’ and both voluntary and paid work-
ers referred to as ‘counsellors’. I have discussed the use of the term ‘coun-
selling’ for proactive support elsewhere (Payne et al. 1999). Although the
training of volunteers usually includes counselling skills it rarely meets
the accreditation criteria for counsellors required by organizations such as
the British Association of Counselling. In this chapter, I use ‘support’ to
distinguish supportive counselling from therapeutic counselling, ‘users’
rather than ‘clients’ and ‘helpers’ to refer to those providing support.

Models of grief derived from psychoanalytic and attachment theories
and from empirical studies of widows have had a major influence on the
delivery of bereavement care (see Payne et al. 1999). To summarize, suc-
cessful adaptation is conceptualized as relating to the degree to which
mourners complete a process of adjustment consisting of overlapping
phases, stages or tasks. A central notion is that grief must be expressed
otherwise it will be manifested in some other way, often depression
(Bowlby 1981). Many bereaved people, and their helpers, believe that it is
a fact that grief proceeds in stages and descriptions of bereavement coun-
selling stress the necessity of enabling people to express their feelings
and to work through their grief to avoid a pathological outcome (Lendrum
and Syme 1992; Faulkner 1995). According to Wortman and Silver (1989)
normality is defined by this view; this is the ‘clinical lore’ of bereavement
support. Worden (1983), for example, stresses the need to encourage
bereaved people to complete four tasks: accept the reality of the death,
experience emotional pain, adjust to all the changes caused by the loss
and detach emotional energy from the deceased in order to move on with
life. Although his third task includes learning new roles and skills, the
emphasis is on the psychological dimension. In short, according to this
view grief is similar to an illness; offering support proactively may prevent
the wound becoming infected while reactive intervention aims to provide
a ‘cure’

How useful is the grief work model for proactive services? An evaluation
of a palliative care service found that this model was helpful but not suffi-
cient as a framework for intervention. Relf (1997, 2000) undertook a ran-
domized, controlled study comparing the health outcomes of supported
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and unsupported ‘at-risk’ bereaved people and also explored the experi-
ences of receiving and providing support from the perspectives of both
bereaved people and volunteers. The results confirmed Parkes’ conclusion
(Parkes 1981) that targeted proactive volunteer support is effective. People
in the intervention group were less anxious and were significantly less likely
to increase their use of health care, particularly general practitioners. This
method of evaluation, however, assumes that intervention is similar to a
drug with the ‘dose’ being the same for all. The qualitative findings revealed
that reactions to support varied. Three-quarters of the intervention group
welcomed support and used it extensively. Four themes describe what they
experienced as helpful: being able to talk about their loss, feeling under-
stood, talking to someone who was outside their social network and infor-
mation about grief. They talked openly about the events leading up to the
death, reminisced about their life with the deceased, explored their emo-
tional responses, sought reassurance that their reactions were ‘normal’ and
discussed how to manage all the changes triggered by bereavement. The
volunteers described supporting such people as relatively easy despite the
depth of emotion or complexity of problems. There was a good match
between their expectations of their role and the needs of the people they
were visiting.

A quarter of those who had received support were less sure that it had
been helpful. They had less contact with the service, were not so overtly dis-
tressed and described support in social terms; what they valued was ‘gen-
eral chat’ although some stated that this had neglected their ‘real’ problems.
A minority expressed dissatisfaction; they experienced support as a painful
reminder of all they were attempting to keep under control. The volunteers
found it more difficult to develop rapport with these groups. They did not
want to be intrusive or to press them to confront their feelings as suggested
by phase models of grief. They wondered how much ‘grief work’ is neces-
sary and whether not exploring feelings was a way of coping that could be
helpful rather than problematic. In particular they did not want to under-
mine ways of coping that were not perceived as problematic by users.

Phase models describe the major themes of grief and were not intended
to be used as prescriptive models of intervention. The experiences of
younger widows had a strong influence on early models of grief and more
recent research, including other groups of bereaved people, has prompted
critical re-appraisal and theoretical development. The accumulating evi-
dence is that people vary in the way they perceive, experience, express and
cope with bereavement. Advances in understanding that enable us to
understand users’ responses to bereavement services include the following.

91



92 ‘ BEREAVEMENT CARE

Continuing bonds

The concept that adjustment depends on severing attachment to the
deceased in order to ‘move on” has been misconstrued as a process of for-
getting rather than a process of changing the nature of the attachment.
Studies of childhood and parental grief show that bereaved people do not
see themselves as relinquishing attachment bonds but describe a process of
negotiating and re-negotiating the meaning of the lost relationship over
time, constructing new connections to the deceased (Klass et al. 1996).
Important relationships continue to influence present reality whether the
person is physically present or not. This means that there may not be a def-
inite end point that marks ‘recovery’ or ‘closure’

Walter (1996) argues that the traditional emphasis on the emotional
dimension of grief may result in bereaved people being discouraged from
talking about the deceased and thus denied the opportunity to discover
and integrate the meaning of the relationship. His biographical model of
grief emphasizes the importance of talking to others about the deceased.

Coping

The Dual Process Model of Grief (Stroebe and Schut 1999) proposes that
bereaved people oscillate between feelings of loss and managing life without
the deceased. Loss orientation encompasses the emotional expressions of
grief described in traditional models: sorrow, pining, thinking about the
deceased and holding on to memories. Restoration orientation encompasses
regulating emotions in order to master the tasks and roles performed by the
deceased, make lifestyle adjustments and build a new identity. Personality
factors, gender and cultural background will influence the dominant mode
and the degree to which each individual oscillates. At first behaviour is likely
to be more loss focused but over time the balance shifts towards restoration.
This model enables helpers to understand that emotional control is func-
tional and that it is important to listen to, and support, restoration orienta-
tion as well as loss orientation.

Martin and Doka (2000) describe the importance of personality in
determining the experience and expression of grief. They view grief as a
continuum with two dominant patterns. People who are primarily in touch
with their feelings experience ‘intuitive grief’, waves of intense feelings as
described in the traditional models. People who are primarily in touch with
their thoughts, however, experience grief as a cognitive process or ‘instru-
mental grief’. For example, instrumental mourners cope by seeking infor-
mation, thinking through problems, taking action and seeking diversion.
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Martin and Doka suggest that bereavement services are more likely to meet
the needs of intuitive mourners and that instrumental mourners may be
viewed as deviant and disenfranchised. They argue that neither pattern of
grief is superior and that helpers should enable people to build on their
strengths while helping them to develop their range of coping strategies.
Helpers may act as confidants but they also act as ‘sounding boards’
enabling thoughts to be clarified and problems addressed.

Social norms

Although grief is universal, the way it is experienced and expressed varies
across cultures (Parkes et al. 1997). For example, people in late modern
societies such as the UK may be socialized to value self-reliance, independ-
ence and autonomy more than revealing vulnerability and weakness. In
particular men experience pressure to suppress emotions and hide distress.
However, although grief may be influenced by gender, it is not determined
by it (Martin and Doka 2000). For example, Riches and Dawson (1997)
report that, following the death of a child, the conventional distinctions
between men and women could not account for the range of behaviours
they observed. Some fathers expressed their emotions freely whereas some
mothers exhibited ‘male’ coping styles. Eichenbaum and Orbach (1983)
also report that many women feel ashamed for needing support and may
equate this with weakness and childishness. Helpers should be wary of
making assumptions based on gender and recognize that personality and
coping strategies may be more important.

Walter (1999) describes the prevailing norms that regulate mourning in
late modern societies as focusing on emotional control; grief should be
conducted in private and only hinted at in public. He argues that the belief
that healthy grief is emotionally expressive exists in tension with these
norms. Indeed, Walter suggests that bereavement supporters may become
‘grief police’ imposing expressive behaviour. Walter’s description of private
mourning may explain why some people may be reluctant to accept sup-
port. People may present themselves in line with societal expectations and
there may be a discrepancy between public expressions and on-going dis-
tress (Tait and Silver 1989). Helpers, therefore, need to be highly skilled at
forming relationships.

Adopting a multi-dimensional framework of intervention may be useful
(see Parkes et al. 1996). This approach conceptualizes grief as having social,
physical, spiritual, practical and behavioural dimensions as well being a
psychological process. It recognizes that people have strengths to help them
cope and enables helpers to perceive their role as understanding and
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empowering bereaved people rather than monitoring progress. It enables
helpers to ‘hear’ how ‘this loss’ is affecting ‘this person’. Case study 1 illus-
trates many of the emerging themes in our understanding of grief. Jack did
not choose to focus on his emotional reactions but was immersed in find-
ing the meaning of his relationship with his wife. His grief may be
described as predominantly instrumental and his focus changed from the
past to his future after he had constructed a ‘true’ account of his relation-
ship with his wife. The case study also illustrates the role of supervision in
enabling Jack’s volunteer to recognize her own feelings of difference and to
understand his needs.

Case study 1

JacK’s wife, Charlotte, died after a short illness. He saw Ellen, a bereavement
service volunteer, nine times. He focused on his relationship with his wife,
showing Ellen videotapes, photos and letters. He also reported back on his
discussions about Charlotte with friends, how they had perceived her and
what she had meant to them. After the third visit Ellen told her supervisor
that she had decided to close; Jack was able to talk to others, was not emo-
tional and did not need her help. In discussion it emerged that Jack made
Ellen feel redundant. He was articulate, talked non-stop and did not seem to
hear what she said. He moved in a very different social circle, his friends were
‘important’ people including a psychoanalyst and a psychiatrist and he was
an able and successful man. Consequently Ellen felt anxious and clumsy in
her responses. The supervisor suggested discussing her role with Jack. To
Ellen’s surprise, he was very keen for her visits to continue. Her support
enabled him to piece things together in his mind and, as she had never met
Charlotte, he could be totally frank. At the next meeting Jack talked about his
discovery of Charlotte’s love affairs, the hurts that he had endured and his
self-doubts. Perhaps he had never been as important to her as she was to him.
This thought was unbearable. This conversation changed the relationship.
Both Jack and Ellen became more relaxed and began to ‘hear’ each other.
When Ellen did close it was with a sense of genuine affection and delight that
JacK’s attention had turned to the present and on building a new life.

Communication skills

Variations in coping styles may influence the use of support but the ability
of helpers to work with rather than on bereaved people also depends on the
quality of their communication skills. Although the focused use of every-
day interpersonal skills is at the centre of all ‘helping relationships helpful
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relationships go beyond ordinary discourse (Egan 1994; Hawkins and
Shohet 2000). Of fundamental importance is the ability to demonstrate
openness, respect and non-judgemental acceptance combined with
warmth and empathy (Rogers 1961). Adopting these core values enables
attention to be given to the individual nature of each person’s grief and
reduces the likelihood of service users feeling that they have not been
‘heard’. Listening in this way means that assumptions will be constantly
revised through experience and that respect for diversity will become central
to service provision. Parkes et al. (1996) describe the use of communication
skills to demonstrate these values and enable helpers to build relationships.
However, a number of factors may prevent helpers from doing so.

Coping
As described earlier coping styles vary. Some bereaved people will prefer to
be independent or seek to maintain emotional control.

Attitudes of helpers

Helpers’ attitudes are also shaped by their personality and past experiences.
What has been their experience of grief? Are they more at home with their
feelings or their thoughts? How might their attitudes influence their expec-
tations of others? Training programmes should raise awareness that
assumptions about others may be influenced by factors such as age, gender,
class and ethnicity.

Experience

Experience makes a difference (Parkes 1981). Relf (2000) found that inex-
perienced volunteers were more anxious, worrying that they might cause
further distress, whereas experienced volunteers were more open and
empathic. Anxiety reduces the ability to listen and respond and seems to be
widespread in interactions with bereaved people (Lehman et al. 1986).
Even newly qualified professional counsellors demonstrate low levels of
empathy when encountering grief (Kirchberg et al. 1998). Bereavement
services should anticipate helpers’ anxiety and address this in training and
supervision.

Lack of information

Bereaved people may be anxious about accepting support. This may reflect
sensitivity to rejection or fear of being pressed into intimacy (Kalish 1985).
Not knowing what to expect is unhelpful (Pierce 1996) and people need
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information in order to understand what is being offered. Volunteers may find
it difficult to explain their role (Relf 2000; Rowley and Littleford 1995) and
there is a danger that users may form inaccurate assumptions. For example,
there are similarities between the early stages of helping relationships and
friendship. If users think that friendship is being offered, the eventual with-
drawal of support may cause further loss (Faulkner 1995). Bereavement serv-
ices should provide leaflets describing the service, the training and supervision
of helpers, the code of confidentiality, what and how records are kept and the
complaints procedure. Bereaved people need to have control over interven-
tion (Stroebe and Stroebe 1987). One way of achieving this is to suggest four
or five meetings and then review the utility of support (Parkes et al. 1996).

Need for professional counselling

Supportive listening will not always be appropriate. There may be complex
problems that predate bereavement. It is important that services do not
require volunteers to work beyond their competence. Services should have
access to different levels of expertise both for guidance and to enable
appropriate referrals to be made.

Impact of the work

The complexity of reactions and the deep sense of inner disturbance can
be frightening for both bereaved people and those attempting to provide
support. Supporters often feel helpless; it is impossible to bring back the
deceased (Parkes 1986) and the work may confront them with situations
that they dread (Raphael 1980). For example, this may include listening to
detailed descriptions of disfiguring disease or mutilating surgery. The work
provides a stark reminder that we are likely to lose those we love. There is also
a risk of over-involvement or of personal grief being reawakened (Raphael
et al. 1993). As case study 1 illustrated, helpers need to be able to recognize
when their ability to respond is becoming blocked by their own reactions.

Self-awareness

Being able to respond helpfully to others relies on developing a high degree
of self-awareness. It is important that all those who choose to work with
bereaved people reflect on their motivations. Neglecting to do so increases
the danger of dabbling in people’s lives in order to meet our own needs.
Two areas demand exploration. Firstly, to what extent does working in an
area that is often viewed as ‘special’ fulfil a desire to be seen as a ‘good person’
in the eyes of others? Secondly, what idealistic projections does the worker
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hold about the role they hope to fulfil? Little is known about the motivation
of bereavement service volunteers but it is likely that personal experience
is important. People frequently choose to volunteer in settings connected
to their personal lives (Lynn and Davis Smith 1991) and experience of
bereavement is an important motivator for general hospice volunteers
(Field and Johnson 1993). It is important to enable helpers to explore the
interface between their personal reactions and assumptions and the work.
This is facilitated by training and particularly by supervision.

Supervision

People who are involved in helping relationships usually respond positively
to support and encouragement and want to develop their competence
and monitor their practice. If this is ignored, practice will become unsafe
for both bereaved people and their helpers. Supervision has three func-
tions: support, education and management. It provides the infrastructure
to enable individuals to discuss the impact of their work, enhance their
competence and work within agreed limits (Hawkins and Shohet 2000).

Support

Helpers may fear that they are not good enough, they may become per-
sonally distressed by the work or overwhelmed by feelings of helplessness.
Support enables them to carry on being open to others by providing regu-
lar opportunities to share the responsibility, off-load anxieties, explore per-
sonal reactions, regain perspective and feel reassured and empowered to
carry on. Without support, helpers may either carry on absorbing distress
until they become overwhelmed or protect themselves by distancing from
the work. A lack of support increases the risk that helpers burn out.

Education

This aspect of supervision enables helpers to carry on learning and devel-
oping. It enables them to conceptualize in new ways, to clarify their inten-
tions, to consider the interventions they are using and to explore other
options. Without this aspect of supervision, helpers may become stale.

Management

This ensures safety, accountability, that standards are put into practice, that
the work is ethical and that resources are used appropriately. Standards and
ethical principles for bereavement services have recently been outlined by
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Hartley (2001) and it is important that supervisors enable helpers to work
within agreed limits. This aspect of supervision includes ensuring that
helpers recognize the need to take time off when facing stressful events in
their own lives. It also encompasses organizational issues such as involving
helpers in decision-making processes.

Service co-ordination

As the previous discussion indicates, co-ordination is an important aspect of
service provision. It encompasses service planning and evaluation, managing
referrals, recruiting and selecting voluntary and paid staff and ensuring that
training and supervision are provided. Risk assessment plays a central part in
ensuring that the differing needs of bereaved people are recognized.

Assessment of need

In pro-active services, risk assessment is concerned with targeting support
to meet diverse needs. The practice recognizes that many people will have
sufficient support from their social networks and aims to ensure that
resource allocation is consistent and objective. Many services use assess-
ment tools derived from Parkes’ risk index (see Parkes and Weiss 1983) and
based on risk factors associated with poor health following bereavement
(Payne and Relf 1994). There are three groups of risk factors: the circum-
stances surrounding the death, the personality of the bereaved person
and the availability of social support (see Parkes et al. 1996). Using formal
methods ensures that needs are assessed routinely but there are a number
of problems with assessment tools. Firstly, the evidence that Parkes’ risk
index is a reliable and valid predictive tool is limited (Beckwith et al. 1990;
Levy et al. 1992). Secondly, there may be little time for nurses to get to
know families sufficiently well to be able to assess need and family needs
may be given low priority (Field ef al. 1992). Lastly, the focus is on indica-
tors of pathology and indicators of resilience are neglected (Payne and Relf
1994). These limitations mean that assessment tools should not be used
alone but as part of a process involving training assessors, making assess-
ment a team responsibility and drawing on the clinical experience of serv-
ice co-ordinators. As well as reaching out to those who may be at risk, it is
also important to ensure that services are accessible to all bereaved people.
It is good practice to provide clear, jargon-free written information to
facilitate self-referral. It is important that service providers continue the
process of assessment to ensure that support is appropriate to users’ needs.
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Helpers should know what other services are available and how to enable
users to access them.

Case study 2

Colin died at home after a short illness. Risk assessment identified that
his wife, Joan, should be offered support as she was now the sole carer
for Mary, their severely disabled adult daughter. After several sessions it
became clear that Mary was eager to have support herself. She saw her vol-
unteer 11 times. They met at Mary’s day centre where the staff ensured that
they had a room to themselves. Mary communicated through an electronic
memo pad, displaying only five words at a time. Communication was slow
but Mary talked about her father, his illness, the funeral, how much he
meant to her, her pride in his achievements and her anger that he was no
longer with her. She expressed her sadness, her worries about her mother
and her fears for her future. The volunteer described how she used her
skills to overcome the distance the typing created. She found it important
to sit in a position where she could both read what was being written and
also be seen by Mary. She realized that she must not make assumptions
about what Mary was typing but wait until she had finished. She needed to
regularly check out the accuracy of her understanding. Silences were hard
to interpret; sometimes Mary stopped because she was in physical pain.
Her eyes became sore and it was hard to tell when she was crying. The deci-
sion to end was mutual; Mary continued to be sad at times and to worry
about her future but felt much more at ease with her loss and was enjoying
many aspects of her life. The volunteer often talked about Mary in her
monthly supervision sessions. She felt strongly that Mary’s needs might
have been overlooked. Why was Mary not included in the risk assessment
process? Was it assumed that because she looked different her grief would
be different or that her communication problems would prevent her from
using support? These questions prompted the staff to reflect on their deci-
sion making and raised awareness of the needs of people with disabilities.

Service evaluation

Audit and evaluation should be on-going in order to monitor, review and
learn from the experience of service delivery. Evaluation should include all
the stakeholders in service provision: bereaved people, volunteers and paid
staff, supervisors, those with responsibility for risk assessment and pallia-
tive care managers. Whereas it is relatively easy to monitor service use,
obtaining stakeholders’ views may be more complex. However, this is an
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important aspect of ensuring that services are sensitive, user-responsive
and cost-effective. A variety of methods may be used.

Research

Traditionally research has primarily focused on developing theories and
evaluating interventions by measuring and comparing the health of sup-
ported and unsupported bereaved people. These quantitative methods
have neglected users” views. Qualitative methods enable the ‘real world’
of service provision to be described and explored. Such methods are
described elsewhere (see Clark 1997) and provide rich insights into service
use. For example, Riches and Dawson (2000) used both participant obser-
vation and interviews to explore parental loss and Relf (2000) used semi-
structured interviews to explore the work of volunteer support workers.
Users may be involved in research in a number of ways. For example, they
can be members of advisory groups to help identify and define areas for
exploration and they can collaborate by giving regular feedback on work in
progress and by contributing to the analysis and interpretation of findings.
They can be included in the dissemination and discussion of findings by
being invited to participate in conferences. Riches and Dawson (2000) col-
laborated with three groups of stakeholders by inviting bereaved parents,
bereavement workers and researchers to seminars and presentations in
order to obtain feedback on their emerging research findings. Silverman
(1988) also describes this process of refining ideas through discourse with
user groups as well as ‘expert’ clinicians and theorists. Such collaboration
helps research to remain open to real experience and avoids experts mis-
representing users’ voices (Riches and Dawson 2000). The findings gain
greater credibility because they represent a coming together of different
voices, insights and influences. The nature of bereavement means that
there are particular ethical issues that need to be addressed when conduct-
ing research with bereaved people. Those involved in research need to
understand how to respond to expressions of grief and be provided with
supervision to enable them to avoid becoming over involved or too
detached. Parkes (1995) discusses these difficulties and provides ethical
guidelines for conducting bereavement research. Many services have little
time or resources to undertake formal research. It may be possible, how-
ever, to build links with academic institutions and experienced researchers
who can provide guidance and expertise. Organizations in the UK such as
the Palliative Care Research Society and the Bereavement Research Forum
provide opportunities to network with people who are grappling with the
complexities of service evaluation.
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Needs assessment

This enables assumptions about need to be checked out and gives users a
voice in service planning. It involves identifying stakeholders, seeking their
opinions about current practice and comparing these with recognized exam-
ples of good practice. Several methods can be used including interviews, sur-
veys, focus groups and participant observation. For example, before setting
up a service for bereaved children, a palliative care service interviewed
bereaved young people, parents and professionals such as teachers, school
nurses, educational psychologists and social workers. The findings con-
firmed that parents and young people experienced a lack of accessible infor-
mation and support. It also revealed a need for advice and training among
professionals. An advisory group of stakeholders was set up and a strategy to
address the identified needs was adopted. The needs assessment made an
important contribution to successful fund raising and provided a base line to
audit the actual use of the new service against expressed needs. For example,
at the first year review, activity figures showed that the service was receiving
more requests for support than had been anticipated from families facing
bereavement and a strategy was devised to respond to this need.

