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Foreword

Neil MacDonald, C.M., M.D., FRCP(C), FRCP(Edin)
Director, Cancer Ethics Program
Center for Bioethics
Clinical Research Institute of Montreal
Professor, Oncology, McGill University

TV 7hen confronted by patients with incurable
W cancer, traditional oncology research and

practice prioritized efforts to reduce tumor size
in anticipation that these approaches would pro-
long life. Relatively less attention was devoted
to symptoms induced by the biological activity
of the tumor or to the neuropsychiatric mani-
festations of cancer. Tumor mass, primus inter
pares, was regarded as "the enemy," while the
impact of cancer on human suffering and the ef-
fects of unbridled suffering on patient quality of
life and survival were assigned second-echelon
status.

For some years, Dr. Jimmie Holland and her
associates at Memorial Sloan-Kettering Cancer
Center have endeavored to bridge these "two
solitudes" and to teach us to regard cancer con-
trol as a three-dimensional exercise embracing bi-
ological and psychosocial issues in a seamless
fashion. A continuing line of bright, innovative
clinician-scientists has emerged from Dr. Hol-
land's program. Two of these proteges, Dr. Har-
vey Chochinov and Dr. William Breitbart, have
recruited an excellent team of contributors to
provide us with a seminal account of the role of
psychiatry in the care of palliative-care patients.
The title Handbook of Psychiatry in Palliative Med-
icine is not fully illustrative of the book's contents.

The editors have wisely complemented tradi-
tional psychiatric topics with a broad analysis of
critical social and ethical issues that come to the
fore at the end of life. Examples include a dis-
cussion by Nathan Cherny on the nature of suf-
fering in the dying cancer patient, a chapter on
spiritual issues, and a number of chapters that
consider ethical topics.

My perspective on palliative care is that of
the medical oncologist. The editors and authors
wisely recognize the benefits of palliative care for
all patients with life-threatening illnesses. This
is not a textbook on "palliative care in cancer."
Rather, the value of applying the principles of
palliative care to the care of AIDS patients, chil-
dren (commonly dying from illnesses other than
cancer), and other disorders is clearly empha-
sized.

Handbook of Psychiatry in Palliative Medicine
should be read by palliative-care health profes-
sionals. Because of the breadth of its approach to
the problems of dying patients, this book will also
grace the libraries of a wider range of thoughtful
individuals who are concerned about modern ap-
proaches and attitudes toward end of life care.
Recently, deficiencies in our care of patients
with life-threatening illnesses have been clearly
brought to our attention. (See M.J. Field and C.K.
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Cassel (eds), Approaching Death: Improving Care
at the End of Life [Washington, DC: National
Academy Press: 1997].) The communities we
serve expect us to change the mosaic of educa-
tional programmes, care policies, and financial
regulations that have often combined to create a
pattern of neglect.

Drs. Chochinov, Breitbart, and their collab-

orators present us with a panoramic view that
reaches beyond the title of the textbook and will
inform the reflections and the work of all who
labor to redress the factors that limit fair patient
access to superb palliative care. I offer my con-
gratulations on a job well done, and my en-
couragement to others to profit from this ini-
tiative.



Foreword

Jimmie Holland, M.D.
Chair, Department of Psychiatry
and Behavioral Sciences
Memorial Sloan-Kettering Cancer Center
New York, New York

The emerging interest in the care of patients
with advanced and terminal illness has been

a gratifying global change in health care. As re-
search interest has flourished in this area, studies
have increasingly shown the centrality of psy-
chiatric and psychosocial issues in the delivery of
optimal palliative care. It is a particular pleasure
for me to see this book being published, since
both authors were trained in our program and I
have had the opportunity to see their careers de-
velop and to see them become important con-
tributors to the research base in this area of pal-
liative care. They have, through the book,
brought together the best thinking of the best
people in this new field, providing a reference text
from which those new to the field can readily ap-
prise themselves of the basic principles of the psy-
chiatric dimensions of palliative medicine. Be-
ginning with the psychiatric complications,
which are so common and which cause so much
of the suffering in terminal illness, the chapters
put the issues of anxiety, depression, and delir-

ium and their management in the proper clinical
perspective. Moving on to symptom manage-
ment, psychotherapeutic interventions, issues
particular to children and families, and the ethi-
cal and spiritual domains, both the topics and the
choice of outstanding authors ensure that the
reader is provided with the latest synthesis of the
available information in that particular area.

The editors are to be commended for inte-
grating, for the first time, the available clinical
and research information on psychiatric com-
plications of palliative medicine and placing
them in one book. This volume should rapidly
join the general textbooks of palliative medicine
as a reference text from which one can access
both theoretical and clinical information. This
book makes me feel more secure that the psy-
chiatric and psychosocial domains of palliative
care will receive the attention that they deserve
to ensure that patients receive optimal care in
these domains, which are so central to their
well-being.
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Preface

We offer this new textbook as our contribu-
tion to modern palliative care and the de-

velopment of a new area of palliative medicine
one might term Psychiatric Palliative Care. We
were obviously inspired by two recent textbooks
published by Oxford University Press that we
were both privileged to contribute to: The Oxford
Textbook of Palliative Medicine, edited by Derek
Doyle, Geoffrey W. C. Hanks, and Neil Mac-
Donald; and Psycho-oncology, edited by Jimmie C.
Holland. This new textbook represents, in some
ways, the result of a fusion or marriage of these
two texts. The "offspring" has features reminis-
cent of both intellectual parents, but has unique
characteristics of its own. We are indeed proud
parents of this project, and we owe a great debt
of gratitude to our teachers, who taught us and
nurtured us, and to the stellar group of contribu-
tors to this text, who have given it the strength
and vitality to stand on its own as an important
text that broadens the perspective of modern pal-
liative medicine.

To a large degree, this book grew out of our
contributions to The Oxford Textbook of Palliative
Medicine, in particular the chapter entitled "Psy-
chiatric Aspects of Palliative Care" by Breitbart,
Chochinov, and Passik. We realized that the sub-
ject matter covered in this chapter could easily
be expanded into a text that would stand on its

own and become an important addition to the
palliative medicine literature. We were guided by
one critically important belief derived from our
clinical work and research as psychiatrists work-
ing with patients with life-threatening illness.
This belief is that concepts of adequate palliative
care must be expanded in their focus beyond pain
and physical symptom control to include psychi-
atric, psychosocial, existential, and spiritual do-
mains of care. We felt we had the ability and op-
portunity to expand the scope of what constituted
optimal palliative care to include psychiatric di-
mensions of palliative medicine by bringing to-
gether the most renowned experts in the field of
psychiatry and palliative care to produce what we
believe is a landmark publication.

Along with John L. Shuster, Jr., M.D., we had
the great privilege to serve on the Ad Hoc Com-
mittee on End-of-Life Care of the Academy of
Psychosomatic Medicine. This committee pro-
duced a position statement on psychiatric aspects
of care provided to patients nearing the end of
life entitled "Psychiatric Aspects of Excellent
End-of-Life Care" that was endorsed by the acad-
emy in 1997. The full text is available on the
academy's Web site: www.apm.org. The opening
paragraph of the position statement best expresses
the need for this textbook on psychiatry in pal-
liative medicine:
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Psychiatric morbidity at the end of life is significant
and causes substantial, potentially remediable pain
and suffering to dying patients and their families.
Despite the fact that quality care for the psychiatric
complications of terminal illness is and should be
an integral component of excellent, comprehensive
End-of-Life care, few hospices and palliative care
services have access to personnel with the experi-
ence or expertise to address psychiatric morbidity
in the terminally ill patient. Mental pain and emo-
tional suffering, especially that stemming from de-
pression, appear to play a major role in patient
requests for assisted dying. For these reasons, psy-
chiatric aspects of excellent end-of-life care deserve
the attention of consultation-liaison psychiatrists
and palliative care practitioners alike.

This book is a comprehensive and practical re-
source to palliative care practitioners, psychia-
trists, psychologists, mental health professionals,
and all others involved in the care of the termi-
nally ill for the assessment and management of
psychiatric, psychosocial, and existential con-
cerns of patients with life-threatening illness.
The contributors to this text have been chosen
for their unique ability to bring a combination of
clinical and research experience to the review of
these issues. We are proud that the contributors
to this text are indeed the internationally recog-
nized experts in their respective fields, and we are
extremely grateful for their participation in this
project. The text has 28 chapters and is divided
into 7 parts: I, Psychiatric Complications of Ter-
minal Illness; II, Symptom Management; III, Psy-
chotherapeutic Intervention and Palliative Care;
IV, Pediatric Palliative Care; V, Family and Staff
Issues; VI, Ethical and Spiritual Issues; VII, Re-
search Issues.

Part I consists of 7 chapters, including chap-
ters on a psychiatric perspective on hospice by
Colin Murray Parkes; care and management of
the patient at the end of life by Ned Cassem; di-
agnosis and management of depression by Keith
Wilson, Harvey Chochinov, William Breitbart,
et al; suicide, assisted suicide, and euthanasia by
Barry Rosenfeld, William Breitbart, Harvey
Chochinov, et al.; anxiety in palliative care by
David Payne and Mary Jane Massie; delirium in
the terminally ill by William Breitbart and Ken-
neth Cohen; and palliative care in the chroni-
cally mentally ill by Jimmie Holland, Sherry
Schachter, and David Goldenberg. Part II con-
tains 4 chapters on pain, fatigue, eating disor-

ders, and an overview of physical symptom man-
agement in the terminally ill for mental health
professionals by Russell Portenoy, William Bre-
itbart, David Payne, Lynna Lesko and Susan
Abbey. Part III is a unique and extremely valu-
able collection of chapters focusing on psy-
chotherapy issues and the terminally ill. Chap-
ters in this section include contributions from
Gary Rodin, James Spira, Milton Viederman,
Dennis Turk, and David Spiegel. They cover the
gamut of psychotherapy interventions from in-
dividual therapies, existential psychotherapy,
and cognitive-behavioral interventions to group
psychotherapies. Part IV focuses on pediatric
palliative care and includes two chapters by Mar-
garet Stuber and Barbara Sourkes that are in-
valuable contributions to the literature on psy-
chiatric and psychological care of the dying
child. Part V focuses on the family and staff, with
contributions by David Wellisch on family issues
and palliative care; communication with termi-
nally ill patients and their relatives by Peter
Maguire; burnout and staff stress by Mary Va-
chon; and bereavement by Sidney Zisook. Part
VI includes important contributions on ethics by
Edmund D. Pellegrino and on spiritual care of
the dying by Balfour Mount and Michael Kear-
ney. Additional chapters include one on the
treatment of suffering by Nathan Cherny, and
addressing the needs of patients who request eu-
thanasia by Margaret McDonald, Steven Passik,
and Nessa Coyle. Part VII completes the text
with chapters by Irene Higginson and Eduardo
Bruera on the current state and future needs of
research in psychiatric and psychosocial aspects
of palliative care.

We are sincerely grateful, and wish to thank
all the individuals who contributed to helping
us succeed in this endeavor. To our contributors
we offer our profound thanks and respect. To
the editorial staff at Oxford University Press, es-
pecially Joan Bossert and Cynthia Garver, thank
you for your guidance and especially your kind
patience. We are deeply indebted to our col-
leagues, fellows, trainees, and support staff at
Memorial Sloan-Kettering Cancer Center in the
Department of Psychiatry and Behavioral Sci-
ences, the Department of Neurology, Pain and
Palliative Care Service, and the Pain Service,
Department of Anesthesiology, and at the Uni-
versity of Manitoba Department of Psychiatry
and CancerCare Manitoba. We have been ex-
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tremely proud of our association with the Proj-
ect on Death in America (PDIA) as PDIA
Faculty Scholars and are extremely grateful to
Kathleen Foley, M.D., Susan Block, M.D., Mary
Callaway, the PDIA board and our fellow PDIA
scholars for their constant support, encourage-
ment, and inspiration. We owe a special debt of
gratitude and respect to our esteemed teachers
and mentors; in particular, we wish to express
our deepest thanks to Jimmie Holland, Ned
Cassem, Neil MacDonald, Balfour Mount, Ed-
uardo Bruera, Keith Wilson, Linda Kristjanson,
Leslie Degner, John Farber, Russell Portenoy,
Richard Payne, Nessa Coyle, Sherry Schachter,
and Subash Jain. We would also like to thank
our friends in the Brazilian Palliative Care As-
sociation, particularly Ana Georgia de Melo,
and Victoria and Mario Herzberg, for their in-
spiration and their gifts of love and support. This
book could not have been possible without the
dedicated work of our assistants David Strout,
Betty Fleck, Holly Callaghan, and Brenda Do-
erksen. We thank them for putting up with our

anxious moments. We are also, of course, in-
debted to our patients who taught us so much.

Finally, we cannot end the preface of this
book, our first such collaboration, without ac-
knowledging the profound importance of what
has now grown to be a close personal friendship
and academic collaboration of almost 15 years.
It all began in 1986 when a young Canadian psy-
chiatrist from the prairies of Winnipeg and a
spanking new attending psychiatrist at Memor-
ial Sloan-Kettering Cancer Center in New York
met as supervisee and supervisor, only to become
fast friends and valued colleagues. Editing this
book together had its moments of both joy and
hardship, but we are so proud that we have cre-
ated something that will live on as a testament
not only to the truth we struggle to reveal, but
to a friendship we hope will endure two life-
times.

New York, N.Y.
Winnipeg, Manitoba
August 1999

W.B.
H.M.C.
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Hospice: A Psychiatric Perspective

Colin Murray Parkes, M.D.

Hospice, as we know it today, is a concept orig-
inated by Cicely Saunders and her col-

leagues at St. Christopher's Hospice, Sydenham,
and developed across the world. From the start it
contained two elements: (1) prompt and effec-
tive control of the pain and other symptoms of
patients with terminal illnesses and (2) psycho-
logical, social, and spiritual care for patients and
their families. The former was achieved largely
through the sophisticated use of morphine, the
latter through a network of professional staff and
volunteers who supported patients and family
members throughout the terminal illness (defined
as the period from the end of active or curative
treatment to death) and supported the family in
bereavement.

Saunders became aware of the need for im-
proving the care of the dying while working as a
nurse at St. Thomas' Hospital. She subsequently
began to realize how this could be achieved at St.
Luke's Hospital in Bayswater, where she worked
for 7 years as a volunteer. Here she learned to use
morphine for pain and was impressed by the per-
sonal care given by Dr. Howard Barrett and de-
scribed in his annual reports. She entered medi-
cine with the express purpose of caring for this
group of patients and took a post in clinical re-
search at a small hospital run by the Sisters of
Charity, St. Joseph's Hospice, Hackney. She

worked there from 1958 to 1965. Here she refined
her methods of using regular morphine for pain
and developed the style of personal care that was
to become her hallmark. St. Joseph's Hospice em-
phasized the importance of humane spiritual care,
but the psychological care provided there was un-
sophisticated, was focused on the patient, and
ended with the patient's death. It was Saunders
who drew attention to the need for reform and
whose total commitment to this field brought
into being St. Christopher's Hospice, which was
the test bed for the development of the sophisti-
cated care that we now associate with the better
hospices. This, in turn, eventually helped bring
about the new field of palliative medicine.

I first met Saunders while she was still work-
ing at St. Joseph's Hospice. I was conducting re-
search into the psychological consequences of be-
reavement, and I remember her telling me how
dissatisfied she felt with the care that she was able
to offer to the families of her patients. She rec-
ognized that she often got very close to family
members while caring for the patient but had to
break off that contact with them at a time when
they needed her most—when the patient died.

In this chapter I describe how this work de-
veloped and the contribution that psychiatrists
have made and continue to make in this field. My
own work did not, of course, take place in a vac-
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uum, and it is notable that several other psychi-
atrists made important contributions to our
thinking during the early days of the develop-
ment of hospice. A colleague at the Maudsley
Hospital in the early 1960s was John Hinton.
While I was studying bereavement, he was study-
ing psychological aspects of cancer. Hinton1 con-
vincingly demonstrated the frequency with
which patients with terminal illnesses were aware
of their diagnosis and prognosis at a time when
most medical and nursing staff thought it better
to conceal this information. In later years he was
to carry out one of the first scientific comparisons
of the impact of three types of palliative care on
the psychological state of patients, work that
demonstrated that patients under the care of a
hospice suffered less emotional distress than those
in the other two settings.2

While Hinton was carrying out his initial stud-
ies, Glaser and Strauss3 and Weisman and
Hacket4 were studying the ways in which cancer
patients, their families, and their medical atten-
dants dealt with their anxiety in the face of death
by denying, avoiding, or postponing full realiza-
tion. Their work helped to point up the need for
better communication with the dying and set the
scene for death education in the US, which orig-
inated as an attempt to bring the whole subject
of death out of the closet.

Another early contribution was by Knight
Aldrich,5 who was then professor of psychiatry at
Billings Hospital in Chicago. His paper "The Dy-
ing Patient's Grief" drew attention to the losses
faced by terminally ill patients1 and helped to spur
one of his trainee psychiatrists, Elisabeth Kiibler-
Ross, to undertake her own studies. She it was
who adapted the "phases of grief," which had
been developed by James Robertson and John
Bowlby in the course of their studies of children
separated from their mothers,6 to designate
"phases of dying."7 While the concept of "phases"
has proved inadequate to describe the complex-
ity of responses to terminal illness, the phenom-
ena that she described undoubtedly occur and
provided us, for the first time, with a psycholog-
ical frame of reference for helping the "hopeless
case" (as such patients were then seen).

My own earliest studies, at the Maudsley, were
of psychiatric patients whose illness had come on
following a bereavement. They enabled me to
build on Lindemann's earlier work8 and to for-
mulate a classification of pathological grief that

is still widely used today.9'10 Little was known, at
that time, about the normal pattern of grief, and
I subsequently joined John Bowlby's research unit
at the Tavistock Institute of Human Relations,
where I was able to study an unselected group of
young and middle-aged widows, to describe their
reaction to bereavement, and to link my own
studies of grief in adult life with Bowlby's studies
of grief in childhood.11'12

Another area in which psychiatrists were mak-
ing important contributions was that of the "ther-
apeutic community." This term was originated by
Maxwell Jones13'14 to describe an innovative way
of caring for psychiatric patients in mental hos-
pitals. Coming, as it did, at a time when psychi-
atry was under attack for the damaging effects of
"institutionalism," the attempts of Jones and oth-
ers to make use of the psychodynamic forces at
work in institutions and to break down the bar-
riers between psychiatric patients and the multi-
disciplinary team who cared for them came as a
breath of fresh air, which was taken up with en-
thusiasm across the United Kingdom and which
subsequently spread to the United States in the
era of community mental health. Under its in-
fluence, most psychiatric wards were unlocked,
physical methods of restraint were minimized,
and padded cells were made obsolete. The dis-
covery of the phenothiazine drugs had made
"chemical restraint" an alternative option, but
Jones's work at Dingleton Hospital, which had
opened its doors before the discovery of chlor-
promazine, proved that the therapeutic commu-
nity was capable of reducing the need for coer-
cion and, indeed, for inpatient treatment of the
mentally disturbed. The significance of this work
extended beyond psychiatry and was to be rec-
ognized in institutions of all kinds, including hos-
pitals, prisons, and orphanages.

Also contributing, at this time, to the man-
agement of acute psychiatric disorder was the
concept of crisis intervention, which was a ma-
jor part of the community mental health program
advocated by Gerald Caplan15 at his influential
Laboratory of Community Psychiatry at Harvard
University. Caplan regarded bereavement as a
prime example of a life event that carries a risk
to mental health, and he encouraged the devel-
opment of services for the bereaved that can be
seen as models for preventive psychiatry. I spent
a year at Caplan's Laboratory in 1966, directing
the Harvard Bereavement Project, and while I
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was there Cicely Saunders came to stay, bringing
with her her plans for her new hospice. We spent
some days discussing these, and I realized this was
an opportunity to put into practice some ideas I
had been developing about how to prepare peo-
ple for loss and how to prevent psychiatric prob-
lems after bereavement. She subsequently invited
me to act as consultant psychiatrist to St. Christo-
pher's Hospice, a post I have occupied ever since
the facility opened in 1967.

These various studies reflect the ideas that
were around in psychiatry when Saunders opened
the doors on her own "therapeutic community."
They not only indicate the influences these ideas
had on the development of hospice but also ex-
plain why hospice made sense to many people
who were familiar with these fields. As Saunders
herself said, the psychiatrists who supported her
helped make hospice "respectable."

THE CHANGING ROLES OF THE
PSYCHIATRIST AT ST. CHRISTOPHER'S
HOSPICE

My own experience as consultant psychiatrist to
St. Christopher's caused me to revise my views
on liaison psychiatry. It was clear that the tradi-
tional ways of treating emotionally disturbed pa-
tients by means of drugs or individual psy-
chotherapy were unlikely to help more than a
small proportion of the people who were referred
to me. Few had clearcut psychiatric illnesses, and
most of those who did would be unlikely to live
long enough to benefit from weekly psychotherapy
or drugs that might take several weeks to become
effective. Clearly, if I was to be of any use to these
people, I had to take a different approach. I needed
to work with and through their families and the
multidisciplinary team of fellow staff members and
volunteers at the hospice. This network of people
constitute the "community" around the sick per-
son; they are present throughout the day, and it is
they who must become psychiatrists to the patient
and to the patient's family.

The slogan "No service without research, no
research without service," which was often
quoted in the Tavistock at that time, also applies
well to the early days at St. Christopher's Hos-
pice. Each case was a challenge to be discussed
with the staff team. Innovative ideas were wel-
comed, and the institution was still small enough

for the entire staff to meet regularly to discuss
the policies and principles that were being estab-
lished. I found myself moving between patient-
focused consultation, family-focused consultation,
staff-focused consultation, and institution-
focused consultation, any or all of which might
be needed in any of the individual and group en-
counters with which I became involved. Caplan
had helped me to understand the difference
among these types of consultation and to move
among them without getting lost too often.

In the early years the majority of our patients
were referred because of pain, and it was the suc-
cess of the pain control that was the most obvi-
ous benefit to arise. Our success in this field helped
to maintain staff morale and to get us through the
first few years when we were still struggling with
the more complex and difficult problems of psy-
chosocial care. A study of the views of relatives
of patients who had died of cancer in the hospice
and in other hospitals in the vicinity in 1972-73
confirmed this impression.16 By this time the work
of the hospice was becoming known, and the hos-
pice's methods of symptom control were soon
adopted elsewhere. When this study was repli-
cated 10 years later,17 other hospitals were achiev-
ing comparable pain control, but several indices
showed that the psychosocial care that patients
and their families received was still better at the
hospice than at other hospitals.

Few people would argue that it is necessary to
have hospices in order to achieve adequate con-
trol of symptoms in most patients with terminal
illness. Where hospices still provide and are likely
to continue to provide superior care is in the psy-
chological, social, and spiritual dimensions. Of
course, the very nature of hospice has changed
from its original model. At its inception, St.
Christopher's Hospice provided inpatient care
and outpatient consultation, but this was only
part of Saunders's plan. Within a few years, the
home care program had started, and before long
"the tail had begun to wag the dog." At the
present time more care is'given in the patient's
home than in the hospice itself, thanks to the
work of the home care team. In the United States,
which lacks the British tradition of family medi-
cine by general practitioners who visit the home,
the whole idea of home care for the dying was an
innovation, and hospice is widely associated with
home care as opposed to inpatient care in a
hospital.
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My own studies have shown that, while the
addition of home care to our hospice program un-
doubtedly increased the length of time that pa-
tients spend at home, the strain on the family was
also increased, sometimes considerably.18 It is
hard for visiting nursing staff to provide the same
support at home that can be given to patients and
family on a hospice ward. This said, the combi-
nation of a well-integrated inpatient and home-
care hospice program does constitute a better
model than either on its own.

The addition of a bereavement service and,
much later, a day hospice, both of which were
and continue to be largely staffed by volunteers,
reduces strain on the family and ensures that they
have the best possible chance of continuing to
cope while the patient is alive and to emerge un-
harmed by bereavement.

Although we had informed bereaved people of
our wish to help from the time the hospice
opened, the bereavement care service proper was
not launched until 1970 because of opposition
from members of staff who disliked the idea of a
proactive approach to bereaved people at risk.
They held to the view that those who needed
help would ask for it and that any attempt to ap-
proach people at risk would be intrusive and pos-
sibly harmful. Matters came to a head when the
widow of one of our patients committed suicide
a few weeks after her husband's death. She had
not asked for our help, and her death forced the
skeptics to allow a trial to be made of an alter-
native model of service.

In order to test the efficacy of the service, be-
reaved people who were thought to be at risk (us-
ing a formal risk assessment) were assigned at ran-
dom to two groups. Members of one group were
approached by a bereavement counselor with an
offer of help, and members of the other group
were not approached (although anyone who
asked for help would get it). During the first few
months of operation of the service, no differences
were found between the groups, but thereafter the
counseled group reported significantly fewer in-
dicators of anxiety and tension, and the con-
sumption of drugs, alcohol, and tobacco was
lower than that of the comparison group, none
of whom had asked for help.19

Confirmation of the value of short-term sup-
port to the bereaved came from a similar study
that had been carried out by another psychiatrist,
Beverly Raphael, in Australia.20 She, too, found

a significant difference between counseled and
uncounseled groups. In her study the counseling
was given by a highly qualified psychiatrist, her-
self; in mine, it was given by carefully selected
and trained hospice volunteers. This model of ser-
vice has been widely copied across the world, but
it is sad that it is largely limited to the relatives
of patients who have died in a hospice, a group
who are likely to be in less need of help than peo-
ple bereaved by more sudden and traumatic types
of death. In Britain the organization Cruse—
Bereavement Care uses very similar means of se-
lecting, training, and supporting volunteers to
provide counseling to people who have suffered
bereavements of all kinds.21

Another important aspect of my work at the
hospice for many years was support to staff. Much
of this was carried out in groups, which were held
regularly with ward staff, with the home-care
team, with the senior staff members. These groups
were forums in which discussion of psychological
issues regarding the care of particular patients and
family members could take place, and they were
also opportunities for staff members to share their
own thoughts and feelings about their work and
to support each other. Not all staff chose to seek
support at these meetings, particularly when the
level of trust within a team was not high, and it
was important that other sources of support were
also available. I saw many staff members on an
individual basis, and there were others who
sought support from colleagues, senior staff, or the
chaplin. Thus, the entire staff of the hospice be-
came part of a network of care that justified the
term "community." In addition, a visiting Amer-
ican psychiatrist, Sam Klagsbrun, has made an
annual visit for many years in order to provide an
opportunity for staff members to review their
work with an independent person from outside
the community.

It is a reasonable question to ask how much of
this work was properly the work of a psychiatrist.
If we see the psychiatrist's role as being to diag-
nose and treat mental illness, we must recognize
that most of the psychological problems of pa-
tients who are dying and of family members
before and after bereavement are not mental ill-
nesses, nor are the day-to-day psychological dif-
ficulties of staff and volunteers. If, on the other
hand, the psychiatrist's roles include the devel-
opment of programs to prevent mental illness and
research to evaluate and facilitate these programs,
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then this is precisely what I was doing. The im-
plication of this is that, as with most forms of pre-
ventive medicine, once the program had become
established, it was appropriate to hand over much
of it to nonpsychiatrists. It was, in a sense, part
of the object of the exercise to make myself re-
dundant, and, to a large extent, I have succeeded
in this. Most of the activities I initiated have now
been taken over by a team of social workers who
have the skills that are needed to provide support
to patients and families, support staff, and run the
bereavement service. In other hospices, some of
these tasks have been undertaken by psycholo-
gists, who have, as a profession, begun to take an
interest in the field. All of these developments
are to be encouraged.

What remains for the psychiatrist to do? Ac-
tivities that seem to be appropriate when all of
these other gaps have been filled include consul-
tation with patients and family members who are
referred by hospice staff (i.e., the orthodox role
of the consultant psychiatrist), acting as backup
consultants to the front line of social workers and
other staff who are carrying out the day-to-day
work of psychosocial support, contributing to
training programs, chairing case conferences at
which staff can meet to discuss problem families,
and undertaking innovative research and devel-
opments. All of these make the psychiatrist a
valuable member of any hospice team, and it is
sad that so many hospices lack this kind of help.

THE DISTINCTIVE FEATURES
OF HOSPICE

What distinguished hospices from other types of
palliative care? Most hospice staff would use the
word "holistic" to describe the distinctive feature
of their work. By this they mean that they pay
attention to all aspects of the patients and their
families, a claim that is self-evidently impossible
to fulfill, since nobody can pay attention to all of
anything or anybody; we have to be selective. Per-
haps a better analogy is to microscopy, in which
we may choose to use a low-powered or a high-
powered magnification. Much of medicine is high
powered, focused in great detail on one or a few
aspects of a person. Thus, the good radiotherapist
knows precisely where to focus radiation and in
what dosage in order to kill as many cancer cells
as possible without killing the patient. Psycho-

logical skills, while desirable, are not essential to
this job, and, given the choice, most people would
rather go to a technically skilled radiotherapist
than to one who is better with people than
machines.

Hospice staff, on the other hand, are often low
powered. They are less concerned with the tech-
nical aspects of care, and they attempt to take the
family (which includes the patient) as the unit
of care. Physical, psychological, social, and spiri-
tual needs are all covered, although none of them
are likely to be explored in great detail, and a
wide range of orthodox and unorthodox ap-
proaches is adopted in the mistaken belief that
holism means you have to say yes to everything.
This sometimes gives an impression of benevo-
lent amateurism to hospice care. Some hospice
staff seem to care a great deal in a fuzzy and un-
focused way, but they lack the sophistication to
focus when focus is needed. This, I hasten to add,
is not the case in the better hospices.

To develop the analogy with microscopy fur-
ther: Good microscopists know that, to get the
best results, they need to rack back and forth be-
tween high and low powers. The same applies to
the good hospices. Hospices have always recog-
nized the need for employing sufficient numbers
of staff and volunteers to enable all to have time
to develop relationships and to communicate ef-
fectively and in depth with patients and their
families. This implies that they should train their
staff to take a highly sophisticated view of each
of the dimensions of care—physical, psychologi-
cal, social, and spiritual. They should know when
and how to pay minute attention to a particular
problem in one of these dimensions and when to
pull back to take a broader perspective. One ex-
ample has to suffice to illustrate this issue. Two
patients were discussing the nurses on the ward.
One of them expressed a preference for nurse A,
"who always makes me laugh." Another dis-
agreed: "I prefer nurse B," she said. "You can be
serious with her." She then reported a conversa-
tion with nurse B in which it was clear that the
nurse had helped her come to terms with her can-
cer by a sensitive and sophisticated interaction in
which she had helped the patient clarify the dif-
ficulties she faced. When subsequently I reported
this conversation to a senior nurse, she observed
that both nurses had their strengths and their
weaknesses. Nurse A was the pet of the ward;
everybody loved her, and she loved everybody. A
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bright, attractive, cheerful girl, she had a pollyan-
nish ability to look on the bright side, yet her
contributions to ward discussions in which prob-
lems were discussed in depth were abysmal; she
never seemed to understand what was going on
under the surface. Nurse B, on the other hand,
was rather intense. She would spend hours talk-
ing in depth to one patient and ignore the needs
of others. She was similarly blind to the needs of
her colleagues, who often found themselves hav-
ing to do her duties because she was too intensely
involved with a patient to drag herself away. Ide-
ally, we all need to be able to move back and
forth between narrow and broad focus and to plan
our work in such a way that we can alternate the
two to the best advantage of the families we serve.

Most medical and nursing staff are "patient fo-
cused." We have been trained to put patients first,
and, while most of us pay attention to the fam-
ily when necessary, we tend to think of them as
an optional extra that we will take on if we have
the time. Sometimes family members become a
nuisance, demanding our time and interfering
with our attempts to treat "our" patients. We eas-
ily forget that their knowledge of and rights to be
with the patient are greater than ours. As long as
the patient is alive, families, too, often minimize
or deny their own needs, yet the patient's trou-
bles will soon be over, while those of the family
may just be beginning.

FAMILY PSYCHOLOGY IN A HOSPICE

It is part of the psychiatrist's responsibility to off-
set staff's bias toward patient care over family care
by flying a flag for the families (a role that social
workers are also well qualified to perform). One
of the most important tools of low-powered mi-
croscopy in hospice is the genogram. The
genogram is the shorthand key to the whole fam-
ily. It needs to be clearly displayed whenever a
family is being discussed in the team and referred
to in many of our interactions with patients and
their families. A turning point in the history of
St. Christopher's Hospice was reached when staff
agreed to place the genogram on the front page
of the case notes. Every nurse, doctor, and coun-
selor could then become familiar with the family
tree of every family in his or her care. The very
act of drawing the genogram indicates to the pa-
tient that our interest is broader than that of most

other medical and nursing staff whom they have
met. Having established the broad picture of the
family, it is possible to begin to examine in more
detail particular problems in one or other person
in the genogram. Most hospices now devote an
entire section of the case notes to the family, in-
cluding a continuing assessment of family needs,
which enables us to identify family members in
special need of our help both before and after the
patient's death. There is now a sizable body of re-
search into bereavement outcome that enables us
to identify risk factors before the patient's death
that predict who will do well and who badly af-
ter that event.22 Some hospices use formal meth-
ods of assessing family need, such as scoreable
questionnaires. These are valuable for research
purposes, but they lack flexibility. At St. Christo-
pher's, a semiformal method is used to flag issues
that need to be considered, but the global assess-
ment of bereavement need and the decision
whether to offer proactive counseling after be-
reavement is now made by a social worker rather
than by a "risk score."

The psychiatrist brings sophistication on psy-
chosocial issues, and we need to be able to focus
and to train other members of the team to focus
on these issues when the need arises. The best
way to do this is to hold case conferences at which
we can discuss psychological problems in the fam-
ily with other members of the team. To ensure
that the necessary time is devoted to exploring
the ramifications of the problems under discus-
sion, it is seldom a good idea to discuss more than
one or two families in a conference of one hours
duration. The psychiatrist chairs these and takes
an active part in leading the discussion. By ask-
ing the right questions and suggesting possible ar-
eas for further exploration, we are demonstrating
how we think about families and enabling staff
to do the same. In time, staff will become so-
phisticated in this area, and visiting psychiatrists
who have participated in such groups have been
surprised at the high level of discussion of family
dynamics.

Consultations with patients and family mem-
bers who have been referred to the liaison psy-
chiatrist constitute another opportunity to teach
staff, and it is important to leave sufficient time
to provide feedback to the staff on our formula-
tion of the problem. Most hospices now adopt a
style of care that assigns one or a small number
of nurses to each family, and it is important for



Hospice: A Psychiatric Perspective 9

psychiatrists to meet with a member of that group
to find out how the members see the problem and
to share our views. This also helps us to become
a part of the team.

EDUCATIONAL ROLES

An important function of hospices in Great
Britain is to educate members of the caring pro-
fessions in the skills of palliative and bereave-
ment care. Their staffs develop high levels of ex-
pertise in these areas, and many hospices are
recognized as centers of excellence with appro-
priate facilities for study. Both external courses
and in-service training are offered, and many staff
members come for a limited period to work in the
hospice before moving to other settings.

Psychiatrists have useful roles to play in these
training programs. If alternative expertise is not
available, it may be necessary to teach basic-level
programs in the assessment and management of
anxiety, fear, psychological trauma, bereavement,
confusion, attachment problems, and family dys-
function. Over the years at St. Christopher's Hos-
pice, I have been able to hand over most of this
basic training to other professional staff, many of
whom were originally trained by me. I now tend
to limit my training to advanced-level courses,
case conferences, research meetings, and other
special meetings.

Hospices can offer useful placements to trainee
psychiatrists at the senior level who have an in-
terest in liaison psychiatry. It is, of course, essen-
tial for them to receive proper supervision in this
work from the hospice's consultant psychiatrist,
since the skills they have learned elsewhere are
of only limited value in this setting.

THE STAFF "FAMILY" IN A HOSPICE

Most hospices are small units in which all mem-
bers of the team get to know each other well, and
it is this community that the visiting psychiatrist
will get to know. Hospices tend to attract caring
people who look after one another as well as look-
ing after the families they serve. In many ways
they resemble large families, and, while it is of-
ten a privilege and a pleasure to become part of
such a family, we should also expect to find the
same problems that can beset large families. Hos-

pice teams, however caring, are not immune to
the problems of rivalry, power struggles, and
change that can undermine security and trust and
render any family dysfunctional. The loss of es-
tablished staff members who leave and are re-
placed by new people often upsets the security of
a well-functioning team, as do sickness or end-
of-tether behavior among staff, who may have
problems outside the hospice that affect their
work. Circumstances of this kind, which occur in
all caring communities, may have a particular im-
pact in small teams that are working at full
stretch. In such circumstances, staff members of-
ten neglect their own and one another's needs.

In supporting staff, it is important for us to un-
derstand the difference between grief, which is
common, and burnout, which is probably rarer in
hospice than in other health-care settings. Grief
is, of course, the reaction to losses of all kinds,
and every nurse or doctor who cares about as well
as for people who are facing loss must be prepared
to share it. The staff of hospices, because they
have to cope with a death rate that is higher than
that in any other setting, must learn to live with
grief. At times, particularly when a death was not
expected, when we have become more than usu-
ally involved, or when we have failed to achieve
the goals that we have set ourselves, our grief, as
well as that of the families we serve, may become
hard to bear. At such times, it is important for
staff to know that they can share their own grief
with colleagues without being labeled "weak" or
creating undue anxiety. As one nurse at St.
Christopher's Hospice said, "I have learned to cry
here." She meant that she had discovered that it
was not only patients and their relatives who
need and are permitted to express grief in this set-
ting. She had discovered that, when sad things
happened, she could withdraw briefly and cry on
the shoulder of a friend; she then felt better and
could return to the fray.

These problems are not fundamentally differ-
ent from those that occur in all settings for pal-
liative care, and they are discussed in more detail
elsewhere in this volume (see chapters 21 and
22). They are emphasized in this chapter on hos-
pice because of the special prominence that they
receive in that setting and the special opportu-
nity that exists in such caring communities to
tackle the problems at both individual and insti-
tutional level. At the institutional level, the or-
ganization of a well-functioning staff support net-
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work, which usually includes the psychiatrist, is
explicit and important. Everyone acknowledges
the importance of spending time communicating
with patients and their families, but staff may
need to be reminded of the importance of spend-
ing time communicating with one another.

THE HOSPICE IDEAL AND

ITS PROBLEMS

Many of those who choose to work in hospices
have very high ideals. They expect a great deal
of themselves and of each other. Hospices are reg-
ularly portrayed as "wonderful" places in which
the "atmosphere" is always peaceful. To some ex-
tent this is a sales pitch by fund-raisers, but it also
reflects everyone's need to believe that hospices
have some magical means of calming the fears of
the dying and assuaging the pains of grief. In the
early days of hospice, many of our patients had
suffered greatly before they came to us, and their
gratitude and relief when their pain was relieved
helped to create the myth that everybody dies
happy in a hospice. Today this is less likely to be
the case, and we may have to work hard to re-
lieve the complex social and emotional problems
that we meet. We shall not always succeed. These
things considered, it is not surprising that some
staff are disillusioned and blame the hospice that
does not live up to their exalted expectations;
others blame themselves. As one who has worked
in hospices for nearly 30 years, I have to say that
hospice care can be a rewarding field of work—
on balance, the gains outweigh the losses—but
we must be prepared for failure as well as for suc-
cess, and we must take the rough with the
smooth.

Within the hospice there is a danger that peo-
ple will collude with the myth of hospice by keep-
ing their problems to themselves and pretending
that all is well. Psychiatrists are, or should be, bet-
ter than some at reading unspoken messages and
recognizing the true situation. We can then give
people permission to be human.

Another feature of most hospices is the value
that they place on spiritual and religious aspects
of care. This, too, is a mixed blessing. If, by spir-
itual care, we mean an attempt to help people to
find meaning in their lives at a time when many
feel that life has lost its meaning, then spiritual
care is as much a part of the role of the psychia-

trist as it is of the chaplain. We should all be seek-
ing to learn to speak the spiritual language of our
clients (which may or may not be a religious lan-
guage) and to help them to make sense of their
lives. On the whole, hospice staff are against pros-
elytizing, although many of them have a strong
faith of their own. Problems arise if they assume
that any expression of irritation, anger, or grief
by themselves or others is evidence of selfishness
or of lack of faith. This causes them to adopt a
perpetual smile and a polite manner that can be
most annoying to people who are spoiling for a
fight or who may not feel like smiling back. As
one patient put it, "They're all too bloody nice
here!" If such staff members should be human
enough to lose their temper or "break down," they
may need a lot of reassurance that we do not
think any the less of them. Humanity is better
than niceness.

Contrary to popular belief, psychiatrists and
priests are not rivals. Each brings certain skills
and viewpoints that may complement those of
the other. Each is perceived in different ways by
clients, and this too colors the opportunities for
and types of communication that they have with
patients and their families. Thus, the psychiatrist
can prescribe drugs but not rituals; the priest can
say a prayer with a patient but will be regarded
with suspicion if he or she asks questions about
intimate matters. Priests are well trained in the-
ology, but their knowledge of psychology may be
poor, whereas the opposite is true of the psychi-
atrist. Some people eagerly seek the help of a
priest but want nothing to do with a psychiatrist;
others distrust all priests but respect psychiatrists.
It follows that the hospice chaplain and the priest
need to work together, to learn each other's roles
and to respect each other if they are to be of the
best value to their clients. It helps if psychiatrist
and chaplain can meet regularly at case confer-
ences or other settings in which they can help
each other.

Psychiatrists can make or mar their reputation
in the close-knit community of a hospice when
things go badly wrong. Perhaps a patient has com-
mitted suicide, morale in a team has collapsed,
several nurses have resigned, and/or a much-
loved member of the senior staff has been found
to have cancer. Events of this kind threaten the
functioning of the entire group. It is important
for us to keep our ear to the ground and take ac-
tion, if possible, before people start to burn out.
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The action is, of course, no different from the ac-
tion that is needed when families are at the end
of their tether. We need to meet with all of those
affected by the situation and show them that we
care. A group meeting can be a good place to re-
assure people of our concern for them and our
confidence in them. This done, they may feel se-
cure enough to share their thoughts and feelings
and to support one another. The psychiatrist acts
as a facilitator, a shoulder to cry on, a surrogate
parent, and a punching bag.

It will be clear from what has been said that
hospices are not fundamentally different from
most other settings for palliative care. Their staffs
are often more cohesive than most, staffs should
be more highly trained in psychosocial skills, and
they often have the advantage of a higher
staff/patient ratio than other settings. Their high
reputation may attract funds that are not avail-
able to others who are just as deserving, but it
also places on the staff expectations that may be
hard to meet. Hospices excite envy, suspicion,
adulation, and magical expectations, none of
which are justified. Even so, they achieve a great
deal and are rewarding places to work.
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Care and Management of the Patient
at the End of Life

Edwin H. Cassem, M.D.

A t the end of life, suffering comes in many
forms. Palliative care may require an inten-

sity that rivals that of curative care. Keeping the
patient clean despite nearly continuous inconti-
nence or diarrhea, neutralizing unpleasant odors,
frequently suctioning copious bronchial secre-
tions, controlling peripheral and pulmonary
edema, preventing bedsores, containing agitated
delirium, and fighting the psychosocial forces that
can lead to family fragmentation can tax the in-
genuity and equanimity of the most skilled health
professionals.1"5 To the list of symptoms requir-
ing palliation at the end of life must be added
those of psychiatric illness and the psychosocial
and spiritual suffering these patients face. For pa-
tients in this predicament, the request for psy-
chiatric consultation comes most commonly with
major depression, delirium and organic brain syn-
dromes, substance abuse, difficulty grieving the
pending loss that death will bring, treatment-re-
sistant continuous pain syndromes, and person-
ality disorders, where the patient's splitting, hos-
tility, treatment rejection, litigation threats, or
outrage at having the illness disrupt the rela-
tionships with family and treatment team. There
may also be denial and an inability to accept di-
agnosis or treatment, unrealistic hopes for mira-
cles, persistent questions such as why there is no

improvement, anxiety, often extreme, with near
panic and unspecifiable fears about dying, am-
bivalence and guilt, for example, the ambivalence
felt by a daughter with vaginal cancer on learn-
ing that the diethylstilbestrol her mother took
during pregnancy is implicated, and the guilt felt
by her mother; and concerns over how to handle
unrelated bad news, for example, whether a dy-
ing person should be told of a relative's death
when ability to tolerate another trauma is seri-
ously questioned.^' ''"^ Religion and spirituality
are often extremely important for patients and
family at the end of life, and support in this realm
is an essential feature of palliative care.9'10

When a patient is dying, the entire family is
the appropriate focus for medical treatment. A
family member may be the first to notice a diffi-
culty (such as a personality change) and there-
fore serves as an indispensable historian. Or a
family member may have more difficulty coping
with the illness than the patient and because of
his own needs irritate caregivers, distract them
from the patient, claim the patient, not he, is
anxious, cause isolation of physicians from the
family (physicians may time their visits to the pa-
tient to avoid the family), and seriously jeopar-
dize treatment and the chance to make death
meaningful and dignified.

13
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CARE OF THE PERSON AT THE END
OF LIFE

Preliminary Considerations

Breaking Bad News

Because so many reactions to the news of diag-
nosis are possible, it is helpful to have some plan
of action in mind ahead of time that will permit
the greatest variation and freedom of response.
When the diagnosis is made and it is time to in-
form the patient, the physician should sit down
together with the patient in a private place. The
spouse (and sometimes family) should be in-
cluded in the discussion unless there is a good
reason not to do so. If at all possible, the patient
should be informed well ahead of time that when
all the tests are completed, the physician will sit
down with him to go over the information and
treatment plans in detail. If the patient is an in-
patient, the physician should sit down to deliver
bad news. Standing while conveying bad news is
regarded by patients as unkind and expressive of
wanting to leave as quickly as possible. If the pa-
tient is tested as an outpatient and returns home
before test results are known, she should be told
that diagnostic information is far too important
to convey by phone and a meeting to discuss the
results arranged. Patients who learn bad news by
phone commonly label that approach as thought-
less, even though they may have asked for infor-
mation. As the appointed day of discussion ap-
proaches, the patient should be warned again.
This permits those patients who wish no or min-
imal information to say so.

When the findings are threatening (e.g., when
a biopsy is positive for malignancy), how can the
news best be conveyed? A good opening state-
ment is one that is (1) rehearsed so that it can
be delivered calmly, (2) brief (three sentences or
less), (3) designed to encourage further dialogue,
and (4) reassuring of continued attention and
care. A typical delivery might go as follows: "The
tests confirmed that your tumor is malignant [the
bad news]. I have therefore asked the surgeon [ra-
diotherapist, oncologist] to come by to speak with
you, examine you, and make recommendations
for treatment [we will do something about it]. As
things proceed, I will discuss them with you and
how we should proceed [I will stand by you]." Si-
lence and quiet observation at this point will

yield more valuable information about the pa-
tient than any other part of the exchange. What
are the emotional reactions? What sort of coping
is seen at the very start? While observing, one
can decide how best to continue with the dis-
cussion, but sitting with the patient for a period
of time is the most valuable part of this initial
encounter with a grim reality that both patient
and physician will continue to confront together,
possibly for a very long time.

Telling the Truth

Without honesty, human relationships are des-
tined for shipwreck. If truthfulness and trust are
so obviously interdependent, how can there be so
much conspiracy to avoid truth with the dying?
The paradoxical fact is that for terminally ill pa-
tients the need for both honesty and the avoid-
ance of the truth can be intense. Sir William
Osier is reputed to have said, "A patient has no
more right to all the facts in my head than he
does to all the medications in my bag." A rou-
tine blood smear has just revealed that a 25-year-
old man has acute myelogenous leukemia. If he
is married and the father of two small children,
should he be told the diagnosis? Is the answer ob-
vious? What if he has had two prior psychotic
breaks with less serious illness? What if his wife
says he once said he never wanted to know if he
had a malignancy?

Most empirical studies in which patients were
asked whether or not they wanted to be told the
truth about malignancy overwhelmingly indi-
cated a desire for truth. When 740 patients in a
cancer detection clinic were asked prior to diag-
nosis if they wanted to be told their diagnosis,
99% said they did.15 Another group in this same
clinic was asked after the diagnosis was estab-
lished, and 89% of them replied affirmatively, as
did 82% of another group who had been exam-
ined and found to be free of malignancy. Gilbert-
sen and Wangensteen16 asked the same questions
of 298 survivors of surgery for gastric, colonic, an
rectal cancers and found 82% wanted to be told
the truth. The same investigators questioned 92
patients who had advanced cancer and were
judged by their physicians to be preterminal and
found that 73 (79%) of the patients thought they
should be informed of their diagnosis.

How many patients do not want to know the
truth or regard it as harmful? The effects of blunt
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truth telling have been studied empirically in
both England and the United States. Aitken-
Swan and Easson17 were told by 7% of 231 pa-
tients who were explicitly informed of their di-
agnosis that the frankness of the consultant was
resented. Gilbertsen and Wangensteen16 ob-
served that 4% of a sample of surgical patients
became emotionally upset at the time they were
told and appeared to remain so throughout the
course of their illness. Gerle et al.18 studied 101
patients that were divided into two groups. Mem-
bers of one group were told, along with their fam-
ilies, the frank truth of their diagnoses. In the
other group, an effort was made to maintain a
conspiracy of silence with family and physician
that excluded the patient from discussion of the
diagnosis. At first, greater emotional upset ap-
peared in the group where patient and family
were informed together, but the investigators ob-
served in follow-up that the emotional difficul-
ties of the families of those patients shielded from
the truth far outweighed those of the patients and
families that were told the diagnosis simultane-
ously. In general, empirical studies support the
idea that truth is desired by terminally ill patients
and does not harm those to whom it is given.
Honesty sustains the relationship with a dying
person rather than retarding it.

Dr. Hackett saw in consultation a 5 7-year-old
housewife with metastatic breast cancer, now far
advanced. She reported a persistent headache,
which she attributed to nervous tension and asked
why she should be nervous. Turning the question
back to her, he was told, "I am nervous because I
have lost 60 pounds in a year. The priest comes to
see me twice a week, which he never did before,
and my mother-in-law is nicer to me even though
I am meaner to her. Wouldn't this make you ner-
vous?" . . . [He] said to her, "You mean you think
you're dying." "That's right, I do," she replied. He
paused and said quickly, "You are." She smiled and
said, "Well, I've finally broken the sound barrier;
someone's finally told me the truth."19

Not all patients can be dealt with so directly.
A nuclear physicist greeted his surgeon on the
day following exploratory laparotomy with the
words, "Lie to me, Steve." Individual variations
in willingness to hear the initial diagnosis are ex-
treme, and diagnosis is entirely different from
prognosis. Many patients have said they were
grateful to their physician for telling them they

had a malignancy. Very few, however, reacted
positively to being told they are dying. In my ex-
perience, "Do I have cancer?" is a common ques-
tion, whereas "Am I dying?" is a rare one. The
question about dying is more commonly heard
from patients who are dying rapidly, such as those
in cardiogenic shock.

Physicians today generally prefer to tell can-
cer patients their diagnoses. Oken's study of 1961
documented that 90% of responding physicians
preferred not to tell patients the diagnosis.20

WhenNovack et al.21 repeated this questionnaire
in 1979, 97% of responding physicians indicated
a preference for telling the cancer patient the di-
agnosis. One hundred percent of the physicians
said that patients had a right to know.

Honest communication of the diagnosis (or of
any truth) by no means precludes later avoidance
or even denial of the truth. In two studies, patients
who had been explicitly told their diagnosis (us-
ing the word "cancer" or "malignancy") were asked
3 weeks later what they had been told. Nineteen
percent of one sample17 and 20% of the other16

denied that their condition was cancerous or ma-
lignant. Likewise, Croog et al.22 interviewed 345
men 3 weeks after myocardial infarction and were
told by 20% of them that they had not had a heart
attack. All had been explicitly told their diagno-
sis. For a person to function effectively, truth's
piercing voice must occasionally be muted or even
excluded from awareness. On four consecutive
days I spoke with a man who had a widely spread
bone cancer. On the first day he said he didn't
know what he had and didn't like to ask questions.
The second day he said he was "riddled with can-
cer." On the third day he didn't really know what
ailed him. The fourth day he said that even though
nobody likes to die that was now his lot.23

Truth telling is no panacea. Communicating
a diagnosis honestly, though difficult, is easier
than the labors that lie ahead. Telling the truth
is merely a way to begin, but since it is an open
and honest way, it provides a firm basis on which
to build a relationship of trust.

Goals of Treatment at the End of Life

Saunders24 had stated that the aim is to keep pa-
tients feeling like themselves as long as possible.
For her, dying is also a "coming together time"
when patient, family, and staff help one another
share the burden of saying appropriate good-byes.
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For Kiibler-Ross25 the "unfinished business" of
the dying is reconciling and resolving conflicts
with loved ones and pursuit of specific remaining
hopes. The LeShans26'27 have deliberately cho-
sen not to focus on dying ("Death is a minor prob-
lem") but to search aggressively with patients for
what they wish to accomplish in living ("What
you do until then is a major problem, and we can
work on that.")- Weisman and Hackett28 have
coined the term "appropriate death." To achieve
this patients should be relatively pain-free, oper-
ate on as effective a level as possible within the
limits of their disability, recognize and resolve
residual conflicts, satisfy those remaining wishes
that are consistent with their conditions and ego
ideals, and be able to yield control to others in
whom they have confidence.

The final phase of a person's life deserves a
positive emphasis. Cassell29 has said that an in-
dividual life lived is a work of art. The end of life
is part of this artistic product, an opportunity to
affirm and celebrate the value of the life and what
this individual has accomplished, stood for, and
meant to others. While not many may be able to
say, as Cardinal Bernardine30 did a month before
he died, that "death is my friend," one might be
able to set positive goals, take as much control of
life as possible, and so live that the end of life be-
comes them as much as any other part of it. The
mother who faces premature death must decide
what and how she will tell her children about her
illness and approaching death and how to un-
derstand their reactions, support them, and pre-
pare them for their futures without her. What
does she want them to know and remember about
her? If they are older and in conflict, how can she
use her authority to encourage reconciliation?
How can she in general use the pulpit of the dy-
ing woman? Caring and planning for children,
spouse, friends, and work can preoccupy her con-
structively, giving her concrete goals to attain
and a way to sustain for self esteem.

Likewise, the core task for those who love the
dying person is to make the patient's remaining
time more comfortable and meaningful, and they
must examine their relationships to the dying per-
son. How can they help their loved one achieve
a dying time she can be proud of and participate
so that they themselves can be proud of their own
conduct during this time and begin preparing for
themselves a memorial of her with which they can
live comfortably for the rest of their lives?

Loss of a loved one is what frightens people
most when death appears on the horizon. Many
other relationships may also be threatened. Help
that rallies all to strengthen and improve their
relationships addresses this most frightening as-
pect of death, loss that feels like abandonment.

Perhaps more important than any other prin-
ciple is that the treatment be individualized. This
can be accomplished only by getting to know the
patient, responding to his needs and interests,
proceeding at this pace, and allowing him to
shape the manner in which those in attendance
behave. There is no one "best" way to die.

Hospice Care of the Terminally III:
Psychiatric Component

The World Health Organization (WHO) defines
palliative (or hospice) care as "the active total
care of patients whose disease is not responsive
to curative treatments."31 This definition does
not mention death, an acknowledgment that do-
ing so upsets some patients so much that they will
not accept hospice care even when it is desper-
ately needed. This is a common impasse to care.
One may have to implore the patient to accept
hospice care for the benefit of their family, and
occasionally the physician and family may request
hospice care despite the patient's opposition. The
goals of palliative care can be simply expressed as
aggressive minimization of the patient's burdens
and maximization of quality of life. The latter
generally is an effort to maximize independence
and the number of options available for the dy-
ing person, as well as an intense effort to make
the most of the person's relationships. Avery
Weisman has summarized the work of the final
phase of life as coping with disability, the main-
tenance of morale, and the search for meaning.32

Although most understand "palliation" as aimed
at physical comfort, this is gravely inadequate,
and palliation of psychiatric, psychosocial, and
spiritual suffering requires formal consideration
and effort.

A Comprehensive Approach to Pallia-
tion of Psychiatric, Psychosocial, and
Spiritual Suffering at the End of Life

Why have patients in the Netherlands requested
euthanasia? The most frequent reasons are: loss
of dignity, 57%; pain, 46% (but when pain is the
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only nociceptive number shrinks to 5%); unwor-
thy dying, 46% dependence on others, 33%; tired
of life, 23%.33 These reasons are all ultimately
psychosocial. Psychosocial suffering, as we see
from this, is even worse than physical suffering,
and requires in itself aggressive palliation. To
cover all forms of psychosocial suffering, the mul-
tiaxial system of DSM-IV is useful,34 and its cat-
egories are adapted here to describe what is re-
quired to make end of life care comprehensive.

Axis /

Axis I of DSM-IV includes all psychiatric disor-
ders. Although every disorder involves some sort
of suffering and therefore could be reviewed here,
only a few obviously relevant examples will be
discussed.

Major Depression. The more seriously ill a per-
son becomes, the more likely he is to develop ma-
jor depression.35 Because few forms of human suf-
fering match or exceed major depression, careful
vigilance for its appearance is necessary as is ag-
gressive treatment when it appears. Suicidal
ideation, rather than being accepted immediately
as understandable, requires the same thoughtful
examination that is demanded when it appears in
any other circumstance. Avery Weisman (per-
sonal communication) formulated the wish to die
as an existential signal that the person's convic-
tion "that his potential for being someone who
matters has been exhausted."

Depression is discussed in Chapter 2.

Anxiety. Anxiety disorders may or may not in-
tensify during a terminal illness but clearly re-
quire psychiatric attention when they do. Im-
pending death can generate severe anxiety in the
patients facing it, in their families and their
friends, and in those who take care of them.
When causes for panic, phobia, generalized anx-
iety, and other conditions have been sought by
the consultant and not found, the four common-
est fears associated with death are helplessness or
loss of control, sense of being bad (guilt and pun-
ishment), physical injury or symbolic injury (cas-
tration), and abandonment.36

In the clinical examination, a severely anxious
patient may not know what it is about death that
is so frightening. Memories of someone who died
of the same illness or associations to the illness

may produce specific material (e.g., it will be
painful or disfiguring). Truly disruptive anxiety
states may be related to the patient's develop-
mental history: defective ability to trust or unre-
solved dependency conflicts, e.g., the fear of help-
lessness, and the loss of control. Conflicts over
guilt and castration are lifelong. The worst anx-
iety encountered may be that associated with de-
fective maternal bonding, where abandonment
appears to be the object of fear. An example is
the dying daughter, now overwhelmed by anxi-
ety she cannot pinpoint or understand, for whom
separation from mother has always been a major
unresolved issue. Where the mother is available
and willing, therapy of both simultaneously can
be helpful, but since death's separation seems so
irreversibly final, considerable discomfort may re-
main throughout the time left for treatment.

Increased anxiety may be associated with spe-
cific memories and associations to the death of
parents or others one identifies with (as the
woman whose family members died of breast can-
cer or the AIDS patient who tended a lover dy-
ing of it), where the patient pictures the same
fate for herself, for example, agonizing pain or a
violent scenario with excessive use of technology.
Such stories may not come to light without ex-
plicit questions.

For further discussion on palliation of anxiety,
see chapter 4-

Delirium and Dementia. Cognitive difficulties are
common. Concomitant confusion, wandering, sun-
downing, agitation, and belligerence add signifi-
cant distress for everyone involved. Successful con-
trol of these difficulties (see chapters 6) makes an
invaluable contribution to the care of the dying.

Axis II

Axis II in DSM-IV is used for reporting person-
ality disorders (e.g., paranoid, schizoid, narcissis-
tic, borderline, antisocial, dependent) and men-
tal retardation. It may also be used for noting
prominent maladaptive personality features and
defense mechanisms. Because interpersonal rela-
tionships are the single most powerful supporting
force at the end of life, these factors regularly
complicate relationships, and during the last
phase of life may pose obstacles to harmonious
relations and quality of life. One skilled in han-
dling traits like dependency, passive aggressive-
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ness, hostility, and a histrionic style can provide
for caregivers and family advice that lighten the
burdens on everyone. When a personality disor-
der is severe, care may be disrupted unless pro-
fessional intervention comes to the rescue.

Dependency on others is hard for many to tol-
erate. It was third on the list of reasons why those
in the Netherlands requested euthanasia. One of
the demands of maturity is to accept help from
those we trust. Yet resolves like "If I have to be
diapered by someone, that is where I draw the
line" are not uncommon when persons think
about the end of life. It is perhaps inevitable that
we fear being a burden to others, especially those
we love. Nevertheless, it may be helpful to ask
patients who object to the work their illness im-
poses on family whether they feel that the work
is an unacceptable burden or an opportunity to
give something back to the dying person. Could
the patient's accepting help give her children a
chance to make a major contribution to a mean-
ingful death and feel proud of this accomplish-
ment and better about themselves, thereby cre-
ating a positive memory to hold onto the rest of
their lives?

Among the most unfortunate of dying persons
are those in the severely narcissistic or borderline
range of personality, as well as some persons with
a history of severe physical and sexual abuse. For
such people, a fatal illness is but one more act of
brutal victimization. Unfortunately, it may be dif-
ficult to believe that any physician, nurse, or care-
giver will do anything but victimize them further.
Help is therefore difficult if not impossible to ac-
cept and truth. Only a professional with psycho-
dynamic diagnostic and treatment skills may be
able to help such a person accept palliative care.
See the discussion in chapters 6.

Axis III

Axis III in DSM-IV is used for reporting current
general medical conditions that are potentially
relevant to the understanding and management
of the person's mental disorder. An illness that is
threatening or actually taking a person's life is a
major determinant of thought and feelings.

Palliation of the effects of the medical illness
itself is the primary goal of palliative care and is
a complex challenge requiring extensive exper-
tise. Freedom from pain is basic to every care plan
and should be achievable in 90% of cases. Pain

control for the cancer patient is described in de-
tail in chapter 9. Unfortunately, palliation is of-
ten equated simply with pain control. Even
though pain control in itself is so simple in con-
cept that any medical student can master the
principles in a few hours, physicians are repeat-
edly indicted for undertreatment of pain, whether
for outpatients with metastatic cancer37 or ter-
minal AIDS,38 or for patients dying in prominent
academic center ICUs.39 The same deficiencies
are reported in house staff40 and nurses,41 al-
though nurses with more education know signif-
icantly more.41 In his presidential address to the
twenty-fifth annual meeting of the Society of
Critical Care Medicine, John Hoyt said that the
ICU study "suggested that ICU physicians did not
listen to families. They did not know when to
stop treatment. They did not relieve pain and suf-
fering."42 Fear of addiction and harsh regulatory
threats continue to be cited as reasons for this
perplexing failure.43'44 Guidelines for cancer pain
management are widely publicized and avail-
able.45-46

Palliative care includes a vast number of prob-
lems more complicated than analgesia for noci-
ceptive pain and is the subject of several texts.1"6

The American Medical Association11 and the
American Board of Internal Medicine45 have
made available an educational resource docu-
ments on palliative care for all physicians.

Axis IV

In DSM-IV Axis IV is used to categorize psy-
chosocial and environmental stressors that may
be affecting the person's mental state. Here the
caption is used for systematic review of all the po-
tential psychosocial and environmental resources
that may be available to help improve the qual-
ity of life.

Family. For family and close friends, a fatal ill-
ness may be the only reality important enough to
resolve long-standing conflicts. Comments such
as "No mother wants to die with the thought that
her children will never speak to one another
again" may motivate individuals to rally to their
mother and cooperate to ease her last months.
Reconciliation may also result. Likewise, saying
to the family gathered around the patient, "And
I hope many years from now none of you will
think 'If only I had told Dad/Jane this or that.'
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You have time for this now." Making peace
should be high on the agenda. Specific plans for
the family are important: writing wills, clarifying
the family history, reviewing the high points of
family gatherings and achievements, undertaking
family projects like trips or photo album reviews,
and planning what sort of a funeral or memorial
service to have.

The end of life is an opportunity to give a gift
to the younger generation. When they are in-
cluded in all the planning, the meetings, the dis-
cussions, the activities, the care, and final atten-
dance at death, children learn that death need
not be violent or terrifying and that the answer
to mastering threat is contained in facing the loss
itself, when all loved ones rally to put finishing
touches on the relationships that are threatened.
We face our losses best together.

Occupation and Work. Work has been critical
for the self-esteem of many persons. The rela-
tionships made in the course of one's occupation
should be activated so that self-esteem can be
maintained and the sense given of a life lived
meaningfully. But the dying person is often too
disabled to get around easily; hence, mobilization
of friends, especially friends who have been out
of touch, needs deliberate attention. Many peo-
ple begin to feel less valuable when work ceases
or they retire. For them, the end of life may in-
tensify a sense of failure. Seeing old friends can
remind a dying person who he is, are, what he
has accomplished, and that he is still remembered
and respected despite the illness.

Recreational Activities. Old friends from athletic
teams; bridge groups, and clubs devoted to books,
vocal and musical performances, crafts, camping
and hiking, political activism, travel, and similar
pursuits represent a cadre of persons who knew
the sick person as healthy or "complete." In their
presence, no matter how changed by illness, one
can often recapture old moments and remember
former health, vigor, effectiveness, and normal-
ity, of which disease has deprived one. Having a
serious illness is itself justification for forming
new relationships, and self-help groups have been
exceptionally helpful for all kinds of sufferers.

Interests, hobbies, and pastimes, even though
pursued alone, represent a resource of pleasure.
Family members should help the sick person list
all the books, music, movies, and other forms of

pleasure and entertainment that were high points
or that brought regular pleasure. Not only can
these be obtained for the person during this time
of life, but long after the individual has lost the
strength to read or use recording devices, a loved
one can read to him, put on videotapes, and play
musical favorites. What were the favorite pas-
sages from the Bible, poetry passages, history, or
biography that were most comical, dramatic, up-
lifting, or inspiring? While visiting or attending
the sick person, a family member or friend can
sing or play a musical instrument, read the daily
headlines, or reminisce about meaningful past
events.

Rok of Religious Faith and Value Systems.
Lester47 and Feifel48 have reviewed much of the
conflicting literature on the relationship between
religious faith and fear of death. Other research
has tried to clarify the way belief systems func-
tion within the individual. Allport49 contrasted
an extrinsic religious orientation, in which reli-
gion is mainly a means to social status, security,
or relief from guilt, with an intrinsic religious ori-
entation, in which the values appear to be inter-
nalized and subscribed to as ends in themselves.
Feagin50 provided a useful 21-item questionnaire
for distinguishing these two types of believers. Ex-
perimental work51 and clinical experience indi-
cate that an extrinsic value system, without in-
ternalization, seems to offer no assistance in
coping with a fatal illness. A religious commit-
ment that is intrinsic, on the other hand, appears
to offer considerable stability and strength to
those who possess it.