Involving users

This gives users a direct voice in service review and delivery. Forums enable
services to consult with users, for example to obtain feedback on the clar-
ity or relevance of written information or to obtain the opinions of partic-
ular groups such as teenagers or ethnic minority groups. Users may also
directly participate in service provision, for example, by becoming trustees
or members of management groups, by running mutual support groups or
by becoming volunteers.

Obtaining feedback from users

A number of methods are available. Feedback forms may be used to gather
information routinely (Pierce 1996). Forms may use rating scales or seek
opinions, for example, about what was helpful or less helpful or what
might be improved. Focus groups may be set up to enable users to discuss
their experience of support. It is important to remember that satisfaction
does not necessarily ensure quality and that focus groups provide a multi-
plicity of views rather than a ‘typical’ voice. The argument that views are
not representative may be used to question the validity of user feedback
and it may be difficult to balance the view that every individual voice is
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valid with the need to make decisions about the use of resources to meet
collective needs. There is a danger that louder voices may dominate and
priorities set accordingly. As illustrated in case study 2, some groups of
users may have small voices but considerable needs. It is also important to
seek feedback from people who choose not to become users and who refuse
or make little use of services.

Involving others

Organizations need to involve helpers as well as users in planning and deci-
sion making. One advantage of volunteers is that they have often been
bereaved themselves, they may be former users, they are members of the local
community and they bring a wide range of experiences and views that enrich
the work. Recruitment can target particular groups to create a team that
reflects the diversity within the communities they serve. Involving volunteers
also helps to ensure that professional perspectives do not dominate services.

In general consulting widely and in different ways is desirable so that
resource allocation and practice reflects users’ views as well as clinical lore
and research evidence. Whatever methods of participation are adopted it is
important to be sensitive to the circumstances of bereaved people who may
be preoccupied with grief.

+ Being consulted may be stressful, particularly if choices have to be made
about the use of resources.

« Grief is influenced by social norms and bereaved people may express
views that they believe to be socially desirable. For example, they may
minimize their reactions because they believe that they should not dwell
on grief.

+ Users may be influenced by their experience of palliative care before
bereavement. For example, they may feel obliged to participate and to
give positive feedback because of the care given to the deceased.

« Itis important to be sensitive to the grief process; bereavement is associ-
ated with strong emotions and impaired thinking processes. Attending
groups may be stressful, particularly in the early months following
bereavement. Views may change during the course of bereavement and
reflect the timing of consultations.

Conclusion

This chapter has discussed a number of factors that influence the way that
we hear and respond to the voices of bereaved people. It has been argued
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that listening to others is not a neutral activity and that what people say
is filtered through lenses provided by conceptual frameworks, personal
experiences of loss and the quality of communication skills. These lenses
influence the way that bereaved people’s voices are heard, whether we are
offering support or seeking their participation in service planning, delivery
or evaluation. Skilled listening remains central to understanding the mean-
ing of what people tell us about their experiences and structures need to
be in place to prepare and support all those involved in understanding
bereavement. The experiences of bereaved people may be explored using
qualitative research methods and findings have contributed to recent theo-
retical developments. These include recognizing the importance of contin-
uing bonds, understanding the cognitive processes involved in grief, that
avoidance is an effective coping strategy, and recognizing the influence of
social norms on ways of coping. A number of other ways of involving users
have been described in order to plan, evaluate and refine bereavement care.
Support workers also have a role in such explorations. It is important
that the voices of both helpers and users join those of expert clinicians,
researchers and theorists. Including all those involved will help to develop
flexible, responsive services sensitive to diversity in the experience and
expression of grief.
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Multi-professional teamwork

Pam Firth

Introduction

The provision of specialist palliative care for dying patients needs to
acknowledge that the patient is central in the unit of care and that generally
family members provide most of the care and will therefore need help and
support themselves. A single worker in this situation has an impossible task
to meet these needs without the skills of other professionals.

Palliative care is normally delivered by multi-professional teams whose
composition can vary but usually have core personnel such as doctors,
nurses, social workers and chaplains. They can and frequently do utilize the
skills of others when necessary.

In the UK a series of tragedies involving children and adults led to public
enquiries that highlighted the need for better communication and co-
ordination of services for children and vulnerable adults. Co-operation
between health services, social services and education were highlighted
as areas of concern and recognition of the need to work together was
emphasized. There is recognition that people with multiple health and
social needs require professionals to co-operate across professional and
service boundaries.

Loxley (1997, cited in Payne 2000) identifies 25 different Acts and gov-
ernment documents between 1970 and 1990 and 10 national, professional
co-ordinating bodies concerned in some way with co-operation between
health and social services.

The chapter will start with a brief overview of the development of multi-
professional working in hospitals and the community. It will go on to
examine what is meant by teams and teamworking and will look at some
of the reasons for conflict. It will consider the development of hospices,
specialist palliative care teams and the way in which these operate as
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systems, and consider the challenges, dilemmas and opportunities for
multi-professional teamwork.

What is meant by multi-professional teamwork?

Multi-professional, multi-disciplinary, inter-professional—what do we
mean? Dvretveit et al. (1997) state that in 15 years they have worked with
134 groups, each of which called themselves a multi-disciplinary team, but
there were differences in the way all of these teams worked and the authors
discovered that making assumptions about working practices was not
helpful. The danger in defining and talking about multi-professional work-
ing is to over-simplify.

Ovretveit (1993, cited in Pearson and Spencer 1997) defines a commu-
nity multi-disciplinary team as a

.. small group of people, usually from different professions and agencies,
who relate to each other to contribute to the common goal of meeting the
health and social needs of one client, or those of a client population in the
community.

Payne (2000) suggests that multi-professional implies several different
professional groups working together and multi-disciplinary refers to the
knowledge and skills underlying particular professional roles. In the same
text he describes inter-professional working requiring professionals to
make adaptations to their roles in order to interact with roles of other
professionals.

In defining teams and teamworking the World Health Organization
(1984) definition is

A group who share a common health goal and common objectives,
determined by community needs, to the achievement of which each member
of the team contributes, in accordance with his or her competencies and skill
and in accordance with the function of others.

This would seem to be useful in the context of specialist palliative care.

The Calman and Hine Report (Department of Health 1995), which
specifically talked about cancer services, together with the National Health
Service (NHS) White Paper, The New NHS: Modern, Dependable
(Department of Health 1997), focus attention on the need for high quality
teamwork to provide a comprehensive and flexible service.

Teambuilding and building relationships in teams imply the need for
cohesion and trust. They also suggest that team issues need to be worked
on in order to get tasks completed. Organizations do not stay still and
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teams within them change as individual workers move on. The issue of
conflict and collaboration will be examined more closely but it is vital that
multi-professional teams can look both outward and inward. A team in
conflict has often lost sight of its task and may jeopardize the need to co-
operate with other agencies and groups of professionals. In this situation
the patient’s voice would be lost.

Payne (2000) suggests that managers and organizations often label
groups of workers as a team in the hope that they wish they would, or hope
they will, work together. The need to select team members who can work
together will be examined later in the chapter.

The three professionals most commonly referred to as needing close
working relationships in health and social care legislation are doctors,
nurses and social workers. There are great differences in training, respon-
sibilities and salaries. The values that underpin these professions and that
will be examined later as providing a degree of conflict, differ in some vital
ways. These professions have changed over time and their development
needs to be understood because it has a part to play in the context of multi-
professional working.

Developments in multi-professional working in
hospitals and the community

Pietroni, in his 1994 paper on inter-professional teamwork, traces the his-
tory of hospitals and their functioning, suggesting that ‘groups of workers’
coming together to care for patients began with the building of hospitals
which were in medieval times run by religious and charitable bodies, much
as hospices have developed in modern times.

Pietroni (1994) examined the bureaucratization of health and social care
during the nineteenth century followed by what he described as the milita-
rization of medical care following the Crimean, Boer and First World Wars.
These early pioneers recognized that soldiers needed both physicians and
nurses to meet their needs.

After the Second World War and the emergence of the Welfare State, the
situation changed. The NHS had three structures, which we can still partly
see today. The hospital run by the medical superintendent and matron, the
general practitioners (GPs) who set up as self-employed practitioners and
the community services headed by the Medical Officer of Health. Hospital
and community team social workers specializing in child and adult physical
and mental health were employed by the NHS and it was not until the
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1970s, following the Seebohm Report (1968), that the majority of social
work practitioners were employed by social services.

The problem for the modern social worker is the increasing use of work-
ers as agents of social control. Complex legislation such as the Children Act
(1989) and the NHS and Community Care Act (1990) define the role of
social workers as assessors for service provision and risk, leading some-
times to criminal prosecution. This is a profession that was originally
trained to act as therapist and supporter.

Nurses were originally seen as assistants to doctors, but during the 1970s
and 1980s they demanded more autonomy. Project 2000 was to change
nurse training to a more academic, college-based training with practical
experience in hospital, not the other way round. In hospice and specialist
palliative care teams nurses are by far the biggest professional group and
hold most of the key managerial positions.

The Royal College of General Practitioners has been responsible for the
development of GPs who were originally seen as secondary to hospital doc-
tors. The last 30 years has seen the grouping of doctors and nurses in health
centres.

The concept of group practices and the development of proper training
for GPs has been a crucial community development. As a consequence of
very recent reforms in the NHS there are now larger groupings of GPs with
expanded budgetary powers. The primary care teams are key in the net-
work of care for terminally ill people in the community, and specialist pal-
liative care teams interface with these teams on a day-to-day basis. These
teams often know the patient and family well before the specialists in pal-
liative care become involved.

In the 1950s a typical general practice team consisted of one or two doc-
tors with an administrator. Changes in the contractual arrangements over
time led to the creation of new nursing posts and different professions
attached to the practices. Payne (2000) identified that the current arrange-
ment of purchaser/provider split demands co-operation and efficiency in
health and that social care and professional/user partnerships provide the
new context in which multi-professional teamwork has to function.

Multi-professionals working within the specialist
context of palliative care
There is very little research material about the way multi-professional

teams function in hospice and specialist palliative care teams. Hill (1998)
studied the internal dynamics of multi-professional hospital palliative
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care teams by focused interviews of eight professionals working in several
hospitals—three nurses, three doctors and two social workers—all had
spent between 1 and 7 years working in the setting.

Hill (1998) identified the following benefits for the multi-professional:
education, access to other health care professionals and support. The orga-
nizational culture was an important factor affecting team operation. The
participants in this study felt that specialist palliative care was not well
respected and suffered from marginalization from the rest of the hospital.
It is not hard to see that this can lead to the need for specialist teams to
become very close-knit units who could isolate themselves from the hospi-
tal culture. It has far-reaching implications for patients, clients and the
drive to build the skills of specialist palliative care into the mainstream of
the NHS. The opportunities to extend knowledge about pain and symptom
control and the emphasis on holistic care, so central to palliative care, could
be diminished.

Cowley et al. (2002) used a multiple case study design to explore the pro-
vision of palliative care and continuing care. The study demonstrated that
an effective model of palliative care provision could be found where profes-
sional groups and organizations are able to capitalize on the differences in
philosophy and culture of the different professional groups. Regular multi-
disciplinary meetings were described by one GP quoted in the study as
being a contributory factor in enhancing good practice for patients by help-
ing different professionals understand each other’s role. The way different
professionals would make sense of a patient’s situation could also increase
knowledge and skill. For example, anxiety as a symptom in a patient could
be understood and addressed in a number of ways. The importance of
thinking about the symptom and how to help would create the culture for
shared learning. Bliss et al. (2000, cited in Cowley et al. 2002) stated

... that professionals cannot work independently to meet individuals’ needs
but must work within organisational policies and legislation as well as
professional codes of practice and that inter-agency working plays an
important part in effective palliative care.

Thus we are looking at small teams of different professional workers col-
laborating with each other and the possible difficulties that occur when
collaborating across agency structures. Cowley ef al. (2002) found that
geographically dispersed and fragmented services had great difficulty in
establishing co-ordinated services. They describe the circular relationship
between inadequate resources, disputes about service responsibility and
the breakdown of interpersonal relationships in areas where services were
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over-stretched; a familiar description to those of us working in the field.
Cowley et al. (2002) quote a palliative care patient:

I think I cope because of all the people that surround me ... all give me
different kinds of strengths ... they are all very positive.

This quote from a satisfied palliative care patient demonstrates that
multi-professional teams, when they work well, provide physical and emo-
tional containment.

Firth (1997) describes another patient:

Mary, age 56, who had only a few weeks to live, returned to the Day Hospice
and poured out her distress, anger, longing for things to be different, her
fear of what dying would be like and, later on, sadness at not seeing her
grandchildren grow up. In a patients’ discussion group she said that coming
back to the hospice had been like crawling under a warm blanket that held
her safe whilst she expressed her grief.

Cowley et al. (2002) make the connection between a multi-disciplinary
palliative care service that is timely, needs led, responsive and innovative
and the satisfaction of patients.

Conflict and collaboration

Language, communication, values, professional loyalty, role ambiguity and
role blurring are flagged up as problems in teamworking by Payne (2000),
Qvretveit et al. (1997), Hill (1998) and many others. Issues of power and
inequality were identified as affecting decision making and policy develop-
ment (Hill 1998).

A useful way of commencing the discussion about these issues is to look
at what happens in terms of boundaries. Hornby (1993) suggests that a
boundary is the defining limit of any system, in human terms, of any
person, group of people or organisation. Although specialist palliative care
services need boundaries in order to concentrate services and skills within a
specialist grouping it can both help and hinder service users. Collaborative
working requires us to work at the interface of a number of different bound-
aries, those between individuals and helpers, carers and workers, fellow
workers, professionals, agencies and community groups (Hornby 1993).

At times boundaries between professional and patient are challenged
when a professional worker is found to be terminally ill or bereaved.
Generally there is a policy about engaging bereaved volunteers but it is not
always recognized as a major issue when employing or continuing to
employ staff.
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Professional workers in palliative care settings are always making rela-
tionships with terminally ill patients and then preparing for the ending of
the relationships through death, so the interface of the boundary is even
more complex. The worker, the family and the patient can be caught up in
an immensely powerful emotional experience, which can often end sud-
denly. The worker begins or has already begun another cycle of profes-
sional relating. Powerful emotions can be released in the staff members, for
example, love, anger, respect, fear and anxiety. Often they are projected
onto other members of the team, the organization, the worker’s own family
and sometimes the patient and their family. Attention to boundaries, both
professional and personal, is vital for the health of the individual and the
organization and the tasks it performs. Workers need a safe place to exam-
ine where their strong feelings are coming from.

Firth (2000) suggests that psychoanalytic concepts of fragmentation
and integration, which characterise the inner world of individuals, are a
helpful way of thinking about institutional processes as the institutional
boundary struggles to contain the primitive anxieties of patients and work-
ers facing life and death issues on a daily basis. Splitting, denigration and
scapegoating of staff members of different professions and of outside agen-
cies are identified as ways of maintaining a sense of well-being within an
institution when the individuals are under great stress.

The hospice social worker visited the hospital ward where a young man was
dying of lung cancer. The patient and family struggled to understand the
sudden onset of his disease. The patient blamed his occupation and his
family agreed with him but told the social worker that they thought smoking
had caused his cancer. They were furious with him and doubted their ability
to care for him at home. The hospital staff wanted his bed and became angry
with the family for not taking him home and being responsible.

In this example feelings such as fear, anxiety, blame and obligation
needed a place to be safely explored with the patient and family. Sometimes
if issues such as these are not addressed with the patient and family they
can be projected onto the professional carers. In this case the hospital staff
demanded a hospice bed only to be told there was no vacancy, leading to
anger at the hospice staff who managed the resources.

Obholzer and Roberts (1994) describe how work settings in the helping
professions affect workers and how collective or institutional defences
determine organization structures and practices. They reflect that society
also has contradictory attitudes to nurses and doctors, on the one hand ide-
alization and on the other blame and responsibility. As far as social workers
are concerned the attitudes are less mixed. Social workers in general are
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‘damned if they do’ or ‘damned if they don’t’ Specialist palliative care social
work provides a setting where society’s impossible task is somewhat less
obvious. A very important paper, which examined institutional defences
and nursing tasks, was written by Menzies (1960). It was the result of an
extensive consultancy by Menzies and describes how the system of tasks
carried out by nurses, and their lack of an opportunity to reflect on inter-
actions with patients, led to denial and avoidance in relating to patients.

Forty years on nurses, doctors and social workers spend a great deal of
time completing forms, that is, recording and auditing their work, all of
which detracts from spending time with patients and their families. The
need for record keeping and audit must be balanced with the need to keep
patient centered.

We will see later how the concept of reflective practice, identified by
Menzies, was later taken up by Schon (1987) and Pietroni (1991) in multi-
professional education.

Institutional development

Institutions like families and individuals have life cycle transitions.
Hospices have usually been formed by small groups of idealistic individuals.
The common sense of purpose holds the team together and by necessity
team members, whether professionals or volunteers, have many different
roles. Success brings the need for more structure and management.
Ajemian (1995) identifies this stage as being characterized by a lack of self-
care amongst team members where personal limits (boundaries) are not
acknowledged. This is closely followed by the need for formal programmes
and an increasing definition of role and professional management, some-
times resented by founders of hospices.

Ajemian (1995) sees the tension as being between patient and family
need, a firm financial base and future planning, that is, between idealism
and pragmatism. If these stages can be negotiated successfully then roles
are better understood and delineated. Professional expertise and additional
staff and services are usually required as the hospice or specialist pallia-
tive care team balances idealistic humanistic concerns with a pragmatic
response to legal and financial pressures from the community and society.

What about role and role ambiguity?

There is little doubt that workers in hospice and palliative care settings
should have plenty of non-specialized professional work experience before
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joining the team. Ajemian (1995) identifies the need for staff to have a
strong professional identity before recruitment because of the need to be
secure enough within their professional role to allow other staff to some-
times share some aspects of it without being threatened. A number of
workers have identified that the role of the clinical nurse specialist or
Macmillan nurse overlaps most with medical and social work roles.

A rational, intellectual view would be to suggest that there is enough
work to go round but if workers are feeling devalued or stressed then the
overlapping of roles can cause conflict. Where the Macmillan nurses are
employed by one agency, the doctors by the hospice and the social worker
by social services, making connections and sorting out conflicts requires
time and trust.

In palliative care with its commitment to holistic care the task is not
always easy to define. The recognition of multiple needs and quality of life
considerations requires a multi-professional approach and patients and
families can choose who they talk to when they come into contact with dif-
ferent team members because palliative care is less fragmented. Sometimes
this can lead to role confusion and conflict. The case for good clinical
supervision, both internally and externally, is clearly made by these con-
siderations. There is also a need for education in communication skills and
loss and bereavement across disciplines in hospices. We have seen how
medicine, nursing and social work have developed over the last hundred
years and it is not difficult to see how the historical development has
affected the way the different professions view and value each other. Both
social work and nursing have a largely female workforce, whilst medicine
has been traditionally a male occupation. Clearly training and levels of
responsibility play a part but the gender issues may have also contributed
to unequal pay, which can cause conflicts between team members.

Hill (1998) identified issues of power and inequality in specialist pallia-
tive care teams and pointed out that despite declaring that they favour a
consensual approach, in practice they follow the traditional model of
working, that is, accepting a medical lead. They tended to attribute conflict
in the team as personality clashes. In palliative care the doctor still bears
ultimate medico-legal responsibility but this is now shared much more by
other professionals.

In hospices there is a strong argument for case management and clinical
supervision to be split particularly where the team is working with complex
family issues. A case manager would take responsibility for the way the
multi-professional team worked together to meet the needs of the family
as a whole. The clinical supervisor role would focus on the individual
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professional’s clinical practice. Overall case management could check that
family conflicts were not affecting the professional team performance and
vice versa.

A young mother disclosed to a hospice nurse that her husband had sexually
abused her young child. Her concern was that when she died this would
continue. The nurse felt this was a secret she had been given and could not
divulge to the team. Another member of the hospice team noticed the
husband’s behaviour towards his 8-year-old daughter and expressed her
concern to the hospice social worker who felt enormous concern for the
child. The social worker had a duty to investigate because of the Children Act
(1989), the importance of protecting vulnerable children and her ethical and
value base as a professional social worker. The young mother was by this time
very ill and found communicating difficult. She told the social worker that
the hospice nurse knew all about it. The hospice nurse felt she was duty
bound by her professional code of ethics not to talk to the social worker.
Clearly the question of risk overrode these issues. The issue was resolved
but not without some acrimony. The positive outcome was a training
programme for hospice staff around child protection issues and an identified
need for another professional to act as overall case manager. The child’s
position was thoroughly examined and her maternal grandmother became
her carer after the death of her mother.

In this case example we can see the conflict being based on different pro-
fessional values and a lack of knowledge about collective responsibility.
However, when workers are under stress they often go back to stereotyping
other professionals, for example, the arrogant doctor, the bossy nurse or
the left-wing social worker.

If we look at this example from the patient, her husband and child’s
view, their voices were eventually heard but it could have been very differ-
ent if the workers had not resolved their differences and had lost sight of
the task. The young mother desperately wanted her daughter to be safe
after her death. She told the nurse because she wanted some action. The
husband did not say he wanted help with his relationship with his daugh-
ter but he behaved in such a way that demonstrated the problem.