Koenig et al.52 have shown that, for depressed
patients, stronger reliance on religion for coping
significantly reduced cognitive, but not somatic,
symptoms. Loss of interest, boredom, social with-
drawal, feelings of being downhearted and blue,
restlessness, a sense of failure or hopelessness, and
a sense that other people are better off were rated
as significantly less severe by religious patients.

One way of examining personal faith is to re-
gard it as another personal relationship, this time
with God. Although psychiatric training has of-
ten made practitioners suspicious of, hostile to,
or uncomfortable with anything associated with
religion, people who have a strong internalized
faith possess a resource that helps significantly to
negotiate a fatal illness. Exploration of this area
is mandatory.9'10
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Many patients are grateful for the chance to
express their own thoughts about their faith.
Faith is framed in psychological perspective sim-
ply as a relationship between the person and God.
The patient is asked about God via the same ques-
tions used to assess the quality of relationship
with a parent, friend, or any significant other. For
you, what sort of a person is God? Do you picture
God? Where? In what historical context was God
introduced to you? Warm, secure, pleasant? Cold,
scrutinizing, punitive? Does God regard you as a
favorite? A black sheep? What sort of trust is
there, you for God and vice versa? Does this sense
of relationship give you confidence that God truly
exists? What is the most powerful sense you have
had of God's presence? Do you doubt? When you
doubt, how is the sense of relationship affected?
In general, the person's ability to tolerate doubt
is a good index of the maturity of faith. If we
knew, faith would be unnecessary. Doubt, as Gre-
gory Baum said, is the shadow cast by faith.

Do you communicate with God? Pray? Do you
feel heard? Is communication a two-way process?
Do you have any sense of God speaking to you?
How? Do you get answers or ever feel certain of
getting a message in return? Do you (ever) feel
"in touch"? Cared about? Do prayers ever feel like
"dead letters" sent to an unoccupied address?
What then?

Discussing the terminal illness provides an ex-
cellent chance to inquire about the patient's view
of the age-old problem of evil. Given that you
have such a severe or life-threatening illness, just
where does God stand in this? Sympathetic? If all
good and loving, how could God permit it to hap-
pen to you? Do you feel supported? Punished?
Justly punished? Betrayed? Are you still able to
pray? How has all this affected your prayer or di-
alogue with God?

When the conversation touches death, it is an
opportunity to ask the patient's beliefs about an
afterlife. Is there anything after? Do you ever pic-
ture it? Does this comfort you somehow or in any
way ease some aspects of this illness? In general,
those persons who possess a sense of a benign per-
sonal presence of God, of being cared for and
watched over, will continue to do so, and it will
help them maintain tranquility in their struggle
with terminal illness. Firm religious convictions
signal that a consultation with the chaplain
should be discussed with the patient. The pa-
tient's own minister or rabbi, if available, usually

can provide many valuable facts and insights
about the patient and family and help uniquely
to smooth the overall course before death.

Religious persons ordinarily are part of a com-
munity of believers who can be unusually
thoughtful and generous in providing support.
Again, they may not have been informed of the
patient's plight and may need to be contacted.
Does the person feel some need of reconciliation
to God or to the community? Should the personal
clergyperson be contacted?

For those without religious ties, strong convic-
tions about life and values may be coded in a phi-
losophy of life. What is important? What princi-
ples or guidelines have you tried to live by? Is there
anything worth dying for? What are you proudest
of? These issues are the material out of which a dy-
ing person may confirm a sense of a life lived well
enough. If important persons have rallied to the
patient, there may also be the sense of living on
in their memories as an intact and valued person.

Society. A dying person may be burdened by
shame for actions censored or disapproved of by
others. A person who has committed a crime,
hurt a loved one, abandoned a family, or been
disabled by a chronic disease may feel disowned
by society. The intense work with caregivers and
friends to get through the end of life with courage
and graciousness can establish in such a person a
sense of being respected as a worthwhile, even
admirable human being.

Psychoeducational Group Treatment. Cancer pa-
tients who participate in a psychoeducational
treatment group gain significant advantages, in-
cluding improved mood, reduced anxiety, and
more adaptive coping skills. The most dramatic
benefit demonstrated so far is the significant pro-
longation of life demonstrated for both breast
cancer53 and melanoma54 patients. The Internet
is also a potential source of information, advice,
and electronic camaraderie.

Axis V

In DSM-IV, Axis V is used to report the clinician's
overall estimate of the patient's global function.
Here it is used as a reminder that maximizing func-
tion is a major goal of palliative care, namely that
quality of life be maximized to the extent that a
person can function as he or she wishes.
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When things go well, care of the dying is a
process of mutual growth. Just as the deteriora-
tion of another stricken by a fatal disease can
be threatening (we feel both horrified at the
prospect of the same happening to us and help-
less to assist), the response of the dying person to
the challenge may be not only edifying but an in-
valuable lesson in coping to everyone involved,
including caregivers.

Nonabandonment is one of the most impor-
tant principles in end-of-life care. Despite frus-
tration, seemingly unsolvable problems, and re-
lentless deterioration, one must learn that one's
presence itself is of value. Near the end of life a
patient may be too weak to communicate by
speech, and sometimes consciousness itself is dif-
ficult to assess. Most patients who have lost the
ability to communicate have a period when they
can still hear or perceive those in attendance.
Family feelings of helpless can be minimized by
planning to read specially meaningful passages to
the dying person, such as the daily headlines, fa-
vorite authors or columnists, poetry, passages from
the Bible, the Dow Jones average, sports scores,
letters new and old, and so on. Conversations
should make natural reference to the person as if
hearing and understanding were intact. Singing
favorite songs, playing favorite music, or praying
aloud may increase the sense of unity and purpose
for the family. Although the patient may never
be able to tell us how important that time is, an
occasional incident will do so dramatically, as
when a supposed "unconscious" person suddenly
smiles appropriately, gestures, or even voices grat-
itude for the attention given her, which is very
rewarding for loved ones in attendance.

One hopes that this mutual work at the end
of life will have ratified the dying person's sense
of self and given the family, friends, and care-
givers a sense that they have provided good care
and safe passage. The memory of the final phase
of the sick person's life, though sad because of the
loss, can be cherished with satisfaction and pride.

DIFFICULTIES FACING THOSE WHO
CARE FOR THE DYING10

First in psychological importance among the
caregiver's responsibility to the dying person is to
understand. To do this, as Saunders55 says, is
"above all to listen." What is the experience like?

A suffering person often wants to communicate
how awful a fatal illness is. Words are often ir-
relevant. "When no answers exist," says Saun-
ders, "one can offer silent attention."

The best way to recognize and acknowledge
the person's worth is to get to know those fea-
tures of his history and nature that make him
unique. The empathic effort takes its toll, most
often by the insights the patients give us about
ourselves. Their needs and vulnerabilities bring
us face to face with our own. The relentless ap-
proach of death for a patient with cancer or AIDS
may leave him with feelings of terror, hopeless-
ness, and despair—which tend to be contagious,
intensifying our feelings of impotence.

At this point our own helplessness and despair
may endanger the patient, causing us to avoid him,
retreat, neglect him, or even, feeling he would be
better off dead, convey to him how burdensome
he is to us. This can be devastating to the help-
less person who looks to his doctor or nurse for
some sense of hope. Hence, the greatest psycho-
logical challenge for caregivers is to learn to live
with these negative feelings and to resist the urge
to avoid the patients—actions that convey to the
patient, not that it is difficult for us, but that he
no longer matters. Fortunately, most patients, feel-
ing that they are acceptable to their caregivers no
matter how scared, disfigured, or miserable they
are, find resources within and make what they can
of each day. That sort of shared experience is an
opportunity to grow for both persons.

Certain traits make these empathic difficulties
hazardous for some caregivers. Dependent persons
who expect patients to appreciate, thank, love,
and nurture them are unconsciously prone to ex-
haust themselves regularly by "doing too much,"
a pattern that may be sustainable for a patient
with the capacity to nurture the caregiver but has
a disastrous outcome when the patient is com-
pletely depleted or intractably hostile. The harder
the caregiver strives, the less rewarding the work.
Exhaustion and demoralization follow. Some
caregivers want to please every physician they
consult and come to similar exhaustion because
many of the patients cannot improve.
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T~"\epression is recognized as the most common
JL/ mental health problem that arises in the pal-
liative-care setting, yet it is also a construct that
is widely misunderstood. The term "depressed" is
so ubiquitous in colloquial expression that its spe-
cific clinical meaning, as a diagnostic term identi-
fying a discrete and treatable syndrome, is often
blurred. This blurring can be reinforced by the fact
that depression does not occur with a clearly bi-
modal distribution separating patients who are de-
pressed from those who are not. Rather, there is a
continuum of severity for depressive symptoms,
and somewhere along that continuum individual
clinicians must make decisions about with whom
to initiate treatment. In the case of patients with
medical illness, these treatment decisions are ap-
parently not being made as often as is warranted
by the available data, because depression still tends
to be underdiagnosed and undertreated.1'2 For ex-
ample, Goldberg and Mor3 found that only 3% of
patients with terminal cancer were being treated
with antidepressant medications, despite a sub-
stantial body of evidence demonstrating that the
prevalence of depressive disorders in this popula-
tion is much higher than average.

The goal of this chapter is to provide an
overview of the topic of depression in palliative
care, with a specific emphasis on patients with
advanced cancer. It addresses such issues as rea-

sons for the underdiagnosis of depression, prob-
lems and options in diagnostic assessment, cur-
rent knowledge about the prevalence and risk fac-
tors for depressive disorders, and treatment
considerations for clinical management.

REASONS FOR THE UNDERDIAGNOSIS
OF DEPRESSION

Massie4 has discussed several reasons that clini-
cians tend to be hesitant in diagnosing and treat-
ing depression in patients with advanced cancer.
First, many clinicians believe that depression, even
if quite severe, is a completely appropriate reac-
tion to the circumstances surrounding the patient's
illness. In this event, clinicians may consider the
initiation of treatment as interference with the
process of coming to terms with death and dying.
Second, clinicians may minimize the significance
of depression and believe that almost all dying pa-
tients are "depressed," as manifested in expressions
of sadness, fear, or occasional tearfulness.

Another issue for clinicians who do intend to
initiate treatment is that they may be uncom-
fortable with their options. There is the concern
that patients with severe medical illness will not
be able to tolerate the side effects or drug inter-
actions associated with the addition of an anti-
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depressant to their regimen. Hence, these clini-
cians may take a very conservative approach
when prescribing antidepressants, perhaps limit-
ing their clinical effectiveness. The utility of psy-
chotherapy, on the other hand, has been less well
validated in this population, requires specialized
training, and may not work quickly enough to be
of primary therapeutic value for patients with a
limited life expectancy.

Sometimes clinicians are also uncomfortable
in probing too deeply into the psychological ex-
periences of their patients. This may be due partly
to a genuine sensitivity to the individual's care
and a desire not to be intrusive regarding personal
concerns that might get the patient upset.5 Partly,
it may also be due to clinicians' own discomfort
in responding to the psychological issues of their
dying patients. Whatever the reasons, it is com-
mon for clinicians to use various distancing tac-
tics to contain the expression of emotional dis-
tress. These tactics include giving false
reassurance to the patient with overly positive
statements and selectively attending to patient
disclosures of physical, rather than psychological
concerns.6 In general, professionals who work
with the medically ill are not very accurate at es-
timating the level of psychological distress of
their patients.7"9 This is not simply a shortcom-
ing on the part of caregivers, however; patients
themselves can be quite sensitive to the possibil-
ity of causing discomfort among those around
them. Hinton,10 for example, found that 11% of
patients in the final weeks of life completely con-
cealed their feelings from others, while a further
35% were reticent about self-disclosure.

These are unfortunate barriers to the recogni-
tion and treatment of depression in palliative
care, because, in fact, not all patients with ter-
minal illness are depressed, and those who are can
often be helped significantly with prompt diag-
nosis and well-managed intervention.4'11 The
consequences of failing to treat depression can in-
clude a reduction in the patient's quality of life
and greater difficulty in managing the course of
the patient's illness, resulting in earlier admission
to inpatient or hospice care.12'13

investigation, physical diagnosis, and therapy
with protocols that involve varying degrees of
pain and trauma. Each of these phases has psy-
chological consequences. For example, the in-
vestigative phase may be associated with consid-
erable fear as one prepares for the possibility of a
catastrophic diagnosis. After diagnosis, many pa-
tients experience a sense of numbing shock,
punctuated by periods of anxiety and dyspho-
ria.4>11 Active treatment may entail disfiguring
side effects and pain that tax one's psychological
resources. Throughout these periods, the threat
of loss of physical integrity, the possibility of de-
terioration in mental and functional capacities,
changes in family and social roles, increasing de-
pendence on the medical system, as well as the
ultimate prospect of death, can all serve as sources
of chronic mental strain. In general, patients may
turn to a variety of strategies in order to cope with
the distress associated with these events. Al-
though their ways of coping may range from frank
denial to stoic acceptance, some investigators
have found that those who adopt more active
strategies (e.g., seeking social support; construc-
tive problem solving; focusing on the positive)
may show better long-term adjustment than those
who rely more often on passive-avoidant strate-
gies (e.g., social withdrawal; rumination14"17).
Nevertheless, the emotional consequences of
coping with a life-threatening illness may include
periods of anxiety, sadness, fatalism, and grief, all
of which can be considered part of the normal
adjustment process.11'17 However, when the ex-
perience of depression becomes especially severe,
pervasive, and prolonged to the point of inter-
ference with functional abilities, then the likeli-
hood of a clinically significant depressive disor-
der is high.

ASSESSMENT OF DEPRESSION

There are two broad types of assessment proce-
dures for depression that are in common use:
criterion-based diagnostic systems and self-report
measures.

COPING WITH CANCER

By the time patients approach the palliative stage
of care, most will have gone through a process of

Criterion-Based Diagnostic Systems

Criterion-based diagnostic systems include the
Diagnostic and Statistical Manual of Mental
Disorders, fourth edition (DSM-IV),18 or its pre-
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decessors (DSM-III; DSM-III-R) and the Re-
search Diagnostic Criteria (RDC19). These
systems are based on the assumption that de-
pression is a distinct syndromal disorder charac-
terized by a constellation of symptoms, of a cer-
tain minimal level of severity and duration, that
are associated with impairment in functional
and social roles. The DSM-IV criteria for major
depressive disorder, the most severe and well-
documented diagnosis within the depression
spectrum, are shown in Table 3.1. There are two
core criterion symptoms for major depression in
the DSM-IV—depressed mood and anhedonia,
a marked loss of interest or pleasure in activi-
ties. In order to qualify for the diagnosis, a pa-
tient must exhibit 1 of these core symptoms,
along with at least four other symptoms from the
criterion list. In cases where the depressive syn-
drome is clearly caused by the direct physiolog-
ical effect of a medication or other psychoactive
substance, or by metabolic or neurochemical dis-
turbances created by the disease process, then
the diagnosis of mood syndrome secondary to
the general medical condition would be more
appropriately.

Issues in the Assessment of
Depression in Palliative Care

The core criterion symptom of loss of interest or
pleasure in activities merits some discussion when

applied to patients in palliative care. Ultimately,
all patients with advanced cancer experience a
functional decline that restricts their physical abil-
ity to participate in activities. Furthermore, some
disengagement from areas of interest that were of
secondary importance are common among indi-
viduals who refocus their priorities to areas of
deeper significance. When anhedonia is pervasive,
however, and extends to a loss of interest or plea-
sure in almost all activities, including the social
comforts of interaction with family and friends,
then most authors consider it to be a valid crite-
rion for the assessment of depression.11'17

In addition to major depression, there are
other diagnoses that have depressed mood as a
central presenting feature. Minor depression is
similar to major depression but requires fewer
symptoms in order to qualify for a diagnosis (two
to four symptoms in total). Like major depression,
minor depression is considered to be an episodic
disorder. Dysthymia, in contrast, is defined as a
chronic condition characterized by low-grade de-
pressive symptoms that persist for at least two
years. Adjustment disorder with depressed mood,
on the other hand, describes a relatively short-
lived maladaptive reaction to stress. This diag-
nosis requires that a patient's depressive response
to the stressor must be "in excess of a normal and
expectable reaction."

The diagnosis of adjustment disorder is a con-
troversial one in palliative care.4'17 It requires a

Table 3.1 DSM-IV Symptoms of Major Depressive Syndrome and Substitute Symptoms Recommended

by Endicott (1984)

Symptom Substitute

* Depressed mood most of the day
* Markedly diminished interest or pleasure in all, or almost all,

activities most of the day
Weight loss or gain (e.g., more than 5% of body weight in a month)

or decrease or increase in appetite
Insomnia or hypersomnia
Psychomotor agitation or retardation
Fatigue or loss of energy
Feelings of worthlessness or excessive or inappropriate guilt
Diminished ability to think or concentrate, or indecisiveness
Recurrent thoughts of death, or suicidal ideation or planning, or a

suicide attempt

Depressed appearance

Social withdrawal or decreased talkativeness

Brooding, self-pity, or pessimism

Lack of reactivity; cannot be cheered up

Note: One of the symptoms marked by an asterisk (*) must be present for a diagnosis of major depressive syndrome. Each symptom must also
meet severity (e.g., "most of the day, nearly every day") and duration (greater than 2 weeks) criteria. Finally, the symptoms must be judged to
cause clinically significant distress or impairment; they must not be due to the direct physiological effects of a medication or general medical
condition; and they must not be better accounted for by bereavement.
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subjective judgment as to what is a "normal and
expectable response" to catastrophic medical cir-
cumstances. If applied loosely, it risks over-
pathologizing the experience of some patients by
applying a potentially stigmatizing psychiatric la-
bel to what may be a normal display of grief.

In addition to the controversy surrounding the
diagnosis of adjustment disorder, a review of the
criterion symptoms of depression shown in Table
2.1 reveals another obvious problem: Several of
the defining symptoms are somatic in nature, and
therefore their validity for patients with advanced
medical illness can be questioned. Problems such
as weight loss, fatigue, sleep disturbance, and poor
concentration are common symptoms of the dis-
ease process in cancer, and they can also be as-
sociated with the side effects of treatment. In this
context, should they be allowed contribute to a
diagnosis of depression?

Several options have been proposed for han-
dling the issue of confounding somatic symp-
toms.20 The DSM-IV recommends that symp-
toms be excluded from consideration if they are
caused directly by a medical condition. In prac-
tice, however, this distinction can be a difficult
one to make. Technically, it also makes the stan-
dard for fulfilling diagnostic criteria more strin-
gent.21 For example, when all symptoms are in-
cluded, a diagnosis of major depression requires
that 5 of 9 criterion symptoms be present. If four
symptoms are then excluded because of possible
confounding with medical illness, then a patient
must have all five of the remaining symptoms be-
fore the diagnostic criteria for major depression
can be met. This is a very strict standard that
would identify only the most severely depressed
patients.

Cassem22 has pointed out that the risks of fail-
ing to treat depression because of false negative
diagnoses is greater, on balance, than the risks of
initiating unnecessary therapy on the basis of a
false positive. Hence, he suggests that it would be
better for clinicians to err on the side of caution
and include somatic symptoms in their diagnos-
tic assessments of the medically ill. When this ap-
proach is used, however, there is the possibility
that the prevalence rates of depressive disorders
among medical patients will be exaggerated.

As an alternative position between these ex-
clusive and inclusive approaches, Endicott21 has
proposed a substitutive method that removes so-
matic symptoms from the diagnostic criteria but

replaces them with different symptoms that ad-
dress other nonsomatic features of depression.
Endicott's proposed substitutions are presented in
Table 2.1, alongside the DSM-IV somatic crite-
rion symptoms that they are intended to replace.

Diagnostic Interviews

For research purposes, diagnostic assessments are
usually conducted using structured interviews
such as the Diagnostic Interview Schedule
(DIS),23 the Structured Clinical Interview for
DSM-III-R (SCID),24 or the Schedule for Affec-
tive Disorders and Schizophrenia (SADS).25

These interviews differ with respect to their de-
gree of structure and in the formats with which
the interviewer codes the patient's verbal re-
sponses. The DIS is highly structured so that it
can be used by lay interviewers in epidemiologic
studies, whereas the SCID and SADS are semi-
structured and are intended for use by clinicians.
With the DIS and the SCID, the interviewer is
required to code specific symptoms as being ei-
ther present or absent, whereas with the SADS,
the interviewer rates the severity of symptoms on
ordinal scales. All of these interview protocols
have been subjected to extensive checks for reli-
ability and validity.

If administered in their entirety, these inter-
views cover a broad range of common mental
disorders. However, they can be very time-
consuming, which seriously limits their use in
palliative-care settings. More commonly, investi-
gators may choose to administer only the mod-
ules within an interview that address the prob-
lem of depression. For example, Chochinov et
al.26 administered the depression module of the
SADS to patients with advanced cancer in an in-
patient palliative-care unit. They found that the
inter-rater reliability for the RDC diagnoses of
major or minor depression was kappa = .76,
which reflects substantial agreement comparable
to the levels found in studies of the general pop-
ulation or psychiatric patients.

Recently, Spitzer et al.1 have developed a brief
screening protocol for use by primary-care clini-
cians that seems to have good applicability to pal-
liative care. The Primary Care Evaluation of
Mental Disorders (PRIME-MD) uses a two-stage
approach to review the DSM-IV criteria for ma-
jor depression, minor depression, and dysthymia.
In addition, it addresses the common anxiety syn-
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dromes of panic disorder and generalized anxiety
disorder and provides a brief screen for alcohol
abuse. In the first stage, the patient completes a
one-page self-report checklist that covers only
the most central symptoms of each disorder, us-
ing a simple yes/no response format. Using a
structured interview guide, the clinician follows
up on those symptoms acknowledged on the
checklist (ensuring that they meet DSM-IV
severity and duration criteria) and probes the re-
maining symptoms required to make a diagnosis.
Spitzer et al. have found that the PRIME-MD
shows good concordance with independent diag-
noses made by mental health professionals and
can be completed within 20 minutes for 95% of
patients. Its brevity and comprehensiveness sug-
gest that the PRIME-MD would be a suitable
choice for both research and clinical use in pal-
liative care, although the self-report component
would have to be replaced with an interview ad-
ministration for the most severely compromised
patients.

Sometimes investigators have constructed
their own semistructured interviews for use in
palliative care, modifying the diagnostic criteria
to account for the unique circumstances of this
group of patients.27'28 This approach has some
disadvantages, however. The purpose of struc-
tured interviews is to enhance the reliability of
clinical diagnostic assessments. When well-
tested, psychometrically sound protocols are al-
ready widely available, new interviews must be
tested rigorously for their reliability characteris-
tics in order to represent an advance over exist-
ing measures. This has seldom been done in
palliative-care research. Hence, an expert panel
on the neuropsychiatric aspects of advanced can-
cer has recommended the utilization of existing
validated tools in prevalence and intervention
research.29

Self-Report Measures

In primary-care settings, nonpsychiatric clinicians
fail to identify depressive disorders in 46% to 67%
of the patients who qualify for a diagnosis on the
basis of structured interview assessments.1'2 This
low rate of concordance suggests that any meth-
ods than can increase the accuracy of identifica-
tion would be welcome additions to clinical care.
Accordingly, a considerable body of research has
examined the extent to which self-report mea-

sures can assist in this process, and some of this
research has focused on cancer patients.

Among the measures that have been used in
this context are the 11-item short form of the Beck
Depression Inventory (BDI-SF);30 the 14-item
Hospital Anxiety and Depression Scale (HADS);31

the 60-item General Health Questionnaire
(GHQ);32 the 8-item psychological symptoms sub-
scale of the Rotterdam Symptom Checklist
(RSCL);33 and the 11-item short form of the Car-
roll Depression Rating Scale (CDRS),34 which
Golden et al.35 validated for use with cancer pa-
tients. Although many other self-report measures
of depressive symptoms are available in the litera-
ture, the advantages of these particular scales is that
they have been developed or adapted for use with
medical populations and have been tested in vari-
ous groups of patients with cancer. Hence, infor-
mation is available regarding the optimal cutoff
scores for maximizing their concordance with the
criterion standard of structured interview diagnoses
administered by mental health professionals.

Table 3.2 provides an overview of studies with
cancer patients that have used receiver-operating
characteristics to determine the sensitivity (pro-
portion of clinically diagnosed patients who score
above the optimal cutoff on the questionnaire) and
specificity (proportion of nondepressed patients
who score below the cutoff) of different self-report
measures. There are two main findings from these
studies. First, even those that have used the same
screening questionnaire (i.e., the HADS) have
identified optimal cutoff scores that vary over a
wide range. The discrepancies appear to be related
to the characteristics of the patients and the type
and stage of disease and, more important, to the
range of depressive syndromes that are included in
the criterion-standard diagnosis. For example,
studies that include adjustment disorders identify
much lower cutoff scores than those that screen
only for the more severe major depressive episodes.

Second, none of the available questionnaires
provides perfect concordance with structured in-
terviews. Although some studies have reported
marginally higher sensitivities associated with
certain questionnaires,35"40 the trade-off is a
lower degree of specificity. In fact, the receiver-
operating characteristics of each of the question-
naires appear to be roughly comparable, indicat-
ing similar empirical performance for screening
depressed patients. Practically, therefore, consid-
erations such as a scale's brevity, simplicity, and
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Table 3.2 Screening for Depressive Disorders in Patients with Cancer: Sensitivity and Specificity of

Common Self-Report Measures

Measure/
Study

HADS
Hopwood et

al. (1991)36

Razavi et al.
(1990)37

Razavi et al.
(1992)38

RSCL

Hopwood et al.
(1991)36

CDRS

Golden et al.
(1991)35

CHQ

Madman et al.
(1989)39

BDI-SF

Chochinov et al.
(1997)40

VAS (100 mm)

Chochinov et al.
(1 997)40

Note: HADS = Host
BDI-SF = Beck Depr

Patients

Advanced
breast
cancer

Mixed
inpatients

Lymphoma
outpatients

Gynecologic
cancer

Oncology
inpatients

Mixed
palliative care
inpatients

)ital Anxiety and Depres
ession Inventory, Short ]

Criterion for
N Standard Diagnosis

81 DSM-III (depression
or anxiety disorders)

210 Endicott criteria
(major depression)

DSM-III (major
depression or
adjustment disorder)

117 DSM-III-R
(depression, anxiety
or adjustment
disorders)

65 DSM-III (major
depression)

126 ICD (depression or
anxiety disorders)

197 RDC (major or
minor depression)

ision Scale; RSCL = Rotterdam Symptom Chei
Form; VAS = Visual Analog Scale.

Cutoff
Score

>18

>19

>13

>10

3t11

>3

>11

>8

^55 mm

cklist; CDRS =

Sensitivity

.75

.70

.75

.84

.75

.87

.79

.79

.72

Carroll Depressioi

Specificity

.74

.74

.75

.66

.80

.62

.66

.71

.50

n Rating Scale;

specific item content should factor into decisions
about which ones to select for screening purposes.
The average sensitivity (0.78) and specificity
(0.71) values translate into estimates that about
22% of depressed patients will not score above the
cutoff on any particular scale, while the false pos-
itive rate will be in the range of 29% of patients
screened. Whether or not these error rates are ac-

ceptable depends on the purpose for which the
screening is being done. For clinical purposes, a
high false-positive rate is not necessarily a prob-
lem if screen-positive patients receive a follow-
up interview to confirm the diagnosis. A high
false-negative rate, on the other hand, presents a
greater difficulty because a significant number of
depressed patients will not be identified.
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Many reasons underlie the lack of concor-
dance between questionnaire assessments of de-
pression and criterion-based diagnostic systems.41

With questionnaires, for example, different pa-
tients can achieve similar summary scores from
strongly endorsing only a few items or from
weakly endorsing many items. The content of the
specific items in a questionnaire is also important.
With some questionnaires a patient can score
above the scale cutoff without endorsing any in-
dividual symptoms that would actually contribute
to the diagnosis of depression in a criterion-based
system. Finally, most depression rating scales cor-
relate highly with measures of anxiety as well as
of depression. For these reasons, some investiga-
tors caution that the most common self-report
measures of depression should really be used as
indices of general distress. Distress in this sense
may overlap with the construct of depression as
a syndromal disorder, but it is not equivalent.41

In palliative care, questionnaires can also pose
a burden for patients whose medical circum-
stances make it difficult for them to read. This
limitation underscores the importance of simple
measures for palliative case assessments, where
depression is typically only one of several impor-
tant symptom dimensions that must be reviewed.
For this reason, visual analog scales have come
into common use in palliative-care settings.42

Chochinov et al.40 have recently described the
screening characteristics of a 100-mm visual ana-
log scale of depressed mood (anchored at the end-
points with the descriptors 0 = "worst possible
mood" and 1 = "best possible mood"), which was
taken from the Memorial Pain Assessment
Card.43 The patients comprised a mixed group of
inpatients with advanced cancer, and the crite-
rion standard diagnoses were major and minor de-
pressive episodes defined according to structured
interviews. They found that the optimal cutoff
score (55 mm) provided less accurate screening
than the Beck Depression Inventory—Short
Form. Thus, visual analog scales seem to provide
a rather crude substitute for a careful diagnostic
interview.

Interestingly, Chochinov et al.40 also examined
a brief interview-based screening for depression,
which consisted simply of two questions address-
ing the core criterion symptoms of depressed mood
and less of interest or pleasure in activities. They
found that this method was actually quite accurate
in identifying patients who qualified for a diagno-

sis on the basis of the administration of a full in-
terview that covered all of the criterion symptoms
of depression. Hence, they recommended that this
type of brief screening be incorporated more rou-
tinely into clinical contacts.

In summary, then, the limitations of assess-
ments with the more common self-report mea-
sures of depression should be recognized. Self-re-
port and visual analog scales certainly have a role
to play in providing gross assessments when di-
rect interviews are not feasible, in providing ad-
ditional information for difficult cases, in quan-
tifying the severity of a depressive syndrome once
it has been diagnosed, and in monitoring change
over time. However, their efficiency as diagnos-
tic aids in palliative-care settings is unlikely to
approach that of a brief interview that directly
addresses commonly accepted diagnostic criteria.

PREVALENCE OF DEPRESSION

Table 3.3 presents the results of 14 studies that
have reported on the prevalence of depressive dis-
orders in groups of patients receiving care for can-
cer. All of these studies have used an interview
methodology in conjunction with a criterion-
based diagnostic system, which should ensure
some degree of methodological consistency across
investigations. Perhaps the most striking aspect
of the various results, therefore, is the degree of
discrepancy that has been reported across studies.
As is evident in Table 3.3, the prevalence of ma-
jor depressive disorder has ranged from a low of
1% of patients to more than 40%.44~50. This lack
of consistency in the research literature has im-
portant implications for clinical practice. Is de-
pression a common disorder that often goes un-
detected among patients with cancer,51 or have
clinicians tended to be overinclusive in their ap-
proach to diagnosis?52'53 Unfortunately, this con-
fusing situation probably does little to convince
practitioners, who may already be reluctant to
raise the issue of depression with their patients,
to take a more aggressive stance in their man-
agement of this problem.

On the other hand, the reasons for the dis-
crepancies across prevalence studies are begin-
ning to become clear. Partly, they may be due to
differences across settings. For example, Derogatis
et al.47 used the same interview protocol across
three centers of a multisite study and found that



32 Psychiatric Complications of Terminal Illness

Table 3.3 Prevalence of Depressive Disorders Among Cancer Patients

Study

Alexander et al.
(1993)44

Bukberg et al.
(1984)27

Chochinov et al.
(1995)45

Colon etal. (1991)46

Derogatis et al.
(1983)47

Evans etal. (1986)48

Golden et al.
(1991)35

Lansky et al.50

Power etal. (1993)28

Razavi etal. (1990)38

Spiegel et al.
(1994)49

Jenkins et al.
(1991)73

Fallowfied et al.
(1986)77

Dean (1987)78

Population

Mixed inpatients

Mixed inpatients

Mixed palliative-care
inpatients

Acute leukemia

Mixed inpatients and
outpatients

Gynecology inpatients

Gynecology inpatients

Mixed female
outpatients and
inpatients

Mixed palliative-care
inpatients

Mixed inpatients

Mixed outpatients

Recurrent breast cancer

Breast cancer

Breast cancer

N

60

62

200

100

215

83

83

505

81

122

72

22

101

122

Diagnostic Criteria

DSM-III-R

DSM-III (excluding
somatic symptoms)

RDC

DSM-III

DSM-III

DSM-III

DSM-III

DSM-III

DSM-III-R
(excluding somatic
symptoms)

Endicott Criteria/DSM-lll

DSM-III

DSM-III

DSM-III

RDC

Prevalence

1 3% (major depression)
2% (dysthymia)
1 7% (adjustment disorder

with depression)

42% (major depression)

8% (major depression)
5% (minor depression)

1% (major depression)
8% (any adjustment disorder)

6% (major depression)
25% (adjustment disorder

with depression)

23% (major depression)
5% (dysthymia)
13% (adjustment disorder

with depression)

23% (major depression)

5% (major depression)

26% (major depression)

8% (major depression)
52% (any adjustment

disorder)

22% (major depression)
14% (adjustment disorder

with depression)

32% major depression

21% major depression

1 0% major depression
18% minor depression

one center had almost three times as many pa-
tients as another center who were diagnosed with
psychiatric disorders. The authors concluded that
the more advanced disease that also character-
ized patients at the high-diagnosis center proba-
bly accounted for this unexpected finding. There
is also the possibility that the type of disease is
related to the prevalence of depression. Of the
studies shown in Table 2.3, the lowest prevalence
was found among patients with leukemia who
were about to be treated with bone marrow

transplation,46 whereas the highest prevalence
was found in inpatients with mostly solid tumors
and metastatic spread.27

In addition to patient-related factors, how-
ever, methodological issues represent a major
source of inconsistency. These methodological
factors include the diagnostic system that is used
to define the depressive disorders of interest. Al-
though the RDC and different versions of the
DSM systems are quite similar, they are not iden-
tical. Kathol et al.52 found that when the differ-
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ent systems were applied to the same group of pa-
tients, they differed significantly in the preva-
lence with which patients were diagnosed with
major depressive disorder. In that study, the RDC
resulted in a lower rate of diagnosis than the
DSM-III, by about 13%.

Another methodological issue concerns the
diagnosis of adjustment disorder. As noted ear-
lier, this is a controversial diagnosis when applied
to patients with life-threatening illnesses, and
many prevalence studies have not attempted to
address it. When it has been included, the preva-
lence with which these diagnoses are made is
quite high. It is not unusual, for example, for fully
30% to 50% of all cancer patients to be given the
diagnosis of adjustment disorder with depressed,
anxious, or mixed features.38'47

It is also noteworthy that studies that include
adjustment disorders as a separate diagnosis tend
to report lower rates of the more severe major de-
pressive disorder. In the six studies in Table 2.3
that addressed adjustment disorders, the average
prevalence of major depression was 12.2%. Of the
eight studies that did not consider adjustment dis-
orders, the average prevalence of major depres-
sion was almost double that figure, at 20.9%. Ev-
idently, then, patients are receiving different
diagnoses in different studies.

Chochinov et al.26 hypothesized that part of
the discrepancy in prevalence rates across studies
has to do with difficulties in agreeing on appro-
priate severity thresholds for specifying the
boundary between "normal" distress and mental
disorder. They also found that this distinction can
be a very subtle one to make. These investigators
administered SADS interviews, with ordinal rat-
ings of symptom severity, to 130 palliative-care
inpatients (a subject of the larger group described
in Table 2.3). The goal of the study was to ex-
amine the impact on the rates of diagnosis of rel-
atively minor differences in symptom severity rat-
ings for the core criterion symptoms. A
"high-threshold" diagnosis required a report of ei-
ther depressed mood at a moderate level of sever-
ity (e.g., the patient feels depressed "most of the
time") or a report that "almost all" activities are
less interesting or pleasurable. These thresholds
in fact correspond to those that are recommended
in the DSM-IV. A "low-threshold" approach al-
lowed slightly lower symptom severity levels to
contribute to a diagnosis. These lower-level
symptoms included reports of mild depression, in

which the patient "often feels somewhat de-
pressed," "blue," or "downhearted" (but not "most
of the time"), and less severe anhedonia (i.e., the
patient finds "most" but not "almost all" activi-
ties less interesting or pleasurable).

These relatively minor distinctions had a sub-
stantial impact on the rates of diagnosis. Con-
sidering major and minor depression together, the
high-threshold approach resulted in 13.0% of the
patients receiving a diagnosis, compared to 26.1%
with the low-threshold method. This type of
methodological detail would typically not even
be reported in an epidemiologic study, but it goes
some way to explaining the diversity of findings
in the empirical literature.

Another relevant issue concerns the extent to
which the inclusion of somatic symptoms in the
diagnostic criteria inflates the rate of diagnosis.
This issue was also examined by Chochinov et
al.,26 who found that the problem of confound-
ing by somatic symptoms interacted with the
problem of identifying appropriate symptom-
severity thresholds. Specifically, they compared
the prevalence rates associated with the use of
Endicott's substitutive criteria with those ob-
tained with the more standard RDC. They found
that with high symptom-severity thresholds, the
Endicott and the RDC systems were comparable.
When low thresholds were used, however, the
Endicott criteria resulted in lower rates of diag-
nosis. Thus, it appears that the inclusion of so-
matic symptoms in the diagnostic criteria does
not affect the identification of more severe pre-
sentations of depression. Patients with less severe
presentations, on the other hand, are more likely
to be diagnosed as depressed when an inclusive
rather than a substitutive approach is used.

In summary, this analysis of the available preva-
lence literature suggests that the following con-
clusions can be drawn. First, it appears that about
5% to 15% of patients with cancer will meet cri-
teria for major depression even when the most
stringent criteria are used. In the general North
American population, the rate of 1-month preva-
lence of major depression has been estimated at
1.6% to 4.9%.53'54 Thus, it seems clear that the
rate of depression is elevated among cancer pa-
tients. Furthermore, another 10% to 15% of pa-
tients present with symptoms that are somewhat
less severe. In some studies, these patients are con-
sidered to be "subthreshold" for a clinical depres-
sive disorder and are classified as not depressed. In
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other studies, they are apparently being diagnosed
with major depression, whereas in yet other stud-
ies they are being given the diagnosis of adjust-
ment disorder. Although there is currently a lack
of consensus on how these patients should be clas-
sified in a criterion-based system, when they are
considered together with the more severely de-
pressed patients, there is good empirical support
for Massie's4 conclusion that at least one-quarter
of patients with advanced cancer present with a
significant degree of dysphoria. This general figure
also corresponds well with family members' reports
on the psychological well-being of their dying rel-
atives.55 Finally, many other patients have occa-
sional, transient periods of distress or demoraliza-
tion during the course of their struggle with cancer.
Although they are usually not considered to be ex-
periencing a mental disorder during these periods,
some may qualify for a diagnosis of adjustment dis-
order using the criteria of a few of the studies pre-
sented in Table 2.3.

RISK FACTORS

If the overall prevalence of depressive syndromes
is higher among cancer patients than among the
general population, then the question arises as to
whether the risk factors that are associated with
depressive episodes in the population generally
are also valid indicators of risk among patients
with cancer. In addition, there are other risk fac-
tors that are specific to the circumstances of pa-
tients with cancer that have been investigated in
different studies. Having an appreciation of the
known risk factors for depression in this popula-
tion may enable clinicians to initiate efforts at
prevention and early intervention.56

tients,59'60 including those at an advanced ter-
minal stage,61 other studies have found just the
opposite. For example, both Plumb and Holland
(1981) and Chochinov et al. (unpublished data)
used interviews to assess depression in patients
with advanced cancer and found that men were
actually more likely to be classified as seriously
depressed. These findings may be particularly sig-
nificant for clinicians who work in palliative care.
If assessments in this context are grounded in an
appreciation of gender differences in depression
based on the general population literature, they
may be biased by assumptions that are inappro-
priate for this patient group.

Age

Epidemiologic studies suggest that depressive dis-
orders are more common among younger adults
(i.e., those under age 45) than older adults.54'62'63

However, the expectation that this will translate
into higher rates of depression among younger
cancer patients must be tempered by the fact that
cancer is a disease that, in the majority of cases,
afflicts people in their older years. Nevertheless,
a number of studies, although not all,28'64 have
identified the same trend and found that younger
cancer patients do indeed show higher rates of di-
agnosed depressive disorders52'65 or self-reported
distress.61'66'67 Factors that can contribute to the
higher prevalence of depression in younger pa-
tients may include the feeling that life has been
cut short and ambitions have not been realized,
concerns about the welfare of one's dependants,
and also methodological issues that are inherent
in all age-related epidemiologic research, such as
the possibility that younger people may be more
willing to acknowledge psychological symptoms.

Gender

One of the most consistent findings across epi-
demiologic studies within the general population
has been that women have rates of major de-
pressive disorder that are approximately double
those of men.57 This robust finding leads to
the hypothesis that women might also be more
likely to become depressed in the face of life-
threatening illness. In fact, the available data are
not so clear on this point.58 Although some stud-
ies have indeed found higher levels of depressive
symptoms and distress among female cancer pa-

Prior History of Depression

There is a growing recognition that for some in-
dividuals, depression can be a chronic or recur-
rent disorder punctuated by periods of relative re-
mission, relapse, and recurrence. In fact, within
the general population, a prior episode of de-
pression appears to be one of the stronger risk fac-
tors that predict the onset of new episodes.68 A
number of studies have also found that patients
with cancer who are currently depressed are more
likely to report prior episodes from earlier periods
in their lives.50'61'69'70 In this context, the strug-
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gle with life-threatening illness is clearly a major
stressor that may precipitate an episode of de-
pression in individuals who are particularly vul-
nerable.15 Although the specific nature of the
vulnerability remains unclear, personality factors
such as pessimism, neuroticism, and low self-
esteem have been implicated in some studies.69"74

Social Support

Supportive social ties are thought to be psycho-
logically beneficial by fulfilling individuals' needs
for security, belonging and self-esteem.75 In stud-
ies of the general population, deficits in the ade-
quacy of one's social support network have often
been related to clinical depression; they have
been associated with both the onset of first
episodes76 and poor recovery. The causal nature
of this link is probably multifactorial, involving
direct and indirect effects.77"82 Theories about
the direct effect posit that social resources have
a positive impact on mental health, regardless of
life stressors. According to this view, social at-
tachment variables such as the size of the social
network, good interpersonal relationships with
friends, relatives, and confidants, and the degree
of involvement in organizations help to promote
a healthy sense of well-being. In addition, indi-
rect effects may occur when an individual is un-
der stress; the availability of an adequate support
network is held to moderate or buffer the effect
of exposure to stress on one's emotional state.

The experience of social support is also
thought to play a role in the psychological ad-
justment of patients with serious medical illness.
Emotional support, the provision of information,
and instrumental help are three aspects of social
support that have been discussed with regard to
cancer patients in particular.83 The physical and
psychosocial stressors associated with cancer are
likely to result in a greater need for all of these
forms of support. In many cases, however, the
provision of support may depend on family mem-
bers who are under considerable strain themselves
as they attempt to cope with the life-threatening
illness of a loved one. In addition, the social
stigma often associated with cancer can lead po-
tentially supportive others to avoid a patient with
this illness, thus increasing the risk of social iso-
lation. Furthermore, many patients with good
family relationships hesitate to add to their fam-
ily's burden and avoid discussing their emotional

state, which can intensify their sense of isola-
tion.84 It has been proposed that this cycle of iso-
lating events can cause the patient to withdraw
and perhaps become depressed.85

In the context of cancer care, measures of so-
cial support have generally shown modest but sta-
tistically significant correlations with self-report
measures of depression.84'86 For example, in a
study of older outpatients with metastatic disease
reported by Hann et al.,87 the correlations be-
tween a depression scale and the perceived ade-
quacy of social support received from family and
friends were r = — .27 and r = —.30, respec-
tively. Similarly, Chochinov and Wilson86 found
a correlation of r = — .25 for a VAS rating of fam-
ily support and scores on the BDI-SF.

It also appears likely that the association be-
tween social and support and depression in can-
cer patients is influenced by demographic and dis-
ease-related factors. In the largest study of this
type, Noyes et al.67 screened 438 patients with
solid tumors using the Illness Distress Scale,
which includes a measure of social isolation. They
found that men actually reported greater social
isolation overall, centered largely around con-
cerns about their inability to work. Patients with
more advanced illness also had higher social iso-
lation scores than patients with local disease.

Although distress regarding social isolation
may be more prominent among patients with ad-
vanced cancer, there is also evidence that the
stress-buffer ing aspects of social support may be
diminished at this stage of illness. Several stud-
ies have reported that measures of support (as op-
posed to measures of social isolation) show a
stronger association with depression in patients
with early stages of disease,88 good prognosis,84 or
less physical disability.27 Overall, this pattern
suggests that patients receiving palliative care ex-
perience the greatest social deficits, but the
buffering influence of supportive interpersonal re-
lationships may hold only until a certain level of
disability is reached.

Functional Status

Increasing physical disability has generally been
found to be significantly correlated with measures
of depression or distress.27'50'89"91 Of course,
functional disability is likely to increase with the
progression of the disease, so patients with more
advanced illness appear to have the greatest risk
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for a number of psychiatric disorders.47 It also sug-
gests that the association between functional sta-
tus and depression will be more apparent in stud-
ies that sample patients from a broad range of
disease stages and disability levels. The associa-
tion may be less evident in studies of either newly
diagnosed patients with generally high levels of
function92 or in studies of palliative-care inpa-
tients with uniformly low levels.

Pain

Although not all studies of patients with cancer
have found an association between increased pain
and reports of depression,28 there is now a consid-
erable body of evidence indicating that such a link
is indeed reliable across a range of settings and
methods of assessment.27'47'49'50'86'90^93 The mag-
nitude of the correlations are not especially high;
in studies with relatively large sample sizes, they
have been on the order of r = .25 to 36.86>89~93

However, the clinical implications are substantial.
Spiegel et al.49 compared prevalence rates for de-
pressive disorders in patients identified as having
relatively low pain levels and those with rela-
tively high levels and found that interview-based
diagnoses were two to four times more common
in the high-pain group. For the diagnosis of ma-
jor depression, this association was particularly
pronounced among patients with metastases.

At this point, the research emphasis has begun
to shift from merely demonstrating that there is an
association between pain and depression to con-
sidering more precisely what the nature of the
causal link might be. While it may seem straight-
forward that any dimension of psychological dis-
tress is likely to be elevated in patients with poorly
controlled pain or other sources of physical dis-
comfort, some investigators have speculated that
depression may result in an amplication of the pain
experience,94 or at least a difficulty in tolerating
the stress of physical symptoms.95 Thus, the causal
pathway may be bidirectional.49

It should also be noted that many of the same
studies that have found correlations between de-
pression and pain have also found correlations be-
tween depression and functional status, as well as
between functional status and pain.89"93 This had
led some investigators to conduct studies ad-
dressed directly to unraveling the relative con-
tributions of pain and functional status to the
emergence of symptoms of depression or distress.

The results have been inconsistent, however.
Williamson and Schulz90 conducted a longitudi-
nal study of outpatients with cancer and reported
that activity limitations largely mediate the link
between pain and depression. Lancee et al.,89 on
the other hand, used statistical modeling proce-
dures on data collected from a large community
sample of patients with cancer. They found that
pain was the single most important factor related
to distress. It had both a direct effect and an ad-
ditional indirect effect mediated through im-
paired role performance.

Illness and Treatment-Related Factors

Tumors that originate in or metastasize to the
central nervous system have the potential to
cause depressive symptoms.96'97 However, tumors
with no direct neurological involvement can also
result in organic mood disorders. For example, hy-
percortisolism or Cushing's syndrome due to pi-
tuitary tumors have been linked to depres-
sion.98'99 Metabolic complications such as
hypercalcemia, most often associated with can-
cer of the breast and lung, have also been asso-
ciated with depression.100 These remote effects
may be due to several factors, including toxins se-
creted by the tumor, autoimmune reactions, vi-
ral infections, nutritional deficits, and enuroen-
docrine dysfunction.101'102

A number of authors have noted that depres-
sion appears to be more prevalent in patients with
pancreatic cancer, relative to other comparably
ill patients with intra-abdominal malignan-
cies.103"106 In separate reviews of the literature,
Shakin and Holland,103 Green and Austin,104

and Passik and Breitbart11 have concluded that
depression symptoms are present in about 30% to
40% of patients, regardless of the method of as-
sessment. Several etiological mechanisms are
plausible. Reports that psychiatric symptoms may
actually precede the physical symptoms of the dis-
ease in some cases106 suggest that tumor-induced
changes in the neuroendocrine system may be
linked to the emergence of depression.103'104

However, Shakin and Holland103 point out that
the etiology is confounded by the presence of
pain, which is often present in patients with pan-
creatic cancer. Furthermore, the knowledge that
this illness carries a particularly poor prognosis of-
fers another possible explanation for the high
prevalence of depression in this group.
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When making a differential diagnosis that in-
cludes a consideration of the role of organic fac-
tors, it is also important to note various treat-
ments for cancer, particularly those that produce
toxic side effects107'108 that can precipitate the
onset of depressive symptoms. These treatments
include corticosteroids,109 as well as various
chemotherapy medications (vincristine, vinblas-
tine, asparagines, intrathecal methotrexate,
interferon, interleukin)110"114 and radiother-
apy115"118 protocols.

Existential Concerns

In North American practice, which emphasizes
fully informed consent to care, it is uncommon
for patients with cancer not to be told of their
diagnosis. This has not always been the case,
however; nor is it the case presently in some other
societies. Recent reports from India44 and
Poland119 show that patients who are unaware of
the nature of their illness have substantially lower
rates of psychiatric morbidity than do patients
who have a more accurate appraisal of their
circumstances. This raises the likelihood that
the open recognition that one is facing a life-
threatening crisis brings with it a greater focus on
existential concerns regarding unfulfilled ambi-
tions, past regrets, meaning in life, and the main-
tenance of dignity and self-control, as well as so-
cial concerns about the welfare of one's family.
These are central considerations in palliative
care. Interestingly, in their study of sources of dis-
tress among patients with cancer, Noyes et al.67

found that items related to a loss of meaning
showed higher correlation with scores on a de-
pression inventory that did items pertaining to
physical symptoms, medical treatment, or social
isolation. Hence, the relationship of existential
distress to depressive syndromes among patients
who are terminally ill—whether as a cause, con-
sequence, or correlate—is worthy of further in-
vestigation in future research.

MANAGEMENT OF DEPRESSION IN
THE TERMINALLY ILL

General Principles

The relationship with the primary medical care-
giver is the most important component of psy-

chotherapeutic support for many patients with a
serious illness. Optimally, these relationships are
based on mutual trust, respect, and sensitivity.
The ability to acknowledge patients as "whole
persons" and to respond to them on the basis of
their own individual personal styles and needs
tends to work best. Perhaps, more than in any
other clinical setting, maintaining ongoing con-
tact with the depressed terminally ill patient is of
critical importance. It not only ensures that pa-
tients will be continually reevaluated but also
provides reassurance to patients that they will not
be abandoned and that care will be forthcoming
and available throughout their terminal course.

Supportive psychotherapy with the dying pa-
tient consists of active listening with supportive
verbal interventions and the occasional interpre-
tation.120 Despite the seriousness of the patient's
plight, it is not necessary for the psychiatrist or
psychologist to appear overly solemn or emo-
tionally restrained. Often it is only the psy-
chotherapist, of all the patient's caregivers, who
is comfortable enough to converse lightheartedly
and allow the patient to talk about his life and
experiences, rather than focus solely on impend-
ing death. The dying patient who wishes to talk
or ask questions about death should be allowed
to do so freely, with the therapist maintaining an
interested, interactive stance.

Psychosocial Therapies

For patients with advanced cancer who are suf-
fering from major depression, adjustment disor-
der, or dysthymia, there are a variety of psy-
chosocial interventions with proven efficacy.
These include individual psychotherapy, group
psychotherapy, hypnotherapy, psychoeducation,
relaxation training and biofeedback, and self-help
groups.121 Any treatment for major depression in
the terminally ill will be less effective if given in
a context devoid of psychotherapeutic support.
Depression in cancer patients with advanced
disease is optimally managed utilizing a combi-
nation of supportive psychotherapy, cognitive-
behavioral techniques, and antidepressant
medication.122 Psychotherapy and cognitive be-
havioral techniques are useful in the management
of psychological distress in cancer patients and
have been applied to the treatment of depressive
and anxious symptoms related to cancer and can-
cer pain. Psychotherapeutic interventions, in the
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form of either individual or group counseling,
have been shown to effectively reduce psycho-
logical distress and depressive symptoms in can-
cer patients.123"125 Cognitive-behavioral inter-
ventions, such as relaxation and distraction with
pleasant imagery, have also been shown to de-
crease depressive symptoms in patients with mild
to moderate levels of depression.126 If these ap-
proaches are not successful or have only partial
success, they should be used in combination with
psychopharmacological interventions.

Pharmacological Treatment of
Depression in the Terminally III

Although both psychotherapy and cognitive be-
havioral therapy have proven effective in reduc-
ing psychological distress and mild to moderate de-
pressive symptomatology in the cancer setting,
pharmacotherapy is the mainstay for treating ter-
minally ill patients who meet the diagnostic crite-
ria for major depression.122 The efficacy of antide-
pressants in the treatment of depression in cancer
patients has been well established.122'127""130'133

(see Table 3.4). Factors such as prognosis and the
time-frame for treatment may play an important
role in determining the type of pharmacotherapy
for depression. A depressed patient with several
months of life expectancy can afford to wait the
two-four weeks it may take to respond to a tri-
cyclic antidepressant. The depressed dying pa-
tient with less than three weeks to live may do
best with a rapid-acting psychostimulant.131 Pa-
tients who are within hours or days of death and
in distress are likely to benefit most from the use
of sedatives or narcotic analgesic infusions.

Table 3.4 Antidepressant Medications
Used in Advanced Cancer Patients

Therapeutic
Daily

Drug Dosage mg (PO)

Tricyclic antidepressants
Amitriptyline 25-125
Doxepin 25-125
Imipramine 25-125
Desipramine 25-125
Nortriptyline 25-125
Clomipramine 25-125

Second-generation antidepressants

Buproprion 200-450
Fluoxetine 10-40
Paroxetine 10-40
Fluvoxamine 50-300
Sertraline 50-200
Nefazodone 100-500
Venlafaxine 37.5-225
Trazodone 150-300

Heterocyclic antidepressants

Maprotiline 50-75
Amoxapine 100-150

Monoamine oxidase inhibitors

Isocarboxazid 20-40
Phenelzine 30-60
Tranylcypromine 20-40

Psychostimulants

Dextroamphetamine 5-30
Methylphenidate 5-30
Pemoline 37.5-150

Tricyclic Antidepressants

The application of tricyclic antidepressants
(TCAs) specifically to the terminally ill requires
a careful risk-benefit ratio analysis. Although
nearly 70% of patients treated with a tricyclic for
nonpsychotic depression can anticipate a positive
response, these medications are associated with a
side-effect profile that can be particularly trou-
blesome for terminally ill patients.132 They have
multiple pharmacodynamic actions that account
for these side effects, including blockade of mus-
carinic cholinergic receptors, alpha-adrenoceptor
blockade, and HI histamine receptor blockade.
The tertiary amines (amitriptyline, doxepin,

Benzodiazepines

Alprazolam

Lithium carbonate

0.75-6.00

600-1200

Source: Adapted from Massie MJ, Holland JC. Depres-
sion and the cancer patient. Journal of Clinical Psychiatry,
1990; 51:12-17.

imipramine) have a greater propensity to cause
side effects than do secondary amines (nortripty-
line, desipramine).133 The secondary amines are
thus often a preferable choice for the terminally
ill.
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The anticholinergic side effects of TCAs can
be particularly problematic for terminally ill pa-
tients. These may include constipation, dry
mouth, and urinary retention. Those patients
who are receiving medication with anticholiner-
gic properties (such as pethidine, atropine,
diphenhydramine, or the phenothiazines) are at
risk for developing an anticholinergic delirium,
and thus antidepressants that are potently anti-
cholinergic should be avoided.134 To avoid exac-
erbating symptoms associated with genitourinary
outlet obstruction, decreased gastric motility, or
stomatitis, a relatively nonanticholinergic tri-
cyclic such as desipramine or nortriptyline is a
reasonable choice. The anticholinergic actions of
TCAs can also cause serious tachycardia, which
can be problematic for terminally ill patients with
cardiac insufficiency. The quinidine-like effects
of TCAs can also lead to arrhythmias by virtue
of their ability to delay conduction via the His-
Purkinje system135 (associated with nonspecific
ST-T changes and T waves on the electrocar-
diograph). These effects are particularly con-
cerning for those terminally ill patients with pre-
existing conduction defects, especially second- or
third-degree heart block.

Dying patients are often exposed to a wide va-
riety of potentially sedating agents. HI histamine
receptor blockage is associated with sedation and
drowsiness. For patients already exposed to vari-
ous sedating medications (e.g., narcotic analgesics,
antiemetics, anxiolytics, neuroleptics), TCAs
such as amitriptyline and doxepin are the most
likely to accentuate the overall cumulative sedat-
ing effects of these medications. Alphai-blockade
is associated with postural hypotension and dizzi-
ness. This can be of particular concern for the frail,
volume-depleted patient who, because of these
side effects, is at risk for falls and possible fractures.
Nortriptyline and protrip-tyline are the TCAs
least associated with alphai-blockade.

Particularly among patients with advanced
disease—and therefore a higher likelihood of drug
intolerance—tricyclic antidepressants should be
started at low doses (10-25 mg qhs) and increased
in 10- to 25-mg increments every 2 to 4 days.
These incremental increases can continue until
a therapeutic dose is attained or side effects be-
come a dose-limiting factor. Depressed cancer pa-
tients often achieve a therapeutic response at sig-
nificantly lower doses of TCAs (25 to 125 mg)
than are necessary in the physically well (150 to

300 g).44 There is also evidence to suggest that
patients with advanced cancer achieve higher
serum tricyclic levels at modest doses.136 In order
to minimize drug toxicity and more carefully
guide the process of drug titration, prescribing tri-
cyclics (desipramine, nortriptyline, amitriptyline,
imipramine) with well-established therapeutic
plasma levels may be advantageous.137

The nature of the underlying terminal med-
ical condition, the characteristics of the depres-
sive episode, past responses to antidepressant
therapy, and the specific drug side-effect profile
are among the factors that will guide the choice
of TCA in a given circumstances. Those patients
who present with agitation and insomnia may re-
spond favorably to more sedating tricyclics
(amitriptyline, doxepin). In general, however,
desipramine and nortriptyline are better tolerated
in this population than amitriptyline or
imipramine. For the terminally ill depressed pa-
tient, the choice of TCA is made on the basis of
a side-effect profile that will be least incompati-
ble with the patient's overall medical condition.
Most tricyclics are available as rectal supposito-
ries for patients who are no longer able to take
medication orally. Outside the United States,
certain tricyclics are given as intravenous infu-
sion.138 Although it is not very practical,
amitriptyline, imipramine, and doxepin can also
be given intramuscularly.122'131

It must be borne in mind that a therapeutic
response to TCAs (as with all antidepressants)
has a latency time of 3 to 6 weeks. For the ter-
minally ill depressed patient whose life ex-
pectancy is anticipated to be less than this, psy-
chostimulants may offer a more viable, rapid
response alternative.

Second-Generation Antidepressants

Selective Serotonin Reuptoke Inhibitors The selec-
tive serotonin reuptake inhibitors (SSRIs) are a
recent important addition to the available anti-
depressant medications and have a number of fea-
tures that may be particularly advantageous for
the terminally ill. They have been found to be as
effective in the treatment of depression as the tri-
cyclics139'140 and have a very low affinity for
adrenergic, cholinergic, and histamine receptors,
thus accounting for negligible orthostatic hy-
potension, urinary retention, memory impair-
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ment, sedation, or reduced awareness.141 They
have not been found to cause clinically signifi-
cant alterations in cardiac conduction, are gen-
erally favorably tolerated, and have a wider mar-
gin of safety than the TCAs in the event of an
overdose. They do not therefore require thera-
peutic drug-level monitoring.

Most of the side effects of SSRIs result from
their selective central and peripheral serotonin
re-uptake. These include increased intestinal
motility (loose stools, nausea, vomiting, insom-
nia, headaches, and sexual dysfunction). Some
patients may experience anxiety, tremor, rest-
lessness, and akathisia (the latter is relatively rare,
but it can be problematic for the terminally ill
patient with Parkinson's disease).142 These side
effects tend to be dose related and may be prob-
lematic for patients with advanced disease.

Five SSRIs are currently marketed, including
sertraline, fluoxetine, paroxetine, nefazodone,
and fluvoxamine. With the exception of fluoxe-
tine, whose elimination half-life is 2 to 4 days,
the SSRIs have an elimination half-life of about
24 hours. Fluoxetine is the only SSRI with a po-
tent active metabolite—norfluoxetine—whose
elimination half-life is 7 to 14 days. Fluoxetine
can cause mild nausea and a brief period of in-
creased anxiety, as well as appetite suppression
that usually lasts for a period of several weeks.
Some patients can experience transient weight
loss, but weight usually returns to baseline level.
The anorectic properties of fluoxetine have not
been a limiting factor in the use of this drug in
cancer patients. Fluoxetine and norfluoxetine do
not reach a steady state for 5 to 6 weeks, com-
pared with 4 to 14 days for paroxetine, fluvox-
amine, and sertraline. These difference are im-
portant, especially for the terminally patient in
whom a switch from an SSRI to another antide-
pressant is being considered. If a switch to a mon-
amine oxidase inhibitor is required, the washout
period for fluoxetine will be at least 5 weeks,
given the potential drug interactions between
these two agents. Since fluoxetine has entered the
market, there have been several reports of signif-
icant drug-drug interactions.143'144 Until it has
been studied further in the medically ill, it should
be used cautiously in the debilitated dying pa-
tient. Paroxetine, fluvoxamine, and sertraline, on
the other hand, require considerably shorter
washout periods (10 to 14 days) under similar
circumstances.

All the SSRIs have the ability to inhibit the
hepatic isoenzyme P450 11D6, with sertraline
(and, according to some sources, Luvox) being
least potent in this regard. This is important with
respect to dose/plasma-level ratios and drug inter-
actions, since the SSRIs are dependent upon he-
patic metabolism. For the elderly patient with ad-
vanced disease, the dose-response curve for
sertraline appears to be relatively linear. On the
other hand, particularly for paroxetine (which ap-
pears to be the most potent inhibitor of cy-
tochrome P450 11D6), small dosage increases can
result in dramatic elevations in plasma levels.
Paroxetine and, to a somewhat lesser extent, flu-
oxetine appear to inhibit the hepatic enzymes re-
sponsible for their own clearance.145 The co-ad-
ministration of these medications with other drugs
that are dependent on this enzyme system for their
catabolism (e.g., tricyclics, phenothiazines, type-
IC antiarrhythmics, and quinidine) should be
done cautiously. Luvox has been shown in some
instances to elevate the blood levels of propranolol
and warfarin by as much as 200%, and should thus
not be prescribed together with these agents.

SSRIs can generally be started at their mini-
mally effective doses. For the terminally ill, this
usually means initiating therapy at approximately
half the usual starting dose used in an otherwise
healthy patient. For fluoxetine, patients can be-
gin on 5 mg (available in liquid form) given once
daily (preferably in the morning) with a range of
10 to 40 mg per day; given its long half-life, some
patients may require this drug only every second
day. Paroxetine can be started at 10 mg once daily
(either morning or evening) for the patient with
advanced disease and has a therapeutic range of
10 to 40 per day. Fluvoxamine, which tends to
be somewhat more sedating, can be started at 25
mg (in the evenings) and has a therapeutic range
of 50 to 300 mg. Sertraline can be initiated at 50
mg, morning or evening, and titrated within a
range of 50 to 200 mg per day. Nefazodone can
be started at 50 mg bid and titrated within a range
of 100 to 500 mg per day. If patients experience
activating effects on SSRIs, they should not be
given at bedtime but rather moved earlier into
the day. Gastrointestinal upset can be reduced by
ensuring the patient does not take medication on
an empty stomach.

Serotonin-Norephinephrine Reuptoke Inhibitor
(SNRI) Venlaflaxine (Effexor) is the only anti-
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depressant in this class and was just recently re-
leased on the market. It is a potent inhibitor of
neuronal serotonin and norephinephrine reup-
take and appears to have no significant affinity
for muscarinic, histamine, or ai-adrenergic re-
ceptors. Some patients may experience a modest
sustained increase in blood pressure, especially at
doses above the recommended initiating dose.
Compared with the SSRIs, venlaflaxine's pro-
tein binding (<35%) is very low. Few protein-
binding-induced drug interactions are thus ex-
pected. Like other antidepressants, venlaflaxine
should not be used in patients receiving mon-
amine oxidase inhibitors. Its side-effect profile
tends to generally be well tolerated, with few dis-
continuations. While there are currently no data
addressing its use in the terminally ill depressed
patient, its pharmacokinetic properties and side-
effect profile suggest it may have a role to play.

Trazodone If given in sufficient doses (100 to
300 mg/day), Trazodone can be an effective an-
tidepressant. Although its anticholinergic profile
is almost negligible, it has considerable affinity
for alphai-adrenoceptors and may thus predispose
patients to orthostatic hypotension and its prob-
lematic sequelae (i.e., falls, fractures, head in-
juries). Trazedone is very sedating and in low
doses (100 mg qhs) is helpful in the treatment of
the depressed cancer patient with insomnia. It is
highly serotonergic, and its use should be con-
sidered when the patient requires adjunct anal-
gesics effect in addition to antidepressant effects.
Trazodone has little effect on cardiac conduction
but can cause arrhythmias in patients with pre-
morbid cardiac disease.146 Trazodone has also
been associated with priapism and should thus be
used with caution in male patients.147 It is highly
sedating, with drowsiness being its most common
adverse side effect. In smaller doses it can thus be
used as an effective sedative hypnotic.