Confidentiality issues frequently surface as areas of conflict. A well run
multi-disciplinary meeting can provide a forum for team members to con-
sider such questions as ‘Who does information belong to?, ‘When does risk
override patient autonomy?” and so on. Such a meeting can help teams
develop and reflect on their practice whilst allowing for differing pro-
fessional perspectives in considering the patients’ needs. Although specialist
palliative care professionals share many of the same values and a commit-
ment to holistic care, subtle differences in value base can be a problem.
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The need for research in this area is evident and would help to identify
what the formal rules and shared meanings are which help to contribute to
the code of ethics of each profession. For example, in social work, values
reflect a great deal of recent writing and research concerning oppression
and discrimination. More important is the need to identify the informal
rules and meanings that derive from sub-cultures in organizations.

Inter-group relating in specialist palliative care teams and hospices can
often be conflictual because individual professional members have a prob-
lem about managing dual membership, that of doctor, nurse, social worker,
psychologist, occupational therapist or physiotherapist and member of a
multi-professional team.

Firth (2000) talks about staff groups, led by outside consultants, being a
place for reflection, connection and attendance to personal issues raised by
the work. However, she points out that the task must be the focus.

Finally, the issue of reflection and reflective practice is crucial in pallia-
tive care as in all forms of health and social care. Pietroni (1995) points out
that Schon (1987) examined the relationship between the individual pro-
fessionals and their organizational task. His ideas about a double feedback
loop of action, reflection and learning, addresses the tension between
theory generated by practice and theory applied to practice. Firth (2000)
suggests that different professionals collaborating in palliative care can be
helped towards reflective practice by attending small groups of multi-
professionals. Currently, clinical supervision aimed at reflective practice
tends to take place in single professional groups. Schon (1987) talks about
the need to develop a form of professional artistry, which is stimulated by
living connections between theory, intuition and practice. A small group
setting would be ideal, providing it is led by an experienced group practi-
tioner who is committed to multi-professional working.

The issue of recruitment based on maturity, personality and professional
qualification is an important one, but also we see the need to appoint work-
ers who can co-operate with other disciplines. Many workers argue that
inter-professional education can lead to more effective inter-professional
teamworking and these issues have been addressed elsewhere in this book,
together with the involvement of service users in some of these educational
initiatives.

Increasing the involvement of patients and carers
in multi-professional teams

We have seen that people expect more from health and social services.
Advocacy services for traditionally less articulate groups, for example,
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children in care, the homeless and people with a mental health or learning
disability are now widely accepted. The explosion in information technol-
ogy has contributed to give all sections of the community more access to
information about health and social issues.

In palliative care, patients and families facing a terminal illness can
access a wide range of written and electronic information about diagnosis
and treatment. Often they become more knowledgeable about their disease
than their GP and this will clearly affect the relationship between the two.
The boundary and power issues identified earlier will be changed. One of
the commonest feelings expressed by palliative care patients and their fam-
ilies is powerlessness. Changing this by giving clearly understood informa-
tion about illness and treatment should be seen as central.

A common complaint for health and social care professionals is that
dealing with endless questions from patients and clients takes time. These
professionals might see some families and patients who complain as a huge
problem rather than joining in partnership with them. Different team
members may view things differently.

A middle-aged woman living alone was dying of liver cancer. On a visit to
see a consultant, she felt that her fears and questions were brushed aside.
During a regular visit by the social worker from the hospice the patient asked
for help in writing a letter of complaint. The letter was written and the
consultant considered its contents and then arranged another consultation
for the patient. In the meantime, the hospice nurses who heard about the letter
and held the consultant in high regard were furious with the social worker.

In this example one of the learning points was that of the role of advo-
cacy, which the hospice team had not really explored before, although it
had been raised previously. The social worker realized that the communi-
cation issues between the hospice team and himself were also part of the
problem. Was he using the situation to ‘have a go’ at his medical colleagues,
identifying as a marginalized member of the team with the weak and dis-
empowered patient? In palliative care the unconscious needs for all profes-
sions to rescue are particularly powerful when faced with the powerlessness
engendered by cancer and its treatments.

Qvretveit et al. (1997) states that client involvement can mean one of
four things: consulting them, information-giving about what has been
decided, jointly deciding or the person decides or does something them-
selves. He explains that these four things can operate differently throughout
the journey of illness, and at the level of service operations, for example,
information about a change in opening times of an out-patient clinic or



INCREASING THE INVOLVEMENT OF PATIENTS AND CARERS

at a strategic planning stage, for example, consulting people about service
planning.

In the example above, the patient had been given information about her
condition; her complaint was the manner in which it was given. She felt
depersonalized and worthless. Standard setting around information-giving
needs to include auditing the way it is presented interpersonally.

Information needs to be given in understandable forms. A group of eld-
erly Asian women with very little ‘English’ felt disempowered by the hospi-
tal setting in which their husbands died. Moreover, they had no access to
specialist bereavement care but there was a suitable service in a nearby
town. The notices in the hospital advertising the service were in their
spoken language but as with many older people from their district of
Pakistan they could not read or write.

McLeod and Bywaters (2000) draw attention to the unnecessary suffer-
ing of many people in the course of life-threatening illness and this is
despite the best efforts of professionals in health care generally. They refer
to the lack of impact specialist palliative care has had on other parts of the
health service. They point out that, as yet, there is no self-directed, unified
and recognized social movement spanning life-threatening illness parallel
to that of the disability rights movement, but they identify the preliminary
elements of collective self-organization, particularly with regard to gay
HIV/AIDS initiatives. Hospice-based social work is seeking the views of
service users in order to influence future provision in a project called
‘Involve: What service users want from specialist palliative care social work’
(West 2000). This UK development project is being advised by academics,
practitioners and service users and is supported by the Joseph Rowntree
Foundation.

This brings into focus the need for hospices and specialist palliative care
units to be systematic in the way in which they involve patients in decision
making and partnerships. They need to consider carefully what the effects
will be of seeking the views of patients and families and all the profession-
als involved. For example, it is important that the involvement should be
purposeful.

Service users in one hospice were asked to consider a change of provision only
to find that the decision had already been made at a senior management level.
This led to professionals and patients feeling angry, demoralized and worthless.

One area that patients and carers complain about is having to keep telling
their story to different members of the team. Confidentiality policies are
often introduced without a multi-professional discussion. For example,
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teams need to consider how information is stored and recorded and the
benefits of keeping a single file or of different departments of the service
maintaining their own notes. This is one area that could be focused on
and would provide useful information about professional perceptions and
assessments. Jones and McIntyre (2002) report the outcome of implement-
ing multi-disciplinary notes in a specialist palliative care unit and conclude
that care was becoming more directly patient focused because of the pres-
ence of multi-disciplinary care plans at the bedside. In order to review or
assess patient care, professionals had to approach the bedside. The team
learnt to be honest about each other’s documentation and acknowledged
that clinical governance and clinical effectiveness needed documentation to
be accurate. It also led to more discussions about role and values.

Qvretveit et al. (1997) discuss the way changes in patient or client power
have affected their relationship with professionals and, in turn, how it
affects the way professionals relate to each other, for example, profession-
als are more ready to challenge each other. He suggests that these changes
produce an equalizing effect that undermines traditional power relations
in multi-professional teams.

Giving patients a voice means we must look at power issues. Payne
(2000) suggests that as well as power being seen as being oppressive to cer-
tain groups and professionals, it can be used positively. He defines power as
being ‘getting what we want’. His example of involving users of services in
their own care planning means making explicit the influence they can have
and the practices and procedures which give them rights, and the fact that
they are experts in their own problems.

In multi-professional teams, doctors are often seen as having over-riding
expert power. Payne (2000) suggests that this imposes unnecessary burdens
on them by referring inappropriate things to them. A dying patient may
only listen to the hospice consultant or they may avoid the doctor and only
talk to the chaplain. Payne (2000) concludes that power is a matter of per-
ception and relationship.

Some hospices have already included patients in the hospice organiza-
tion by involving them as trustees. Clearly the problem of continuity in
involving ill people in strategic planning has to be addressed.

Conclusions

In specialist palliative care the emphasis on holistic care means that a range
of skills are required to be able to intervene in the physical, psychosocial
and spiritual needs of patients and families. The multi-professional team
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brings together individuals with a diversity of training to share the goal of
improving the quality of life of the patient.

The context in which hospices and specialist palliative care teams func-
tion has changed dramatically in the last 20 years as people expect more
from services and are given a voice about their care. User involvement, and
professional/user partnerships do already influence multi-professional
working. Over the next 10 years it will be interesting to see how patients can
further influence care provision. Will the challenge to make palliative care
more widely available be met and where will the drive for this come from?

Multi-professional teams have to communicate and collaborate within
their own agencies and across agencies. We have looked at some of the areas
of difficulty and at the positives for both patient and team member, but we
need more research in this area.

How will inter-professional education impact upon collaborative work-
ing? There are clearly established needs for communication skills training
for all professionals.

Walters (2002) states that death and loss, like birth, are natural processes
and workers in these fields are therefore akin to midwives. The dying or
bereaved are making a highly personal pilgrimage and the professional
caregiver walks with them some of the way.

The patient centrality of this model challenges the multi-professional
team to work in more integrated ways. In the same article Walters poses the
question whether, or how far, each professional can walk with each patient.

Team members need each other. Recognizing each other’s professional
and personal strengths and weaknesses is essential to provide services that
recognize the uniqueness of the individual and their family and that care
must involve the whole team.

Oliviere et al. (1998) quote the practice example of Louis, aged 42, who
has a brain tumour with extensive secondaries. All the counselling available
did not have a positive effect on the pain. Alternatively, no amount of mor-
phine or other analgesia blotted out the marital conflict and financial prob-
lems he, his wife and two children were experiencing as a result of a failing
business and his mood swings. The various aspects of this person’s life had
to be understood and worked with as a whole.
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Palliative medicine

James Gilbert

Introduction

It may be less true now than when said to Dame Cicely Saunders in 1951
that ‘it’s the doctors who desert the dying’ (Barrett 1951). But even today,
of the professions key to palliative care provision, it is generally not doctors
who enjoy the reputation of being the most patient centred. The truth is
that being patient focused does not come naturally to all doctors. In this
chapter I shall identify and explore some of the reasons for this before
analysing some of the assumptions underlying the idea of ‘a voice for the
voiceless. Some reflections on advocacy follow and I conclude with an
examination of ways in which our own values have an important role in
the delivery of satisfactory palliative care.

How not to be patient focused

Before considering morally justifiable ways of not being patient focused, it
seems important to acknowledge that there are times when most, if not all,
healthcare professionals fall short as a result of being either insufficiently
caring or insufficiently competent. While neither of these two deficiencies
can be avoided altogether, all healthcare professionals have a duty to
minimize their impact on good practice. In doing so we need to achieve
clarity about the limits of our professional competence as well as making a
commitment to life-long learning in order to maintain and develop that
competence. Recent changes to the way in which doctors are trained may
bode well for the future with a greater emphasis now being placed on
developing communication skills, reflective practice, healthcare ethics
and problem-based learning. These or other ways need to be found for
preserving the highly caring attitudes evident in the early careers of most
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healthcare professionals. Specific efforts towards nurturing our compas-
sion may help (Sogyal Rinpoche 1993) and, on a more prosaic level, guard-
ing against over commitment and over work wherever possible.

Focus on disease

To refer to ‘the heart attack in bed three’ is an example of being exclusively
disease focused and is unlikely ever to be morally justifiable. There are
however many occasions on which the medical needs of patients will be
best met by a doctor whose primary focus is on the disease and its effects.
Consider, for instance, a single mother called Carol who has metastatic
breast cancer. If Carol were to experience increasing back pain and begin to
feel unsteady on her feet she would be at high risk of spinal cord compres-
sion. In this situation if her doctor was not primarily disease focused Carol
might, within 24 hours, have lost irrevocably her ability to walk. Of course
such situations are not the norm for most doctors but the need always to
be alert to circumstances of reversible physical deterioration should be a
key part of the practice of all doctors. The retention of a disease focus
alongside, but not dominating, a patient focus is likely to benefit Carol in
a number of other ways. It is probable that Carol will need information
about her likely prognosis, both in terms of time and of the ways in which
her disease may progress (Christakis 1999). While the sensitive exploration
of whether and when Carol may need this information requires a patient
focus, the validity of the information itself will require careful focus on the
nature of the disease. The challenge for different doctors at different times
is to use their technical knowledge for the benefit of the individual patient.
For the pathologist reviewing the histological specimen the focus—both
literally and metaphorically—needs to be on disease, in the expectation
that the results will be used in the context of the individual patient.
For the general practitioner visiting the person with advanced illness at
home an individual patient focus in the context of their family will prima-
rily be required.

Focus on research

The practice of modern healthcare is built on reliable knowledge identified
by those who have gone before. Many, if not most, doctors recognize a
moral obligation to add where possible to the sum of reliable knowledge
in order that healthcare can improve in the future. To do so requires a
research focus that may at times impinge on an ability to be patient
focused. Although the moral justification for research seems clear, the
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possibility of this focus impinging on patient centredness is worrying.
Specifically to use people today purely as a means by which knowledge is
advanced, albeit for the benefit of others in the future, is morally unjusti-
fied (Kant 1964). It is the open explanation and unpressurized invitation
for today’s patient to participate, or not, in research that is supposed to
provide the necessary safeguard. The extent to which such safeguards are
effective in practice is sometimes limited and we should acknowledge that
some research leads more reliably to career enhancement for the researcher
than to improved patient care. While not themselves entirely benign, the
methods of qualitative research do offer genuine opportunities to gain
greater understanding of the lived patient experience.

Paternalism

To be paternalistic involves both forming a judgement about what’s best
for another individual and then seeking to impose that judgement (Boyd
et al. 1997). Perfectly appropriate for small children and probably enacted
as often by mothers as fathers, so perhaps a shame that the term parental-
ism is in less common usage! For adult patients, it seems clear that pater-
nalism jeopardizes patient centredness, affording as it does insufficient
respect to the autonomy of the individual. Of course patients are entitled
to seek—and to receive (Fallowfield 2001)—the guidance of their doctor
about what might be best for them. This willingness on the part of the
patient removes one of the two required elements for paternalism and
returns the encounter to a patient centred one. The attempted imposition
on a patient of the action perceived as best is likely to be based on an exces-
sively disease-focused attitude. For example, mild anaemia in a patient
weakened by advanced cancer may at times be best responded to by expla-
nation and encouraging acceptance rather than admission to hospital or
hospice for blood transfusion. A subtle form of paternalism may be exhib-
ited by the doctor who exaggerates the benefits of transfusion rather than
pursuing a potentially upsetting discussion about how little medical inter-
vention might truly have to offer. Equally a nihilistic attitude is a particu-
lar risk in palliative medicine and may at times also underlie paternalistic
behaviours.

Focus on the institution

I have sought to consider various ways in which the focus of healthcare pro-
fessionals may at times not be on the patient, and sometimes justifiably so.
Of these, paternalism, focus on disease and focus on research are particularly,
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if not exclusively, behaviours of doctors. Focusing on the institution, rather
than on the patient, is a concern for doctors but at least as much so for
other healthcare professionals.

The most prominent institution for palliative care professionals is the hos-
pice. Central to the philosophy of the hospice movement is recognizing and
valuing the individuality of patients and those close to them. Yet we should
be aware of some ways in which healthcare professionals may be limited in
their ability to be patient centred by a focus on the institution. Douglas
(1992) painted a particularly bleak picture of the hospice movement charg-
ing it in particular with unjustifiable separateness and selectivity amounting
to ‘the singling out of a precious few for deluxe dying’ But even 10 years on,
his challenge should not be lightly dismissed. At any one time most people
with palliative care needs will be at home, many will be in hospital and a par-
ticularly vulnerable group will be in nursing or residential homes. The need
therefore is paramount for hospices to be inclusive, accessible and welcom-
ing to the widest variety of people. Where, as is commonly the case in the
UK, hospices have contracts or service agreements to provide specialist pal-
liative care for defined populations this need may indeed be a statutory obli-
gation. In order to meet this obligation, among other requirements

+ the buildings must be provided in the locations best suited to the users
rather than determined by history or what best suits trustees, staff or
volunteers;

« admissions policies should reflect the meeting of palliative care need,
rather than being based on diagnosis (often of cancer);

« openness to people of all faiths, and of none, must be an inclusive real-
ity rather than a slogan.

I should make clear that although a focus on the institution will compete
at times with attempts to be patient focused, I am not suggesting that we
abandon shared professional values, of which more later in the chapter.

A voice for the voiceless—underlying assumptions

Various assumptions underlie the idea of ‘a voice for the voiceless, most
obviously perhaps a need for advocacy—literally, speaking for another.
The requirements for legitimate advocacy are discussed later in the chap-
ter, but first how can we be sure when people are truly voiceless? Of course
when unconscious or having lost, through injury or illness, the capacity to
think or communicate thought, patients can truly be said to be voiceless.
Much more often, however, a much lesser degree of impairment may be
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evident and the term voicelessness is used to exaggerate the position of dis-
advantaged patients experiencing a significant power imbalance between
them and their healthcare professionals. It seems clear that, if not actually
voiceless, patients are often disadvantaged and that power imbalances are
real. A frightened and ill person confronted by a complicated and threat-
ening diagnosis is obviously in a dependent position when consulting an
expert healthcare professional. One might usefully note along the way that
such power imbalances may be as important between patient and family
as between patient and professional and that power imbalances also exist
between healthcare professionals.

Recognition of the patient’s disadvantaged position is increasingly
explicit and various initiatives seek to compensate for this (National Health
Service Executive 1999, Our Healthier Nation 2001). However, assuming a
need for advocacy is dangerous and may paradoxically serve to empower
the professionals who claim it, rather than the patient, and to diminish the
trust and respect required for effective interprofessional team working. It
may be further assumed that the values of healthcare professionals should
be suppressed in order to give primacy to patient centredness. I shall argue
that this latter is a misguided assumption and that our values as healthcare
professionals are not only valid but that they form a fundamental part of
what we ought to offer to patients, but not seek to impose upon them.

In summary, we do have a moral duty to identify those occasions when
disadvantage to patients is so great as to amount to voicelessness and to
recognize when advocacy is needed, but more commonly to realize when
disadvantage is present but not so great as to amount to voicelessness. In
these circumstances we could often more usefully concentrate on helping
patients speak more effectively for themselves.

Legitimate advocacy

Acting as a patient’s advocate is not easy, not least because healthcare
colleagues do not always welcome such a role. Here power imbalances
between healthcare professionals may add to difficulties. There may be
times however when any lack of welcome is entirely justified and so we
should consider carefully when advocacy is legitimate.

Firstly, a need for advocacy must be established. When patients are quite
capable of speaking for themselves, even if they need help in doing so, a
need for advocacy is not established.

Secondly, the desire for someone to act as advocate must be established.
Even if an advocate is needed it must not be assumed that the patient
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desires it. Paradoxically, to do so would be an act of paternalism entailing
a judgement as to what’s best (that the patient should have an advocate)
followed by an imposition on the patient without their consent.

Thirdly, it must be determined who should act as advocate in the cir-
cumstances concerned. This choice is of course the patient’s, from among
those able to act in this way. It should be remembered that patients may,
confusingly, choose different healthcare professionals at different times to
speak for them and may not be consistent in their wishes.

If these conditions for legitimate advocacy are met, and only if they
are met, the courage then needs to be found to risk unpopularity with
colleagues in speaking for the patient. The possibility of being respected by
those colleagues is likely to be much increased if they have confidence that
care has been taken to establish a role as legitimate advocate.

To be truly patient centred must we deny
our own values?

Circumstances in which the values and beliefs of patients, those close to
them and the healthcare professionals involved all coincide (Oliviere 2001)
may still require much skilled and committed palliative care work but
are not likely to challenge our patient centredness. One might therefore
suppose that the more the values and beliefs of the healthcare professional
are suppressed or even excluded the more patient centredness is safe-
guarded. I want to suggest however that the price for such a safeguard may
be too high even if possible to achieve—which like Savulescu (Savulescu
1995) I doubt. Let me first be clear that there are times when suppressing
the expression of our own values as healthcare professionals is entirely
right. It seems obvious, for example, that for a hospice social worker who
happens to be vegetarian to engage a disinterested patient in a discussion
about the evils of meat eating would be wrong, as it would be for me to
comment adversely on a patient’s lack of concern for the progress of the
England football team. More seriously, but similarly, as I have argued ear-
lier the spiritual or religious beliefs of the healthcare professional should
not be allowed to jeopardize patient centred care.

There are however some values and beliefs that differ importantly from
these examples of individual values or values particular to the healthcare
professional concerned. Where, in distinction, values are shared among
healthcare professionals, to an extent that makes those values integral to
the type of healthcare concerned, the suppression of those values may
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do more harm than good. The clearest example for palliative care is that
of acceptance of dying as an inevitable and normal part of life. To return to
the example of Carol, were she to seek the support of her homecare nurse
to bolster her belief that her teenage children should not be told of her
advancing disease, an important conflict of values might result. The home-
care nurse, regarding dying as a normal and inevitable part of living, is
likely to recognize through reflection and experience that openness with
children in such a situation both better honours our duty to tell the truth
and results in less long-term distress. And yet the patient centred approach
on the face of it suggests a different course of action. Similarly for the nurse
in an in-patient unit looking after Carol in her last week or so of life might
wish to decline to give repeated vigorous and intrusive enemas even at
Carol’s own request because of a soundly based conviction that more harm
than good would result. I am not suggesting in either instance that the
skilled and compassionate palliative care worker would seek confrontation
or argument, but that the exercising of good professional judgement may
need to be based on appropriate shared professional values, and that it
may on occasion be more important to safeguard those values than to be
maximally patient focused. Specific to the doctor’s role, there will be occa-
sions when declining to do harm to someone with widespread and advanced
cancer by attempting cardio-pulmonary resuscitation will be judged (rightly,
I suggest) as more important than acceding to the apparent wishes of that
person.