Bupropion Bupropion is a relatively new drug in
the United States, and there has not been much
experience with its use in the medically ill. At
present, it is not the first drug of choice for de-
pressed patients with cancer. However, one might
consider prescribing bupropion if patients have a
poor response to a reasonable trial of other anti-
depressants. Bupropion may have a role in the
treatment of the psychomotor retarded depressed
terminally ill patient, as it has energizing effects

similar to the stimulant drugs.148 However, be-
cause of the increased incidence of seizures,
bupropion has a limited role for patients with
CNS disorders in the oncology population.149

Heterocyclic Antidepressants The heterocyclic
antidepressants have side-effect profiles that are
similar to those for the TCAs. Maprotiline should
be avoided in patients with brain tumors and in
those who are at risk for seizures, since the inci-
dence of seizures is increased with this medica-
tion.150 Amoxapine has mild dopamine-blocking
activity. Hence, patients who are taking other
dopamine blockers (e.g., antiemetics) have an in-
creased risk of developing extrapyramidal symp-
toms and dyskinesias.151 Mianserin (not available
in the United States) is a serotonergic antide-
pressant with adjuvant analgesic properties that
is used widely in Europe and Latin America.
Costa and colleagues130 showed mianserin to be
a safe and effective drug for the treatment of de-
pression in cancer.

Psychostimulants The psychostimulants (dex-
troamphetamine, methylphenidate, and pemo-
line) offer an alternative and effective pharma-
cologic approach to the treatment of depression
in the terminally ill.152"159 These drugs have a
more rapid onset of action than the tricyclics and
are often energizing. They are most helpful in the
treatment of depression in cancer patients with
advanced disease and in cases where dysphoric
mood is associated with severe psychomotor slow-
ing and even mild cognitive impairment. Psy-
chostimulants have been shown to improve at-
tention, concentration, and overall performance
on neuropsychological testing in the medically
ill.160 In relatively low dose, psychostimulants
stimulate appetite, promote a sense of well-being,
and relieve feelings of weakness and fatigue in
cancer patients. Treatment with dextroampheta-
mine or methylphenidate usually begins with a
dose of 2.5 mg at 8:00 A.M. and at noon. The
dosage is slowly increased over several days until
a desired effect is achieved or side effects (over-
stimulation, anxiety, insomnia, paranoia, confu-
sion) intervene. Typically, a dose greater than 30
mg per day is not necessary, although occasion-
ally patients require up to 60 mg per day. Patients
usually are maintained on methylphenidate for
one to two months, and approximately two-thirds
will be able to be withdrawn from methylpheni-
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date without a recurrence of depressive symp-
toms. Those who do recur can be maintained on
a psychostimulant for up to one year without sig-
nificant abuse problems. Tolerance will develop,
and adjustment of dose may be necessary. An ad'
ditional benefit of stimulants such as methyl'
phenidate and dextroamphetamine is that they
have been shown to reduce sedation secondary to
opioid analgesics and provide adjuvant analgesics
in cancer patients.161 Common side effects of
stimulants include nervousness, overstimulation,
mild increase in blood pressure and pulse rate,
and tremor. More rare side effects include dyski-
nesias or motor tics, as well as paranoid psychosis
or exacerbation of an underlying and unrecog-
nized confiisional state.

Pemoline is a unique psychostimulant that is
chemically unrelated to amphetamine. It is a less
potent stimulant with little abuse potential.156

Advantages of pemoline as a psychostimulant in
cancer patients include the lack of abuse poten-
tial, the lack of federal regulation through special
triplicate prescriptions, the mild sympa-
thomimetic effects, and the fact that it comes in
a chewable tablet form that can be absorbed
through the buccal mucosa and is easily used by
cancer patients who have difficulty swallowing or
have intestinal obstruction. Pemoline appears to
be as effective as methylphenidate or dextroam-
phetamine in the treatment of depressive symp-
toms in terminally ill cancer patients.162 Pemo-
line can be started at a dose of 18.75 mg in the
morning and at noon and increased gradually
over days. Typically, patients require 75 mg a day
or less. Pemoline should be used with caution in
patients with liver impairment, and liver func-
tion tests should be monitored periodically with
longer-term treatment.163

Monamine Oxidose Inhibitors In general, mono-
amine oxidase inhibitors (MAOIs) have been
considered a less desirable alternative for treating
depression in the terminally ill. Patients who
receive MAOIs must avoid foods rich in tyra-
mine, sympathomimetic drugs (amphetamines,
methylphenidate), and medications that contain
phenylpropranolamine and pseudoephedrine.142

The combination of these agents with MAOIs
may cause hypertensive crisis, leading to strokes
and fatalities. MAOIs in combination with opi-
oid analgesics have also been reported to be as-
sociated with myoclonus and delirium and must

therefore be used together cautiously.131 The use
of meperidine while on MAOIs is absolutely con-
traindicated and can lead to hyperpyrexia, car-
diovascular collapses, and death. MAOIs can also
cause considerable orthostatic hypotension.
Avoiding this minefield of adverse interactions
can be particularly problematic for the terminally
ill. It is not surprising that MAOIs tend to be re-
served in this patient population for those who
have shown past preferential responses to them
for treatment of their depression.

The new reversible inhibitors of monoamine
oxidase-A (RIMAs) may reduce some of the prob-
lems associated with the older MAOIs (tranyl-
cypromine, isocarboxazide). There are no studies
on the role of RIMAs in the depressed terminally
ill, but there are interesting theoretical reasons to
suggest that they may eventually have a larger role
to play than the nonselective MAOIs. RIMAs se-
lectively inhibit MAO-A enzyme, therefore leav-
ing MAO-B enzyme available to deal with any
tyramine challenge. Moclobemide, a RIMA re-
cently introduced onto the Canadian market, ap-
pears to be loosely bound to the MAO-A recep-
tor and is thus relatively easily displaced by
tyramine from its binding site. It has a very short
half-life, which further reduces the possibility of
any prolonged adverse effects, such as hyperten-
sive crisis. Dietary restrictions that include
avoidant of tyramine-containing foods are thus not
required. The side-effect profile of moclobemide is
far more favorable than that for nonselective
MAOIs and tends to be well tolerated. Although
the risk of hypertensive crisis is significantly re-
duced, it is not entirely eliminated. Agents such
as meperidine, procarbazine, dextromethorphan,
or other ephedrine-containing agents are still best
avoided. Its short half-life requires that moclobe-
mide be administered two times daily, with a to-
tal dosage range of 150 to 600 mg daily. Co-ad-
ministration with cimetidine will increase its
plasma concentration, requiring appropriate
dosage adjustments. While RIMAs may offer some
advantages over tranylcypromine and isocarbox-
azid for the terminally ill depressed patient, they
will likely remain a second-line choice compared
to available non-MAOI antidepressants.

Lithium Carbonate Patients who have been re-
ceiving lithium carbonate prior to a cancer ill-
ness should be maintained on it throughout their
cancer treatment, although close monitoring is
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necessary in the preoperative and postoperative
periods, when fluids and salt may be restricted.164

Maintenance doses of lithium may need reduc-
tion in seriously ill patients. Lithium should be
prescribed with caution for patients receiving cis-
platinum because of the potential nephrotoxicity
of both drugs. Several authors have reported pos-
sible beneficial effects from the use of lithium in
neutropenic cancer patients. However, the func-
tional capabilities of these leukocytes have not
been determined. The stimulation effect appears
to be transient; no mood changes have been
noted in these patients.165

Benzodiazepines The triazolobenzodiazepine al-
prazolam has been shown to be a mildly effective
antidepressant as well as an anxiolytic. Alprazo-
lam is particularly useful in cancer patients who
have mixed symptoms of anxiety and depression.
Starting dose is 0.25 mg three times a day; effec-
tive doses are usually in the range of 4 to 6 mg
daily.166

Electroconvulsive Therapy

Occasionally, it is necessary to consider electro-
convulsive therapy (ECT) for depressed cancer
patients who have depression with psychotic fea-
tures or in whom treatment with antidepressants
pose unacceptable side effects. The safe effective
use of ECT in the medically ill has been reviewed
by others.122

CONCLUSIONS

Depression remains a considerable source of re-
mediable suffering among the terminally ill. Un-
derdiagnosing and undertreating depression can
impair the quality of life and add to the burden
of suffering of dying patients. Care providers fre-
quently dismiss depression and mood states as
"normal reactions" to the illness, even in the face
of severe affective disturbances. Yet, diagnostic
approaches are available to assist clinicians iden-
tify mood disorders in this vulnerable patient
population.

Both psychological and psychopharmacologi-
cal treatments have proven effective in patients
with major depression and should be undertaken
hand in hand. Medication without ongoing con-
tact is often experienced as abandonment and

thus is never an acceptable approach. Most psy-
chotherapeutic approaches in patients who are
terminally ill combine promotion of active cop-
ing strategies and assistance in patients to un-
derstand, manage, and work through their feel-
ings related to their disease. Patients who are
treated for their depression often renew their abil-
ity to find meaning in their lives, in spite of their
impending death. The issue ultimately is to help
patients attain as much comfort as possible so that
they may examine their own personal circum-
stances and shape their deaths—and live the re-
mainder of their lives—with as much grace and
meaning as possible.
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Terzy Kosinski, the Polish novelist and Holo-
J caust survivor, committed suicide in May 1991.
Like other individuals with chronic medical ill-
nesses, he chose suicide as a means of controlling
the course of his disease and the circumstances of
his death. "I am not a suicide freak, but I want
to be free," Kosinski told an interviewer in 1979.
"If I ever have an accident or a terminal disease
that would affect my mind or body, I will end it."
Twelve years later, he did so. Similar sentiments
are shared by a significant proportion of Ameri-
cans. Advocates demanding autonomy for pa-
tients who wish to choose how and when they
die have been increasingly vocal during recent
years, sparked by the highly publicized assisted-
suicide deaths attended by Drs. Jack Kevorkian
and Timothy Quill. These cases have focused at-
tention on the plight of patients with terminal
illnesses.

What has often been overlooked, however, in
the political and legal machinations has been the
importance of medical, social, and psychological
factors that may contribute to suicidal ideation,
requests for hastened death, or suicide in termi-
nally ill patients. This chapter reviews the rele-
vant research regarding factors that may influence
suicidal ideation and requests for physician-
assisted suicide (PAS hereafter). In addition, we
discuss health-care provider obligations and sug-

gest responses that are appropriate when patients
verbalize requests for help in dying so that
providers can respond in a manner that is both
ethical and, one hopes, therapeutic.

DEFINITION OF EUTHANASIA
AND ASSISTED SUICIDE

Euthanasia is defined as the administration of
lethal medications to a patient, by a physician,
with the intention of ending the patient's life.
Physician-assisted suicide, on the other hand, is
the provision, by a physician, of medications or
advice that enable the patient to end his own
life. While theoretical and/or ethical distinctions
between euthanasia and assisted suicide may be
subtle to some, the practical distinctions may be
significant. Many terminally ill patients have ac-
cess to potentially lethal medications, at times
even request them from their physicians, yet do
not use these medications to end their own lives
(despite the widespread sale of publications such
as Final Exit, which describes how to use such
medications in a lethal, yet painless manner).
Moreover, physicians are often more comfortable
assisting the patient with advice and/or medica-
tion than actually administering the lethal dose.
While euthanasia is more commonly performed
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in the Netherlands than PAS, current U.S. pol-
icy debates have focused almost exclusively on
PAS.

Both euthanasia and PAS have been distin-
guished, legally and ethically, from the adminis-
tration of high-dose pain medication meant to
relieve a patient's pain that may hasten death (of-
ten referred to as the rule of double effect), or
even the withdrawal of life support (see Em-
manuel1 and New York State Task Force on Life
and the Law2 for a discussion of these legal and
ethical distinctions). The distinction between eu-
thanasia/PAS and the administration of high-
dose pain medications that may hasten death is
premised on the intent behind the act. In eu-
thanasia/PAS, the intent is to end the patient's
life, while in the administration of pain medica-
tions that may also hasten death, the intent is to
relieve suffering. In practice, however, this dis-
tinction is often artificial, since many advocates
for the legalization of euthanasia/PAS cite the re-
lief of suffering as the basis for fulfilling patients'
requests for help in dying and clinicians who ad-
minister potentially lethal pain medications do so
with the awareness that death is likely to occur.

Distinctions between withdrawal of life sup-
port and euthanasia/PAS are, in many ways, con-
siderably clearer. Long-standing civil case laws
have supported the rights of patients to refuse any
unwanted treatment, even though such treat-
ment refusals may cause death.3 On the other
hand, patients have not had the right to demand
treatments or interventions that they desire. This
distinction has had the effect of allowing patients
on life support to end their lives on request,
whereas patients who are not dependent upon life
support do not have such a right. In fact, this dif-
ference in perceived "rights" formed the basis of
the arguments made to the Supreme Court in
Washington v. Glucksberg* and Quill v. Vocco,5 in
which it was argued that this distinction violated
the due process clause of the Fourteenth Amend-
ment (the U.S. Supreme Court unanimously re-
jected this argument). Nevertheless, the Court's
decision suggested that, while laws prohibiting as-
sisted suicide were not unconstitutional, neither
were laws permitting assisted suicide. Legal and
ethical debates regarding the legalization of as-
sisted suicide continue, despite the limited body
of research in support of arguments about equity
in rights.

THE DEBATE REGARDING
LEGALIZATION OF PHYSICIAN-
ASSISTED SUICIDE AND EUTHANASIA

Arguments in Support of
Legalization of Physician-assisted
Suicide/Euthanasia

The arguments in support of the legalization of
euthanasia/physician-assisted suicide are substan-
tial. Proponents perceive assisted suicide as an act
of humanity toward the terminally ill patient.
They believe the patient and the family should
not be forced to suffer through a long and painful
death, even if the only way to alleviate the suf-
fering is through suicide. To the advocate for as-
sisted suicide, legalization of assisted suicide is a
natural extension of patient autonomy and the
individual's right to determine what treatments
he will accept or refuse. Since patients are al-
lowed to refuse life-sustaining medical interven-
tions (e.g., life support, artificial nutrition and hy-
dration), they are effectively permitted to commit
suicide by treatment refusal. Despite the refuta-
tion of this argument by the U.S. Supreme Court,
advocates of legalization argue that no ethical dif-
ference exists between terminating life-sustaining
care and administering lethal medication to the
terminally ill patient. In both cases, the primary
goal of the physician can be seen as the preven-
tion of suffering at the end of life by hastening
an inevitable death.

Arguments in favor of the legalization of as-
sisted suicide are typically premised on the as-
sumption that requests for assisted suicide are a
"rational" decision, given the circumstances of
terminal illness, pain and increased disability, and
fears of becoming (or continuing to be) a burden
to one's family and friends. Given the possibility
that these symptoms and circumstances may not
be relieved, even with aggressive palliative care
and social services, the decision to hasten one's
death may seem rational. Moreover, the desire to
include one's physician in carrying out a decision
to end one's life can be viewed as an extension
of a terminally ill patient's natural reliance on his
physician for help with most aspects of the ill-
ness, as well as a reasonable mechanism to ensure
that one does not become even more disabled and
burdensome to family or friends by attempting
suicide unsuccessfully and possibly being left in a
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persistent vegetative state or with increased dis-
ability.

Another argument raised by proponents of le-
galization is that merely knowing that one can
control the timing and manner of one's death
serves as a form of "psychological insurance" for
the dying patient. In other words, knowing there
can be an escape from the suffering of illness in
itself alleviates some of the stress associated with
the dying process. It may be (as argued by some
proponents of assisted suicide) that many indi-
viduals with terminal illnesses wish to have the
option to end their lives if certain possible con-
ditions arise, even though the likelihood that
they will utilize this option is small.

Arguments in Opposition to
Legalization of Physician-Assisted
Suicide/Euthanasia

Opposition to legalization of assisted suicide
and/or euthanasia has come from numerous dif-
ferent perspectives. As frequently noted in the
editorial pages of various medical journals, the
medical profession is guided by a desire to heal
and extend life. This guideline is best exempli-
fied in the Hippocratic Oath, which states, "I will
prescribe regimen for the good of my patients ac-
cording to my ability and my judgment and never
do harm to anyone. To please no one will I pre-
scribe a deadly drug, nor give advice that may
cause his death." Thus, the possibility that physi-
cians may directly hasten the life of patients
whom they have presumably been treating in an
effort to extend and improve life contradicts the
central tenet of the medical profession.

From a mental health perspective, professional
psychiatric and psychological training reinforces
the view that suicide is a manifestation of psy-
chological disturbance.6 As such, mental health
clinicians typically view suicide, regardless of the
context, as an outcome that should be prevented
at all costs. Several studies have supported this
connection between mental disorder (e.g., depres-
sion) and interest in assisted suicide, suggesting
that suicidal ideation in terminally ill patients is a
manifestation of undiagnosed, untreated mental
illness.7'8 Consequently, physician compliance
with a suffering patient's stated wish for assisted
suicide may circumvent the provision of appropri-
ate psychiatric care. Similar arguments have been

made regarding pain and physical symptoms, sug-
gesting that requests for PAS may be evidence of
inadequate palliative care.9 If assisted suicide is le-
galized, physicians may unknowingly participate in
assisted suicide intended to alleviate symptoms
that could perhaps be managed with better pallia-
tive care and improved medical management.

Opponents of assisted suicide also posit that
individuals of lower socioeconomic classes or
other disenfranchised groups will be "coerced,"
either directly or indirectly, into requesting PAS
as a means of resolving the difficulties posed by
their illness. Family members may subtly suggest
that death, since inevitable, would be preferable
if it occurred sooner rather than later because of
the social and financial burdens involved in car-
ing for the terminally ill person. Physicians may
view assisted suicide, perhaps because of their
own unrecognized feelings (countertransference),
as the appropriate and preferable response to a
terminal illness and the resulting disability. Thus,
physicians may be particularly poor at recogniz-
ing "irrational" requests for assisted suicide be-
cause of their belief that they would not want to
live in a condition similar to their patient's. An
even more frightening possibility is that physi-
cians or other health-care providers might rec-
ommend assisted suicide as an option because the
alternative, providing adequate palliative care, is
too expensive or difficult to obtain. Thus, pa-
tients with poor health insurance or limited fi-
nancial resources may be "coerced" into request-
ing PAS because of poorly managed or untreated
physical and psychological symptoms; they may
perceive their only options to be continued suf-
fering or death. Several studies have demon-
strated the prevalence of inadequate recognition
and treatment of both psychological and physi-
cal symptoms,10 with symptoms such as depres-
sion and anxiety going largely unrecognized in
many medically ill patients. Moreover, even
when such symptoms are observed, undertreat-
ment of symptoms such as pain is common.11 Ac-
cording to a recent review of palliative care in
Canada, only 5% of dying patients in Canada
receive adequate palliative care.12 These and
related studies are often cited by opponents of
legalization of assisted suicide/euthanasia as evi-
dence that legalization is premature until all dy-
ing patients and their families have access to
skilled and effective palliative-care services.
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In response to these concerns, legislators who
have proposed guidelines for assisted suicide have
incorporated several mechanisms to minimize the
risk that assisted suicide, if legalized, will be mis-
used. These guidelines include a voluntarily re-
quest by the patient for assistance in dying, evi-
dence of a terminal illness, and documentation
by the primary physician of the reason for the re-
quest and efforts made to optimize the patient's
care. Opponents, however, suggest that these lim-
itations are more arbitrary than scientific and ar-
gue that the legal and medical communities will
eventually end up on a "slippery slope" where eu-
thanasia is ultimately legalized as acceptable prac-
tice for a wider patient population, including
nonterminal, nonvoluntary patients.13 Oppo-
nents point to a similar evolution of euthanasia
use in the Netherlands (discussed later in this
chapter), where regulations regarding assisted sui-
cide have gradually weakened in the decade and
a half since this practice was decriminalized. For
example, in 1994 the Dutch Supreme Court ac-
cepted the argument that chronic diseases, even
if not terminal, were an acceptable basis for eu-
thanasia, and more recent cases have extended
this "right" even to patients without a physical
illness.

ATTITUDES TOWARD PHYSICIAN-

ASSISTED SUICIDE/EUTHANASIA

Studies investigating attitudes toward assisted
suicide and euthanasia have been conducted pe-
riodically for many years; both the frequency of
such studies and the range of their subject popu-
lations have increased steadily in recent years.
Because of the interesting differences in the find-
ings, research conducted with physically healthy
adults (the general public), with health-care pro-
fessionals, and with medically ill patients is sum-
marized separately.

The General Public

Blendon et al.14 recently reviewed the literature
on public attitudes toward euthanasia and assisted
suicide as researched over the past 40 years. They
observed that public support for legalization of
euthanasia and assisted suicide has grown steadily
over the past four decades, rising from 30-40%
in the 1940s and 1950s to more than 60% dur-

ing the 1990s. In their own national survey of
2,000 adults, conducted in 1991, Blendon et al.14

found that 63% of the American public supported
legalization of euthanasia, and 64% supported le-
galization of physician-assisted suicide. As in the
earlier studies they reviewed, Blendon and col-
leagues found that younger adults were more
likely to support legalization of assisted suicide
and euthanasia than were older adults, and Cau-
casians were more likely to support legalization
than were minority respondents. Religious differ-
ences in this sample were also reported, with
Protestants less likely to support legalization than
Jewish and Catholic respondents.

A recent Canadian survey reported roughly
comparable results, but with some differences.
Suarez-Alomar and colleagues,15 in their study of
1,200 Canadian adults, found that 52% supported
legalization of assisted suicide, and 66% sup-
ported legalization of euthanasia. While they
found no racial or religious differences (possibly
because of differences between the Canadian and
the American samples), they observed that level
of education was significantly correlated with ap-
proval of legalization for assisted suicide. Better-
educated respondents were more likely to support
legalization of assisted suicide than were less-ed-
ucated respondents. These studies, taken as a
whole, demonstrate that, although assisted sui-
cide has been legalized in only one state in the
United States, the majority of American and
Canadian people appear to support such legisla-
tion.

Health-Care Professionals

A growing number of opinion surveys have also
focused on the attitudes of health-care profes-
sionals toward legalization of assisted suicide and
euthanasia. These studies have included physi-
cians from various disciplines, medical students,
nurses, and social workers, and interesting differ-
ences have been observed among these groups.
Chochinov and Wilson,12 in their review of stud-
ies of physician attitudes toward PAS/euthanasia,
found widely varying rates of support for legal-
ization, ranging from 35% to 60%, depending on
the methodology used in the study and on the
subject group. For example, a recent study of on-
cologists found that only 45% of respondents
considered euthanasia "appropriate" in response
to a hypothetical vignette describing a terminally



Suicide, Assisted Suicide, and Euthanasia in the Terminally III 55

ill cancer patient who was suffering from un-
remitting pain.16 Rates of approval of euthanasia
decreased substantially for other vignettes, with
35% approving of euthanasia in cases of func-
tional disability, 23% approving in cases where
the patient presents a burden to his family, and
18% approving in cases where the patient views
his life as meaningless.

A study of psychiatrists conducted in Oregon,
on other hand, found that two-thirds of respon-
dents approved of legalization of assisted suicide.17

As in the general public, physician attitudes to-
ward assisted suicide and euthanasia vary accord-
ing to the respondent's age and religious af-
filiation, with older physicians more opposed to
legalization than younger physicians and Catholic
and Protestant physicians more opposed to legal-
ization than Jewish and nonreligious physicians.18

Interestingly, health-care professionals who have
frequent contact with terminally ill patients are
less likely to support legalization of assisted sui-
cide or euthanasia.

Estimates of the proportion of physicians will-
ing to participate in these practices, if legalized,
however, have typically been lower still, ranging
from 28% to 50%.12 More important, in a study
of Oregon psychiatrists conducted shortly after
the voters approved the ballot initiative legaliz-
ing assisted suicide, only 6% of the respondents
indicated that they felt very confident about their
ability to assess, in a single clinical evaluation,
whether a psychiatric disorder was impairing a pa-
tient's decision making.17 This rinding, coupled
with provisions in the Oregon law that stipulate
that mental health clinicians must provide expert
evaluation whenever the competence of the pa-
tient requesting assisted suicide is questioned, sug-
gests that further training and research are neces-
sary in this critical area of mental health law.

Medically III Patients

Despite the importance of understanding the at-
titudes of terminally ill patients toward assisted
suicide and euthanasia, relatively little empirical
research has addressed this issue. Breitbart et al.19

surveyed the attitudes of 378 ambulatory patients
with AIDS regarding legalization of assisted sui-
cide and euthanasia. These authors found rates of
support for legalization that were roughly com-
parable to those reported in published studies on
the general population, with 63% supporting as-

sisted suicide and 64% supporting euthanasia.
Emanuel and colleagues,16 in their study of can-
cer patients, reported roughly comparable results,
finding similar rates of support for euthanasia
(roughly 66%) among cancer patients and the
general public.

In addition to assessing the attitudes of med-
ically ill patients toward legalization of assisted
suicide, it is important to understand the pro-
portion of patients who might consider this al-
ternative. Published statistics, however, are sig-
nificantly limited by a host of methodological
problems, including the use of nonrandom sam-
pling and imprecise questions. Thus, the reported
percentage of subjects who consider these alter-
natives has varied widely. Brown and colleagues7

found that 23% of terminally ill patients at a
palliative-care unit acknowledged some desire for
hastened death; however, their sample of 44 pa-
tients was culled from a several-hundred-bed hos-
pital, with no detail provided on the sampling
method. Breitbart et al.,19 on the other hand,
found that 55% of terminally ill AIDS patients
indicated a possible interest in assisted suicide,
were this option legalized.

Studies with more precise definitions of inter-
est in assisted suicide, however, have produced
more conservative estimates of the prevalence of
these thoughts. Chochinov et al.,8 for example,
found that 8.5% of patients in a Winnepeg pal-
liative-care unit expressed a "serious and perva-
sive" desire for hastened death. Rosenfeld and col-
leagues20 found a slightly higher rate of desire for
death among terminally ill patients with AIDS,
with roughly 18% of patients obtaining elevated
scores on a measure designed to assess desire for
hastened death. In a 1996 study of oncology pa-
tients,16 25% of cancer patients reported that they
had thought seriously about euthanasia, and 12%
had discussed this option with their physicians.
Thus, despite the continued legal prohibitions
against assisted suicide, a substantial number of
patients think about and discuss this alternative
with their physicians, family, or friends.

EUTHANASIA AND ASSISTED SUICIDE
IN CLINICAL PRACTICE

A number of surveys have been published that
document the practice of euthanasia and assisted
suicide among health-care professionals. For ex-
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ample, an anonymous survey of Washington
physicians conducted in 1995 found that 26% of
responding physicians had received at least one
request for assisted suicide, and two-thirds of
those physicians had granted such requests.21

Thus, roughly one in six Washington physicians
acknowledged having granted a patient's request
for assisted suicide or euthanasia. Of course, be-
cause of the survey nature of this study it is not
possible to determine whether responding physi-
cians were an accurate representation of all
Washington physicians (e.g., physicians less in-
terested in or more opposed to assisted suicide
may have been less likely to return the surveys),
let alone for the larger United States. Yet, these
statistics suggest that assisted suicide is not a rare
event, despite its illegal status. (It is also possible
that, despite the anonymous nature of the survey,
some physicians who had in fact carried out these
requests were unwilling to acknowledge their ac-
tions for fear of repercussions.)

Even more striking results were reported in a
survey of San Francisco-area AIDS physicians.
Slome and colleagues22 found that 98% of re-
spondents had received requests for assisted sui-
cide, and more than half of all responding physi-
cians reported having granted at least one
patient's request for assisted suicide. The average
number of times that responding physicians had
granted requests for assisted suicide was 4.2, with
some physicians fulfilling dozens of such requests.
Moreover, in response to a hypothetical vignette,
nearly half of the sample (48%) indicated that
they would be likely to grant a hypothetical pa-
tient's initial request for assisted suicide.

A more recent national survey sampled nearly
2,000 physicians from those discliplines most
likely to receive requests for assisted suicide or
euthanasia.23 Meier and colleagues found that
more than 18% of responding physicians reported
having received at least one request for assisted
suicide, and more than 11% had received requests
for "lethal injection" (the author's definition of
euthanasia). Only 6.4% of the total sample, how-
ever, reported having acceded to a request for has-
tened death (3.3% reported having prescribed
medications to be used for this purpose, and
4-7% reported having provided lethal injection),
roughly one-fourth of those who reported having
received such a request. The most common rea-
sons for the requests for hasteried death, accord-
ing to the physicians, included "discomfort other

than pain" (present in 79% of cases), "loss of
dignity" (53% of cases), "fear of uncontrollable
symptoms" (52% of cases), pain (50% of cases),
and "loss of meaning in their lives" (47% of
cases). Although most physicians responded to
requests for hastened death with either more ag-
gressive palliative care (i.e., increased analgesic
medications) or less aggressive life-prolonging
treatments, 25% of physicians reported having
prescribed antidepressant medications. Despite
this seeming acknowledgment of the possible role
of depression in patient requests for hastened
death, only 2% of physicians reported having
sought psychiatric consultation for their patients
who requested assistance in dying.

Perhaps the most striking research to date re-
garding the use of assisted suicide and euthana-
sia is a study of critical-care nurses conducted by
David Asch.24 This study, based on the results of
an anonymous survey, found that 17% of re-
spondents reported having received at least one
request for assisted suicide, and 11% had granted
such a request. Aproximately 5% of responding
nurses acknowledged having hastened a patient's
death at the request of the physician but without
the request of the patient or the family (termed
"involuntary euthanasia" by some writers). More-
over, 4.7% percent of the sample indicated that
they had hastened a patient's death without the
knowledge of or a request by the physician. Re-
spondents described having stopped oxygen ther-
apy or increased pain medication in order to has-
ten death.24 Asch suggested, on the basis of the
reports of the respondent nurses, that these ac-
tions were done in order to ease the suffering of
the patients, and he cited the traditional role of
nursing in palliative care as the basis for these re-
sults. It should also be noted that Asch's contro-
versial study generated considerable response, in-
cluding many suggestions that methodological
issues such as vague wording of questions may
make these data unreliable.25 Nevertheless, while
these data may not accurately indicate the preva-
lence of assisted suicide or euthanasia in the
United States, requests for assistance in dying are
clearly not rare events, and physicians occasion-
ally grant such requests despite legal prohibitions.
Furthermore, because legal restrictions limit the
ability of physicians to consult with colleagues re-
garding how to react to a request for assisted sui-
cide, the appropriateness of patient requests and
physician responses is unknown.
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In the Netherlands, however, where physi-
cian-assisted suicide and euthanasia have been
practiced regularly for more than 10 years, data
regarding the frequency of requests for assistance
in dying and the proportion of terminally ill pa-
tients whose lives end in this manner are avail-
able. Euthanasia was granted its current status in
1984 after a Dutch supreme court decision au-
thorized this practice, provided a number of con-
ditions are met. Specifically, the patient's request
for assisted suicide must be considered free, con-
scious, explicit, and persistent. Both the physi-
cian and patient must agree that the patient's suf-
fering is intolerable, and other measures for relief
must have been exhausted. A second physician
must be consulted and must concur with the de-
cision to assist in ending the patient's life. Finally,
all of these conditions must be adequately docu-
mented and reported to the governmental body
that supervises the practice of euthanasia. Be-
cause of the availability of such records, several
studies have documented the proportion of
deaths in the Netherlands in which euthanasia
or assisted suicide are implicated (these estimates
have been adjusted to account for the underre-
porting of euthanasia acknowledged by many
Dutch physicians). In reporting on euthanasia
and assisted-suicide practices in the Netherlands
from 1990 to 1995, van der Maas and colleagues26

used both official reports of euthanasia and re-
sponses to anonymous surveys to estimate the
rates of euthanasia and assisted suicide. They con-
cluded that euthanasia and assisted suicide were
involved in roughly 4.7% of all deaths in the
Netherlands during 1995, a substantial increase
over the 2.7% of deaths in 1991 that involved
medical assistance.

Supporters of assisted suicide point to the
Netherlands data as evidence that legalization
has not led to widespread abuse or overuse of eu-
thanasia/assisted suicide. Critics, however suggest
that the 75% increase in deaths involving eu-
thanasia or assisted suicide (from 2.7% to 4-7%)
demonstrates a growing tendency toward their
more frequent use, and therefore an increase in
the number of potentially inappropriate uses.
Such concerns are clearly reflected in a 1994
Dutch supreme court decision in which the right
to euthanasia/assisted suicide was extended to in-
clude patients suffering from chronic illnesses
that are not terminal, including mental disorders
such as depression, provided the illness is refrac-

tory and causes intolerable suffering. Although
the vast majority of requests for assisted suicide
from mentally ill individuals have been denied,
isolated cases have occurred in which mentally
ill Dutch adults have been allowed to receive
physician-assisted suicide or euthanasia as a re-
sult of this court ruling. This experience has been
identified as evidence in favor of the "slippery
slope" argument,13 in which legalization of as-
sisted suicide is presumed to lead to a gradual
widening of the group of patients eligible for this
"intervention," even though in many caes it may
not be appropriate (e.g., for physically healthy but
clinically depressed individuals).

REASONS THAT PATIENTS MAY
SEEK HASTENED DEATH

A growing body of literature has emerged on the
types of physical and psychological concerns that
may give rise to a desire for hastened death and
requests for assisted suicide. Although this liter-
ature has not always been consistent, a growing
concensus has supported many of the assumptions
put forth by the initial advocates and opponents
of legalization. The issues that have received the
broadest empirical support are pain, depression,
social support, and cognitive dysfunction.

Pain

The relationship between pain and desire for
death is often described as a relatively straight-
forward one: Intractable or severe pain is thought
to lead to a desire for hastened death and, in par-
ticular, to thoughts of suicide.9 While some re-
search has supported this presumption, most stud-
ies have suggested that the relationship may be
considerably more complex. For example, in their
studies of ambulatory patients with AIDS, Breit-
bart and colleagues found that, while the pres-
ence and severity of pain appeared to heighten
psychological distress and depression,27 there was
no direct relationship between pain and interest
in assisted suicide.19 Interest in assisted suicide
appeared to be more a function of psychological
and social factors (e.g., depression, social support,
fears of becoming a burden to one's friends) than
of physical factors (e.g., pain, symptom distress,
disease status). Emanuel and colleagues16 found
similar results with regard to the link between
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pain and the desire for death in their sample of
cancer patients. They found that patients who
were in pain at the time of the survey were less
likely to consider euthanasia appropriate than
were patients without pain, even in response to
a hypothetical vignette that described a patient
with unremitting pain.16 These studies, however,
are limited by several factors, including the use
of indirect measures of desire for hastened death
(e.g., willingness to consider assisted suicide as an
option or approval of euthanasia as a legitimate
alternative) and their focus on the presence of
pain rather than on the intensity of the pain or
physical symptom distress more generally.

Studies that have employed more precise mea-
sures of desire for death and of severity of pain,
on the other hand, have generally supported the
hypothesis that severe pain can result in a height-
ened desire for death. Chochinov and col-
leagues,8 in their study of terminally ill cancer pa-
tients, found that 76% of patients with moderate
to severe pain had a "significant" desire for has-
tened death, compared to only 46% of patients
with mild or no pain. More recently, Rosenfeld
and colleagues20 found that pain intensity con-
tributed significantly to the prediction of desire
for death (even after including measures of de-
pression and social support) for patients who had
pain. When the presence or absence of pain was
included as a variable in these analyses, no such
relationship was observed. Thus, the presence of
severe pain is likely to add significantly to a pa-
tient's desire for a hastened death; however, this
relationship may be masked when pain is studied
as a dichotomous (present/absent) variable.

Depression

Several studies have demonstrated that depres-
sion plays a significant role in terminally ill pa-
tients' desire for hastened death . Although these
studies often suffer from a host of methodologi-
cal problems, the consistency of this finding
across multiple studies, including several that
demonstrated more careful attention to method-
ological issues, supports the apparent connection
between depression and the desire for hastened
death in terminally ill patients. Brown et al.,7 for
example, found that in their sample of palliative-
care patients, all those patients who expressed a
desire for death or suicidal ideation also met the
diagnostic criteria for a major depressive episode.

Unfortunately, this study did not evaluate de-
pression and suicidal ideation independently,
leading to a confounding of these two classifica-
tions (i.e., patients who express suicidal ideation
would be quite likely to be diagnosed as suffering
from a depression, given that suicidal ideation is
one of the diagnostic criteria).

More convincing evidence in support of the
connection between depression and the desire for
death was offered by Chochinov and colleagues,8

who found that 58% of terminally ill cancer pa-
tients that were classified as having a "significant"
desire for death were simultaneously diagnosed
with a major depressive episode. They concluded
that many, although not all, terminally ill pa-
tients who express interest in a hastened death
may be suffering from a depressive disorder. These
findings were replicated, with even stronger re-
sults, by Rosenfeld and colleagues,20 who used
multivariate models to assess the role of depres-
sion while simultaneously considering other vari-
ables, such as social support and pain. They found
that, among terminally ill patients with AIDS,
depression was the strongest predictor of desire
for hastened death, although lack of social sup-
port, pain intensity, and symptom distress all pro-
vided independent contributions to this model.
In their sample, nearly all patients who were clas-
sified as having an elevated desire for death were
simultaneously diagnosed with a major depressive
episode (although the reverse was not necessar-
ily true; depressed patients did not necessarily re-
port a high level of desire for death). Thus, while
strong evidence exists that depression contributes
significantly to a desire for death among termi-
nally ill patients, the precise magnitude of this
relationship is still unknown.

A related and similarly unresolved issue is
whether treatment for depression affects desire for
hastened death among terminally ill patients. In
the only study to directly address the impact of
treatment for depression on medical treatment
decisions, Ganzini and colleagues28 studied de-
pressed geriatric patients' preferences for life-sus-
taining treatments. They found that, while treat-
ment for depression did not result in a significant
overall change in the preferences of depressed
geriatric patients, several of the most severely de-
pressed patients who responded positively to an-
tidepressant therapy demonstrated a change in
their preferences for life-sustaining treatments
(i.e., having previously opted to refuse such treat-
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ment, they subsequently expressed a desire for
these interventions). While this study suggests
that interventions for depression may result in
changed preferences among a subset of terminally
ill patients who seek assisted suicide or euthana-
sia, no research to date has demonstrated such an
effect. Breitbart and Rosenfeld are currently con-
ducting an investigation in which terminally ill
patients with AIDS who meet the criteria for a
major depressive disorder are being treated and
monitored with regard to their level of depression
and their desire for hastened death. Such research
may help elucidate the extent to which depres-
sion impedes rational end-of-life decision making
in terminally ill patients.

Social Support

Although social factors were ignored in much of
the early research on desire for death,1'7'29 a grow-
ing body of research has demonstrated an impor-
tant relationship between social support and de-
sire for death. The importance of social factors in
determining patient requests for assisted suicide
or euthanasia was first evident in the results of a
Dutch study described by van der Maas and col-
leagues,26 in which the researchers found that so-
cial and psychological factors (e.g., concern re-
garding a loss of dignity, fears of becoming a
burden to others) comstituted four of the five
most frequently cited reasons for euthanasia re-
quests. Chochinov and colleagues,8 for example,
found a significant correlation between social
support and desire for death among their sample
of terminally ill cancer patients, with patients
with lower levels of social support having more
desire for hastened death than patients with
higher levels of social support. Similarly, Breit-
bart et al.19 demonstrated a significant relation-
ship between the quality of social support and in-
terest in assisted suicide. In addition, a number
of other social variables (e.g., fear of becoming a
burden to family and friends; experience with the
death of a friend or family member due to AIDS)
were significant predictors of interest in assisted
suicide among ambulatory patients with AIDS.
More recently, Rosenfeld and colleagues20 found
that social support provided an independent con-
tribution to the prediction of desire for death
even after they controlled for the impact of de-
pression, pain, and symptom distress. Thus, de-
spite methodological differences, research studies

have repeatedly shown the importance of social
support as a factor in understanding patient re-
quests for assisted suicide.

Cognitive Dysfunction and Delirium

Delirium has been increasingly recognized as a
factor that may substantially increase the likeli-
hood of suicidal ideation or attempts among med-
ically ill individuals. Because delirium involves a
general clouding of one's consciousness and abil-
ity to think rationally as a result of an underly-
ing medical condition, the potential for impul-
sive or, at times, irrational acts such as a suicide
attempt is considerable.30 Although delirium may
be less likely to influence patient requests for as-
sisted suicide than actual suicide attempts (since
the former are typically less impulsive), the po-
tential impact of such cognitive deficits on deci-
sion making is substantial. For example, Rosen-
feld et al.31 found that even subthreshold levels
of cognitive dysfunction appeared to adversely
impact on HIV+ patients' ability to make ratio-
nal treatment decisions. Similarly, Rosenfeld et
al.20 found that cognitive impairment was signif-
icantly associated with desire for death among a
sample of hospitalized terminally ill patients with
AIDS. Thus, cognitive impairments (which are
common among terminally ill patients) may lead
to a diminished ability to perceive long-term risks
and benefits (in contrast to short-term ones) and
therefore adversely influence end-of-life decision
making and suicidal ideation.

CLINICAL RESPONSE TO SUICIDAL
IDEATION OR REQUESTS FOR
ASSISTED SUICIDE

The response of the clinician to a patient's ex-
pression of suicidal ideation or request for assisted
suicide has obvious ramifications for the patient's
quality of life as he or she approaches death. Sev-
eral issues emerge in clinical settings when pa-
tients express a desire for hastened death, with or
without the assistance of the physician. These is-
sues, and appropriate clinical responses, are dis-
cussed in this seciton, along with the legal and
ethical issues that exist in such situations.

As with any individual who expresses a desire
for death, a terminally ill patient's expression of
suicidal ideation or a request for assisted suicide
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must be addressed both rapidly and thoughtfully.
Perhaps the single most important response a
clinician can offer to his or her patients is a will-
ingness to engage in this discussion. Clinician
should not only allow their patients to discuss
these thoughts and/or feelings openly but perhaps
even facilitate an open discussion through direct
questions and inquiries. Facilitating a free, open
discussion of the patient's decision making is es-
sential in order to ascertain the basis for the sui-
cidal thoughts and the extent of any plans or in-
tentions. Moreover, by expressing his willingness
to discuss these issues in a nonjudgmental man-
ner, the clinician conveys a willingness to keep
such topics open, often providing significant re-
lief to the patient.

Many experienced clinicians, however, are
uncomfortable discussing suicide or death with
their patients, and several fears often arise from
situations. Among these is the thought that by
allowing a patient to discuss his or her desire for
hastened death, the physician is conveying ap-
proval or agreement with this decision. Although
many physicians express concern that their in-
quiry into the patient's thoughts about suicide or
death may give rise to suicidal thought or feel-
ings when none existed previously, this belief is
almost always unfounded. Rather, terminally ill
patients often avoid discussing these thoughts
with their physicians because they perceive that
such discussions are off-limits or inappropriate, or
they await a cue from the clinician that the topic
is acceptable even thougyh they are tormented
by dealing with the thoughts in isolation. The
failure to allow an open dialogue regarding suici-
dal thoughts or desire for hastened death curtails
an important avenue by which physicians can
gain a more complete understanding of their pa-
tient's mental and physical state. Many patients
also find discussions of suicidal thoughts thera-
peutic; at times they even relieve some of the urge
to act on such thoughts. Even physicians who are
opposed to suicide or assisted suicide on moral,
ethical or religious grounds should be capable of
engaging in a discussion of these thoughts or feel-
ings without conveying a willingness to carry out
such actions or a judgment of the appropriateness
of such feelings.

Once an open dialogue has been established,
a discussion of the patient's understanding of his
illness and of the presence and severity of current
symptoms is an essential second step. This type

of discussion can enable the physician to assess
both the degree to which the patient's beliefs or
thoughts are rational and the extent to which un-
treated symptoms are driving the desire for a has-
tened death. The disclosure of untreated or un-
dertreated physical and psychological symptoms
can facilitate more effective treatment of those
symptoms that may be resolvable with improved
palliative care.

Another aspect of patient decision making
that can be addressed once an open dialogue has
been established is the extent of depression that
is present in the patient. Not all terminally ill pa-
tients become severely depressed, nor are all ter-
minally ill patients who desire a hastened death
suffering from a major depression. On the other
hand, many terminally ill patients are likely to be
experiencing a depression that may be both treat-
able as well as temporary. Identifying when se-
vere symptoms of depression exist and providing
a referral to a trained psychologist or psychiatrist,
preferably one with experience treating patients
with terminal illnesses, can be crucial in opti-
mizing the quality of life of these patients. Of
course, even when a severe depression exists, a
patient's ability to make rational treatment deci-
sions is not always impaired as a result of this dis-
order. Thus, a referral to a mental health profes-
sional should likely also include an evaluation of
the patient's decision-making competence.

Whenever potentially treatable disorders ap-
pear to underlie a patient's desire for hastened
death, aggressive treatment for these symptoms
or conditions is necessary. Many patients may be
reluctant to pursue such treatments, particulary
if the patient believes that treatment will be fu-
tile and/or painful. Thus, clinicians should assure
the patient that initiating treatment does not im-
ply a lack of willingness to continue to discuss
other options (e.g., assisted suicide), merely a de-
sire to exhaust all possible options to improve
their existing quality of life. Therefore, clinicians
should seek expert assistance in addressing what-
ever symptoms or problems have been identified,
whether psychological (e.g., depression or de-
spair), physical (e.g., pain, fatigue) or social (e.g.,
concern regarding becoming a burden to one's so-
cial supports).

Because assisted suicide and euthanasia (as
well as suicide more broadly) are illegal in the
United States (with the exception of Oregon),
any clinician who learns of a patient's desire for
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assistance in dying is presented with several
ethical and legal quandaries in addition to the
clinical issues that arise. These quandaries are
simplified somewhat by the physician's determi-
nation to resolve or reduce by available inter-
vention any problems that appear amenable to
such treatment. If the patient's desire for has-
tened death does not appear related to potentially
resolvable problems and the patient has specifi-
cally requested assistance in committing suicide
(or expressed a specific intent to kill himself), the
clinician is faced with the uncomfortable burden
of deciding how to respond to the patient's state-
ments. This decision will no doubt rest on a num-
ber of factors, including the physician's personal
beliefs regarding the appropriateness of suicide
and assisted suicide. Although consultation with
a colleague is certainly hindered by the illegal na-
ture of assisted suicide, such consultation is nev-
ertheless advisable whenever a patient's request
for assisted suicide is being seriously considered.
Consultation with a peer, even if done in a con-
fidential and discreet manner, can reassure the
clinician that his perception of the situation and
condition of the patient is accurate, as well as
provide a second opinion regarding the potential
for, and the availability of, possible interventions.
Unfortunately, we have no easy answer for facil-
itating clinical decision making in these difficult
situations, other than to hope that if patients re-
ceive adequate interventions and clinical re-
sponse, such requests will be relatively infrequent.
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Anxiety in Palliative Care

David K. Payne, Ph.D.
Mary Jane Massie, M.D.

As patients enter the palliative or terminal
phase of their illness, both physical and psy-

chological burdens change. Anxiety commonly
increases as patients become aware of both the
relative ineffectiveness of medical treatments in
halting the progress of their disease and, conse-
quently, their limited life expectancy. Fears of
death, disability, disfigurement, and dependency
loom ever larger for patients who have been told
that medical treatment will not, in all likelihood,
lead to cure but will be palliative. The clinicians'
awareness of the impact of the psychological and
medical end-of-life issues on the development
and persistence of anxiety will allow them to be
more effective in helping patients manage their
psychological distress.

PREVALENCE OF ANXIETY IN PATIENTS

RECEIVING PALLIATIVE CARE

Throughout the span of the illness, cancer dis-
rupts the social roles of patients, their interper-
sonal relationships, and the ways in which they
view their future;1 most people who have cancer
are both fearful and sad. Although in the general
population anxiety is associated with female gen-
der, young age, and low socioeconomic status,2

these patterns do not appear in cancer patients;

as cancer progresses, demographic factors may be-
come less important. The evaluation of anxiety
symptoms is a frequent reason for requesting a
psychiatric consultation for cancer patients and
accounted for 16% of requests for referrals in one
study.3 In that consultation study, 25% of pa-
tients were diagnosed as having either an anxi-
ety (4%) or an adjustment disorder with anxious
mood (21%), and 57% were diagnosed as having
major depression (9%) or an adjustment disorder
with depressed mood (48%). Most of the studies
that have evaluated the presence of psychiatric
symptoms in cancer patients have reported a
higher prevalence of mixed anxiety and depres-
sive symptoms than of anxiety alone.4 Correla-
tions between measures of depression and of
anxiety on both clinician-rated5 and self-report
measures6 are high, in all likelihood because these
measures tap a common psychological trait: neg-
ative affect.7 In the PSYCOG study of the preva-
lence of psychiatric disorders in cancer patients,
about 21% of the sample had symptoms of anxi-
ety.4 In several controlled studies, cancer patients
have been found to have higher levels of anxiety
than healthy individuals. In looking at anxiety in
the patient with advancing disease, Brandenberg8

reported that 28% of advanced melanoma pa-
tients were anxious, in comparison to 15% of con-
trols. Maguire et al. reported that anxiety in-

63

5



64 Psychiatric Complications of Terminal Illness

creases with the diagnosis of cancer, peaks prior
to surgical interventions, and frequently remains
high, declining gradually during the first postop-
erative years.9 Others have reported that anxiety
increases as cancer progresses and that psycho-
logical health declines along with a decline in
physical status.6'10

Patients who are receiving palliative
chemotherapy may have a conditioned anticipa-
tory response that arose from their past experi-
ence with chemotherapy and that may have per-
sisted for years following the cessation of the
original chemotherapy treatment.11"13 Patients
who are receiving palliative radiotherapy treat-
ment may experience increased anxiety associated
with concerns about increased bodily vulnerabil-
ity and worries about whether the radiation will
cause further body damage and may also experi-
ence claustrophobia, feeling that the radiation
therapy suite is "tomb-like."14 The anxiety expe-
rienced during chemotherapy and radiation ther-
apy may paradoxically increase at the termina-
tion of treatment as patients feel "unprotected,"
see their physician(s) less often, and worry about
the effectiveness of treatment. Patients with ad-
vanced disease frequently worry that they are
losing their fight against cancer and that any ces-
sation in chemotherapy or radiation therapy
places them closer to the inevitability of death.
Patients who are participating in clinical trials
and who feel that they have been randomized to
a less aggressive treatment modality may also ex-
perience increased anxiety.15 Those patients who
are receiving Phase I or Phase II trials may feel
increased anxiety as they wonder if the treatment
will either result in cure or "buy" them additional
time.

DIAGNOSIS OF ANXIETY

Although by the time most patients enter the pal-
liative-care phase they have likely had any anx-
iety disorders diagnosed, it is important to re-
member that prior to the palliative phase many
patients may not have seen a mental health prac-
titioner; therefore, the possibility of diagnosing
anxiety disorder in patients with terminal illness
should not be ruled out. Generally, however, only
a small percentage of cancer patients have anxi-
ety disorders that antedate the diagnosis of can-
cer and are exacerbated by the stress associated

with cancer diagnosis or treatment.16 Although
patients with anxiety usually report subjective
feelings of foreboding, apprehension, or dread,
these symptoms frequently intensify when pa-
tients perceive that death is imminent. Anxiety
symptoms can be either cognitive or somatic; the
most salient symptoms are usually somatic and in-
clude tachycardia, shortness of breath, diaphore-
sis, gastrointestinal distress, and nausea. Loss of
appetite, diminished libido, and insomnia, symp-
toms also associated with depression, are common
in patients with anxiety, as are feelings of hyper-
arousal and irritability. In patients with panic at-
tacks, symptoms related to increased autonomic
discharge increase dramatically.

In addition to somatic symptoms, anxious can-
cer patients facing death may often be plagued
with recurrent unpleasant thoughts about cancer,
including fears of death and of dependency on
others. The thinking style of the anxious patient
is characterized by overgeneralization and cata-
strophizing; negative outcomes seem inevitable,
and patients view themselves as helpless in a
hopeless situation. As their fears increase, pa-
tients may see their environment as threatening
and often are motivated to flee, a reaction that
commonly precipitates treatment refusals or de-
mands for premature hospital discharge.17

The DSM-IV refers to anxiety resulting from
uncontrolled pain, abnormal metabolic states,
pulmonary emboli, and hormone-producing tu-
mors as an anxiety disorder due to a general med-
ical condition. Anxiety induced by medication
(e.g., steroids, psychostimulants, sedatives, hyp-
notics, or anxiolytics) is called substance-induced
anxiety disorder.18

In the palliative-care setting, a common cause
of anxiety is uncontrolled pain. Although the
hospice movement in this country and abroad has
led the way in the understanding and treatment
of pain in the terminal phase of illness, under-
managed pain remains a common cause of anxi-
ety and diminished quality of life in the pallia-
tive setting. Understanding the specific nature of
the patient's pain phenomenon may be helpful in
determining the most appropriate treatment for
pain and, consequently, anxiety. Patients with
breakthrough pain (episodes of severe or excru-
ciating pain superimposed on relatively stable,
well-controlled baseline pain) reported signifi-
cantly more anxiety and depression than did pa-
tients who did not report these episodes.19 The
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undermanagement of patients' pain may result
from a lack of understanding of the most appro-
priate pharmacological interventions. Rather
than treating the patient's pain with short-acting
opioids, such as oxymorphone, which may result
in alternating periods of oversedation and peri-
ods of pain, the physician may prescribe longer-
acting opioids, given around the clock and sup-
plemented with shorter-acting opioids, that may
provide more consistent pain relief. The conse-
quence may be that not only does the patient re-
ceive more consistent pain relief, but also the
patient's sense of control over the pain may alle-
viate his anxiety.

The presentation of the patient in acute pain
is well known; the patient appears tense and is
often restless and perspiring.20 Agitation may en-
sue if adequate relief is not provided. Suicidal
ideation is common with uncontrolled pain; no
psychiatric diagnosis, however, can be made un-
til the pain has been controlled.21 If, after the
pain has been adequately treated, the patient re-
mains anxious, other medical or psychological
factors should be considered.

A change in metabolic state or an impending
medical catastrophe may be heralded by symp-
toms of anxiety. Suddenly occurring symptoms of
anxiety with chest pain or respiratory distress may
indicate a pulmonary embolus. Patients who are
hypoxic often appear anxious and fear that they
are suffocating or dying. Medications, such as
bronchodilators and beta-adrenergic receptor
stimulants that are commonly used for chronic
respiratory conditions, may cause anxiety, irri-
tability, and tremulousness. Patients who have a
delirium often manifest symptoms of anxiety,
restlessness, and agitation. These confusional
states generally have multiple etiologies, includ-
ing hypoglycemia, organ failure, electrolyte im-
balance, nutritional failure, and infection.22

Although a less frequent cause of anxiety,
hormone-secreting tumors may also produce
symptoms of anxiety. Pheochromocytoma,23 thy-
roid24 and parathyroid25 tumors, and adrenocor-
ticotropic hormone (ACTH)-producing tu-
mors26 (most frequently associated with lung
cancer and insulinoma) may be associated anxi-
ety symptoms.

Among the medications used in palliative-care
settings, corticosteroids are frequently a cause of
anxiety symptoms such as motor restlessness and
agitation. Dexamethasone may be given in high

doses for the treatment of a spinal cord compres-
sion, and prednisone may be given as a premed-
ication to reduce nausea for patients who are re-
ceiving palliative chemotherapy. The psychiatric
symptoms associated with the use of steroids are
dose-related and often persist even after the med-
ications have been tapered. Akathisia, a common
side effect of neuroleptic drugs (i.e., metoclo-
pramide and prochlorperazine) used to control
nausea and to treat the symptoms of a delirium,
may often manifest as anxiety and restlessness.27

The patient and the patient's family may be dis-
tressed by these symptoms and reluctant to report
them for fear that they indicate that the patient
is having a "nervous breakdown." Fortunately,
these symptoms can be controlled by the addi-
tion of a benzodiazepine (e.g., lorazepam 0.5 to
2.0 mg po tid to qid), a beta blocker (e.g., pro-
pranolol 10 mg po tid), or an antiparkinsonian
agent (e.g., diphenhydramine 25 to 50 mg po or
iv). Patients and family members should be edu-
cated about the side effects of these medications
and encouraged to report these easily managed
symptoms when they occur.

Withdrawal states from alcohol, opiods, and
benzodiazepines are often overlooked as causes of
anxiety and agitation. Patients with head and
neck cancers often have unreported or underre-
ported histories of alcohol abuse. Consequently,
with the presentation of increased anxiety and
agitation, consideration of withdrawal states
should be considered in these patients.28 Patients
in the palliative-care setting may have been pre-
scribed shorter-acting benzodiazepines (e.g., lo-
razepam, alprazolam, and oxazepam) to control
both anxiety and nausea. With inadequate dos-
ing regimens, these patients often have rebound
anxiety between doses. These patients may ben-
efit from an increase in the dosing frequency of
the short-acting benzodiazepine or a switch to a
longer-acting benzodiazepine (e.g., clonazepam).
Bronchodilators and beta-adrenergic stimulants,
psychostimulants, and caffeine can all cause anx-
iety, irritability, and tremulousness.29 Thyroid-re-
placement medication can produce symptoms of
anxiety, especially when the dosage is being ad-
justed.30

Although patients in the palliative-care set-
ting, in all likelihood, have had substantial ex-
perience with a variety of medical treatment
modalities, chemotherapy and radiation therapy
can be associated with increases in anxiety. Re-



66 Psychiatric Complications of Terminal Illness

peated exposures to highly emetogenic chemo-
therapeutic agents may have led to the develop-
ment of anticipatory nausea and vomiting (ANV),
a conditioned response to environmental cues
(e.g., the sight of the hospital, smell of alcohol
preps) that surround the chemotherapy experi-
ence. There is evidence that ANV may be linked
to a preexisting anxiety diathesis and that it may
persist for years following the cessation of
chemotherapy.13'31 Although newer antiemetic
regimens have led to a decrease in ANV, those
patients who are receiving palliative chemother-
apy may have had past experiences with chemo-
therapy that may have led to the development of
persistent anxiety related to chemotherapy. In a
like manner, patients who are undergoing radia-
tion therapy may feel apprehensive and anx-
ious.32 Anxiety associated with radiation therapy
may not decline as treatment progresses because
of the accumulated side effects and the fear asso-
ciated with the cessation of treatment; the psy-
chological distress associated with radiation ther-
apy may exceed the physical distress that results
from the treatment itself.33"35

The diagnosis of anxiety usually is determined
by a clinical interview, and this remains the pre-
ferred assessment technique in the palliative-
care setting, where patients may be physically de-
bilitated and/or may have cognitive deficits. In
patients who are less debilitated and who are cog-
nitively intact, however, the use of assessment
instruments adds specificity to the diagnosis and
facilitates the monitoring of treatment progress.
Several instruments have been used to measure
anxiety: the Profile of Mood States,36 the Brief
Symptom Inventory,37 the Hospital Anxiety and
Depression Scale,38 and the Rotterdam Symp-
toms Checklist.39 The Hospital Anxiety and De-
pression Scale (HADS) is a self-report measure
that assesses the cognitive items associated with
depression and anxiety and thus avoids the con-
found of physical symptoms in medically ill pa-
tients.38 The HADS has demonstrated validity
in assessing mood disturbances in cancer pa-
tients.40 The Rotterdam Symptoms Checklist is
a self-report scale that measures both psycholog-
ical and physical distress.39 Although the Rot-
terdam Symptoms Checklist measures anxiety
and depression in its psychological distress scale
as a unitary phenomenon, the psychological dis-
tress scale does contain items associated with
anxiety.

The patient who appears anxious usually will
be determined to have "reactive" anxiety or an
adjustment disorder with anxious mood (de-
scribed earlier); anxiety that is a manifestation of
a preexisting anxiety disorder; anxiety that is sec-
ondary to the exacerbation of the illness or re-
lated to medication side effects; or anxiety that
is a manifestation of another psychiatric disorder,
such as delirium or depression.

Phobia, Panic Disorders, Generalized
Anxiety Disorder, and Posttraumatic
Stress Disorder

Phobias, panic disorder, posttraumatic stress dis-
order, and generalized anxiety disorder may have
been treated in cancer patients for years prior to
the patient's cancer diagnosis. A small number of
patients are first diagnosed with these disorders
while undergoing cancer treatment. Although
the assumption is made (and is usually true) that
patients, throughout the course of disease and
treatment, will have had these anxiety disorders
addressed and treated, the possibility that these
disorders will appear for the first time when the
patient is in the palliative-care setting should not
be excluded from consideration. Because they
have the potential not only to cause extreme dis-
tress but also to interfere with adequate medical
management of the patient, it is important to ac-
curately diagnose and treat these anxiety disor-
ders.41-42

There is a range of phobias that can be exac-
erbated by exposure to the medical environment;
phobias relatd to needles, blood, hospitals, and
doctors are common. The common characteris-
tic of all phobias is extreme anxiety on exposure
to a feared object(s) or situation(s) and a persis-
tent anxiety in anticipation of these situations.
Agoraphobia, the most common phobia in the
general population, and claustrophobia may ap-
pear to present de novo in patients who are con-
fined in the frightening hospital environment
without the usual environmental supports that
keep their anxiety symptoms manageable. Pa-
tients who require magnetic resonance imaging
or radiation therapy or who must be confined in
intensive-care or re verse-isolation settings fre-
quently experience increased anxiety.43

In contrast to phobias, in which there is a
clearly defined situation or object of dread, panic
disorder often presents as a sudden, unpredictable
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episode of intense discomfort and fear accompa-
nied by shortness of breath, diaphoresis, tachy-
cardia, feelings of choking or being smothered,
and thoughts of impending doom. Symptoms of
a preexisting panic disorder may intensify during
the palliative-care phase when patients are con-
fronting increasing physical symptoms and their
own mortality; severe untreated symptoms may
prevent the patient from participating in ade-
quate symptom management. Generalized anxi-
ety disorder is characterized by excessive worry,
difficulty controlling the worry or apprehension,
and the presence of symptoms of autonomic hy-
peractivity and hypervigilance.

In addition to heightened psychological dis-
tress associated with cancer treatment, cancer pa-
tients may experience the symptoms characteris-
tic of posttraumatic stress disorder (PTSD),
similar to those reported by individuals who have
been subjected to other types of trauma (e.g.,
combat, rape, or natural disaster).44'45 Alter et al.
reported that almost half (48%) of a group of can-
cer survivors reported symptoms related to PTSD,
with 4% meeting the criteria for current PTSD
diagnosis and 22% meeting the criteria for a life-
time diagnosis of PTSD.46 Patients with this dis-
order may repeatedly reexperience frightening
events associated with their cancer diagnosis or
treatment and have a chronic exaggerated startle
response, nightmares, or autonomic hyperactiv-
ity.

Anxiety as a Manifestation of Other
Psychiatric Disorders

In terminally ill patients, anxiety may be a man-
ifestation of either depression or delirium. In-
creasingly, depression and anxiety are viewed as
syndromes that exist along a continuum, and
there is an overlap in the symptomatology of
these two mood states. Depression may be dis-
tinguished from anxiety by the presence of the
psychological symptoms of depression, such as
hopelessness, anhedonia, worthlessness, and sui-
cidal ideation. Delirium, a common diagnosis in
patients who are receiving palliative care, fre-
quently has anxiety or restlessness as a prominent
feature but is distinguished from anxiety by the
presence of disorientation; impaired memory and
concentration; fluctuating level of consciousness;
and altered perceptions, including hallucinations,
delusions, or illusions.47

Cose Example

A 66-year-old man with metastatic colon cancer
was being followed in a home hospice program.
Nausea had been a persistent problem, and the pa-
tient was prescribed metoclopramide, which he had
been taking on an "as needed" basis. The patient
began to report feeling general discomfort, jitteri-
ness, and anxiety. Evaluation revealed that the pa-
tient had evidence of akathisia, likely from meto-
clopramide. Additionally, when asked whether he
was experiencing pain, the patient stated that, al-
though he was taking a long-acting opioid, he still
experienced moderate to severe pain with episodes
of breakthrough pain. He told the hospice physi-
cian that he thought that all patients who had can-
cer were supposed to experience pain. The patient,
an independent and rather stoic individual, also
worried about the impact that his illness was hav-
ing on his wife and adult children and felt that "by
complaining" he would make matters worse. The
dose of metoclopramide was reduced, and, after the
patient underwent a thorough mental status exam-
ination that was not suggestive of cognitive im-
pairment, low doses of lorazepam (0.5 mg bid) were
added to treat both nausea and anxiety. The pa-
tient was given information about the appropriate
monitoring of pain and was instructed in how to
supplement around-the-clock doses of morphine
sulfate with doses as needed of oxycodone, a
shorter-acting opioid. Finally, supportive therapy
focused on the patient's anxieties about his in-
creasing dependence on his family as well as on his
fear of death allowed him to face the end of his life
with reduced psychological distress.

TREATMENT OF ANXIETY

The most effective management of anxiety is
multimodal and usually involves psychotherapy,
behavioral therapy, and pharmacological man-
agement. During the initial evaluation of the pa-
tient's symptoms, both emotional support and in-
formation is given to the patient.48 Exploration
of the patient's fears and apprehensions about the
progression of his disease, upcoming procedures,
or psychosocial difficulties often serves to allevi-
ate a substantial degree of the patient's anxiety.
As the patient enters the palliative phase and in-
creasingly becomes aware of the foreshortening
of his life, his concerns may change or intensify.
Patients may become increasingly focused on
concerns about suffering and death. At this stage,
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worries about increased dependence, changes in
marital, family, or social-role functioning, spiri-
tual concerns, and financial issues may wax or
wane, depending on the degree to which the pa-
tient has worked through issues concerning mor-
tality.49

Psychological Treatment of Anxiety
in Palliative Care

As patients enter the terminal phase of the dis-
ease process, the focus of psychotherapy often
changes. Rather than helping patients under-
stand the antecedents of their anxiety or change
maladaptive styles of coping, psychotherapy is
more often focused on helping patients to con-
tain the anxiety associated with their impending
death or to deal with practical concerns and fears
around the issue of dying.

Death anxiety, the fear associated with death,
is a phenomenon associated with being human.
It is the fear of nonbeing, the ultimate existen-
tial concern. Although some patients may have
convictions about the veracity of their spiritual
belief systems that allow them to face this tran-
sition with diminished anxiety and depression,50

is not uncommon for patients with seemingly
well-established spiritual beliefs to become desta-
bilized in the face of end-of-life issues. The clergy
can frequently be helpful in shoring up the spir-
itual beliefs of some patients. The fears and anx-
iety associated with death vary across the life
span, and the clinician's knowledge of these de-
velopmental differences allows for more effective
therapeutic interventions.