Of course for particular patients even very close to the ends of their lives
the palliative care approach may not be acceptable. Helping such patients
find alternative styles of healthcare may be the most important duty of the
healthcare professional when basic values integral to palliative care are
rejected. Equally important is the making explicit of these values in both
internationally agreed definitions (World Health Organization 1990) and
local service provider information. Where professional judgement is an
expectation of patients and those close to them there is a duty to make and
communicate that judgement on the basis of shared and explicit profes-
sional values. In order not to fall into the trap of paternalism any guidance
towards a particular action for the benefit of the patient must stop short of
coercion involving either threat or misinformation.

Hopper (2000) suggests that ‘the life of a professional is essentially a
matter of reconciling competing values and choosing the higher “good”
for each individual’ Providing these values are never imposed and are
shared, explicit and professionally rather than personally based, I agree
with her.
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Conclusion

Being patient focused is easy to claim and sometimes difficult to do. I have
argued that attention needs to be given to distinguish when a patient
focus is crucial from times when a different focus is required. In examining
underlying assumptions some of the pitfalls of being too ready to take
on a role as patient’s advocate have been identified and discussed. Finally,
I have suggested that aiming to exclude any effect produced by our own
values is not only likely to prove impossible to achieve but also may result
in inadequate professional judgement. Circumstances have been described
in which holding onto explicit, shared, professional values is likely to help
rather than hinder us in making a valid contribution to patient care. If in
the name of patient centredness we over react to the wrongs of paternalism
we risk retreating to a role as disengaged ‘technicians plus information
providers’. This would amount to a failure of professional duty.
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Palliative nursing
Mandy Stratford

Introduction

Palliative nursing commences from the moment that the patient and
family are told that the disease is no longer responsive to curative treat-
ment. Throughout the course of the illness they will come into close
contact with nurses in various settings, so it is clear that palliative nursing
is the responsibility of all nurses. Nurses have a privileged opportunity
to influence the patient’s experience. Using the supportive care model
suggested by Davies and Oberle (1990) and examples from practice, the
author shows how nurses in all care settings can remain patient focused
and how nurses and the environment in which they work facilitate or
obstruct patient and family involvement in care.

Role of the nurse

Several authors have attempted to define the role of the nurse in palliative
care. These mainly descriptive accounts differ according to the setting
in which the study took place; to date there is no clear agreement on a
definition of palliative nursing. Most nurses in the UK would accept that
their function is to assess the holistic needs of the patient and family
and involve them in planning and evaluating appropriate interventions.
The aim is to improve the quality of life and enable a dignified death
(Lugton and Kindlen 1999). However, this does not capture the essence of
palliative nursing, which lies in the nurse—patient relationship (Morse
1991). This is emphasized in the framework for specialist practice
in palliative care proposed by Davies and Oberle (1990), which is widely
recognized as the model for palliative nursing throughout the UK.
The model describes six interwoven but discrete aspects of the nurse’s
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role: valuing, connecting, empowering, finding meaning, doing for and
preserving integrity.

Valuing

According to Davies and Oberle (1990), valuing has two components,
global and particular. Global valuing is having respect for others regardless
of the particular characteristics of an individual. This is a requirement of
all nurses in the UK as the code for professional conduct (Nursing and
Midwifery Council, 2002) clearly states, ‘as a nurse or midwife you must
respect the patient or client as an individual” Furthermore, ‘you are per-
sonally accountable for ensuring that you promote and protect the inter-
ests and dignity of patients and clients, irrespective of gender, age, race,
ability, sexuality, economic status, lifestyle, culture and religious or politi-
cal beliefs’

Particular valuing is more individualized and develops after the nurse
gets to know the patient. Nurses develop an understanding of the individ-
ual’s unique characteristics and abilities, respecting the person for who
they are. This important aspect of care needs continuous attention. It
requires astute self-awareness of thoughts, attitudes and prejudices, as
these could influence the nurse’s approach to the patient. Patients who
appear uncomplaining, who smile and look nice, who are able to commu-
nicate well and who are grateful and compliant tend to receive more time,
contact and interested attention from nurses. By contrast, the unpopular
patient who is demanding, heavily dependent, complains, is not grateful,
has unsociable habits, does not comply, looks unkempt and is not able or
does not wish to communicate, receives less attention, contact and time
from nurses. The ability to recognize the reason for certain behaviours and
to learn to value and respond to individual qualities will prevent the nurse
from falling into the trap of labelling or categorizing the patient.

Connecting

Often it is the first point of contact between the nurse and the patient and
family that makes the greatest impact as the following comments from a
letter written by the family of a patient demonstrates.

We were very scared about mum going to the hospice but we really shouldn’t
have been. Jo soon made us feel that this was the right place. From the
minute we met her we knew that mum was safe. She took time to explain
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things; showed us round the hospice and made us all feel like nothing was
too much bother. Mum had a lot of confidence in her and that meant that
we could relax a bit.

Davies and Oberle (1990) describe this initial contact as ‘making the
connection. The nurse lays the foundation for an ongoing relationship
to develop. In this example Jo, a staff nurse at the hospice, recognized the
patient’s and family’s anxiety. By taking time to attend to their concerns
and showing them around the unit and telling them how to access her, she
established an immediate rapport with the patient and family.

Making the connection requires nurses to examine the manner in which
they approach patients and families. A calm and unhurried approach and
the ability to concentrate on only that person will be vital to the patient
who may, up to this point, have felt they are just a number or a disease.

In their book, The primacy of caring, Benner and Wrubel (1989) stress
the importance of spending time getting to know the person through the
‘patient’s story’. Nurses need to understand the impact of the illness, the
human experience as well as the disease process, to provide appropriate
nursing care. They need to know how the patient noticed their symptoms,
what aspects of their life are affected and how the patient interprets this.

Davies and Oberle (1990) stress that connection will not occur until
trust is established. In making the connection the focus is on what is most
important to the patient and the family, yet many nursing procedures still
reflect the agenda of the nurse or organization rather than that of the
patient. For example, a nursing assessment seeks to obtain information
about the patient and family on which to base nursing care. Some will
be obtained at the time of admission but in palliative care, most will be
gathered over time, when the patient feels comfortable about disclosing
information that is more personal. However, nurses report feeling under
increasing pressure to document as much information as possible at
the time of admission. Reasons put forward include to meet legal and
organizational requirements, such as risk management; to aid communica-
tion to a fragmented workforce; to demonstrate that they have discussed
the subject with the patient; and the expectations of other team members
(personal communications 2002). If nurses feel under pressure to meet
these expectations, patient assessments become nursing assessments driven
by the information needs of the nurse to prescribe care and document
the impact of the disease rather than the illness. To deal with this from
the patient perspective, Ellis (1999) proposes the use of a patient-centred
model of assessment and documentation. However, such attempts are
fruitless if there is little support from the organization to implement it, or
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if nurses and the wider team do not fully understand the importance this
has for the delivery of patient-centred care.

To continue or ‘sustain’ the relationship, nurses must be available to
spend time with the patient, share ‘secrets’ and give of themselves, as the
following account demonstrates.

Bill had been referred to the nurse specialist by his general practitioner (GP)
for an assessment of his pain. He had been commenced on morphine by his
GP, which had achieved excellent pain control. However, on collecting his
repeat prescription three weeks later, he had noticed ‘morphine’ written on
the box and had stopped taking it. He was now in considerable pain and
refused any medication the GP offered. When I telephoned Bill he had
seemed a bit hesitant but agreed to my visiting. His opening statement to me
on the doorstep was, ‘if you have come to tell me I have got to take that poison
you can bugger off now’. When I replied that I was not there to do that but to
see if I could offer any other suggestions that might be helpful and that would
be acceptable to him, he invited me in. Initiating a conversation with Bill was
hard work. I tried asking open questions in an attempt to assess the situation
but he was very suspicious and seemed to be reluctant to engage in any way.
His body language clearly indicated his defensiveness. I noticed a photograph
on the television set in the centre of the room. It was of a war memorial.
I thought that a bit unusual, so commented to Bill that I had noticed it had a
prominent position in his home. Bill broke down in tears and went on to tell
me that he had been on a warship during the Second World War. The ship
had been bombed and he had been one of only a few survivors. He described
how he had administered morphine injections to his friends from the
supplies they each kept around their necks. He cried as he told me of the
nightmares that still haunt him and how he continued to feel responsible for
their deaths. He had not shared this with anyone else, not even his family.

Over the following few weeks Bill and I talked more about his experience,
morphine and the alternatives he might try. He seemed more open to my
suggestions and when it came to the point where morphine was the most
appropriate solution, he was willing to give it a try, knowing that he could
always change his mind.

It is therefore of particular concern that the trend is for many clinical
nurse specialists to work in a consultative capacity or short-term involve-
ment with patients and families. Whilst the intention is to support
and advise colleagues, as a role model, it undermines the most important
and fundamental aspects of patient support and of the nurse’s role in
palliative care.

This component of connecting can be a great source of frustration for
nurses with busy work schedules and those working in organizations that
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do not value or understand the need for this level of contact. However,
it takes no longer to communicate well than badly. Quality time and the
illusion of spending more time can be achieved if combined with other
activities such as bathing or changing dressings. In a study of nurse—patient
contact on in-patient units Dingman et al. (1999) found that nurses sitting
and talking at the bedside for just 5 minutes increased patient satisfaction.
Patients benefited psychologically from such action, felt reassured and had
an increased sense of control and empowerment. In some settings, nurses
have re-organized their work and break schedules to increase their contact
with patients. For example, implementing audio-taped handovers in an
in-patient unit enabled nurses on an early shift to spend an additional
45-60 minutes with patients that would previously have been spent on a
verbal handover to colleagues. In another unit, the introduction of bedside
handovers not only increased the time nurses spent in direct contact with
the patient, but also enabled the patient to be actively involved in their care
(author’s own experience).

In developing close relationships, there is a risk that the patient feels aban-
doned or unsafe when, as they see it, their own nurse is not on duty. Nurses
rarely work as lone practitioners; in palliative care they work as part of a
much wider multidisciplinary team. It is important that the nurse intro-
duces the concept of team working early on in the relationship and makes
every effort to ensure the patient feels secure with all members of the team.

Similarly, this is an issue when services are not provided outside normal
working hours. Nurses must ensure that arrangements are in place for
continuing support. Patients and families need to know who to contact and
how and what each service contributes to their care.

The third component is breaking the connection. Davies and Oberle
(1990) indicate that this most often will be at the point of death. In pallia-
tive care, nurses continue to support the family into their bereavement.

In many areas throughout the UK, palliative care is now provided by a
combination of service sectors. Connections will be broken as patients are
discharged from one aspect of the service to another. Nurse specialists may
only be involved in short contacts; they will be discharging many patients
before death. Patients and families may feel abandoned if measures to
ensure ongoing and seamless support are not in place. It is important that
clear arrangements are made with them to ensure that confidence with all
service providers is maintained. Equally, patients and families must be
reassured that they can contact the nurse again in the future should they
need or wish to. By providing their contact details, the nurse ensures that
the offer of reconnecting is always available.
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Empowerment

Getting to know the patient equips nurses with the knowledge required to
assess the patient’s current ability or capacity to participate or make choices
in their care. This includes ascertaining the patient’s attitude towards deci-
sion making in relation to their health, the amount of control they prefer in
making decisions, their previous experiences, their coping styles and their
personal limitations at this time.

Involving patients in their care is fundamental in palliative care and
is linked to enhancement of human dignity, increased patient satis-
faction, a greater efficacy of health education and improved compliance
(Bottorff et al. 2000).

Recognizing this, the code of professional conduct (Nursing and Mid-
wifery Council 2002) now explicitly states ‘you must recognise and respect
the role of patients and clients as partners in their care and the contribution
they can make to it. This involves identifying their preferences regarding care
and respecting these within the limits of professional practice, existing legis-
lation, resources and the goals of the therapeutic relationship.

For patients and families to be offered opportunities and enabled to
participate in care, nurses must have the ability, willingness and resources
to fully support their involvement. This requires the following.

Knowledge

To provide appropriate suggestions and choices, nurses need to know
about the impact of the illness and disease, progression, treatment and
prognosis. As an absolute minimum nurses should have a sound knowl-
edge of the core principles of palliative care and know how to access
specialist advice. Nurses working in palliative care settings and at specialist
levels should possess the knowledge, skills and competencies appropriate
to their position as described by Webber (1993).

Effective communication

Skill is essential if patients and families are to be encouraged to discuss
sensitive topics and be heard. Patients describe good communicators as
those who listen to their particular concerns, who use simple questions
that are not too direct, who use open questions and avoid any leading
questions and most importantly maintain good eye contact (Bailey and
Wilkinson 1998). For this to happen nurses will need to overcome the
many barriers to effective communication such as lack of time, knowledge
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and communication skills training; anxiety about upsetting the patient or
not coping; and their own fears of death and dying. Courses and training
are clearly valuable, but if used alone will not improve communication.
Wilkinson (1999) indicates that all nurses can develop and improve skills if
they take every opportunity to develop self-awareness and increase their
practice.

Environment

Nurses need to feel supported if they are to engage actively in patient
involvement. They require recognition and valuing of patient-focused
activities from management, active involvement and role modelling from
senior nurses, organization of care to support close patient contact and
interdisciplinary collaboration.

Resources

Time, skill mix, equipment and specialist advice can seriously impact
on meeting patient choice. For example, the patient may wish to be cared
for and die in their own home. In many areas, there is a distinct lack of
nursing resources to support this. For others, poor symptom control may
prevent a home death.

Attitude

If patients and families are able and wish to participate in care, they must
receive the appropriate resources to feel secure and in control. The degree
to which the nurse perceives this as a threat or reduction of their power and
control may influence their willingness to support their involvement.

In her book, From novice to expert, Benner (1984) suggests that expert
nurses use their power to empower not to dominate, coerce or control
patients. She identifies six different qualities.

Transformative power

The nurse enables patients to see that they have choices and can have
control.

Integrative caring

The nurse assists patients to maximize their potential and continue with a
meaningful life despite limitations.
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Advocacy or enabling

The nurse speaks out on behalf of and with the agreement of the patient.

Healing power

By establishing a healing relationship the nurse mobilizes hope, gains
understanding and assists patients and their families to use social,
emotional and spiritual support.

Participative/affirmative power

The nurse provides comfort and presence.

Problem solving

By developing a caring relationship the nurse is able to administer creative
solutions.

Nurses may not always be aware that their actions reinforce the imbal-
ance of power, for example, asking the patient’s preferred name indicates
value and respect in the relationship. Yet, many nurses continue to call the
patient ‘love) ‘dear’ or ‘sweetheart’ In transactional analysis, use of such
terms (without the patient’s request) by the nurse implies a mothering role.
The nurse becomes the mother (adult) speaking to the child (patient)
further perpetuating the nurse’s position of power (Berne 1964). Nurses
indicate that they use such terms as a ‘term of endearment’ or ‘local
greeting’ and are genuinely unaware of the effect this can have on their
relationship. In the author’s own service staff ensure that all colleagues are
aware of preferred names by using the patient’s notes, notice-boards and by
mentioning it at every handover.

In support of Benner (1984), Davies and Oberle (1990) indicate that
palliative care nurses empower patients and their families through a process
of facilitating, encouraging, defusing, mending and giving information.

They work with patients and families facilitating the identification of
their own inner resources and individual family strengths. This is an assess-
ment process. The nurse establishes the type and level of involvement that
the patient and each family member would like and suggests how they can
remain involved and when they may be feeling that they are not able to
contribute anything of value. For example, some family members feel
unable to participate in the physical aspects of care, indeed it may be inap-
propriate. The nurse can suggest other ways to help, such as providing
social stimulation for the patient through talking, reading, playing games,
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assisting with hobbies or accompanying on excursions. Alternatively,
practical help such as cooking, cleaning, helping with travel arrangements
or collecting shopping is equally helpful at this time.

The nurse encourages patients to make decisions or choices about the
way in which they want to manage their situation, providing resources and
opportunities for them to be involved. For example, if the patient is on an
in-patient unit, asking them what visiting arrangements they would like
staff to support enables them to control their rest times. An open visiting
policy may be welcomed, but for some it places pressure on the family to
maintain a presence and can be exhausting for all concerned.

Palliative care nurses attend to the patient’s and family’s sense of being
out of control by recognizing that they are in a situation in which they
have had no prior experience and are automatically disadvantaged.
Furthermore, in unfamiliar surroundings any sense of control they did
have will be further threatened. Nurses reduce this threat if they familiar-
ize the patient and family with their surroundings (if this is not their
home) and continue to support their normal home and family life as much
as possible.

Patients and families may not have the knowledge necessary to make
decisions or understand that they can be involved in care. Although they
have access to a much wider range of information than ever before, not
all will be accurate or appropriate to that individual. Nurses hand back
control to the patient and their family by accessing and providing the
information they require for decision making and participating in care.
This may include information that is traditionally within the medical
domain such as information relating to diagnosis, treatment, disease pro-
gression or prognosis. In palliative care, nurses are encouraged to discuss
such issues and the emphasis is on open communication. However, it
should be recognized that there are some settings where medical domi-
nance prevails and nurses may not be ‘allowed’ to engage in such discus-
sions. Wherever possible nurses should work collaboratively with their
medical colleagues, but not collude in any avoidance of patients’ enquiries.
Nurses are personally accountable to the patient and have a duty to provide
truthful information about their condition (United Kingdom Central
Council 1996).

Patients should be fully involved with decision making and in their own
care. The possibilities are vast, ranging from contributing to assessment and
care planning to undertaking self-care activities such as self-medication
(Bird and Hassall 1993). One example that illustrates the former and
demonstrates how care can be substantially improved is documented by

143



144 ‘ PALLIATIVE NURSING

Cadd et al. (2000). In their study of bowel management on a palliative in-
patient unit, they showed that patient preferences were rarely incorporated
in care plans. They imply that if nurses improved their techniques for
eliciting and documenting this information, the use of medications and
invasive procedures might be reduced.

Some self-care activities require learning new skills or different ways of
doing things. Nurses can help patients and families by working alongside
them, for example, teaching and supervising until they have gained the
confidence to be independent.

At times, patients and families may be extremely upset, confused or
angry. Nurses will be required to defuse situations by giving permission to
express negative reactions. These feelings may sometimes be projected
towards the nurse. Nurses who understand how patients and families may
react when under stress, who have developed their skills of communicating
in difficult situations and who receive appropriate support, will be able to
respond sensitively rather than defensively; the nurse—patient relationship
will remain intact (Benner and Wrubel 1989).

At times conflicts arise within the family when reactions of individual
members appear to be at odds with each other. By working closely with the
family, facilitating discussion, helping them to understand why and how
each are reacting and how they can overcome such rifts, nurses empower
the whole family to remain united as a team. Davies and Oberle (1990)
refer to this as mending.

Finding meaning

As patients and their families begin to acknowledge the inevitability of death,
they may start to question the spiritual aspects of their life such as the mean-
ing of the illness, their life and their death. It is common for the patient to
want to consider what they have or have not achieved throughout their life.

This can be extremely distressing as they focus on the aspects of their life
such as regrets, missed opportunities and unrealized dreams. They may
consider their future to be one of only illness, suffering and loss and
may have great difficulty in continuing to invest in a life worth living.
On the other hand, it can be a time for growth, hopes and fulfilling wishes
and can be a life-enhancing experience as patients and families recognize,
value and attend to the more important aspects of their life.

Nurses can help patients and their families to find meaning by acknow-
ledging death and focusing on living (Davies and Oberle 1990).
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However, nurses often do not know how to help or choose to ignore the
issue (Heaven and Maguire 1997; Cobb 2001). Reasons include

« poor awareness of spirituality and the signs of spiritual distress;

« fear of incompetence;

« lack of resources, such as access to a chaplain or religious representative;
# lack of time, low priority;

« inadequate communication skills;

« a focus on the physical aspects of care;

+ the nursing process and documentation of care;

« environment.

In a study by Heaven and Maguire (1997), patients in a hospice were
found to be less willing to disclose psychological, social and spiritual con-
cerns than their physical concerns to nurses and furthermore sometimes
deliberately withheld such information. Inadequate communication skills of
nurses led to presumptions about patients’ needs and difficulties in recog-
nizing and documenting spiritual concerns. Heaven and Maguire (1997)
suggest that non-disclosure may have been a consequence of the hospice
emphasis on symptom control through which patients learn that profession-
als are not interested in other issues. Additionally, patients may not wish to
overburden vulnerable staff. They concluded by saying that non-disclosure
should not be interpreted as a lack of distress for many of the most anxious
and depressed patients were amongst those who withheld their concerns.

Developing self-awareness of what spirituality can mean to others
and what it means to them enables nurses to recognize spiritual needs.
Developing effective communication skills will enable nurses to ascertain
and attend to needs. Nurses should be prepared to enter into dialogue
about such sensitive issues and be willing to engage at an emotional level.
However, they must be supported appropriately to enable them to have
time to listen and the courage to be alongside someone in their suffering.

Nurses must be alert for signs of spiritual distress such as anger, anxiety,
guilt, loss, despair, isolation and alienation. At times it may present as a phys-
ical symptom, such as uncontrolled pain, as the following case illustrates.