There are specific characteristics that distin-
guish psychotherapy with the terminally ill from
psychotherapy with less medically ill patients.51

In the face of the patient's impending death, the
goals of psychotherapy are much more finite; in-
sight is not a essential therapeutic task. Therapy
does not usually move toward a specific goal such
as termination; the focus on providing a nurtur-
ing, supportive relationship with the dying
patient becomes paramount. As the patient grap-
ples with the practical fears and anxieties associ-
ated with dying (e.g., "How do I want my chil-
dren reared?" "Who will take care of my mentally
retarded sister?" "How can I resolve the problems
that I am having with my family before I die?"),
the therapist may need to be active on the pa-
tient's behalf by serving as an advocate or om-

budsman; maintaining a therapeutic facade or de-
tachment may not be as essential in the work with
the dying. In the psychotherapeutic treatment of
anxiety in the terminally ill patient, the line be-
tween psychotherapy and a supportive relation-
ship is blurred; the patient sets the pace, elements
not generally present in traditional psychother-
apy (e.g., normal conversation) may be present,
and defenses such as denial, although acknowl-
edged, may be considered a healthy and adaptive
response to impending death and consequently
may not be challenged. Ultimately, the goals of
therapy with the dying patient are to increase the
patient's sense of psychological as well as physi-
cal comfort. A number of therapeutic modalities
help achieve this goal.

Frank discussions about patient's fears and anx-
ieties concerning dying have been shown to be ef-
fective in alleviating patients' anxieties. Spiegel et
al., in their group intervention for women with
Stage IV breast cancer, have demonstrated that
the process of detoxifying and demystifying the ex-
perience of death leads to reduced levels of anxi-
ety and psychological distress.52

Relatively short-term psychological interven-
tions have proven to be effective in reducing the
distress associated with cancer.53 The efficacy of
psychological treatments without the use of drugs
depends on the duration and severity of the pa-
tient's anxiety. For patients with mild to moder-
ate anxiety, the use of psychological techniques
alone may be sufficient to assist them in manag-
ing anxiety.54

Careful patient selection is important to the
success of psychological approaches to managing
anxiety. Those dying patients who are most likely
to benefit from psychological interventions are
those whose anxiety has not been controlled by
other means; those who have a need for self-con-
trol and are reluctant to take medication; and
those who have experienced or acknowledge the
efficacy of such approaches. Individuals who are
poor candidates for psychological approaches to
the management of distress are those who have
delirium or dementia; those who are disinterested
or demonstrate noncompliance in learning to use
psychological techniques; and those who have a
history of serious psychiatric illness.55 Psycholog-
ical interventions for anxiety in cancer patients
fall into four categories: psychoeducational, be-
havioral, cognitive-behavioral, and group inter-
ventions.56
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Psychoeducational interventions are particu-
larly useful for anxious patients who have diffi-
culty understanding medical information about
their prognoses and planned procedures and
treatments. Although many patients will be quite
knowledgeable about the sequelae of particular
treatment modalities, providing information
about predictable side effects of palliative
chemotherapy or radiotherapy helps to normal-
ize the experience for them and to reduce their
anxiety.57'58 Similarly, explaining the predictable
emotional phases through which patients pass as
they face new and frightening information may
also alleviate their anxiety. Providing informa-
tion to patients' families enables them to cope
more effectively, which in turn enhances pa-
tients' sense of support.59'60

The rationale for all behavioral techniques is
the substitution of more adaptive behavior (i.e.,
increased coping ability) for less adaptive behav-
ior (i.e., anxiety). Behavioral approaches to the
management of anxiety are more useful than
standard psychodynamic approaches for children
and for adults who are not psychologically
minded. Progressive muscle relaxation has been
demonstrated in a number of studies to be effec-
tive in the management of anxiety.61'62 In a study
comparing the efficacy of relaxation and alprazo-
lam in cancer patients, both treatments were
shown to be effective for mild to moderate anx-
iety, with alprazolam having a slight advantage
over relaxation training alone.63 Progressive re-
laxation involves instructing the patient to relax
different parts of the body sequentially by either
tensing and relaxing the muscle groups (active
muscle relaxation) or by concentrating on relax-
ing parts of the body without tensing the muscles
(passive muscle relaxation). Both approaches are
effective in reducing anxiety, although in med-
ically debilitated patients passive relaxation may
prove to be more manageable.64 Frequently,
guided imagery is a component of a progressive
relaxation training program; a behavioral treat-
ment that includes both guided imagery and re-
laxation has been demonstrated to be more ef-
fective in lowering distress level than use of either
component alone.65'66 In addition to progressive
muscle relaxation, hypnosis has proven to be ef-
fective in the management of psychological dis-
tress associated with procedures,67 as well as in
the management of treatment-related side effects
such as anticipatory nausea and vomiting and

pain. Desensitization, response prevention, thought
stopping, modeling, and distraction are other be-
havioral techniques that may be useful in the
management of anxiety and phobias.55

Behavioral techniques have also been demon-
strated to be effective in the treatment of antic-
ipatory nausea and vomiting. A conditioned re-
sponse to chemotherapy, anticipatory nausea and
vomiting appears to be correlated with preexist-
ing trait anxiety31 and with state anxiety at the
time of the chemotherapy infusions.68 Progressive
muscle relaxation has been shown to decrease
both nausea and vomiting, as well as anxiety, in
patients who are receiving emetogenic chemo-
therapy.61'65'69

Individual psychotherapy in general56 and
cognitive-behavioral approaches in particular70

have been demonstrated to reduce psychological
distress. Accordingly to the cognitive-behavioral
model, emotional distress arises or continues be-
cause of maladaptive beliefs and thinking pat-
terns. Patients are encouraged to identify these
maladaptive thoughts, reconsider them more log-
ically, and experiment with alternative view-
points and behaviors that give them greater con-
trol over their situation. Using this model to
develop an intervention designed to address is-
sues associated with cancer, Moorey and Greer70

teach patients to identify negative thoughts; re-
hearse impending stressful events; implement
ways of handling them more effectively; plan and
carry out practical activities that create a sense
of mastery; express feelings openly to their part-
ners; and increase both their self-esteem and their
"fighting spirit" by identifying and fostering per-
sonal strengths. Follow-up studies of this inter-
vention have consistently demonstrated that pa-
tients who have had behavioral-cognitive
therapy receive significantly lower scores on anx-
iety and psychological distress than do con-
trols.71'72 Although these interventions were
conducted with patients who were receiving ac-
tive treatment, the principles are applicable to
patients receiving palliative care. Approaching
the fear of death, concluding unfinished business,
and restructuring one's expectations for life to in-
clude finding pleasure in short-term goals rather
than in long-term projects are appropriate foci for
cognitive-behavioral therapy with terminally ill
patients.

Group interventions have also been shown to
reduced psychological distress in cancer pa-
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tients56 and have demonstrated effectiveness for
individuals with a variety of cancer diagnoses73

and in varying stages of cancer.74 In one study,
patients who participated in support groups for at
least a year reported less tension than did con-
trols.52 The techniques employed in these groups
included fostering a sense of supportive com-
monality among the members; providing educa-
tion, emotional support, and instruction in stress
management and coping strategies; and behav-
ioral training.

Case Example

A 59-year-old professional woman with Stage IV
breast cancer was told by her physician that pallia-
tive chemotherapy was the "best option." The pa-
tient was terrified about her deteriorating physical
condition and tearfully described her growing un-
derstanding of the reality of her death. Her med-
ical course was complicated by a spinal cord com-
pression that had resulted in paraplegia. As she was
given increasing doses of dexamethasone for her
cord compression, she became progressively anxious
and tearful. Although the patient indicated that she
had dealt with anxiety throughout the course of her
illness "by strength of character," she felt that her
anxiety level at this point was much more intense
and no longer manageable. The psychiatric con-
sultant believed that her anxiety was in part exac-
erbated by the dexamethasone and prescribed the
neuroleptic haloperidol (0.5 mg po), which reduced
her level of anxiety. The patient had been reluc-
tant to use any psychotropic medications during the
course of her illness, but she did indicate that she
had in the past utilized meditation techniques for
controlling stress. The patient was reintroduced to
behavioral techniques for managing her anxiety,
and she assisted her therapist in making an audio-
tape of a progressive relaxation exercise. The pa-
tient's growing control over her anxiety allowed her
to deal more effectively with the debilitation asso-
ciated with cord compression, as well as with her
impending death.

Pharmacological Management
of Anxiety

A variety of anxiolytic drugs are prescribed for
cancer patients; one-quarter to one-third of pa-
tients with advanced cancer receive antianxiety
medication during their hospitalizations.74 In de-
ciding whether a pharmacological approach to

the management of anxiety may be useful, the
severity of the patient's symptoms that is the most
reliable guide. Patients with mild "reactive" anx-
iety may benefit from either supportive measures
or behavioral measures alone. Given the likeli-
hood of decreased hepatic and renal functioning,
as well as increased sensitivity to pharmacologi-
cal interventions, in patients receiving palliative
care, if drugs are to be used, the rubric of start-
ing with lower doses than would be used with
physically healthy patients and increasing these
doses more cautiously will lead to more manage-
able side-effects. Table 5.1 lists the drugs nor-
mally used to treat anxiety.

For the patient who has felt persistently ap-
prehensive and anxious, the first-line antianxiety
drugs are the benzodiazepines. In the palliative-
care setting, however, the excessive use of ben-
zodiazepines may result in mental-status changes
such as confusion, impaired concentration, mem-
ory, or confusion. These changes are more often
seen in elderly patients, those with advanced dis-
ease, and those with impaired hepatic function.
For patients with compromised hepatic function,
the use of shorter-acting benzodiazepines, such as
lorazepam, oxazepam, and temazepam, is pre-
ferred, since these drugs are metabolized by con-
jugation with glucuronic acid and have no active
metabolites. Lorazepam (0.25 to 2 mg qid) and
alprazolam (0.25 to 0.5 mg tid) are useful not only
for anxiety but also as antiemetic (lorazepam) and
antipanic (alprazolam) drugs. Lorazepam has
demonstrated antiemetic properties; both lo-
razepam and alprazolam have been shown in con-
trolled trials to reduce both anticipatory nausea
and vomiting associated with both chemotherapy
and postchemotherapy.75'76 Lorazepam also has
amnestic properties and when given prior to
chemotherapy or a procedure may produce am-
nesia for the event, thus reducing the likelihood
that a conditioned aversion will develop.77 A
longer-acting benzodiazepine, such as clon-
azepam (0.5 to 2 mg bid), may provide more con-
sistent relief of anxiety symptoms and may have
mood-stabilizing effects as well. For insomnia, the
benzodiazepines temazepam (15 to 30 mg qhs)
and triazolam (0.25 to 0.5 mg qhs), as well as the
nonbenzodiazepine hypnotic zolpidem (10 to 20
mg qhs), may be effective. A relatively nonse-
dating neuroleptic such as haloperidol (5 mg qhs)
or a sedating neuroleptic such as thioridazine (25
to 50 mg tid) may be more effective for the pa-
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Table 5.1 Drugs Used To Treat Anxiety

Drug
(Trade Name)

Benzodiazepines
Alprazolam (Xanax)
Oxazepam (Serax)
Lorazepam (Ativan)
Chlordiazepoxide (Librium)
Diazepam (Valium)
Chlorazepate (Tranxene)
Clonazepam (Klonopin)
Temazepam (Restoril)
Triazolam (Halcion)

Antihistamines

Hydroxyzine (Vistaril)
Diphenhydramine (Benadryl)

Neuroleptics

Haloperidol (Haldol)
Thioridazine (Mellaril)

Other

Zolpidem (Ambien)

Approximate
Dose

Equivalent

0.5
10.0

1.0
10.0

5.0
7.5
0.25

30.0
0.25

10
25

0.5
10

10

Initial
Dosage

.25-5 tid
1 0-1 5 tid
.5-2.0 tid

10-25 tid
5-10 bid

7.5-15 bid
.25-1 bid
15-30qhs
.25-.50 qhs

10-50 mgtid
25-75 mg bid

.5-1 mg bid
1 0-50 mg tid

10-20 mgqhs

Adsorption

Intermediate
Slow-intermediate
Intermediate
Intermediate
Fast
Fast
Intermediate
Intermediate
Intermediate

Metabolites

Yes
No
No
Yes
Yes
Yes
Yes
No
No

tient who is both anxious and confused. Neu-
roleptics may also be useful for the patient whose
anxiety is substance-induced (e.g., steroids).
Drowsiness and somnolence are the most com-
mon adverse effects of benzodiazepines; reduc-
tions in dose and the passage of time eliminates
these effects. Structurally unlike other anxiolyt-
ics, buspirone (5 to 20 mg tid) is useful for pa-
tients with generalized anxiety disorder and for
those in whom there is the potential for abuse.
Buspirone is not effective on a prn ("as needed")
basis, and its effects are not apparent for 1 to 2
weeks. Additionally, patients who have been pre-
scribed benzodiazepines in the past may find that
buspirone does not alleviate their anxiety as ef-
fectively as benzodiazepines.

For the treatment of panic disorder and ago-
raphobia, the benzodiazepine alprazolam and an-
tidepressant medications (i.e., serotonin reuptake
inhibitors, tricyclic antidepressants, and mono-
amine oxidase inhibitors) have demonstrated ef-
fectiveness. Alprazolam rapidly blocks panic at-
tacks. The tricyclic antidepressant imipramine is
effective in the management of panic disorder; its

anticholinergic side effects, however, are not well
tolerated by debilitated cancer patients. In the
oncology setting, the serotonin reuptake in-
hibitors sertraline and paroxetine, which have
fewer side effects than the tricyclic antidepres-
sants, are effective in the management of both
depression and panic disorder. Antidepressants
tend to require from 1 to 4 weeks to reach ther-
apeutic levels and therefore may be less useful in
the palliative-care setting. Although monoamine
oxidase inhibitors are effective in the manage-
ment of panic disorder and depression, the risk of
hypertensive crisis from concomitant ingestion of
sympathomimetics (e.g., amphetamines and
meperidine) commonly used in the oncology set-
ting, coupled with the need for a low-tyramine
diet, make these medications less desirable for
cancer patients.

In anxious patients with severely compromised
pulmonary function, the use of benzodiazepines
that suppress central respiratory mechanisms may
be unsafe. A low dose of an antihistamine (e.g.,
hydroxyzine 10 to 50 mg tid or diphenhydramine
25 to 75 mg bid) can be useful for these individ-
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uals. The anticholinergic effects of these med-
ications must be monitored carefully in the de-
bilitated patient who is prone to develop a delir-
ium.

SUMMARY

The palliative phase of terminal illness brings
new challenges in the management of psycho-
logical distress in general and anxiety in particu-
lar.29'78 The clinician's understanding of the
medical and psychological precipitants of anxi-
ety, coupled with an appreciation of the multi-
modal treatments options, offers patients receiv-
ing primarily palliative care the possibility of
comprehensive treatment for anxiety.
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Delirium in the Terminally
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Kenneth Cohen, M.D.

Delirium is extremely common in cancer and
AIDS patients with advanced disease, par-

ticularly in the last weeks of life. Delirium is as-
sociated with increased morbidity in the termi-
nally ill, causing distress in patients, family
members, and staff.1"3 Delirium can interfere dra-
matically with the recognition and control of
other physical and psychological symptoms, such
as pain,4"6 in the later stages of illness. Some-
times a preterminal event, delirium is a sign of
significant physiologic disturbance, usually in-
volving multiple medical etiologies, including in-
fection, organ failure, and medication side effects
(including opioids), as well as extremely rare
paraneoplastic syndromes.7"11 Unfortunately,
delirium is often underrecognized or misdiag-
nosed and inappropriately treated or untreated in
terminally ill patients. Impediments to progress
in the recognition and treatment of delirium have
included confusion regarding terminology and
lack of consistency in the use of diagnostic clas-
sification systems. In addition, the signs and
symptoms of delirium can be diverse and are
sometimes mistaken for other psychiatric disor-
ders, such as mood or anxiety disorders. Practi-
tioners who care for patients with life-threaten-
ing illnesses must be able to diagnose delirium
accurately, undertake appropriate assessment of
etiologies, and understand the benefits and the

risks of the pharmacologic and nonpharmaco-
logic interventions currently available for man-
aging delirium among the terminally ill.

PREVALENCE OF DELIRIUM
IN THE TERMINALLY ILL

Delirium is one of the most prevalent mental dis-
orders in general hospital practice. At greater risk
for delirium are the elderly, the postoperative,
and cancer and AIDS patients.12"20 Knight and
Folstein21 estimated that 33% of hospitalized
medically ill patients have serious cognitive im-
pairments. Approximately 30% to 40% of med-
ically hospitalized AIDS patients develop delir-
ium,20 and as many as 65% to 80% develop some
type of organic mental disorder.22 Massie and
coworkers found delirium in 85% (11 of 13) of
terminal cancer patients.12 Pereira and cowork-
ers found the prevalence of cognitive impairment
in cancer inpatients to be 44%; just prior to the
patients' deaths, the prevalence rose to 62.1%.13

Delirium also occurs in up to 51 % of postopera-
tive patients.14'23 The incidence of delirium is
currently increasing, which reflects the growing
numbers of elderly, who are particularly suscep-
tible.15 Studies of elderly patients admitted to
medical wards estimate that 30% to 50% of pa-
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tients age 70 years or older showed symptoms of
delirium at some point during hospitaliza-
tion.16'17 A study using the SCID to measure psy-
chiatric morbidity in terminally ill cancer pa-
tients found delirium to account for 52% of all
diagnoses in subjects who met the DSM-IV cri-
teria for a psychiatric disorder. In addition, pa-
tients with dementia are at even greater risk; thus,
as the prevalence of dementia increases with the
aging of the population, so the incidence of delir-
ium may also be expected to rise.

CLINICAL FEATURES

The clinical features of delirium are quite numer-
ous and include a variety of neuropsychiatric symp-
toms that are also common to other psychiatric
disorders, such as depression, dementia, and psy-
chosis.24 Clinical features of delirium include pro-
dromal symptoms (restlessness, anxiety, sleep dis-
turbance, and irritability); rapidly fluctuating
course; reduced attention (distractibility); altered
arousal; increased or decreased psychomotor activ-
ity; disturbance of sleep-wake cycle; affective symp-
toms (emotional lability, sadness, anger, or eupho-
ria); altered perceptions (misperceptions, illusions,
poorly formed delusions, and hallucinations); dis-
organized thinking and incoherent speech; disori-
entation to time, place, or person; and memory im-
pairment (inability to register new material).
Neurologic abnormalities can also be present dur-
ing delirium, including cortical abnormalities (dys-
graphia, constructional apraxia, dysnomic apha-
sia); motor abnormalities (tremor, asterixis,
myoclonus, and reflex and tone changes); and elec-
troencephalogram (EEC) abnormalities (usually
global slowing). It is the protean nature of deliri-
ous symptoms, the variability and fluctuation of
clinical findings, and the unclear and often con-
tradictory definitions of the syndrome that have
made delirium so difficult to diagnose and treat.

The definitions and descriptions (including
diagnostic criteria) of delirium over the years have
reflected the evolution of our understanding of
delirium, moving from purely descriptive sympto-
matology toward pathophysiologic concepts. From
the wide array of neuropsychiatric symptoms, cer-
tain clinical criteria have been recognized as be-
ing essential to and most specific to delirium di-
agnosis: (a) chronological features, that is, acute
or subacute onset, as well as the transient and re-

versible nature of the disorder, and (b) pathogno-
monic clinical features. Lipowski emphasized
certain clinical symptoms as pathognomonic of
delirium: disordered attention and cognition, ac-
companied by disturbances of psychomotor be-
havior and the sleep-wake cycle. The essential
clinical features of delirium as described in the
American Psychiatric Association's (APA) Di-
agnostic and Statistical Manual of Mental Disor-
ders (DSM-III), in I960,25 were (1) clouding of
consciousness and impaired attention, (2) im-
paired cognition (disorientation and memory dis-
orders), and (3) two of the following: (a) psy-
chomotor behavior disturbance, (b) sleep-wake
cycle (arousal systems?) anomalies, (c) perceptual
disturbances, and (d) incoherent speech, in the
context of acute onset and transitory duration.
The DSM-III-R26 further added disorganized
thinking. The DSM-IV diagnostic criteria are de-
scribed in a later section.

Pathophysiology

Although very little is known about the neu-
ropathogenesis of delirium, the symptoms of
delirium suggest that it is a dysfunction of multi-
ple regions of the brain. Delirium has been char-
acterized as an etiologically nonspecific, global,
cerebral dysfunction characterized by concurrent
disturbances of level of consciousness, attention,
thinking, perception, memory, psychomotor be-
havior, emotion, and the sleep-wake cycle. Dis-
orientation, fluctuation, and waxing and waning
of these symptoms, as well as acute or abrupt on-
set of such disturbances, are other critical features
of delirium. Delirium, in contrast with dementia,
is conceptualized as a reversible process, even in
the patient with advanced illness; however it may
not be reversible in the last 24 to 48 hours of life.

Our current understanding of delirium is that
it involves a reversible disruption of cerebral at-
tentional processes due to metabolic anomalies
that affect certain neurotransmitters. Wise and
Brandt24 describe delirium as a "transient, essen-
tially reversible dysfunction in cerebral metabo-
lism that has an acute or subacute onset and is
manifest clinically by a wide array of neuropsy-
chiatric abnormalities." Although delirium in-
volves widespread metabolic cerebral dysfunc-
tion, recent work in the pathophysiology of
delirium has suggested several discrete etiologic
models for this dysfunction.
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Another view of delirium focuses on the ex-
tent of brain dysfunction: "Delirium is often con-
sidered a global and nonspecific disorder of brain
function. This characterization may be appropri-
ate for delirium caused by such widespread sys-
temic processes as hypoxia, hypothermia, and
acid-base disorders. However, several important
etiologies of delirium may be associated with
more limited and specific brain pathophysiol-
ogy."27 In other words, delirium can be seen as
either (1) a global and nonspecific disorder of
brain function that implies a generalized dys-
function in cerebral metabolism or (2) a more
limited and specific brain pathology that is ini-
tially caused by the derangement of a specific neu-
rotransmitter or set of neurotransmitters. Evi-
dence is growing to support the contention that
delirium is a heterogeneous group of different
disorders with different symptomatologies. As
examples, according to Ross,27 perturbations of
certain neurotransmitters produce specific patho-
physiologic changes, resulting in delirious symp-
toms:

1. Anticholinergic drugs produce delirium through
suppression of cholinergic systems.

2. Some hallucinatory drugs such as D-lysergic acid
dimethylamide (LSD) involve antagonism of
the serotonin system.

3. Phencyclidine (PCP) produces delirium by
blocking glutamate-sensitive NMDA receptors
in the central nervous system (CNS).

4. Hepatic encephalopathy and benzodiazepine in-
toxication both produce delirium through over-
stimulation of GABA systems.

5. Benzodiazepine withdrawal states, as well as al-
coholic withdrawal, produce delirium through
acute understimulation of GABA systems.

6. In a variety of etiologies, such as the anti-
cholinergic-induced type, delirium symptoms
such as hallucinations seem to involve a further
perturbation: a relative overactivation of the
dopaminergic mesocortical system responsible
for many of the features of hyperactive delirium.

The global dysfunction model, however, seems
to apply more readily to deliria where multiple
neurotransmitter systems or a cascade of inter-
acting neurotransmitter systems are involved,
such as in infection or hypoxia. This global model
may also be interpreted as a final end pathway
common to the different specific etiologies of
delirium. The metabolic basis of the final com-
mon pathway, however, is open to question. On

the basis of studies in Alzheimer's disease, re-
searchers have suggested perturbations in second-
messenger systems: "The diversity of the changes
in neurotransmitters suggests that alterations in
second-messenger systems may be the more fun-
damental change. Results clearly implicate sec-
ond-messenger systems such as calcium, cyclic
GMP, and the phosphatidylinosital cascade."28

Subtypes of Delirium

Lipowski23 clinically describes two subtypes of
delirium, based on psychomotor behavior and
arousal levels. The subtypes included the hyper-
active (or agitated, or hyperalert) subtype and the
hypoactive (or lethargic, or hypoalert) subtype
(Table 6.1). Other researchers have proposed a
"mixed" subtype,24 with alternating features of
each. Ross27 suggests that the hyperactive form is
most often characterized by hallucinations, delu-
sions, agitation, and disorientation, while the hy-
poactive form is characterized by confusion and
sedation but is rarely accompanied by hallucina-
tions, delusions, or illusions. Ross further suggests
that specific delirium subtypes are related to spe-
cific etiologies of delirium and have unique
pathophysiologies; he posits that hyperactive
forms are typical of withdrawal syndromes and
anticholinergic-induced delirium, whereas the
hypoactive forms are typical of hepatic or meta-
bolic encephalopathies, acute intoxications from
sedatives, or hypoxia. The pathophysiology of a
hyperactive delirium due to benzodiazepine with-
drawal is characterized by elevated or normal
cerebral metabolism, fast or normal EEG, and re-
duced activity in (y-aminobutyric acid (GABA)
systems, while the pathophysiology of a hypoac-
tive delirium due to benzodiazepine intoxication
is characterized by decreased global cerebral me-
tabolism, diffuse slowing of the EEG, and over-
stimulation of GABA systems.

Diagnostic Criteria

These criteria are from DSM-IV.29 The essential
feature of a delirium is a disturbance of con-
sciousness (or arousal) that is accompanied by a
change in cognition that cannot be better ac-
counted for by a preexisting or evolving demen-
tia. The disturbance develops over a short period
of time, usually hours to days, and tends to fluc-
tuate during the course of the day. There is evi-
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Table 6.1 Contrasting Features of Subtypes of Delirium

Hyperactive Hypoactive

Type

Symptoms

Examples

Rathe-physiology

Hyperalert
Agitated

Hallucinations
Delusions
Hyperarousal

Withdrawal syndromes
(benziodiazepines, alcohol)

Elevated or normal cerebral metabolism
EEC: fast or normal
Reduced activity in GAB A systems

Hypoalert
Lethargic

Sleepy
Withdrawn
Slowed

Encephalopathies
(hepatic, metabolic)
Benzodiazepine intoxication

Decreased global cerebral metabolism
EEC: diffuse slowing
Overstimulation of CAMA systems

dence from the history, physical examination, or
laboratory tests that the delirium is a direct phys-
iological consequence of a general medical con-
dition, substance intoxication or withdrawal, use
of a medication, or toxin exposure, or a combi-
nation of these factors (Table 6.2).

The disturbance in consciousness (or arousal)
is manifested by a reduced clarity of awareness of
the environment. The ability to focus, sustain, or
shift attention is impaired (Criterion A). Ques-
tions must be repeated because the individual's
attention wanders, or the individual may perse-
verate with an answer to a previous question
rather than appropriately shift attention. The
person is easily distracted by irrelevant stimuli.
Because of these problems, it may be difficult (or
impossible) to engage the person in conversation.

There is an accompanying change in cogni-
tion (which may include memory impairment,

TABLE 6.2 DSM-IV Criteria for Delirium

293.00 Delirium due to a general medical condition
A. Disturbance of consciousness (that is, reduced clar-

ity of awareness of the environment) with reduced
ability to focus, sustain, or shift attention.

B. Change in cognition (such as memory deficit, dis-
orientation, language disturbance, or perceptual
disturbance) that is not better accounted for by a
preexisting, established, or evolving dementia.

C. The disturbance develops over a short period of
time (usually hours to days) and tends to fluctuate
during the course of the day.

D. There is evidence from the history, physical exam-
ination, or laboratory findings of a general medical
condition judged to be etiologically related to the
disturbance.

disorientation, or language disturbance) or de-
velopment of a perceptual disturbance (Criterion
B). Memory impairment is most commonly evi-
dent in recent memory and can be tested by ask-
ing the person to remember several unrelated ob-
jects or a brief sentence and then to repeat them
after a few minutes of distraction. Disorientation
is usually manifested by the individual's disori-
entation to time (e.g., thinking it is morning in
the middle of the night) or to place (e.g., think-
ing he or she is home, rather than in a hospital).
In mild delirium, disorientation to time may be
the first symptom to appear. Disorientation to self
is less common. Language disturbance may be ev-
ident as dysnomia (i.e., the impaired ability to
name objects) or dysgraphia (i.e., the impaired
ability to write). In some cases, speech is ram-
bling and irrelevant, in others pressured and in-
coherent, with unpredictable switching from sub-
ject to subject. It may difficult for the clinician
to assess changes in cognitive function because
the individual may be inattentive and incoher-
ent. Under these circumstances, it is helpful to
review carefully the individual's history and to
obtain information from other informants, par-
ticularly family members.

Perceptual disturbances may include misinter-
pretations, illusions, or hallucinations. For ex-
ample, the banging of a door may be mistaken for
a gunshot (misinterpretation); the folds of the
bedclothes may appear to be animate objects (il-
lusion); or the person may "see" a group of peo-
ple hovering over the bed when no one is actu-
ally there (hallucination). Although sensory
misperceptions are most commonly visual, they
may occur in other sensory modalities as well.
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Misperceptions range from simple and uniform to
highly complex. The individual may have a delu-
sional conviction of the reality of the hallucina-
tions and exhibit emotional and behavioral re-
sponses in keeping with their content.

The disturbance develops over a short period
of time and tends to fluctuate during the course
of the day (Criterion C). For example, the per-
son may be coherent and cooperative during the
morning hospital rounds, but at night insist on
pulling out intravenous lines and going home to
parents who died years ago.

DSM-IV places less diagnostic emphasis on in-
coherent speech, disturbance of sleep-wake cycle,
and increased or decreased psychomotor activity.
As a result of these progressive changes in DSM
criteria for delirium, the different versions are more
or less sensitive in diagnosing the condition.30

Arousal and Cognition

The emphasis in defining delirium in recent years
has thus shifted from an extensive list of symp-
toms to a focus on the two essential concepts of
disordered attention (arousal) and cognition,
while continuing to recognize the importance of
acute onset and organic etiology. Ross27 now de-
fines delirium simply as "a disorder of cognition
and alteration in arousal and attention," in con-
trast to dementia, which is a disorder primarily of
cognition. Because the disorder of arousal/atten-
tion is pathognomonic to delirium, the patho-
physiology of alterations in central nervous sys-
tem arousal/attention has become paramount in
delirium research. New models that use neural
network theory have suggested that selective at-
tention involves modulation of different neural
systems; competing perceptions of internal and
external origin are held in relative abeyance, al-
lowing one to be selectively analyzed. In this
view, delirium could involve an absence of mod-
ulation of competing perceptions so that the pa-
tient is uncontrollably and randomly dominated
by them, probably with internal rather than ex-
ternal perceptions dominant, especially for pa-
tients with hallucinations.30

ASSESSMENT OF DELIRIUM

Historically, the major objective of clinical eval-
uation in the area of delirium has been the iden-

tification of delirious patients through the use of
screening questionnaires, instruments that are
rapid and easily administered by minimally
trained raters. More recently, with the develop-
ment of the standardized diagnostic classification
criteria of the DSM and the International Clas-
sification of Diseases (ICD) systems, formally
confirming the diagnosis of delirium for research
purposes has become important. Emphasis has
shifted to more sophisticated diagnostic instru-
ments that maximize diagnostic precision and can
be used by trained clinician and nonclinician
raters. Measuring the severity of delirium once it
has been diagnosed, differentiating subtypes, de-
scribing delirium in children, and identifying new
specific etiologic subtypes (for example, opioid-
induced delirium) are some of the new challenges
in this field.31

Instruments for the evaluation of delirium
have been grouped into five categories: (1) tests
that measure cognitive impairment, which are
usually used to screen for delirium [such as the
Mini-Mental-Status Exam (MMSE)]; (2) delir-
ium diagnostic instruments based on DSM or
ICD criteria, which are used to make a yes/no
judgment on the presence or absence of delirium
(such as the Confusion-Assessment Method); (3)
delirium-specific numerical rating scales, whose
scores can be used to evaluate the likelihood of
diagnosis or to estimate the severity of the delir-
ium (such as the Delirium-Rating Scale); (4)
delirium severity rating scales (such as the Memo-
rial Delirium Assessment Scale); and (5) labora-
tory and paraclinical exams for the physiologic
correlates of delirium (the precise role of these
tests in screening, diagnosis, and severity evalu-
ation has yet to be fully determined). (Please re-
fer to Table 6.3 on assessment methods for diag-
nosing delirium].