John, aged 91, was referred to the palliative care nurse from the care of the
elderly unit for assessment of his pain. He had been diagnosed as having
inoperable lung cancer 2 months before the referral. Despite trials of steroids,
anti-inflammatory drugs and escalating doses of opiates, he continued to
report severe pain. He had become tearful, but was refusing to talk to staff.
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On examining the notes before her visit, the nurse noted that he had changed
his religion within the last 3 weeks. At first, John refused to speak to the
nurse; he turned his body away from her and closed his eyes. The nurse
asked if it might be all right if she stayed with him for a while. No reply. After
20 minutes, John opened his eyes. He asked the nurse if she was religious, as
she was wearing a crucifix. John told her that he had found no support in
religion. He became anxious and close to tears. The nurse encouraged him to
go on. He explained how his mother had conceived him after being raped by
her brother. Most of his childhood had been spent being told that he was the
devil’s spawn and now he was frightened of ‘meeting his maker’. He had not
told anyone and was scared to discuss this with the priest who had baptized
him. The nurse was able to arrange and be present during a meeting with the
priest. Over the next 3 weeks, John’s pain gradually decreased to the level
where he required regular weak opiates. John and the priest continued to
meet regularly until his death.

For many patients and families religion is a source of great comfort.
Enabling them to continue to practise their beliefs will be essential for their
spiritual health and well-being. Nurses can facilitate this by clearly identi-
fying patients’ and families’ religious beliefs and establishing how they
personally choose to practise and how they wish to continue in this partic-
ular setting. Accessing a chaplain for further support may be required.
Assumptions based on religious affiliation should be avoided at all costs.

For others, religion may be the source of their distress. They may be expe-
riencing a crisis of faith or like John be fearful of punishment for past
behaviours. Nurses can help patients by assisting them to identify the source
of their distress and where appropriate helping them to access support from
a chaplain or other member of the religious community if appropriate.

As patients and families acknowledge a limited prognosis, time becomes
more precious and anything that wastes time can cause further distress.
Nurses can help patients and families to use the time they have left by focus-
ing on living. By helping patients to identify what is most important to them,
nurses can assist in fulfilling realistic hopes and dreams. Sensitive planning
and prioritizing of activities will enable more time to be spent on the activi-
ties that are most important to the patient and their family at this time.

Doing for

Although promoting self-care has been the main feature of this chapter,
there will be times when the patient and family are no longer able to con-
tinue unaided and the nurse will need to take charge of certain aspects or
of all care the patient requires. Most often this relates to the physical
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aspects of care such as pain and symptom control or enhancing patient
comfort through physical nursing care. For some patients it will involve
planning and co-ordinating packages of care. In this aspect of their role,
the nurse uses all their professional knowledge and skills in delivering care
that promotes patient and family comfort and enhances quality of life.
Most commonly, but not exclusively, it is associated with end-of-life care.
Most patients and families want to continue caring themselves for as long
as possible, although some may be relieved that someone else will take on
the responsibility. It should come as no surprise that many patients and
families are reluctant to hand over this aspect of care. Nurses can ease this
transition by continuously demonstrating that the care they plan and
deliver remains focused on the individual patient and their family and that
their participation in care is encouraged.

Most nursing care in the UK is process based. Patient care is assessed,
planned and evaluated. Wherever possible this should be in partnership
with the patient. If the patient is unable to contribute because of confusion
or unconsciousness, it will be important that the family are included in dis-
cussions relating to care planning. The nurse’s prior knowledge of the
patient and their relationship with the family will be essential in this respect.

Taking time to explain, providing information and offering suggestions
and choices remain key components at this time. One must stress that for
many patients decision making might be too tiring and they may not want
the burden of the responsibility. For others, as long as they can communi-
cate they may still wish to continue despite being bed-bound and depend-
ent on nurses for all their care. Nurses can continue to offer choices even
if only about how the patient would like to spend their day or how they
would like to attend to their personal hygiene needs.

Family members often feel quite anxious at this time, wanting to partic-
ipate in care but not quite knowing how. They often remark that they are
worried that they will hurt the patient. Nurses can continue to involve
them by creating opportunities for them to work alongside her in activities
such as bed bathing and re-positioning the patient. The nurse can teach
them activities that they may wish to continue such as gentle massage, skin,
nail and oral care and assisting the patient to eat or drink or if this is no
longer possible they can be shown how to keep the mouth moist and clean.

Preserving own integrity

Providing patient-focused care for palliative and terminally ill patients and
their families is challenging. It exposes nurses to great distress and intense
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emotional situations. They face situations that may remind them of per-
sonal experiences, their own family members or of their own mortality.

For nurses to remain effective and to have the courage to be alongside
someone in their suffering, they need to feel confident that what they do is
helping to make a difference. Without it they are at great risk of stress and
burnout (Vachon 1987). It is their confidence that enables nurses to be
open and compassionate towards patients and families, further increasing
their effectiveness. Nurses develop confidence by maintaining feelings of
self-worth and self-esteem and energy levels. Davies and Oberle (1990)
indicate that this is achieved by looking inward, valuing self and acknowl-
edging own reactions.

Self-awareness is essential for nurses in palliative care; it enables them to
understand and recognize their feelings, behaviours and reactions and how
these might influence care. Nurses who have not developed this or do not
work in settings that promote opportunities to reflect may encounter great
personal distress or may avoid difficult situations, escalating their feelings
of inadequacy. By periodically looking inward nurses are able to reflect on
their own thoughts and beliefs about the meaning of life, suffering and
death and how it relates to the work that they do.

By valuing self, nurses recognize that what they do is making a differ-
ence. They might receive confirmation in the form of a smile, verbal feed-
back from the patient or family or praise from colleagues. It is important
that senior nurses facilitate this by ensuring work is organized in a way that
promotes close patient contact, highlighting feedback such as thank you
letters and providing regular formal feedback. In some settings, debriefing
sessions at the end of each shift provide the forum to review and value each
other’s input.

Valuing self also requires that nurses pay attention to life outside of the
workplace and maintain a balance between work with home, family and
social activities (Vachon 1987).

Nurses need to be satisfied that they have done the right thing for the
right reasons. This requires the ability to continually assess and acknowl-
edge thoughts, feelings, actions and reactions. In addition to reflecting on
their personal feelings, it enables nurses to review the quality of care and
identify areas for personal and professional development. Reflecting at this
level often requires facilitating. The benefits of clinical supervision are well
documented (Teasdale and Brocklehurst 2001). However, in many settings
nurses do not have access to an appropriately trained supervisor. Other
support such as debriefing, case reviews, reflective diaries and staff-support
sessions, whilst not an alternative to clinical supervision, may be helpful.
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Conclusion

Regardless of the setting, all nurses can provide effective palliative nursing.
By getting to know the patient and family, establishing a relationship based
on trust and providing opportunities for their involvement, nurses can
help them to feel valued and in control in an otherwise unfamiliar and
unpredictable situation. Working alongside patients and their families,
assisting them to meet their specific needs and achieve their goals, is the
very essence and reward of palliative nursing.
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Palliative care social work

Lindsey Napier

Introduction

Social work in palliative care sets out to understand and respond to the
social dimensions of the experience of people with life-threatening illness.
Three basic aims are

« to address the social concerns and problems of seriously ill and dying
people and their families;

# to create and strengthen the social supportiveness of their environment;

+ to find ways of redressing the social inequalities that permeate the expe-
rience of illness and dying.

The ways in which social workers fulfil these aims are shaped by the pop-
ulations they serve, their country and place of work, diverse cultural values,
the people with whom they work as colleagues, the requirements and pro-
visions of social policies and the scope for discretion in how they work.
Much of the work is conducted in alliance and partnership with others.
Much is conducted in negotiation.

Social work has to reckon with its local histories and with how it is cur-
rently perceived. Its histories are bound up with the wish to do good—for
example, to redress social inequalities, to enhance people’s quality of life, to
stop violence or to provide social resources for health and wellbeing. Social
work is also bound up with the fact that it is not ‘innocent, that it is part of
controlling regimes of governance. The idea of meeting a ‘social worker’ is
not always greeted positively. It often conjures up pictures of ‘removals’—
removal of old people to nursing homes, removal of children damaged by
abuse and neglect to foster care. It also conjures up pictures of alleged fail-
ure to remove—adults because they present a public health or mental
health hazard, infants and children because allegedly too little was done too
late. Apprehension, shame, anger, resignation and sadness abound.
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Social work is accustomed to playing this conflictual or ‘eccentric’ role as
Oliviere (2001) has called it. Over all the years of hospice and palliative care
development, social work has examined its will and capacity to ‘put the
client first, for example, in terms of its responsiveness to racial and cultural
diversity. Approaches to practice have been developed that demand atten-
tion to the processes of discrimination and exclusion—on the grounds of
age, class, sexuality, race and gender, for example—and to the aims and
processes of empowerment. Social work has also become circumspect of
the comfortable certainties and expert power that modernist approaches
promise and has developed approaches that prize uncertainty, curiosity,
diversity and provisional knowledge. These have immediate resonance for
work with ill and dying people, where uncertainty abounds and there is still
much silencing. Sharing fears and hopes as people live towards death is still
difficult. These approaches challenge fixed ideas about who are the primary
experts on dying and death (Napier 2000).

The policy context

In a market place of care, where people are positioned as consumers and
users, and social workers in many settings have become ‘gate-keeping
enablers’ (see Harris and McDonald 2000 for a comparison of Australia
and the UK, for example) social work has to give substance to the words
choice, control, participation and empowerment in ways that also address
diversity, disadvantage and discrimination.

The reality is that people who use palliative care resources are not ‘sov-
ereign consumers), able to pick and choose freely in the market place or able
to switch from one service to another and take their business elsewhere. At
times of critical illness, it is likely that people do need experts to know what
is wrong and to advise what may help. Trust must often be conceded. The
presence of trust may be an important part of the relationship between
provider and user. The presence of trust can simplify complexity and
reduce apprehension, doubt and fear.

While consumers have responsibilities as well as rights, the reality is that
choice is often non-existent or severely constrained. While what may be
wanted by a family for the last days of their relative’s life is a place of quiet-
ness and privacy, the noisy thoroughfare of a shared hospital ward may be all
that is available. As well, there is often conflict over whose choice is ‘the right
choice’ (Small and Rhodes 2000), for choices and decisions are commonly
made within relationships. For example, some members of a family may be
at odds with others and with ‘the professionals’ in their interpretation of
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what their il relative wishes but cannot communicate. They may consider
referral of their relative to palliative care as nothing short of abandonment
and press for the continuation of invasive treatment.

Again, people are differently socially situated, with differing perceptions
about their rights and entitlements. For social work, there is a persuasive
view that ‘all who need should receive’ regardless of their purchasing power,
or their confidence to exert personal authority in professional encounters.

It may be helpful, following Saltman (1994), to distinguish between a
commercial approach to care provision, in which consumers exercise choice
in a market-driven system and a political approach, in which users are given
a voice in a system, which ensures their participation and empowerment.
Empowerment, however defined, implies an active process, and is evident in
models of care that emphasize ‘the interdependent status of service users as
citizens requiring assistance but with the right to autonomous decision-
making’ (Barnes and Walker 1996). User empowerment can aim to

« empower people at an individual level—to redress the balance of power
between patient and professional and to enable people to have a greater
say in their own treatment and care;

« empower people at a collective level—to increase the participation of
users of services in decisions about their design, management and
review, or as citizens, in wider consultation about services and priorities
(Small and Rhodes 2000).

I shall examine social work practice with respect to both these levels of
engagement with people with life-threatening illness and progressive dis-
orders. It is worth noting that often people do not have a free choice about
how they are addressed—as clients, patients, consumers, users or as fellow
human beings. Here I shall call them people who are ill, people with pro-
gressive disease, people who are perhaps dying, either alone or in the com-
pany of people to whom they matter.

I'select fragments of social work practice—from the work of personal assis-
tance, of creating supportive environments and of building social resources
for wellbeing at the end of life—to provide pictures of the social dimensions
of ill people’s experience and of the breadth of a social work response.

Personal assistance

Personal assistance forms a significant part of social work in palliative care.
Empowerment approaches in social work start from the assumption that
people have potential strengths to call on when illness strikes and death is
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not far away. This does not diminish the requirement for social work to
offer personal assistance. Such assistance aims to ensure that predictable
and reliable personal, social and material support are in place; to help
people who speak different languages or ‘languages’ of custom, ritual and
meaning to communicate more clearly with one another; to work within
and often beyond the social rules to help a person who is dying try and
realize their final dreams and visions; to recognize and offer skilled assis-
tance so that a family can if they wish confront family conflicts ‘before it is
too late’; to help people find paths towards reconciliation or sometimes
separation; and to negotiate on people’s behalf with social institutions like
workplaces, schools and government departments, for example, for under-
standing, ‘days oft” or safer, health-giving housing.

Social work places ideas about crisis, loss, grief and bereavement within
an appreciation of people’s diverse and unequal social circumstances. As
for all who work in palliative care, however, all the understanding in the
world is of limited value unless we are able to start where people ‘are at’ and
to ‘connect’ with the person dying and with the people surrounding them.
The road being travelled after all is altogether unfamiliar and for the person
dying, the final stage has to be travelled alone. It is all too easy to stand in
people’s way and like others, social workers are only effective when we facil-
itate and do not impede. This includes being open to talk appropriately
about dying and death.

To illustrate social work in practice, I select the apparently simple task
of assisting people gain understanding of their situation through the
processes of offering and requesting information and of questioning.

Offering information

Understanding can help give a sense of control and can offer the chance for
a person to make choices and plans. The opportunity to understand depends
in part on the opening of doors to information. While social workers are
likely to assume that most people want information about their condition
and the resources available to support them, they know that there are times
when the responsibility of possessing information is too burdensome. The
only way some people can contemplate a distressing and uncertain future
may be by putting all their trust and decisions in others” hands.

People come with differing prior experience of asking questions and
seeking information. One person may never have felt entitled to ask ques-
tions. When they did, and spoke up, their reward may have been severe
punishment. Another may have always set the agenda, decided both on the
questions and the correct answers. Finding themselves ignorant and lost
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may be bewildering and anger making. Others may be required to defer to
those ‘in authority’ to ask the questions: choice may not be free but bound
by particular family rules or group custom. Yet again, the experience of
being given information may not always have been an invitation to under-
standing. Rather, it may have been a way of being dismissed—Take this
and gol’—so as not to waste the precious time of officials.

Providing information is not a neutral process. The practitioner makes
decisions about to whom they offer information and about which infor-
mation is offered and which withheld. Who, for example, is best placed to
share information about a parent’s imminent death with a child? In a
review of her work with a group of 40 families immediately before, during
and immediately after the death of a parent, Lee (2000) concluded that
wherever possible the information is best given to children ‘by the parent
who loves and cares for them, otherwise by someone else whom the child
knows and trusts. The information needs to come from someone who has
credibility for the child’

Information giving is as much a process as an event.

Requesting information

In the process of conducting social assessment, social workers make many
requests for information. For assessment to be empowering, social workers
aim for it to be transparent and mutual. They must be explicit about pur-
pose. First of all, there is an effort to be alert to people’s prior experience of
‘being questioned’. Some people know that the motives for asking ques-
tions are not always benign: they may recall awful consequences to being
questioned. Resistance to being asked more questions may conceal a
person’s deep frustration at being asked repeatedly for the same informa-
tion (Sanderson 1998). Lunn and Feldon (1998), discussing the work of a
palliative care unit for people with AIDS, report on the value of initial
assessment being carried out by the ill person themselves. This may in any
case produce greater benefit by way of take up of services when they are
offered some control over which professionals they wish to seek out.

In a different setting, that may not be possible. Southern (1998), for
example, identifies how, regardless of need, withdrawal into oneself may be
the only way available to a person to manage the overwhelming experience
of an unfamiliar large hospital, long journeys to reach it, demanding treat-
ment schedules, frequent changes of staff and having to cope alone.
Providing a safe environment, a regular place to talk and some continuity
of personnel may be the minimal prerequisites to removing barriers of sus-
picion enough for the ill person to let someone ‘in.
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Supporting critical questioning

In the course of their work with a person who is dying, it may be appro-
priate for the social worker to support a person ‘critically question’ the
sources of the beliefs and feelings that are weighing them down—for
example, a person may believe that staying positive is essential for their
very survival. They may be afraid of ‘giving’ cancer to others. They may feel
themselves to be a constant burden regardless of objective evidence or feel
bound to keep going regardless of their own private wishes. It may be pos-
sible for the social worker to encourage examination of the social sources
of such beliefs and feelings and for the person to consider whether at this
point in their lives they need be bound by them.

Croft (2000) has reported that the main concern for most of the more
than a hundred women with whom she worked as they approached death
was their internalization of responsibility and concern for others. This was
so regardless of age. In her experience, ‘ ... the decisions that most women
make around their illness, treatment and impending death, relate to how
these are going to affect others and not primarily themselves. Croft con-
sidered that while this can be positive for women, it also raises dilemmas
about whether it is possible to provide support for them to give some pri-
ority to themselves.

In presenting her data, Croft observed that she was not intending to gen-
eralize about all women or to exclude men. She alerts the practitioner to
the diversity of human experience. Practitioners note that some widowers,
in their dying, are pained for the fact that soon they will no longer be able
to protect their children from mortality. Young men may have to struggle
with feelings that by dying, they are betraying their young families, because
they believe that their role is to provide and protect. It may be helpful for
the practitioner to listen out for the burden being carried by the weight of
these social scripts.

Creating and strengthening supportive
environments

Offering social support

Social work is usually involved in assessing the adequacy of social support
for the ill person and their family. On first consideration, this may seem like
aroutine task of seeking out information, making referral, determining eli-
gibility, linking, advocating, negotiating and working within and beyond
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the bounds of limited resources to provide a ‘package of support. What are
the social dimensions of social support? One definition might be that social
support is about relationships and what they offer, in terms of practical,
emotional and informational assistance and in terms of when such assis-
tance is offered. Is support continuous or only when there is distress? Social
workers are wary both of shared meanings and of shared understanding as
to who should and can provide what. The reasons people have for providing
social support vary enormously—love, altruism, obligation, guilt, tradition
or position in a hierarchy, for example. Working to understand the social
rules that underpin the offering and receiving of support in a person’s cul-
tural community is important. For example, if reciprocity has always been
expected in a person’s family relationships, they may turn in increasing
frailty to formal services rather than feel they are violating accepted custom.

As a social worker I do not assume that support from the ‘informal
sphere’ is automatically possible, even when policy may require this. People
may not command the necessary social resources—networks and connec-
tions, knowledge and understanding, freedom to be absent from paid
employment, money for airfares or time—especially over a long period.
Sometimes the will to provide support is not there: home may have been a
place of violence or neglect. Support, however generously offered, is not
always a ‘good thing For all sorts of reasons, people can make a painful sit-
uation worse—resolute cheerfulness, for example, is not always supportive.

Added to that, for people to be treated with respect, as active subjects,
social workers resist the idea that social support is something to be applied
(abit like a poultice) to people whose situation is deficient in some way and
who passively wait for formal services to plug the gaps. The assumption
that support is unidirectional is of course true at particular times of critical
illness and difficulty. However support takes different forms. For example,
it is well known that old people who are parents and guardians continue to
support their ‘children’ through money, property, company for grandchil-
dren, interest—and often affection! They are frequently the net givers over
time in families. Support may still be reciprocal, just differing in nature.
The danger of failing to recognize this is to negate the still active contribu-
tion people who are very ill may be making to their relationships.

Again, in collaboration with colleagues, attention must be paid to the
relative inclusiveness and social supportiveness of the environment where
formal care and treatment are provided—the environment of hospital wait-
ing rooms, patient transport services or day units, for example. This leads to
social work’s involvement in the policy dimensions of social support: just as
health and illness are unequally distributed, so too are the social resources
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with which to support ill people and their families. Saunders’ concept of
‘total pain’ recognized that to be effective social support must take account
of people’s varying social circumstances. Palliative care may be the final
opportunity to redistribute social support, of whatever sort.

Supporting collective self-help

For some people who find themselves in ‘the same boat’ the benefits of
meeting together are well known. The impetus to start a group often
springs from a wish by a few determined people to prevent others experi-
encing the isolation and loneliness they have felt. It may simply be that
even though professionals try their best, they cannot understand the per-
sonal experience. Only those ‘going through it’ can. This is what Gray et al.
(1997) called ‘instant bonding), ‘a kind of connecting that did not require
words’. Fear of having to cope alone after multiple losses of friends was
considered by Fulton et al. (1996) to have been a significant motivation for
group participation by Australian men living with AIDS. Identifying with
each other’s condition and experience may lead to an emergent solidarity
that can assist group members resist stigma.

To be helpful, the nature of reciprocal support must be specific. In dis-
cussion of self-help groups of women with breast cancer, for example, Gray
et al. (1997) observed that deaths of members proved the hardest chal-
lenge. The capacity of groups to incorporate loss and death more explicitly
into group life was tenuous. The groups described by McLeod (1999) were
established specifically for women with secondary breast cancer. In these
groups, where deaths of group members are part of the life of groups, talk
of dying is as normal as talk of treatment experience and hopes for recovery.
‘Experienced empathy’ is possible.

Social workers often assist at the formative stage of self-help groups.
They may judge that there are particular benefits for members when
groups are facilitated. Kraus (1998) explains that, when group membership
continually changed, her presence as a facilitator provided a sense of safety
and continuity, together with a sense of security and freedom for members
to express feelings, including about the news of the death of a member. The
group provided a place for remembrance and the assurance that surviving
members would be remembered when they died.

Kraus’s observation that group members themselves became both expert
and therapist is reinforced by Firth (1998), who reports on facilitated
group work with young people. She points out that groups are a ‘natural
environment’ for young people. ‘Young people like to help one another and
peer affirmation is much more powerful than adult reinforcement.
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Self-help initiatives can raise the status of experiential knowledge
(McLeod 1999). People’s sources of knowledge and power come from
within.

Working with families

A key component of social work in palliative care is with the people who
matter most to the ill or dying person (Sheldon 2000). For many the term
‘family’ best describes these people. For others the term ‘family’ is conflict-
ual, empty of meaning or excluding of the person or people that most
matter. ‘The ties that bind” may or may not be those of blood or legal con-
tract. Respecting diversity requires social workers to work with whoever is
important and to restrain any tendency to convey normative perceptions of
who belongs in a family and set normative expectations of its members.

In palliative care families are acknowledged both as the primary
providers of care of their ill relative, and with them, as the ‘unit of care’
(World Health Organization 1990). They are entitled to ask for care, both
to enable them to continue providing care and to assist them cope
throughout the illness and achieve wellbeing in bereavement. The terms on
which such care is based is often called partnership. Thus the ways in which
social work relates to families must acknowledge this interdependence.

In some social policy debates, there has been a tendency to influence
people to think of care as a ‘burden’ where dependency has been con-
structed as undesirable. It is true that there are costs to caring—to health,
income and life choices. Yet this label of ‘burden’ may not describe the
experience accurately: the relationships between cared for and carers may
be the key to the wellbeing of both parties.

For social workers there must be wariness of labelling families in ways that
question their ‘normality’ or oversimplify the relations of care. Approaches
that assume potential underlying ‘psychosocial morbidity’, that differentiate
‘functional’ from ‘dysfunctional’ families and assume professional authority
to improve ‘family functioning’ are justifiable only if the labels are found to
be helpful by the ill or dying person and the people who matter to them.
Similarly, there must be a rejection of too readily labelling families as ‘com-
pliant’ or ‘non-compliant, when that may reveal that they have not been
involved in determining the terms of the partnership. This is especially so if
families are attempting to manage when stretched because of constraints in
other parts of their lives—employment demands, poor public transport,
competing caring responsibilities or little money, for example.

In writing of their work with families, social workers have pointed out
that the aim of assisting family members to communicate more freely is to
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release their existing strengths. Over weeks and months of necessary sur-
render to a passivity of ‘active treatment’, the ill person and their family
may have lost touch with their normal confidence to take control and act
on their own behalf (Monroe 1998). During the final phase of the person’s
illness, people close to the dying person may have to cope with unpre-
dictable and rapidly changing expectations of the likely path of illness,
including where the final hours or days of life may take place (Clark and
Cooper 2000). All their energy may have been consumed by trying to ‘fit in
with the system’, a system that may be unable or unwilling to cater for
diverse cultural needs. For the family’s confidence to be restored and their
strength to be galvanized, the social worker may be most helpful by being
informer, coach, advocate and a reliable, safe person to steer them through
the maze.

Systems approaches to family work aim to develop capacity to cope. In
strengths approaches, the focus is on identifying what people have done
and can do in order to survive, contain and change (Saleebey 1997, 2001).
Thinking about families from an assumption of strengths and resilience is
not to ignore or minimize problems. The strict expectation however is to
avoid labelling the person and those who matter into categories of illness
or deficit; rather the expectation is to acknowledge the resilience of people,
their ability to endure and survive in the face of adversity. This is difficult
to accomplish. The evidence for the effectiveness of such approaches in
palliative care social work is yet to be documented. To some, it may seem
at best alarmingly naive and at worst to risk denying issues of inequality
and conflict. It does however lend respect to the idea of partnership.

Building social resources for wellbeing at the
end of life

Dying is a universal human experience. Learning about living and dying
and discovering the multiple meanings that people make of them seems a
sensible activity. How can this happen? What social and cultural changes
are needed so that knowledge about life and living, death and dying, which
everyone has to accomplish, is ‘part of the community’?

There are many ‘communities of knowledge’ and interest groups in the
life situation of people who are dying—people who are approaching the
end of their lives, their friends and families, hospice volunteers, clergy, pal-
liative care teams, self-help organizations and professional groups. The
most important teachers of a ‘dialogue on living and dying’ may be dying
people themselves.
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The evidence from community development work is that cultural
change sometimes starts with just one pebble being thrown into the pond.
Social work has a long community work tradition, including in commu-
nity and public health. Such work links personal assistance and personal
troubles with public issues. It aims for people to gain greater control over
their lives; to support people in their identified struggles and to stand
alongside them; to give priority to the most disadvantaged; and to inter-
vene early in order to stop individual problems and individualistic
responses developing (Jackson et al. 1989).

Achieving participation in dialogue is not easy: language, racism, shy-
ness, lack of knowledge and experience and fear of democracy, for example,
can make for difficulty. It requires extensive groundwork, not least to build
trust. It requires information that can be used. Listening to and under-
standing the diversity of needs, issues and aspirations identified before
taking action on a few common issues is crucial to enhance participation.
Establishing sustained individual relationships are the basis for the worker
engaging as a non-directive facilitator. Having fun, not surprisingly, is an
essential part of working together (Lane 1990).

Broader community work in palliative care could aim to accomplish,
say—a better understanding of the diverse customs and values that people
of different faiths and cultures hold about dying; a recognition of the col-
lective losses suffered by families, groups and communities from different
countries and cultures and ways found helpful for remembering them; the
creation of a common stock of knowledge about the processes of dying and
death; and a demand for greater attention in health and social policy to the
social rights and needs of people at the end of their lives. Such dialogue
would also, most likely, create expectations that services become more ade-
quate and more responsive to diverse need.

Reflection

This raises questions of values—‘We need to change the assumption that
dying people are no longer of any economic value and therefore of no value
at all, commented a group of social workers recently. It poses issues for
social policy—empowerment is not an alternative to adequate resourcing
of services and does not remove the responsibilities of those who produce
them (Barnes and Walker 1996). The question of how social policy should
address questions like ‘What are we all prepared to pay for everyone at the
end of life?’ is surely a question for discussion in diverse communities.
Creating such a ripple of dialogue may sound fanciful, though why not?
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This is how hospices started—small, diverse, local, the work of a commit-
ted few.

These are the thoughts of one person, speaking from one place in social
work. It is a contribution to a dialogue about ‘a voice for the voiceless’.
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Palliative care and chaplaincy
Peter W. Speck

Introduction

It is difficult to envisage an effective chaplaincy, or spiritual care, service
that does not strive to be truly interactive with the recipients of that care.
To provide spiritual care that is relevant, meaningful and supportive to the
patient necessitates a process of discernment of what the person’s needs
might be, exploration of the options appropriate to meeting those needs
and then engaging together in the relevant ritual or activity.

The sensitive nature of this interaction becomes even more important
when one considers the wide variety of ways in which people will try to
make sense of critical events in their lives. Within the context of a crisis,
such as the diagnosis of a life-threatening illness, people will usually revert
to previous patterns of understanding. They will also have developed some
strategies for helping them come through a crisis. If these are of use in the
current event, then all well and good. However, if they do not provide what
the person needs then they may well seek new or alternative approaches.
Within the person’s inner life a similar re-examination may be taking place
in terms of trying to understand why this event should have happened;
does it have any purpose for them and their family and what resources can
they draw upon for support and guidance? The impact of the disease and
the treatment offered may also add to this experience so that it can feel as
if the person’s very identity is being threatened or changed.

The inner dialogue that can take place within many patients is a very pri-
vate and personal affair but the concept of narrative can be useful in under-
standing this process.

Narrative theory focuses on the valuations that a person identifies as
being the key units of meaning in their life and that provide ways for
people to make sense of themselves through stories. These stories often run
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in the individual’s own mind as they identify what is important in the
process of thinking about their life situation. Hermans (1992) expounds a
theoretical understanding of this process when he describes the ‘dialogical
self’ that is multiple and embedded in dialogue. We tend to take for granted
that the self is singular and that, to some extent, I create my life story. While
my life story may have many characters it is a single I who creates them.
According to Hermans instead of an individual, rational self, the person is
endowed with multiple storytelling selves, each in dialogue with the others
(Hermans et al. 1992). Within the context of a new life experience the indi-
vidual will review that experience from the perspective of their various
storytelling selves as they seek to make sense of what is happening to them
and to incorporate this new experience into their on-going life story. The
different areas of importance for the person, within this life event, will be
re-evaluated and have great significance for their ability to retain a sense of
identity in the presence of an illness that has the potential to threaten their
very existence.

If pastoral or spiritual care is to be of benefit and support it must engage
at some point with that on-going inner dialogue. For this connectivity to
happen there has to be a relationship of trust established that allows for
sharing and exploration. There can be many inhibitions about sharing this
inner dialogue and it may take time before people feel safe enough to do so.
However, not knowing and understanding where the person is in relation
to the effect the illness and treatment is having upon them can lead to
assumptions being made and care being offered in an inappropriate way.
For a minister of religion to rush to the bedside of a dying patient and
administer a religious ritual without foreknowledge of the patient or the
benefit of exploring what may be relevant can often alarm more than com-
fort all who are present. The voiceless may in fact prove not to be without
a voice if we can listen to their inner voice and tune into the dialogue that
may already be going on inside the person. The search for existential mean-
ing is frequently within and our role may be as safe companions and
resources for the patient, irrespective of our professional or family role.

In our present time it is frequently claimed that religion is declining and
people do not need or wish for religious ministry. In the USA there has
been much valuable research to demonstrate the importance of religion
in health care outcomes (Koenig 1994, 1997; Pargament 1997; Pargament
et al. 2000). However, the different cultural norms within the UK mean
that the findings from these studies do not translate easily into our health
care setting and culture. Current research in the UK is beginning to show
that, while some people may not be overtly religious and attend places of
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worship, nevertheless they still participate in an existential and spiritual
search for meaning and purpose in their lives (Coleman et al. 2002). The
role of health care chaplaincy has changed a great deal from being the sole
providers of traditional religious ritual to one of being a resource to people
undertaking this much wider search for meaning within the illness or
dying process. In 1993 the Department of Health and the main chaplaincy
bodies produced an ‘occupational standard’ for chaplaincy, which defined
the ‘key purpose’ as being to

. enable individuals and groups in a health care setting to respond to
spiritual and emotional need, and to the experiences of life and death, illness
and injury, in the context of a faith or belief system.

(National Health Service Training Directorate 1993)

The individuals and groups referred to in this aim could be patients,
families or health care staff. Historically, pastoral care has always been con-
cerned with listening attentively to the other person and enabling them to
grow and develop in their relationship with God, self and others. But there
has also been at times a less comfortable prophetic voice in which chaplains
and others have reflected back to the organization or society some of the
issues people have shared with them in pastoral encounters. In this way
the voiceless, or those not empowered to speak for themselves, may have
their needs voiced in another way. Because chaplains are in, but not totally
of, the organization they can offer an overview that can challenge any de-
personalizing tendencies at various levels of interaction between those
cared for, the carers and the organization (Speck 1994). In 2003 many
chaplaincy departments, or spiritual care providers, would additionally see
their primary aim in fairly broad terms embracing the religious and/or
wider spiritual, existential, needs of patients, families and staff. The differ-
entiation of spiritual from religious has been well described even though
the exact nature of the non-religiously spiritual still requires further clari-
fication (Speck 19984,b). This does not mean that chaplaincy is in the
process of abandoning its original religious role in order to ‘capture’ the
wider spiritual territory. Rather what is happening is a much clearer recog-
nition of the fact that healthy religious behaviour and practice is the out-
ward expression of an underlying spiritual development.

Research is beginning to show (King et al. 1999, 2001) that many who
are spiritual do not always choose to express that spirituality in a religious
way and may retain a broadly spiritual stance or a philosophical approach.
Whatever the underlying belief may be it leads, at critical moments in their
lives, to a re-examining of the content of that belief to see whether or not
it can answer the existential questions arising for the patient and family.
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This can lead to a feeling of vulnerability while the belief is re-structured,
re-affirmed or dispensed with as inadequate. Preliminary studies indicate
that offering support to people at such times may enhance the chances
of a good outcome in terms of well-being and maintenance of identity
(Clarke 2001). To engage with this agenda requires the utilization of inter-
personal or counselling skills to foster the safe relationship that enables
mutual exploration of very personal material.

Within chaplaincy there is much experiential evidence that people find it
difficult to articulate the inner struggle that they may be experiencing. This
is especially so if they have previously had a religious belief but no longer
follow or practise that faith. If they are presented with a religious person with
whom to explore these issues then what that person represents may create
barriers to effective communication and sharing. Within health care chap-
laincy this has been recognized and addressed within much of the literature
and training on offer and in the recruitment and use of lay (non-ordained)
volunteers within a spiritual care team. Far fewer chaplains would now oper-
ate in a purely religious mode but would focus on establishing a rapport with
a person who is seeking to come to terms with whatever is happening to
them. This is especially the case with those working within a specialist pal-
liative care setting. An important part of the introduction of a chaplain to a
patient either by staff or by the chaplain themselves is explaining that chap-
laincy is there for all, whether religious or not. It is also important to reas-
sure people that chaplaincy is not about off-loading religion onto a captive
audience, nor going for the religious ‘hard sell’. Respect for the person is
paramount and, in the case of some illnesses where communication can be
difficult, flexibility in finding ways to affirm the humanity of the other may
be crucial (Stoter 1995; Wright 2002; Orchard 2001).

A research perspective

There can be misconceptions as to the willingness of patients and others to
share their inner reflections and dialogue. A recent exploratory research proj-
ect looked at the experience of a group of elderly spouses who had been
bereaved for at least one year (Coleman et al. 2002). The study wished to dis-
cover whether there was any link between the strength of a person’s belief
and the quality of life in old age of this group of people. Bereavement is a
notoriously difficult field of research in which to recruit people and this
study employed a researcher with considerable counselling experience and
recruited via general practitioners (GPs). The perception by the ‘gatekeepers’
that this group of people were vulnerable affected ethical approval for the
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proposal and recruitment. The ethics committee felt it inappropriate to ask
personal questions of elderly bereaved people so soon (12-24 months)
after the death of the spouse. Questioning or interviewing people about
their beliefs was felt by many of the ‘gatekeepers’ to be too intrusive. The
GPs were highly selective in who they approached, selecting either those
clearly well adjusted or those with difficult bereavements who might ‘ben-
efit’ from the skill of the researcher/counsellor. There was a 34% agreement
to join the investigation.

In the course of the investigation it became clear that the quality of the
relationship between the interviewer and the participant was of great impor-
tance. However detached from the material a researcher may seek to be,
one cannot ignore the dyadic relationship that is established and the effect
that sharing personal, and painful, memories and experiences can have on
the two people involved. Bannister et al. (1994) comments on the need for
‘critical personal reflexivity’ at several levels where the personal experiences
of the researcher inform, yet do not invalidate, the findings. This is some-
thing familiar in a counselling or therapeutic encounter but often deemed
inappropriate, or bad practice, in both quantitative and qualitative research.
When dealing with very sensitive topics a degree of interaction is inevitable
and need not be counter-productive if handled properly. Where, as in the
study being described, the same people are being interviewed on several
occasions some of the insights from counselling can be very helpful in main-
taining sensitivity to the interviewee and to managing the ‘ending’ of the
series of interviews. Such attributes may well be significant criteria when
recruiting researchers for investigations into sensitive topics, especially where
it is important to retain participant cooperation over time. This bereavement
study included an exploration of the thoughts and reflections of the older
people about the quality of their life, how they made sense of what had hap-
pened to them, a history of the formation and changes in their beliefs and
the relevance or not of those beliefs in adjusting to the loss of their spouse.
It was interesting to see that virtually all participants were able to articulate
their beliefs and describe the relevance, even if some of the interviews were
lengthy. It was clear that the somewhat ‘over-protective’ approach of the
ethics committee members and the GPs was unnecessary once the relation-
ship between the bereaved and the researcher had been established.

Because of the interactive nature of qualitative longitudinal research it
became clear that there was a need for the researcher to have access to sup-
port and, when necessary, debriefing as some of the interviews revealed the
presence of large areas of unresolved grief and pain. It takes a degree of
altruism, courage and trust for a participant to share in this way and what
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is shared must be valued. In this study the valuing was addressed by invit-
ing the entire group to lunch at the University. In view of their advanced
age, transport was provided on a door-to-door basis and all attended, some
bringing family members as well. At the lunch the research team presented
their findings and discussed the degree of influence the findings could have
on social policy. The participants commented on the personal benefits for
them of participating in such a study, their own pleasure in thinking that
their bereavement experience was of benefit to others and their willingness
to participate in the future or to tell their friends!

Parallels for spiritual care provision

The above study has highlighted several important aspects relevant to the
provision of spiritual care. There can be different perceptions as to what is
or is not appropriate to explore with what is deemed to be a ‘vulnerable’
group of people. The extent to which people are willing to share personal
material is often related to an understanding of possible benefits and a
sense that the person is genuinely interested in hearing your ‘story’ In the
Schultz cartoon series Peanuts, one of the characters, Lucy, says ‘When I
grow up I want to be a famous psychiatrist” Charlie Brown asks ‘Is that
because you are really interested in people?’ ‘No, says Lucy ‘T'm just nosey!’
Genuine care is, of course, not about being nosey. It is about helping the
other to explore events, past and present, for a demonstrable reason that
they can agree with.

Spiritual care, therefore, will depend on the patient and caregiver being
willing to enter together into the experience and explore without quite
knowing where it will lead. The uncertainty that this embraces can be chal-
lenging for both, but especially so for the pastoral caregiver if they have not
explored ultimate or existential issues in their own life story. One of the
reasons why health care staff find this a difficult area to engage with is that
it can quickly confront them with all the unresolved areas in their own
lives. Working with dying people already has that power and leads to the
development of a variety of defences to protect against the long-term expo-
sure to death (Speck 1994). To explore issues concerning ultimate meaning
and purpose in another person’s life is not a philosophical exercise but a
potential encounter with another person at a very deep and personal level.

Eleanor’s story

Eleanor was a 43-year-old single lady when she was diagnosed as having a
malignant lump in her left breast. She was admitted to hospital for a
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lumpectomy and met the chaplain during the course of a routine general
visit to the ward. On admission Eleanor had not declared any religious
affiliation and the first encounter with the chaplain was fairly superficial.
However, the chaplain was left with a fairly clear impression of having been
‘sounded out’ by someone who was quite frightened at what was happen-
ing to her body and her inability to control it. She said she’d like to talk
again ‘but not about religion’. At the next visit Eleanor initiated a discus-
sion about the relationship between physical illness, one’s state of mind
and any possible purpose behind the timing of illness. It became clear that
she thought deeply about things, favoured complementary approaches and
needed to explore with someone what was happening to her—but only
if the other person was non-directive. Her affinity with complementary
approaches to illness meant she felt somewhat trapped by finding herself
dependent on ‘high-tech’ invasive medicine. She was pleased, however, that
she had been able to exercise some control through electing for a lumpec-
tomy rather than the recommended mastectomy. She had also agreed to a
short course of radiotherapy.

The lumpectomy proceeded without problems and Eleanor managed
her anxiety about the operation. Her main anxiety had related to the anaes-
thetic, and her inability to control what might happen to her while uncon-
scious, rather than any fear that she might die. Radiotherapy proved to be
a bigger hurdle for her. The planning and the mapping of the treatment site
seemed to be all right but as the time for the first treatment got nearer, so
did her anxiety until she became hysterical. She flatly refused to go to the
radiotherapy department and considered ‘taking my own discharge’. The
ward sister called the chaplain and both spent a long time calming Eleanor;
eventually she went to the department accompanied by the ward sister and
chaplain who stayed with her until the treatment commenced. She com-
pleted most of the treatments but as the side-effects increased she with-
drew from treatment.

During this period Eleanor had asked the chaplain to help her ‘make
sense of this disease’ and what it was doing to her body. She did not have
a close relationship with her family and saw very little of them. She did
not have a partner, having split up with someone five years before her ill-
ness. She found the fact that her body was being invaded from within, by
cancer, and from without by a surgeon’s scalpel and radiotherapy rays, very
distressing.

The inability to control what her body was doing made her very angry
and this linked to a deep desire not to be dependent on anyone else. Her
rather isolated life style had grown out of a desire not to depend on others
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because ‘they can let you down as I know.’ One of the reasons she was dis-
affected with religion was because she felt ‘let down by a God who didn’t
protect you from hurt and pain. Yet she also said very clearly that what she
was seeking was ‘inner peace’ and to that end tried a wide variety of medi-
tative techniques. In the course of a series of conversations Eleanor and the
chaplain explored such words as peace, freewill, love, control, God, higher
power, forgiveness, reconciliation and trust. There was a great deal of past
hurt, mainly from relationships within the family and a previous lover,
which created distress. She had insight into her own part in the fragmen-
tation but struggled to know how to ‘heal’ the damage—some of which was
also outside of her control. By listening to Eleanor and creating a safe set-
ting where she could give voice to feelings and reactions she had not voiced
before, the chaplain was able to hold the boundaries, contain her anxiety
and reassure her that she could begin to put some of the pieces together
and re-establish control.

The ultimate fear for many people is that the illness, the fears and the
disconnectedness from others all have the power to totally annihilate the
person within and I believe it is this that precipitates the existential crisis
that we often see in terms of fear, anger, non-compliance and so on.
Working with Eleanor in this way seemed to enable her to make some
adjustment and, apart from a crisis four years later (following the collapse
of a thoracic vertebra) when the disease had clearly spread, she maintained
a reasonably calm and positive approach. She remained in her home, drove
her car again and continued to work from home for the publishers who
employed her.

A year later another crisis and clear advancement of disease re-hospitalized
her. She was virtually immobile, had increased back pain and almost com-
plete resistance to medication changes, suggested treatment and people!
She refused further treatment, discharged herself to the home of a relative
and expected to die soon afterwards. When she did not die her sense of
helplessness and anger increased and she began imagining the various ways
in which death might happen. She became irritated with her carers but also
wanted not to be left alone. This made the family and professional care-
givers feel increasingly helpless and desire not to visit or listen to what
Eleanor might actually be saying. By working as a multi-professional team
the professional caregivers were able to support each other in addressing
their own inadequacy to meet Eleanor’s needs. They were also able to
explore a variety of approaches aimed at continuing to listen to what she
was ‘saying’ in a variety of ways and at trying to give Eleanor a greater degree
of control once again. Providing factual information about the possible
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ways in which she might die and what palliative care could offer also
enhanced her ability to have choices. The help of the palliative care nurse
and chaplain to plan her funeral, as a sacred and secular occasion with a
‘green woodland’ burial, also eased some anxieties around the death event.
Working with the family members who had agreed to take Eleanor into
their home also achieved a degree of reconciliation between Eleanor and
her family in respect of some of the past hurt as well as her current disrup-
tive behaviour. Over several months a combined and consistent approach
by the various people involved enabled Eleanor to re-discover some of the
‘inner peace’ she had earlier found when eventually she died.

While the chaplain had a key role at times in enabling Eleanor to address
what became an existential agenda, it was the multi-professional approach
that became so vital as events moved on. The health care chaplain is not the
only person who can undertake this role with a patient or family (Walter
1997, 2002). There is a sense in which spiritual care (as distinct from reli-
gious care) can be everybody’s concern. However, by its very nature, chap-
laincy should be a vital resource to patients, families and staff and should
contain people who have at least wrestled with the issues—even if they
have not obtained all the answers. Chaplaincy, therefore, becomes a key
resource for such spiritual/existential explorations by patients and staff,
but the actual listening, reflecting and exploration can be undertaken by
anyone with the time and commitment to follow where the patient leads.
However, the ability and willingness does depend to a degree on the extent
to which one has for oneself faced some of these issues. At a time when
there is much being written about spiritual care, it is interesting to see that
many health care staff still see this as a very intrusive area to explore. Some
of the problems are linguistic in trying to be clear what we mean by some
of the terms and concepts, but often it is the degree of personal challenge
that such conversations have for the caregiver themselves.

Ordination or appointment to a religious ministry does not automati-
cally mean that the individual has ‘it all worked out’ In fact there are many
clergy who find visiting sick or dying people in hospital or at home almost
impossible. Being in the presence of the sick and dying can present them
with such a graphic reminder of mortality that they are unable to cope with
it. Training can help, but often it is more a matter of helping the individual
engage with the anxieties and fears being aroused within themselves. The
research study of spirituality and bereaved people has highlighted the need
for the researcher to be supported. In a similar way those providing spiri-
tual care need to have access to appropriate support. Support might be
in the form of someone to whom they can take the difficult questions, or
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feelings, raised by the patient. This can either be in terms of how to
respond and support the patient at the next meeting, or how to work
through the feelings created within the caregiver following the encounter.
The development of truly multi-professional working and attendance to
both our own personal agenda and the unconscious processes that are
attendant upon any human interaction might enable us to move forward
towards a greater readiness to hear these wider needs of patients who enter
a palliative care setting.
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Palliative care and psychology

Christine Kalus

Introduction

Clinical psychology is something of a ‘latecomer’ to the field of specialist
palliative care, and thus this chapter will endeavour to set out the stall of
the profession, and put that in the context of the world of the users and
potential users. Firstly there will be a brief explanation of how one becomes
a clinical psychologist, to give the reader a sense of how our professional
background may influence the way we work. This will be followed by a dis-
cussion of the meaning of ‘user’ as understood by the profession.

What is a clinical psychologist?

Clinical psychology is a relatively recent profession to emerge within the
health care system, and initially it was predominantly sited within the field
of mental health. It is only in the last 15 years that clinical psychologists
have achieved greater prominence in the field of physical health (Broome
19894; Lindsay and Powell 1994).

In the early days of the profession, the work involved the administration
of psychometric tests: the intelligence test and tests for neurological dys-
function, tests that were believed to have diagnostic capabilities for severe
mental illness. Thus clinical psychologists were seen as an adjunct to the
medical and nursing professions. The perspective of clients, or any sense of
collaborative working with them, would have been seen as an anathema by

When referring directly to the work of clinical psychologists, I will use the term
client throughout because that is the term most frequently used within the
profession for service users.
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other health care professionals. Today, while the administration of psycho-
metric and other tests is still an important part of many clinical psycholo-
gists’ expertise, there is a much greater understanding of both the strengths
and limitations of such tools. The expertise that the clinical psychologist
brings is to undertake a holistic psychological assessment, which may take
a number of sessions and include the use and interpretation of the test
results within that assessment.

By the mid-1960s the development of behavioural psychology began
to influence the profession and psychologists developed a role that was
increasingly being seen as autonomous from that of psychiatrists and other
health care professionals. Emergent behavioural treatments, such as
biofeedback techniques, in vivo exposure to feared situations, and anxiety
management were seen as viable alternatives to medication for people with
clinical depression and anxiety. This trend has continued with the more
recent developments of cognitive behaviour therapy (CBT) in particular
and cognitive analytic therapy (CAT) being seen as effective treatments for
a variety of disorders both in mental and physical health settings (Roth and
Fonagay 1996; National Health Service Executive 1996). Intrinsic to this
way of working is the development of a partnership between the therapist
and the client, such that the client is motivated to make significant changes
in their lives. While this may not always be seen as explicitly working from
the ‘user’ perspective, the clinical psychologist would argue that it is not
possible to facilitate change without having a therapeutic relationship with
the client. Intrinsic to this is the need for one to have a clear and empathic
understanding of the client’s position, as stated by, and agreed with, the
client (Gendlin 1996; Lietar 1992).

Increasingly over the past 15 years clinical and health psychologists have
been recognized as having a role in the field of physical health. Within this
domain, they have made a contribution to the fields of diabetes, coronary
heart disease, oncology, and renal disease, amongst many others (Broome
1989b).

Today, clinical psychologists are trained through post-graduate doctoral
courses, which combine research, clinical placements in a variety of mental
health settings, and training in a range of therapeutic and communication
skills. They differ from counsellors or psychotherapists, mainly because of
their academic background, which fits them to work as ‘scientist practi-
tioners’ (Barlow et al. 1984), although many undertake psychotherapy or
other therapy training as part of their professional development.

This enables them to undertake service evaluation and clinical and orga-
nizational research, as well as provide a clinical service and supervision as
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necessary. However, because of the emphasis that the training gives to the
person, both as an individual and within the context of their familial and
social milieu, the work is always seen as being client or person centred. This
can lead to as much conflict as cohesion when working in teams, particu-
larly when one is trying to work with two potentially opposing views—that
of the bio-medical approach and that of the psychological practitioner
(British Psychological Society 2001).

What is a ‘user’ in clinical psychology?

There are a variety of definitions of ‘user’ in health care and these have
been addressed elsewhere in this book. However, for the purposes of this
chapter, it is important to bear in mind that the clinical psychologist will
define ‘user’ as the person or persons who require their particular profes-
sional expertise to help resolve an organizational dilemma, personal life
crisis(es) or complex clinical problems. Thus the ‘user’ may be the man-
agement team or individuals from an organization, the identified patient,
their family or carer, the clinical team, or a supervisee in a supervision set-
ting for individuals or groups (Manpower Planning Advisory Group 1990).

The development and influence of user groups, focusing on the per-
spective of the patient and their family, has been profound in the field of
mental health. Well-known pressure groups include Mind, which works
for and with people with severe mental health problems, The Winged
Fellowship, allied to people with schizophrenia, Mencap, allied to people
whose lives are touched by learning difficulties, and the Alzheimer’s
Disease Society, as well as many others. Each of these aims to provide advo-
cacy, care and support for those who are not necessarily able to provide this
for themselves, and to support the voices of those who can. They have pro-
vided an admirable model for others to follow.

The field of physical health also has its champions of user groups;
OVACOME for women with ovarian cancer, BACUP providing general
information and advice for people with cancer, Headway for people with
head injury, and many others. However, with one or two exceptions, the
role is often perceived as peripheral, the groups tend not to be integrally
involved in service development, and users are brought in, often at the end
of the planning cycle, if at all. The reasons for this are complex, but one pro-
found influence is because the medical patriarchy still tends to dominate in
service planning and development. Thus the needs of patients and families
tend to be seen within a pathology/treatment context, rather than from a
holistic perspective, within the context of a wider social network.
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It is also important to remember that people who are recently diagnosed,
perhaps with a chronic, or life-limiting, condition can feel very vulnerable
and are often not in a position whereby they feel they can advocate for
themselves. They want ‘cure’ and rely on the doctor and their team for the
best treatment available. This can also put the medical team in a difficult
position. If the team is not person or family centred, which can be difficult
in a busy out-patient clinic, they put the doctor—patient or therapeutic
relationship in jeopardy from the start, with all the attendant risks of non-
compliance and poor treatment outcomes (Burton and Watson 1998).
Once could argue that it is the role of the medical team to help the identi-
fied patient and their family through this phase to a position of greater
autonomy, to become a ‘collaborator’ in the journey through the disease.

Therapy versus therapeutic!

It is important to distinguish between the need for a therapeutic relationship,
which is one that all health and social welfare staff should all aspire to
achieve and which can be seen as central to good collaboration between the
client and the health care providers and the need for psychological therapy.
The latter also demands that the therapist and client have a good therapeu-
tic relationship. In addition they will enter into a relationship at the core of
which is the management of change. This may be at the fundamental level
of self-knowing or at a behavioural level of changing the way in which the
client manages difficulties such as pain control, anticipatory nausea prior to
chemotherapy, needle phobias, and other feared situations that they may
find themselves in as a result of the treatment. Clearly this refers to those
clients who are finding managing the disease process or the treatment is
having a particularly damaging effect on their or their family’s ability to cope,
and these are the areas that a clinical psychologist is uniquely placed to help.

The therapeutic relationship

If the user of the service is to be seen as central to service development and
provision, one of the questions is how are we, as health care professionals, to
achieve that? To be truly ‘client centred’ in Rogers’ terms is to be empathic,
warm and genuine, and to have an unconditional positive regard for the
client (Spinelli 1997; Rogers in Kirshenbaum and Henderson 1990).

These are laudable aims, but ones that are difficult to achieve on a number
of levels; to have unconditional positive regard is to truly value the client
and their humanity, regardless of their personal background, idiosyncratic
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behaviours, ethnic origins, and value system. This may be challenging if any
of these are in serious conflict with our own personal or organizational values.

In addition, busy health care professionals have to balance the needs of
the individual client against the complex needs of the whole service. How
does one remain truly ‘client centred” when, for example, one is on a busy
oncology ward and there are several people who are very ill or dying, and
others who are having active treatment? When many of these people have
families who are in a high state of emotional arousal and you are short
staffed? Or within the hospice, where again, many people are very ill or dying,
families are demanding of your time, and within the tenets of ‘holistic care’
you want to meet their demands, but recognize that it is not going to be pos-
sible, at least on this shift? The usual strategy is to make an emotional
‘retreat’ from the demands and only attend to the physical, symptom-control
aspects of care. The psychologist, counsellor, social worker or chaplain can
deal with the rest! These are not uncommon situations. The danger is that
in not attending to the emotional and psychological ‘tone’ of the situation,
one denies both the basic humanity of the staff who have, by and large,
come into their job because they want to care, and also the needs of the
client and family for that care (Samarel 1991). Clients and families have a
need not just for good technical medical and nursing care, but also for a
relationship in which they can put their trust, and which acknowledges the
reality of the situation for them, in the context of their lives, that is, a thera-
peutic relationship. One could argue that this is the real meaning of ‘holistic’

There is much talk about the importance of the doctor—patient or, as it
is often referred to in clinical psychology, the therapeutic relationship, in
the context of factors such as compliance to treatment, client satisfaction
with service provision, and longer-term use of services by families (Loscalzo
and Zabora 1998; Mager and Andrykowski 2002). National Service
Frameworks and Service Strategy documents make an explicit demand that
health care professionals in general, and doctors in particular, improve
their communication skills, and better relate with the clients and the fam-
ilies that they encounter (Department of Health 2000; Richards 2000).
However, what does the ‘therapeutic relationship’ mean and how does it
improve the experience of not just the service users, but the multi-profes-
sional team who provide the care? Gendlin describes the importance of the
therapeutic relationship as follows.

Interpersonal interaction is the most important therapeutic avenue. Its
qualities affect all the other avenues, because they all happen within the
interaction.

(Gendlin 1996).
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Rogers argues that to achieve this we need ask ourselves a number of
searching questions.

& Can I bein some way which will be perceived by the other as trustworthy,
dependable or consistent in some deep sense?

¢ Can I be expressive enough as a person that what I am will be communi-
cated unambiguously?

& Can I let myself experience positive attitudes towards this other person—
attitudes of warmth, caring, liking, interest, respect?

+ Can I be strong enough as a person to be separate from the other? Can I be
sturdy respecter of my own feelings, my own needs as well as his? Am I strong
enough in my own separateness that I will not be downcast by his depression,
frightened by his fear, nor engulfed by his dependency? [my italics].

# Can I give him the freedom to be, or do I feel that he should follow my

advice, or remain somewhat dependent on me, or mold himself after me?

¢ Can I receive him as he is? Or can I only receive him conditionally, accep-
tant of some aspects of his feelings, and silently or openly disapproving of

some other aspects?
(Rogers 1958, in Kirshenbaum and Henderson 1990)

In these contexts the authors are talking about the relationship in coun-
selling and psychotherapy, but one could easily extrapolate the principles
of what they are talking about, to those of any professional who is trying to
develop a good rapport with a client. For a clinical psychologist, the key is
in the notion that everything one is hoping to achieve with a client happens
within the ‘interaction’ or relationship that one is trying to develop and
maintain.

To talk of the therapeutic relationship may seem daunting for some pro-
fessionals, although the reality is probably both more simple and more
complex than most imagine. It is about truly being with the person and
developing an empathic understanding of what they are trying to convey,
as Rogers’ tenets (above) describe. There is no magic involved. What clients
and their families hope is that, despite the onset of a disease, progression
through treatment, and, in some cases, getting to the stage where a person
is no longer suitable for active treatment, the team will maintain their
understanding of the situation and stay alongside them until their death,
and with the significant others into the bereavement where appropriate.
Families will often remember much about the treatments their relative had
and the trauma associated with it, although these memories may fade over
time. However, positive staff attitudes and an ability to care can mitigate
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against the worst experiences and help hold the client and family through

the worst times (see Box 13.1).

Box 13.1 Case example

Sonia is a very angry and distressed young girl of 19, with malignant
melanoma. She is dying in a side room of a busy oncology ward and is
unable to understand why the consultant who had treated her for the
past 2 years is not able to come in and see her. She frequently asks what
she has done to upset him.

When asked, the doctor states that he finds it very distressing to cope
with young people dying, partly because he has a family with children
of the same age. As a way of protecting himself when active treatment is
no longer possible, he moves on to care for those he believes he can help
towards ‘cure’

He is not an uncaring or ‘bad’ doctor. He is simply caught up in the
myth that doctors are there to treat symptoms and to ‘cure’ By not
acknowledging that the relationship with the client and family is funda-
mental to a whole range of factors in treatment, he is in danger of deny-
ing their basic humanity and human needs for care and comfort in an
awful situation. He is also denying himself the possible satisfaction of
helping the young girl towards a better managed and possibly more
peaceful death and also enabling her and her family to better understand
how the health care professions also find such situations difficult to
cope with.

Perhaps the difficulty is compounded by a lack of supervision for the
doctor and his team. Were he able to talk his feelings and behaviours
through within a safe and structured setting he may gain a greater
understanding of his motivations and also acknowledge his feelings of
‘failure’ in such situations. He may also find himself better equipped
emotionally and practically, with support from the team, to cope with
similar situations in the future.

In this case it was necessary for the clinical psychologist to offer a
debriefing session for the whole team, who were clearly distressed and
traumatized from the care they gave to Sonia and her family. In this they
were able to reflect on what they were pleased about in the care they
gave as well as have the opportunity to discuss what they would like to
have done differently. As a result, they discussed how they, as a team,
would want to approach similar challenges in the future.
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Box 13.1 Case example (continued)

Supervision and debriefing can be perceived as punitive, or making
attributions of blame, particularly in the field of health and social care.
Thus the clinical psychologist was careful to ensure that the culture in
which the discussion took place was one of support and challenge, which
is constructivist in its approach and leads to permanent individual or
structural changes to which the whole team feels able to subscribe.

It may be that for health care staff, while being aware all the time of dying
and death, the level of (unconscious) death anxiety they experience causes
them to distance emotionally from the client and family, as a mechanism of
self-protection (Firestone 1994). While this might be an understandable reac-
tion, one is forced to ask how helpful it is for clients and families who are look-
ing for something in addition to the biomedical aspects of care from the team.
From the perspective of clinical psychology, one could see the ‘client’ not as the
identified patient, but rather the doctor and perhaps the wider team, who may
benefit from supervision, thus taking the opportunity to look more closely at
their interactions with, and reactions to, ‘difficult’ clients and situations.

If the health care team is not responsive to the more holistic aspects of
the care, there is a possibility that the client may look to complementary
approaches or seek other opinions. While this is not an intrinsically bad
thing, there is the potential for conflict, for example, if the team believes
that clients are in danger of harming themselves.

Alternatively, the client may choose to follow another treatment path, with-
out informing the health care team, and this can also impede the develop-
ment of a trusting and co-operative relationship. It is important to remember
that the aim of a good therapeutic relationship is to develop a constructive
collaboration between the health care team and the client and their family.

Psychological therapies

While having a good relationship with the team may have a mitigating
effect for many clients in terms of mental health problems, we need to rec-
ognize that still more have significant difficulty in adjusting to their disease
and changed life circumstances. These may be the people who have need of
therapeutic assessment and intervention (Zabora et al. 2001).

Despite the methodological difficulties in collecting such data, estimates
of clinical depression and anxiety seem to remain at around 30-40% of the
cancer population and around 50% of those receiving palliative care
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(Massie and Holland 1990; Tross and Holland 1990; Burton and Watson
1998). While many of these may be treated with some symptomatic success
through drug treatments, yet more may benefit from psychological inter-
vention, for difficulties such as anticipatory nausea, pain management,
relationship difficulties, existential or death anxiety, and bereavement.
(MacCormack et al. 2001).

We can see that the intervention with Moira (Box 13.2) illustrates that to
be client centred, one needs to understand their view, as far as is possible,
and help them work with what they believe to be important. There may be
times when, as we could see with Moira, this was in distinct contrast to
what the referring team had hoped would be the outcome—a more com-
pliant and less disruptive ‘patient’. It is also difficult to assess or define the
outcome as demanded by evidence-based practice both because the issues
for Moira were process issues, and also because measuring outcome from a
palliative care perspective is notoriously difficult.

Box 13.2 Case example

Moira, 57, was dying from advanced metastatic breast cancer. She had
had the disease for 10 years and used the experience to radically alter her
life. Within 2 years of her diagnosis she left her long-term partner and
a lucrative job in the City to retrain as an artist and had lived an alter-
native lifestyle for some years.

She was referred to the psychological services because she ‘keeps
turning up at out-patients angry and resentful of her lot. She will not
comply with pain control regimes. Please assess her and help her see she
needs to change her attitude’ When the clinical psychologist first met
Moira she met a very angry and disturbed person. Moira’s story is of an
abused life, both as a child and in her long-term relationship, which she
had left about 8 years previously. She felt the past 10 years had been the
most ‘freeing’ of her life and she had developed a somewhat nomadic
lifestyle as she strongly believed that she had an artistic and spiritual
journey that needed to be completed before she died, which she knew
would be fairly soon. The ‘problem’ she identified was that the medical
team were ‘outrageous’ in their demands that she attended for treatment
when she believed she ‘needed’ to be elsewhere and that they were dis-
regarding of her wish to set up a support group in the out-patient set-
ting. Moira felt strongly that these should incorporate staff and clients,
have user feedback sessions and an active involvement in redeveloping
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Box 13.2 Case example (continued)

the way services are provided. She also believed the staff disregarded her
because of her alternative lifestyle and she spoke frequently of treatment
being a re-experiencing of the abuse she hoped she had left behind
some years ago.

In relation to her artistic aspirations, Moira believed that she had a
project to complete and the ‘hassles’ she was experiencing from the
medical team were impeding her progress here.

Given the nature of the referral and the medical team’s frustration
with Moira’s behaviour, the development of a cognitive behaviour ther-
apy programme designed to address and modify some of her automatic
negative thoughts and the behavioural response to these would have
been fitting. However, given Moira’s explicit mistrust of and anger
towards the professionals involved in her care, the clinical psychologist
decided to work in an explicitly Rogerian or client-centred way, work-
ing with the issues that Moira felt were important to her, particularly
given her poor prognosis. The therapy consisted of developing a trusting
relationship with Moira, as she felt she had been unable to do this with
other people, particularly professionals, for a number of years. Once a
position was established where the clinical psychologist and Moira felt able
to collaborate in her therapy, she identified and prioritized the issues that
were important to her and she started to resolve them where possible.

Working through these issues allowed Moira to better understand her
own motivations and some of the reasons why she became so angry
and uncooperative with professionals. She began to make explicit links
between some of her present behaviours to past physical and emotional
abuse meted out (predominantly) by men in her private and personal life.
As a result she became better able to recognize the ‘triggers’ for her aggres-
sion and non-compliance, and thus, in the main, modify her behaviour
through the use of relaxation and positive imagery and positive self-talk
to enable her to recognize the difference between her present and past
relationships. One issue that she recognized she would have to ‘let go’ of
was the out-patient group. She felt, after having talked with a number of
the team in the clinic, that the time was not right for such a group. She
recognized that whatever time she had left would be more productively
spent concentrating on re-engaging with her children, from whom she
had been estranged for some time, finishing her art project and managing
the details of her death once she was admitted to the specialist unit for
terminal care. She was not able to establish a trusting relationship with the
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Box 13.2 Case example (continued)

hospital team, as this was not one of her priorities, although they achieved
a mutual, if distanced, respect for each other and she was able to comply
with at least some of the treatments they wanted her to undertake.

Moira died as she had lived the past few years of her life—angry, in
control and with the people she wanted around her.

There is a great deal talked about evidence-based practice in the health
care system; this is a laudable aim, particularly when one is looking at the
administration of expensive, toxic and potentially lethal drugs and treat-
ments that are used in oncology and palliative care, and no less so when
trying to evaluate the benefits of psychological interventions (National
Health Service Executive 1996; Roth and Fonagay 1996).

When one is talking about psychological support and therapeutic inter-
ventions however, the situation becomes more difficult to analyse and the
gold standard of research, the randomized control trial, should be seen as
only one of the research and evaluation tools in the armoury of clinicians.
One also needs to explore qualitative methods, which can be just as rigor-
ous and often more challenging in terms of what the researcher finds out
about their own way of working, as well as the research questions they may
be addressing (Reason and Rowan 1998; Bromley 1986).

What do users want? Patients, families
and clinicians

When we look at the needs of clients and their families, the picture becomes
more confusing. The experience of living with cancer is a varied and com-
plex one and is not static. Thus one has to be flexible and responsive to the
changing needs of the client and family, from a social and psychological as
well as a medical perspective. A recent American survey (Harvard Medical
School of Public Affairs 2001) suggests that significant numbers of clients
now make use of complementary therapies. They are driven by a number of
motivations, including a wish to experience ‘optimum’ health, a dissatisfac-
tion with current allopathic treatments, and when ill, a desire to return to
healthy functioning and a dissatisfaction with the iatrogenic effects of many
traditional treatments. One can speculate that this is also a growing trend in
the UK. Centres such as the Bristol Cancer Help Centre, as well as the devel-
opment of complementary health centres and spiritual healing associations
and the use of the Internet to gain, albeit unregulated, information, will
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encourage those people who are disillusioned with traditional health pro-
vision to seek other sources of help.

Palliative care is perhaps one of the few providers of health care that is
prepared to countenance some forms of complementary therapies. While
many complementary therapies are still seen as ‘fringe} clients frequently
report the value of having relaxation therapies, reflexology and other
approaches that can be seen as contributing to good self-care and positive
self-esteem and offering the potential reduction in levels of stress and
depression (Barraclough 1994; Yapko 1995; Milton 1998; Shapiro and Safer
2002). More recently ‘mindful’ approaches, based on integrating Eastern
meditation with Western theoretical cognitive psychology, are being applied
to the maintenance of physical and mental health and have been demon-
strated to have positive effects for those who practise them (Langer 1989;
Segal et al. 2002; Jones and Childs 2002). However, complementary therapies
are still not universally offered within palliative care settings, and where they
are they tend to be provided by volunteers rather than be seen as core serv-
ices. This may change, as clients become more closely involved as collabora-
tors in the provision of health care, although one must never underestimate
the anxiety this can engender within the service provider. As Newnes states

We need to open doors. Doing so requires professionals develop a ‘there but
for the grace of God go I’ position. We act as if users of services are somehow
radically different from ourselves, but of course any clinical psychologist
might also have been or become a user of services. As well as involving
service users in planning, management, staff interviews, training, research
design and practice, we need to think about what we want from services, and
would want should we find ourselves in the system. ... Much of this, of
course, is about levelling out the power imbalance between professionals and
service users, reducing the ‘them and us’ dichotomy.

(Newnes 2001)

A recent survey of satisfaction with, and key events in, psychotherapy
with bereaved people and people with cancer demonstrated that clients’
needs were often for someone to listen non-judgementally and to allow them
to express their thoughts and feelings openly and in a safe environment
(Kalus 2001). The following comments represent views of the clients.

Question: Was there anything the psychologist said or did that was
(a) Helpful?

T felt that she really listened and understood’ (husband of woman with
motor neurone disease (MND))

‘Just having someone to talk to’ (bereaved husband)
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‘Listening intently’ (man with lung cancer)

»>

‘Everything: drawings, particularly working with my “Visions
woman with breast cancer)

(young

‘Listened and prompted’ (bereaved wife)
(b) unhelpful?

‘... I felt she was cold and dispassionate, and showed a lack of understanding’
(bereaved husband)

‘T am not sure that the psychologist was the right person for me to see, and
I am not sure either of us was sure why my GP had asked me to go and see
her’ (young man with malignant melanoma)

Question: Have you changed since you first came here?
“Yes, more positive with more self-esteem’ (bereaved female client)

‘More able to cope with the different stages of my cancer, and more positive
too’ (woman with bladder cancer, undergoing chemotherapy)

‘More at ease with the situations of the past’ (bereaved mother)

‘Facing up to what it was like. Far more honest about my feelings’ (bereaved
female client)

‘T have been reassured that my response to grief is “normal”’ (bereaved
female client)

‘T have learnt that I must be kind to myself’ (husband of a woman with
MND)

These comments may serve to highlight the point that Newnes (2001)
makes, that we need to better understand the needs of users, and also the
stance taken by Smail (1996), that it may be necessary for clinical psychol-
ogists and psychotherapists to lay aside complex explanations for thera-
peutic change. Rather to take a more humane approach, which recognizes
the clients’ need for basic human contact and to be truly listened to.

Present status—future directions

The current position with regard to the involvement of clients in service
development has not gone beyond being ‘token’ or a position of rhetoric in
many instances. Professionals are anxious that their status, or perhaps
more accurately, their failings are at risk. This may be particularly relevant
when working with people who are dying. We know that the assessment
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and management of symptom control at the end of life is often difficult for
the health care team and at variance from the view of patients and relatives
(Higginson and McCarthy 1993). This may be in part because many health
care professionals are anxious that their vulnerability may be exposed
when they cannot ‘cure’ someone and, as in the example cited earlier, they
avoid the client altogether, rather than risk such exposure.

Many of the pressure groups, including user groups, have been set up
because of dissatisfaction with the care that they, or someone close to them,
have received. While many do work in collaboration with the health care
team, many others see themselves as having little influence, and the power
of the professionals is perceived as remaining in the ascendancy. To have
true collaboration, we have, as Newnes argues, to ‘level out the power
imbalance’ (Newnes 2001).

Professionals are also naive if they believe that clients are not taking
the responsibility for their care into their own hands. The recently much
publicized book by Gearin-Tosh (2002) who took responsibility for the
treatment of his disease is an object lesson to professionals and clients
alike. He decided that he did not want conventional treatment for his
myeloma and chose radical alternatives instead. He calls his book a ‘med-
ical mutiny’ and has been much criticized by clients and professionals
(Sunday Times Supplement 2002). However, despite this, he continues to
refuse traditional treatments and chooses to undertake complementary
and, to some extent, untested therapies, and he has continued to survive
long after the professionals predicted he would. He may win sympathy
from others who are either desperate or disillusioned enough (or both) to
follow his lead.

Related to the path Gearin-Tosh followed is the emergent field of psy-
choneuroimmunology (PNI) defined as

. what happens in our minds at the level of our perception (and our
emotional reaction to that perception) can have real effects on our physiology
(our physical response) and more specifically, our immune systems. This is
not new at all, and ancient wisdom has always encouraged us to focus on
maintaining a ‘healthy’ mind in order to maintain a healthy body. It is only now
that we are able to prove and understand the connections.

(De Kooker 2002)

The means to achieve the ‘wellness’ and self-cure that PNI implies lie in
the hands of the client themselves. This involves working on one’s emo-
tional state, through the various means of psychotherapy, altering one’s
lifestyle, including diet, exercise and so on, using biofeedback mechanisms
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to maintain good levels of relaxation, as well as many other therapies that
could be seen as ‘fringe’. It is also important to bear in mind that although
many of these therapies do not necessarily have a sound evidence base now,
this does not mean that in years to come, when our research methods have
become sufficiently refined such that they are able to assess these more
subtle methods of (potential) change, we will not be able to evaluate them
in their own right. This is an area where psychologists are well equipped to
help with both the science and the practice of many of these therapies.

Much of this information is available on the Internet, as well as in the
press and magazines. It is possible to speculate that as the current cohort of
people who grew up in the 1950s and 1960s ages, they are the generation
who will increasingly want alternative treatments and will have the articu-
lacy and education to demand they are available as part of the health care
system. If the approaches are seen as helpful, the trend will be passed on
through the generations.

This approach is not without its critics: academic, individual and socie-
tal. Much of the debate centres on the methods and assumptions that are
made in the name of PNI. A major difficulty for many is that because the
approaches are not necessarily ‘mainstream, it is difficult to find suitable
practitioners and one often has to pay for treatments. Additionally, profes-
sional regulation of many practitioners is patchy and the client needs to be
selective in how they choose. Despite this, there is no doubting the com-
mitment of those involved in the research, nor the impressive work coming
from many of the research centres (Pert 1997; Hirschberg and Barasch
1995; Kiecolt-Glaser and Glaser 1994; NHS Research Support Unit 2000).

If all of this is to make sense, then we need to incorporate clients and fam-
ilies in every facet of the health care process. This is going to be a huge chal-
lenge for health care providers and clients and families alike, because it
demands a demystification of the techniques used by professionals and a
willingness from the clients and families to participate as equals, rather than
in a passive way.

From the perspective of clinical psychology, this will involve a culture
shift from hiding behind the mystique of being a ‘blank screen’ onto which
the client can project their innermost thoughts and feelings, to finding
ways in which they can learn to change unhelpful behaviours. We need to
find ways to maintain appropriate and helpful boundaries and at the same
time work on reducing the (often unhelpful) mystique that comes with the
label ‘clinical psychologist’.

Jane Wardle, a clinical psychologist who has worked for many years as
a researcher in the psychological effects of cancer, was diagnosed with
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chronic lymphocytic leukaemia (CLL) 3 years ago. In a recent article about
her experience she writes

In the medical community it is a time of extraordinary change in attitudes.
The concept of the ‘expert patient’ is sweeping through the NHS and fast
replacing the concept of ‘patient as victim’. Part of this comes from the
seismic effect of the internet, making information that was once restricted to
doctors and scientists almost equally available to patients ... and although it
won’t always be easy, I hope we are in a new era where patients and doctors
will work together to understand and treat disease and people with a foot in
both camps might be able to make a special contribution.

(Wardle 2002)

To develop the right culture, staff are going to have to develop a greater
willingness to look at their current practice, not from the perspective of
blame, but more from one of reflective practice. This can be achieved in a
number of ways, but as the client and professional have to develop a sound
therapeutic relationship, so must professionals between each other. The
challenge of working together from a perspective of nurture and honesty,
when the health care culture has fostered the opposite for many years, is
not to be underestimated. One way to achieve this is to develop joint super-
vision and training for professionals and clients alike. Another is perhaps
to listen more closely to our clients and their families and to find out how
they survive and develop in what often seems a hostile and unforgiving
world. We have a lot to learn.
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Conclusions

Alwyn Lishman

Introduction

The common thread uniting the chapters of this book is a deep humanity,
focused on improving the lot of the terminally ill. But humanity alone is
rarely enough to launch endeavours or achieve substantial change. It must
be coupled with drive, ingenuity and a considerable amount of know-how.

Thus we see on reading these chapters that palliative care needs to oper-
ate within complex structures—organizational, and in the broad sense,
political. Alliances must be constructed between diverse groups of people
and financial limitations must be faced. All of these matters require profes-
sional expertise in addition to humanitarian concern.

Such issues are well illustrated here and provided for me a much-needed
educative experience. It is all too easy to take the existing status quo for
granted and to overlook the struggles that have brought it into being. Yet
without a keen appreciation of the context within which palliative care
must operate future progress and development may be limited. Continuing
advocacy is required to see that systems do not become rigid and stale, or
even begin to atrophy.

We can be reassured from this compilation of papers that there is little
risk that such a fate could lie ahead for palliative care. The required expert-
ise abounds. And it is immensely encouraging to see that the ‘user’s voice’
is widely welcomed in seeking to refine the way forward.

Personal experience

Before I found that myself and my wife were users (how I dislike the term!)—
she the patient, I the carer—I had given little thought to the pathways we
were destined to follow. I knew about the range of medical services we
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would encounter—neurological, surgical, oncological and perhaps ulti-
mately hospice care—but little about the way they were linked together.
Nor did I foresee the extent of support we would receive along the way.
Without doubt was the latter which made the journey bearable.

To begin with we were unusually fortunate in our general practitioner,
who held things together in the earlier stages and remained near the fore-
front of the picture throughout. Coordination was certainly required—at
one time we were attending six hospitals together!

Hospital care was often excellent, sometimes not so good. Hardest to
bear for Marjorie, I think, was a drowning sense of loss of her identity as
we trundled too and fro encountering an increasing number of faces. Her
dearest wish at times was to be seen as she was—an individual with a life
history of her own. In those hospitals with specialized nurses who came to
know her well this distress was greatly lessened.

I had looked ahead with concern to Marjorie’s reaction when the time
came for transition from active treatment to palliative care, but in the event
it was managed seamlessly. There was a good deal of overlap between the
two, with both sets of medical personnel working in concert with one
another for a while. Moreover the hospice staff became well known to us
long before the transition occurred, thanks to the foresight of our social
worker and hospice home care nurse. Attendance at a cheerful hospice day
centre began while active treatment was in progress; and when the hospice
took over Marjorie’s care, the provision of active physiotherapy, with
rewarding gains, did much to obscure the divide between hospital and
hospice.

More important than this, however, were the qualities and attitudes we
encountered among the hospice personnel—nurses, doctors and volun-
teers. What I think we valued most were the kindness and cheerfulness of
all concerned and their appreciation at all times of the uniqueness of the
individual. We now encountered support from those who were comfort-
able with the issues surrounding deeply threatening illness. The absence
of fear and anxiety in those around was a powerful factor in reducing
our own.

But perhaps I should have stressed first and foremost the value of proper
communication. Hopes fulfilled and dashed—these are ultimately bearable
provided all concerned are honest and straightforward. Marjorie’s home
care nurse and my social worker kept us informed and guided our think-
ing throughout in a sensitive and talented manner. We did not feel ‘on our
own’ as we confronted the most difficult period of our lives.
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The user’s voice

As it happened Marjorie survived 9 years, when the initial prognosis had
tended to be gloomy; 9 years of happiness and re-affirmation and of guided
preparation for the ultimate outcome. In all of this we were greatly blessed.

But what of the others less fortunate than we were? Here the user’s voice
has a special part to play. Perhaps no other element, on its own, can ensure
so firmly that services develop in a truly person-centred fashion. This is
why I have ventured to outline our personal experiences in some detail.

The users of services are at once well motivated to help and uniquely
informed about areas where change is needed. But in my view it is imper-
ative that we seek to obtain the views of those who have been less privileged
and less than fully supported during their illnesses. Only in this way shall
we clearly define where change is required.

General practitioners are sometimes too busy or ill-equipped themselves
to provide much-needed assistance. Hospice care is even now relatively
scarce in some areas of the country. For a service to be really person cen-
tred and patient focused we require as a minimum adequate numbers of
personnel, and care in their recruitment and training to ensure that they
are suited to the task.

Individual patients vary greatly in their reactions to the approach of the
end of their lives and care must be tailored to their individual needs. This
is a tall order. The training of staff who work in palliative care can scarcely
be expected to encompass a full range of psychological expertise, but for-
tunately qualities of perceptiveness and intuition are seemingly built in to
many who are attracted to work in the field. The availability in centres of
excellence of a wide range of people from diverse professional backgrounds
ensures, one hopes, that serious gaps will be filled. We must aim to cater,
moreover for the diverse cultural needs of our clients, and here, too, only
the user’s voice can hope to point the way forward with accuracy.

Palliative care at the end of life is now a respected and well-established
part of modern society. It reaches out for guidance towards further evolu-
tion and improvement. The users of the services currently provided will, it
is hoped, be able to play a constructive role in helping to shape its future.
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Conclusion: thoughts of
a palliative care user

Fiona Broughton

I feel privileged to be asked to make a contribution to this wide-ranging
and thought-provoking book. It has given me the chance to express my
own thoughts about, and support for, the greater involvement of patients
in the highly sensitive arena of palliative care. My view is of course one of
many; personal and ‘non-binding’ on any other user! What is important or
relevant to me, with my background, sex, wishes and aspirations may be
very different to what might be important or relevant to another user.

My journey to take on the role of a palliative care user began over a year
before diagnosis, with a number of visits to my family doctor with strange
pains and discomfort in my shoulder, neck, and side of the chest and right
arm. Then came the day when, instead of the expected acupuncture ses-
sion, I heard the news that a tumour had been discovered under my collar
bone. Unusual apparently. Devastating actually. What to do now? I was
exceptionally fortunate in having a medical consultant in the family, who
was able to draw on the knowledge and expertise of colleagues to identify
where I was most likely to find the specialists who might be able to help.

The next few months followed what is no doubt a familiar pattern to the
professional: scans and tests galore; a major operation, recently developed,
which left me without part of my collar bone, part of a few ribs and half a
lung, plus a number of other minor problems; four weeks in hospital;
recalcitrant pain; and two months rest and recuperation. I was supported
by my long-suffering sister and that same consultant, along with an under-
standing district nurse. Six weeks of intensive radiotherapy followed—and
home at last!

My family doctor helped, arranged for physiotherapy support and put
me in contact with a Macmillan nurse who later suggested a programme
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for ‘younger’ cancer sufferers run by my local day hospice. From that grew
my interest in palliative care and in the concept of ‘user involvement’.

The transition from independence—a moderately successful career in the
personnel field and in business consultancy, with considerable responsi-
bility, working long hours and coping with the usual stresses, along with
community involvement as a magistrate—to that of disabled cancer patient,
was difficult. I found myself in a situation where I did not know if I would
survive or for how long. I was tearful and depressed, my self-confidence had
vanished, as had my income. I felt lost, of no value, making no contribution
to society. I was in a great deal of pain. That was 7 years ago. Thanks to the
help, support and encouragement of many involved in palliative care I feel
I have moved on to carve out a new life.

One aspect that has played a part in that process has been my involve-
ment as a ‘service user. On reflection I perceive several stages. In the days
and months following surgery my involvement was primarily concerned
with me—asking for information and advice and for help in coming to
terms with fears and worries, planning finances and adapting my lifestyle.
After a while, alongside my own concerns, I recall talking and listening to
others, encouraging them to talk and on occasions acting informally as an
advocate. Then followed opportunities to participate in far wider arenas:
contributing to the thinking, planning, organization and conduct of a
conference concerned with user involvement, participating in an advisory
group on a research project in this field and assessing user involvement
projects and development work for recognition and awards—these exam-
ples give some idea.

As Neil Small mentions in Chapter 2, the original hospice movement
was a response to the recognition of the need to better care for people ‘at
the most painful, critical, heart breaking time of their lives’. It can be a time
when a person is unable to, or finds great difficulty in, voicing their needs
and concerns, so enormous efforts to ensure these are discovered, acknowl-
edged, respected and met whenever possible, may be required from all
those involved in caring.

How this can be done will vary enormously. Determined but sensitive
attempts to solicit those needs, to discover concerns (which may not yet be
conscious thoughts on the part of the user) are warranted. Carers, from
medical specialists to hospice volunteers, from physiotherapists and art ther-
apists to friends and relatives, need to recognize opportunities to prompt
thoughts, to watch for clues, to pose alternatives and to raise potential issues.

Many users will not be voiceless, some may even be vociferous! However,
whilst some needs may be disclosed openly, others may tend to be subdued,
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suborned, hidden or referred to indirectly. I am no psychiatrist so the ques-
tion of why I will leave to others. I only know, from my own journey, that
all of these factors have played a part in my attempts to express wants and
worries, hopes and desires. So do, please, watch for all these subterfuges!
Vehicles such as informal discussion groups, on any subject, may disclose
some need; one-to-one conversations others; comments from one user to
another are often a good source—I am not talking about eavesdropping
but people deliberately ensure a conversation will be overheard. Some sub-
jects may be extremely difficult for an individual to raise and such an indi-
rect method can make it possible. It is often easier to express worries to a
fellow sufferer than to a carer, however sympathetic. Perhaps a key point to
remember is that what may be everyday matter-of-fact problems to a pro-
fessional can be devastatingly embarrassing or delicate especially to a newly
diagnosed patient.

What other techniques can be used, on an individual level? Technology
has advanced so rapidly that I would hope e-mails, on-line chat rooms and
similar tools can and are being added to earlier methods such as suggestion
boxes, ansaphones or focus groups.

For the individual, concerned and involved in their own care and per-
sonal issues, participation and involvement can, and I believe should, move
on and develop further. Citizen participation in a multitude of fields is
being increasingly valued and recognized as beneficial in many ways and
thus encouraged—not merely as something ‘politically correct. Whilst
there may be particular difficulties in finding ways in which seriously or
terminally ill palliative care users can be involved, these are not insur-
mountable. Some may be longer term and formalized, others could be
‘one-offs’ and informal.

Why then does not every hospice and organization, charity, research
body and health service management group with a role in the management
and development of palliative care have, as a minimum, at least one user,
with the same voting powers, authority and responsibility as other mem-
bers, as a matter of course? I see that step forward, from user involvement
in their own care, to a recognition and desire to encourage and enable users
to take on a far wider role in the management, organization, planning and
development of palliative care services, as the current challenge for all
bodies in the sector. Backing from the present government is invaluable but
a real commitment is needed by all parties, not merely ‘going through the
motions), taking the easiest route or limiting involvement by limiting full
participation. User involvement is for me translating users’ experience into
better services.
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Although people may change, a person with cancer, motor neurone dis-
ease, HIV/AIDS or heart disease does not suddenly lose all their knowl-
edge, skills, education or intellect or their ability to debate, learn, manage,
plan, organize, evaluate, make decisions or balance options, even budget!
Professionals do not invariably know what is best for a patient needing
palliative care. It may be demanding, even threatening, to allow those
receiving your care to play a more substantial role but it could be of great
benefit; you might even grow to like it!
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