The MMSE, while not a screening tool specif-
ically for delirium, has become one of the most
frequently used neuropsychological tests in the
clinical evaluation of delirium and thus has be-
come a de facto reference against which other in-
struments are judged.32 It was originally con-
ceived as a brief (5 to 10 minutes) practical
clinical instrument for distinguishing functional
from organic mental status impairment. It in-
cludes 11 simple questions, including 2 with writ-
ten answers, and yields a score that is a weighted
sum of the items, with a maximum of 30 and a
cutoff for cognitive impairment of 24. It assesses
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Table 6.3 Methods of Assessing Delirium in
Cancer Patients

Diagnostic classification systems

DSM-IV29

ICD-9, ICD-10

Diagnostic interviews/instruments

Delirium Symptom Interview93 (DSI)
Confusion Assessment Method94 (CAM)

Delirium rating scales

Delirium Rating Scale38 (DRS)
Confusion Rating Scale95 (CRS)
Saskatoon Delirium Checklist96 (SDC)
Memorial Delirium Assessment Scale39 (MDAS)

Cognitive impairment screening instruments

Mini-Mental State Exam34 (MMSE)
Short Portable Mental Status Questionnaire97 (SPMSQ)
Cognitive Capacity Screening Examination98 (CCSE)
Blessed Orientation Memory Concentration Test99

(BOMC)

the subject's orientation to time and place, in-
stantaneous recall, short-term memory, serial sub-
tractions or reverse spelling, constructional ca-
pacities, and use of language. Although a score of
23 or less has generally been considered an indi-
cation of cognitive impairment, a three-tiered
system is now becoming popular on the basis of
the results of new epidemiologic data, and scores
are now interpreted as follows: 24 to 30, no im-
pairment; 18 to 23, mild impairment; and 0 to
17, severe impairment.32 The MMSE has the ad-
vantage of being able to be administered by lay
interviewers.33"36 Precise instructions for admin-
istering and scoring the exam have been pro-
vided,37 and useful suggestions such as using the
three words "apple, penny, table" for the mem-
ory task as well as commonly used variations in
administration have been published.32

The Delirium-Rating Scale (DRS) is a nu-
merical rating scale that specifically integrates
DSM-III criteria. It is a 10-item scale, with items
scored from 0 to 3 or 0 to 4 in the following do-
mains: (1) temporal onset, (2) perceptual distur-
bance, (3) hallucinations, (4) delusions, (5) psy-
chomotor behavior, (6) cognitive status, (7)
physical disorder, (8) sleep-wake cycle distur-

bance, (9) lability of mood, and (10) variability
of symptoms.38 A single validation study on a
rather small clinical sample (20 delirious patients,
9 schizophrenic patients, 9 demented patients,
and 9 medical patients used as controls) offered
some evidence of validation, but with certain
methodologic shortcomings. A limitation of the
DRS is that it was created and then validated us-
ing items more pertinent for diagnosing delirium
than for rating its severity. Thus, although it is
proposed as a severity rating scale, it actually mea-
sures diagnostic certainty.

Because of the shortcomings of existing delir-
ium assessment instruments, faculty in the De-
partment of Psychiatry and Behavioral Sciences
at Memorial Sloan-Kettering Cancer Center de-
veloped a measure specifically designed to quan-
tify the severity of delirium symptoms for use in
clinical intervention trials. The Memorial Delir-
ium Assessment Scale (MDAS) was designed to
be administered repeatedly within the same day,
in order to allow for objective measurement of
changes in delirium severity in response to med-
ical changes or clinical interventions. Potential
items were developed by the principal investiga-
tors and were reviewed with regard to content va-
lidity by a group of experienced consultation-li-
aison psychiatrists.

The MDAS is a 10-item, 4-point clinician-
rated scale (possible range: 0 to 30) designed to
quantify the severity of delirium in medically ill
patients. Items included in the MDAS reflect the
diagnostic criteria for delirium in the DSM-IV,
as well as symptoms of delirium from earlier or
alternative classification systems (e.g., DSM-III,
DSM-III-R, ICD-9). Scale items assess distur-
bances in arousal and level of consciousness, as
well as in several areas of cognitive functioning
(memory, attention, orientation, disturbances in
thinking) and psychomotor activity. Items were
anchored with statements reflecting the severity
or intensity of the symptom and were reviewed
by experienced clinicians to ensure ease of ad-
ministration and ability to generate accurate (re-
liable) ratings. The resulting scale, which requires
approximately 10 minutes to administer (not in-
cluding the additional time necessary to establish
rapport, review chart records, and speak to staff
or family members), integrates behavioral obser-
vations and objective cognitive testing. When
items cannot be administered, scores can be pro-
rated from the remaining items to an equivalent
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10-item score; however, this process was never
necessary in the studies reported.39

When confronted with a delirium in the ter-
minally ill or dying patient, the clinician should
always formulate a differential diagnosis as to the
likely etiology(ies). There is an ongoing debate
as to the appropriate extent of diagnostic evalu-
ation that should be pursued in a dying patient
with a terminal delirium.4'40"42 Most palliative-
care clinicians would undertake diagnostic stud-
ies only when a clinically suspected etiology can
be identified easily, with minimal use of invasive
procedures, and treated effectively with simple,
interventions that carry minimal burden or risk
of causing further distress. Diagnostic workup in
pursuit of an etiology for delirium may be limited
by either practical constraints such as the setting
(home, hospice) or the focus on patient comfort
so that unpleasant or painful diagnostics may be
avoided. Most often, however, the etiology of ter-
minal delirium is multifactorial or may not be de-
termined. Bruera et al.42 report that an etiology
is discovered in fewer than 50% of terminally ill
patients with delirium. When a distinct cause is
found for delirium in the terminally ill, it is of-
ten irreversible or difficult to treat. However,
studies in patients with earlier stages of advanced
cancer have demonstrated the potential utility of
a thorough diagnostic assessment42'43 When such
diagnostic information is available, specific ther-
apy may be able to reverse delirium. One study
found that 68% of delirious cancer patients could
be improved, despite a 30-day mortality of 31%.43

Another found that one-third of the episodes of
cognitive failure improved following evaluation
that yielded a cause for these episodes in 43% of
the paients in the study.42

The diagnostic workup should include an as-
sessment of potentially reversible causes of delir-
ium. A full physical examination should assess for
evidence of sepsis, dehydration, or major organic
failure. Medications that could contribute to delir-
ium should be reviewed. A screen of laboratory pa-
rameters will allow assessment of the possible role
of metabolic abnormalities, such as hypercalcemia,
and other problems, such as hypoxia or dissemi-
nated intravascular coagulation. Imaging studies of
the brain and assessment of the cerebrospinal fluid
may be appropriate in some instances.

Delirium can have multiple potential etiologies.
In patients with advanced cancer, for instance,
delirium can result either from the direct effects of

cancer on the central nervous system (CNS) or
from indirect CNS effects of the disease or treat-
ments (medications, electrolyte imbalance, failure
of a vital organ or system, infection, vascular com-
plications, and preexisting cognitive impairment
or dementia).43 Given the large numbers of drugs
cancer patients require and the fragile state of their
physiologic functioning, even routinely ordered
hypnotics are enough to tip patients into a delir-
ium. Narcotic analgesics such as levorphanol, mor-
phine sulfate, and meperidine are common causes
of confusional states, particularly in the elderly and
the terminally ill. Chemotherapeutic agents
known to cause delirium include methotrexate,
fluorouracil, vincristine, vinblastine, bleomycin,
BCNU, cis-platinum, asparaginase, procarbazine,
and the glucocorticosteroids.44^9 Except for
steroids, most patients who receive these agents
will not develop prominent CNS effects. The spec-
trum of mental disturbances related to steroids in-
cludes minor mood lability, affective disorders
(mania or depression), cognitive impairment (re-
versible dementia), and delirium (steroid psy-
chosis). The incidence of these disorders range
from 3% to 57% in noncancer populations, and
they occur most commonly at higher doses. Symp-
toms usually develop within the first 2 weeks on
steroids but in fact can occur at any time, on any
dose, even during the tapering phase.44 These dis-
orders are often rapidly reversible after dose re-
duction or discontinuation.44

Differential Diagnosis

Many of the clinical features and symptoms of
delirium can be also be associated with other psy-
chiatric disorders, such as depression, mania, psy-
chosis, and dementia. For instance, delirious pa-
tients not uncommonly exhibit emotional (mood)
disturbances such as anxiety, fear, depression, ir-
ritability, anger, euphoria, apathy, and mood la-
bility. Delirium, particularly the "hypoactive" sub-
type, is often initially misdiagnosed as depression.
Symptoms of major depression, including altered
level of activity (hypoactivity), insomnia, reduced
ability to concentrate, depressed mood, and even
suicidal ideation, can overlap with symptoms of
delirium, making accurate diagnosis more difficult.
In distinguishing delirium from depression, par-
ticularly in the context of advanced disease, an
evaluation of the onset and the temporal se-
quencing of depressive and cognitive symptoms is
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particularly helpful. It is important to note that
the degree of cognitive impairment is much more
severe and pervasive in delirium than in depres-
sion, with a more abrupt temporal onset. Also, in
delirium the characteristic disturbance in arousal
or consciousness is present, while it is usually not
a feature of depression. Similarly, a manic episode
may share some features of delirium, particularly
a "hyperactive" or "mixed" subtype of delirium.
Again, the temporal onset and course of symp-
toms, the presence of a disturbance of conscious-
ness (arousal) as well as cognition, and the iden-
tification of a presumed medical etiology for
delirium are helpful in differentiating these disor-
ders. Delirium that is characterized by vivid hal-
lucinations and delusions must be distinguished
from a variety of psychotic disorders. In delirium,
such psychotic symptoms occur in the context of
a disturbance in consciousness or arousal, accom-
panied also by memory impairment and disorien-
tation, which is not the case in other psychotic
disorders. Delusions in delirium tend to be poorly
organized and of abrupt onset, and hallucinations
are predominantly visual or tactile, rather than
auditory, as is typical of schizophrenia. Finally, the
development of these psychotic symptoms in the
context of advanced medical illness makes delir-
ium a more likely diagnosis.

The most common differential diagnostic is-
sue is whether the patient has delirium, demen-
tia, or a delirium superimposed on a preexisting
dementia. Both delirium and dementia are cog-
nitive impairment disorders and so share such
common clinical features as impaired memory,
thinking, judgment, and disorientation. The pa-
tient with dementia is alert and does not have
the disturbance of consciousness or arousal that
is characteristic of delirium. The temporal onset
of symptoms in dementia is more subacute and
chronically progressive, and one's sleep-wake cy-
cle seems less impaired. Most prominent in de-
mentia are difficulties in short- and long-term
memory, impaired judgment, and abstract think-
ing, as well as disturbed higher cortical functions
(such as aphasia and apraxia). Occasionally, one
encounters delirium superimposed on an under-
lying dementia, such as in the case of an elderly
patient, an AIDS patient, or a patient with a
paraneoplastic syndrome. Delirium, in contrast
with dementia, is conceptualized as a reversible
process. Reversibility of the process of delirium is
often possible even in the patient with advanced

illness; however, it may not be reversible in the
last 24 to 48 hours of life, probably because irre-
versible processes such as multiple organ failure
are occurring in the final hours of life. Delirium
that occurs in these last days of life is sometimes
referred to as "terminal delirium" in the pallia-
tive-care literature.

MANAGEMENT OF DELIRIUM

IN THE TERMINALLY ILL

The standard approach to the managing delirium
in the medically ill, even in those with advanced
disease, includes a search for underlying causes,
correction of those factors, and management of
the symptoms of delirium.31'50 The desired and
often achievable outcome is a patient who is
awake, alert, calm, cognitively intact, not psy-
chotic, and communicating coherently with fam-
ily and staff. In the terminally ill patient who de-
velops delirium in the last days of life (terminal
delirium), the management of delirium is in fact
unique, presenting a number of dilemmas, and
the desired clinical outcome may be significantly
altered by the dying process (See Figure 6.1.).

Nonpharmacologic Interventions

In addition to seeking out and potentially cor-
recting underlying causes for delirium, sympto-
matic and supportive therapies are impor-
tant.4'31'40"^2 In fact, in the dying patient they
may be the only steps taken. Maintaining fluid
and electrolyte balance, adequate nutrition vita-
min intake, taking steps to help reduce anxiety
and disorientation, and fostering interactions
with and educating family members may be use-
ful. Measures to help reduce anxiety and disori-
entation (i.e., structure and familiarity) may in-
clude providing a quiet, well-lit room with
familiar objects, a visible clock or calendar, and
the presence of family. Judicious use of physical
restraints, along with one-to-one nursing obser-
vation, may also be necessary and useful.

Pharmacologic Interventions
in Delirium

Supportive techniques alone are often not effec-
tive in controlling the symptoms of delirium, and
symptomatic treatment with neuroleptics or seda-
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Figure 6.1. Overview of Management of Delirium in Pre-Terminal and Terminally III Patients

tive medications may be necessary (Table 6.4).
Neuroleptic drugs (dopamine-blocking drugs),
such as as haloperidol, are utilized frequently as
antiemetics in the medical setting; however, only
0.5% to 2% of hospitalized cancer patients, for
instance, receive haloperidol for the management
of the symptoms of delirium.51'52 As many as 17%
of terminally ill patients receive antipsychotic
drugs for agitation or psychological distress, de-
spite an estimated prevalence of delirium that
ranges from 25% in the hospitalized cancer pa-
tient to 85% in the terminally ill.53'54

Haloperidol, a neuroleptic drug that is a potent
dopamine blocker, is often the drug of choice in
the treatment of delirium in the medically ill and

patients with advanced disease.31'55"64in
Haloperidol in low doses, 1 to 3 mg per day, is usu-
ally effective in targeting agitation, paranoia, and
fear. Typically 0.5 to 1.0 mg haloperidol (PO, IV,
IM, SC) is administered, with repeat doses every
45 to 60 minutes titrated against target symp-
toms.12'65"66 An intravenous route can facilitate
rapid onset of medication effects. If intravenous
access is unavailable, one can start with intramus-
cular or subcutaneous administration and switch
to the oral route when possible. The majority of
delirious patients can be managed with oral
haloperidol. Parenteral doses are approximately
twice as potent as oral doses. Delivery of haloperi-
dol by the subcutaneous route is utilized by many
palliative-care practitioners.67'68 In general, doses
need not exceed 20 mg of haloperidol in a 24-hour

period; however, some clinicians advocate high
doses (up to 250 mg per 24 hours of haloperidol,
usually intravenously) in selected cases.69

A common strategy in the management of
symptoms related to delirium is to add parenteral

Table 6.4 Medications for Managing Delirium in
Terminally III Patients

Generic Name
Approximate Daily Dosage
Range Route

Neuroleptics

Haloperidol

Thiorodazine
Chlorpromazine

Methotri meprazi ne

Molindone
Olanzipine
Risperidone

Benzodiazepines

Lorazepam

Midazolam

Anesthetics

Propofol

0.5-5 mg every 2-12 hr PO,
IV, SC, IM

10-75 mg every 4-8 hr PO
12.5-50 mg every 4-12 hr

PO, IV, IM
12.5-50 mg every 4-8 hr IV,

SC, PO
10-50 mg every 8-12 hr PO
2.5-10 mg every 12 hr PO
1-3 mg every 12 hr PO

0.5-2.0 mg every 1-4 hr PO,
IV, IM

30-100 mg every 24 hr IV, SC

10-70 mg every hr IV, titrated
up to 200-400mg/hour

DELIRIUM TREATMENT OUTCOME
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lorazepam to a regimen of haloperidol.2'7'62'63'67'69

Lorazepam (0.5 to 1.0 mg ql-2 h PO or IV) along
with haloperidol may be more effective in rapidly
sedating the agitated delirious patient and may
help minimize the extrapyramidal side effects as-
sociated with haloperidol.70 In a double-blind,
randomized comparison trial of haloperidol,
chlorpromazine, and lorazepam, Breitbart and
colleagues demonstrated that lorazepam alone, in
doses up to 8 mg in a 12-hour period, was inef-
fective in the treatment of delirium and in fact
contributed to worsening delirium and cognitive
impairment.71 Both neuroleptic drugs, however,
in low doses (approximately 2 mg of haloperidol
equivalent per 24 hours) were highly effective in
controlling the symptoms of delirium (measured
by DRS scores) and in improving cognitive func-
tion (shown by dramatic improvement in MMSE
scores). In addition, both haloperidol and chlor-
promazine were demonstrated to significantly
improve the symptoms of delirium in both the
hypoactive and the hyperactive subtypes of delir-
ium.72 Methotrimeprazine, a phenothiazine neu-
roleptic with properties similar to those of
chlorpromazine, is often utilized parenterally (in-
travenously or by subcutaneous infusion) to con-
trol confusion and agitation in terminal delir-
ium.73 Dosages range from 12.5 to 50 mg every 4
to 8 hours up to 300 mg per 24 hours for most pa-
tients. Side effects such as hypotension and ex-
cessive sedation are potential limitations on the
use of this drug. However, methotrimeprazine has
the advantage of also being an analgesic, equipo-
tent to morphine, through nonopioid mecha-
nisms.73 Several new antipsychotic agents with
less or more specific dopamine-blocking efects (re-
duced risk of extrapyramidal side effects or tardive
dyskinesia) are now available and include such
agents as clozaril, risperidone, and olanzapine.74'75

Risperidone has been useful in the treatment of
dementia and psychosis in AIDS patients at doses
of 1 to 6 mg per day, suggesting that it is safe to
use in patients with delirium.75At Memorial
Sloan-Kettering Cancer Center, we have had sub-
stantial clinical experience with olanzepine in
doses ranging from 2.5 to 20 mg per day and have
found it to be a useful agent in the management
of delirium. There are no published studies of the
use of these agents in the treatment of delirium;
however, some palliative-care clinicians are using
olanzaprine or risperidone in low doses (e.g., 0.5
to 1.0 mg bid, orally) in the management of delir-

ium in terminally ill patients who have a demon-
strated intolerance to the extrapyramidal side ef-
fects of the classic neuroleptics.76 Currently, a lim-
itation on the use of these new agents is their
unavailablity in parenteral formulations.

While neuroleptic drugs such as haloperidol
are most effective in diminishing agitation, clear-
ing the sensorium, and improving cognition in
the delirious patient, this is not always possible
in terminal delirium. Processes that cause delir-
ium may be ongoing and irreversible during the
active dying phase (see Figure 6.1). Ventafridda
et al.77 and Fainsinger et al.78 have reported that
a significant number (10% to 20%) of terminally
ill patients experience delirium that can be con-
trolled only by sedation to the point of a signifi-
cantly decreased level of consciousness. The goal
of treatment with such agents as midazolam,
propofol, and, to some extent, methotrimeprazine
is quiet sedation only. Midazolam, given by sub-
cutaneous or intravenous infusion in doses rang-
ing from 30 to 100 mg per 24 hours, can be used
to control agitation related to delirium in the ter-
minal stages.79'80 Propofol, a short-acting anes-
thetic agent, is also utilized primarily as a sedat-
ing agent for the control of agitated patients with
terminal delirium. In several case reports of
propofol's use in terminal care, an intravenous
loading dose of 20 mg of propofol was followed
by a continuous infusion of propofol, with initial
doses ranging from 10 to 70 mg per hour and with
titration of doses up to as high as 400 mg/hour
over a period of hours to days in severely agitated
patients.81'82 Propofol has an advantage over mi-
dazolam in that it allows the level of sedation to
be controlled more easily and recovery is rapid
when the rate of infusion is decreased.81

Controversies in the Management
of Terminal Delirium

Several aspects of the use of neuroleptics and
other pharmacologic agents in the management
of delirium in the dying patient remain contro-
versial in some circles. Some researchers have ar-
gued that pharmacologic interventions with neu-
roleptics or benzodiazepines are inappropriate in
the dying patient. Delirium is viewed by some as
a natural part of the dying process that should not
be altered. In particular, some clinicians who care
for the dying view hallucinations and delusions
that involve dead relatives communicating with
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or in fact welcoming dying patients to heaven as
an important element in the transition from life
to death. Clearly, there are many patients who
experience hallucinations and delusions during
delirium that are pleasant and in fact comforting,
and many clinicians question the appropriateness
of intervening pharmacologically in such in-
stances. Another concern is that these patients
are so close to death that aggressive treatment is
unnecessary, and parenteral neuroleptics or seda-
tives may be mistakenly avoided because of ex-
aggerated fears that they might hasten death
through hypotension or respiratory depression.
Many clinicians are unnecessarily pessimistic
about the possible results of neuroleptic treat-
ment for delirium. They argue that since the un-
derlying pathophysiologic process often contin-
ues unabated (such as hepatic or renal failure),
no improvement can be expected in the patient's
mental status. There is concern that neuroleptics
or sedatives may worsen a delirium by making the
patient more confused or sedated.

Clinical experience in managing delirium in
dying patients suggests that the use of neurolep-
tics in the management of agitation, paranoia,
hallucinations, and altered sensorium is safe, ef-
fective, and often quite appropriate.71 Manage-
ment of delirium on a case-by-case basis seems
wisest. The agitated, delirious dying patient
should probably be given neuroleptics to help re-
store calm. A "wait-and-see" approach may be
appropriate with some patients who have a
lethargic or somnolent presentation of delirium
or who are having frankly pleasant or comforting
hallucinations. Such a wait-and-see approach
must, however, be tempered by the knowledge
that a lethargic or hypoactive delirium may very
quickly and unexpectedly become an agitated or
hyperactive delirium that can threaten the seren-
ity and safety of the patient, family, and staff. An
additional rationale for intervening pharmaco-
logically with patients who have a lethargic or
hypoactive delirium is recent evidence that neu-
roleptics (i.e., haloperidol, chlorpromazine) are
effective in controlling the symptoms of delirium
in both hyperactive and hypoactive deliria.72 In
fact, neuroleptics improved both the arousal
function and cognitive functioning in patients
with hypoactive delirium. Also, some clinicians
suggest that hypoactive delirium may respond to
psychostimulants or combinations of neuroleptics
and stimulants.83 Similarly, hallucinations and

delusions during a delirium that are pleasant and
comforting can quickly become menacing and
terrifying. It is important to remember that, by
their nature, the symptoms of delirium are un-
stable and fluctuate over time.

Perhaps the most challenging clinical problem
is the management of the dying patient with a
terminal delirium that is unresponsive to stan-
dard neuroleptic interventions and that falls into
that 10% to 20% of patients, described by
Ventafridda et al.77 and Fainsinger et al.,78 whose
symptoms can be controlled only by sedation to
the point of a significantly decreased level of con-
sciousness. Before undertaking interventions,
such as midazolam or propofol infusions, where
the best achievable goal is a calm, comfortable,
but sedated and unresponsive patient, the clini-
cian must first take several steps. The clinician
must have a discussion with the family (and the
patient if there are lucid moments when the pa-
tient appears to have capacity), eliciting their
concerns and wishes for the type of care that can
best honor their desire to provide comfort and
symptom control during the dying process. The
clinician should describe the optimal achievable
goals of therapy as they currently exist. Family
members should be informed that the goal of se-
dation is to provide comfort and symptom con-
trol and not to hasten death. They should also be
told to anticipate that sedation may result in a
premature sense of loss and that they may feel
their loved one is in some sort of limbo state, not
yet dead but yet no longer alive in the vital sense.
The distress and confusion that family members
can experience during such a period can be ame-
liorated by including the family in the decision
making and by emphasizing the shared goals of
care. Sedation in such patients is not always com-
plete or irreversible; some patients have periods
of wakefulness despite sedation, and many clini-
cians periodically lighten sedation to reassess the
patient's condition. Ultimately, the clinician
must always keep in mind the goals of care and
communicate these goals to the staff, patients,
and family members. The clinician must weigh
each of the issues outlined here in making deci-
sions on how to best manage the dying patient
who presents with delirium that preserves and re-
spects the dignity and values of that individual
and family.

Several interesting clinical questions in this
area exist, and more research could help inform
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clinical management. Must we always treat delir-
ium in the terminally ill or dying patient? What
are appropriate goals for treatment? What is the
impact of delirium on patients, family, and staff?
What are effective pharmacologic and nonphar-
macologic interventions? An interesting, cur-
rently important topic is that of differential ther-
apeutics. Hypoactive and hyperactive subtypes of
delirium seem to have distinct phenomenologies
and etiologies84 and therefore may require differ-
ent treatment strategies.

Pain Assessment and Delirium

Delirium often impacts on the assessment of
other symptomatology in terminally ill patients.
For example, assessment of pain intensity in pa-
tients during an episode of cognitive failure was
significantly higher than before and after the
episode, when similar intensities suggested a sta-
ble pain syndrome. It is recognized that success
in the treatment of cancer pain is highly depen-
dent on proper assessment.85'86 Unfortunately,
the assessment of pain intensity becomes very dif-
ficult in patients with cognitive failure (CF).
Fainsinger and Bruera67 report that 40% of pa-
tients required treatment for delirium in the last
week of life, and they and Ventafridda and col-
leagues77 report that about 10% of terminally ill
patients are sedated to control this symptom. As-
sessing the intensity of pain when patients de-
velop agitated CF is, therefore, a frequent prob-
lem. It may be speculated that delirium can
increase pain through associated emotional labil-
ity and affective disinhibition, that is, increased
anxiety (distress), or through distortion in the pa-
tient's ability to report pain accurately. Accurate
pain reporting depends on the ability to perceive
the pain normally and to communicate the ex-
perience appropriately. Delirium may both impair
the ability to perceive and report pain accurately.

Morphine and Alternative Opioids

Delirium is a well-recognized side effect of opioid
administration.7'87*88 Much of the literature that
discusses this problem suggests that the effect usu-
ally is short-lived. Ellison89 notes that euphoria
and dysphoria are acute and usually evanescent
problems and that tolerance usually develops
rapidly. Bruera et al.9 suggests that it is escalation
of the morphine dosage that leads to confusion and

that this confusion resolves quite quickly. The spe-
cific causes of acute confusional states in patients
with advanced cancer are not determined in up to
75% of cases, and management usually focuses on
the appropriate use of psychotropic agents.22'67

Rotation of opioid has been shown previously
to improve delirium,90 and in one study 73% of
patients in whom confusion was regarded as trou-
blesome experienced improvement after a change
in opioid.91 Experience in Finland92 has previ-
ously suggested that oxycodone is less likely to
cause delirium than morphine, but this has not
previously been confirmed in prolonged use or in
palliative-care patients. Fentanyl, the opioid that
is often used as an alternative, has a short dura-
tion of action. Consequently, it is suitable only
for transcutaneous, continuous infusion or
epidural use. Oxycodone, an opioid equipotent to
morphine in the oral form, has been shown to be
far less likely to cause delirium in an unpublished
study by Maddocks et al. The improvement was
progressive over the course of several days fol-
lowing a change from morphine, suggesting that
a long-acting metabolite of morphine may be re-
sponsible for causing delirium. This study suggests
that the ready availability of oxycodone in a
wider range of formulations and administration
routes would provide a major benefit for the great
majority of patients who require palliative care,
particularly those who are unable to tolerate par-
enteral morphine.

SUMMARY

The physician who cares for patients with life-
threatening illness is likely to encounter delirium
as a common major psychiatric complication of
advancing illness, particularly in the last weeks
of life, when up to 85% of patients may develop
a delirium. Proper assessment, diagnosis, and
management are important in minimizing mor-
bidity and in improving the quality of life and of-
ten the quality of death.
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The medical management of the patient with
a chronic psychiatric illness can be compli-

cated. Often, chronic mentally ill patient's psy-
chiatric symptoms and clinical staff's feelings
about and attitudes toward mental illness create
an expectancy of dysfunction and poor coping,
especially with life-threatening illness. Difficul-
ties are likely to be exacerbated when the patient
with a chronic psychiatric illness requires pallia-
tive care near the end of life. In this chapter we
discuss the challenges of providing palliative care
to the individual with a chronic, major mental
illness. We specifically use schizophrenia and
bipolar disorder as illustrative, prototypical ex-
amples. We briefly describe these illnesses, their
basic mental and behavioral manifestations, and
their treatments, and we discuss complicating fac-
tors and offer suggestions and recommendations
on how to address these patients to try to avoid
complications and what to do when they arise.

PREVALENCE

Not surprisingly, the prevalence of palliative-care
patients with major mental illness has not been
studied, nor are there data on the numbers of
mentally ill who require palliative care. However,
psychiatric disorders among medically ill patients

appear to be relatively common. Rates of DSM-
III psychiatric disorders observed in 215 cancer
patients from three cancer centers showed that
6% of the consults were for major affective dis-
orders; in a study of 546 patients referred to the
Psychiatry Service at Memorial Sloan-Kettering
Cancer Center, 9% were for major depression,
and 5% were for either schizophrenia or manic-
depression.1 The prevalence of psychiatric disor-
ders in a study of an outpatient primary-care
clinic population ranged from 15% for patients
with a medical explanation for their presenting
symptoms to 45% for patients with ill-explained
symptoms.2 High prevalence rates of psychiatric
disorders have been described in the primary-care
population3 and in general hospital patients.4

The prevalence of medical illness in psychi-
atric patients has also been studied and has tradi-
tionally been high. In a screening of 2,090 pa-
tients in a psychiatric clinic, 43% had one or more
physical illnesses.5 In a study of a group of chronic
mentally ill patients, 53% had undiagnosed med-
ical problems, and 36% had known medical ill-
nesses requiring treatment.6 In one study, 88% of
chronic mentally ill outpatients had a significant
medical illness.7 This topic is also extensively re-
viewed in a recent review article.8

The complications of psychiatric disorders
(e.g., self-harm or suicide) can be serious, and psy-
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chiatric consultation is appropriate. We discuss
the potential role(s) of the psychiatric consul-
tant, when to consult, and ways the psychiatrist
may be helpful. In addition, we provide some ba-
sic information on pharmacologic recommenda-
tions.

SCHIZOPHRENIA

Schizophrenia is a psychotic disorder with a life-
time prevalence estimated to range from 0.5% to
1.0%.9 Its symptoms include a disorder of thought
processes and content, including hallucinations
and or/delusions, along with significant impair-
ment in interpersonal relationships. People with
this disorder often manifest disorganized speech
and behavior, and their odd appearance often
leads others to perceive them as threatening. The
particular symptom picture varies according to
the subtype of the illness and among individual
patients; one patient may appear docile, with-
drawn, and catatonic, while another may be ag-
itated and belligerent.

Symptoms of schizophrenia are often the cause
of a significant delay in diagnosis and treatment
of medical illnesses, and thus palliative care be-
comes the treatment from the time of detection
and diagnosis of an illness.10"13 For example, the
Memorial group has seen several women who
have appeared with fungating, ulcerating breast
cancer for which they never sought treatment. It
is thought that the pain that would bring psy-
chologically healthy persons to the doctor ap-
pears either muted or highly tolerated in many
people with schizophrenia. Talbott and Linn12

studied this issue and explored some schizo-
phrenic patients' lack of verbalization of pain and
discomfort, toleration and exhibition of loath-
some and fungating lesions, and inability or un-
willingness to tolerate medical care. They found
that patients did not verbalize pain or discomfort
from acute illnesses including myocardial infarc-
tion, major fractures, third-degree bums, perfo-
rated peptic ulcers, and gangrenous extremities.
They concluded that this lack of responses was
multifactorial and related to biological, social,
and psychological issues. We observe that this
failure to respond may be a manifestation of the
negative symptoms of schizophrenia (affective
flattening, alogia, avolition), or the patient may
incorporate the pain and its believed source into

a delusional system, thus distorting the under-
standing and recognition of pain as a symptom.14

Cose Exompk

C.B., a 55-year-old divorced woman, was diagnosed
with metastatic ovarian cancer. Her family de-
scribed a history of schizophrenia over 30 years
characterized by paranoid delusions that isolated
her socially from family and friends. She moved of-
ten and was poorly compliant with neuroleptic
medications, including long-acting parenteral
haloperidol decanoate. Her family brought her to
the hospital when they noticed her shortness of
breath.

Diagnostic workup revealed the presence of
multiple metastases with significant disease in her
lungs. A treatment plan for palliative radiation to
relieve the shortness of breath was undertaken. The
patient was compliant with her outpatient radia-
tion appointments, but a psychiatric consultation
was requested because of her increasing agitation
and erratic behavior characterized by complaints
that staff were trying to hurt her. At times, she be-
lieved they had threatened to kill her. She repeat-
edly refused psychiatric interventions as well as
physical examinations. Nevertheless, during one
outpatient visit when she was accompanied by her
son, she agreed to a limited psychiatric consulta-
tion. Efforts were made to hospitalize her to treat
her psychiatric illness, but she refused. Risperidone
0.5 mg po bid was prescribed, and, although the pa-
tient agreed to take it, she did not. She began to
call her doctors and nurses more and more fre-
quently, expressing fears that the staff were trying
to hurt her. She often refused to come for treatment
but would be coaxed in by a favorite nurse. At one
visit, the patient reluctantly consented to psychi-
atric follow-up and subsequent intramuscular in-
jection of haloperidol 5 mg. Again, she left with a
prescription for risperidone 0.5 mg po bid, and her
son agreed to strongly assist in compliance.

The patient's palliative radiation treatments were
rescheduled to give the total dose over a shorter pe-
riod, and she took pain medications as scheduled:
morphine sulfate 5 mg po q4h pm. She could not be
persuaded, however, to take psychotropic medica-
tions, fearing she was being "tricked" and that she
would be "locked up." She allowed her son to help
with general hygiene and daily activities. As her ill-
ness progressed, the patient was admitted to the hos-
pital and treated with haloperidol 10 mg po bid. Her
agitation and paranoia significantly decreased. How-
ever, her physical status deteriorated, and she was
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transferred to hospice where she died quietly with
her son in attendance.

Discussion

The psychiatrist's role in the management of this
case was to assist in the patient's palliative treat-
ment by assessing her competency, assisting in
compliance with her cancer treatment, and help-
ing staff to understand the source of her uncoop-
erative behavior and to recognize the limits of
treating her long-standing psychiatric disorder.
Through discussions with her son, the psychia-
trist confirmed the diagnosis and explored the
treatment options for the patient's psychiatric ill-
ness, including appropriateness and potential
benefits of psychiatric hospitalization. She had a
history of responding well to psychotropic med-
ications while hospitalized, but she refused hos-
pitalization and she did not meet criteria for in-
voluntary hospitalization. It was important to
weigh the benefits of psychiatric hospitalization
and stabilization against the risk of delaying her
treatment for palliation. A psychiatric unit that
could have ensured access to daily radiation treat-
ment, such as a med-psych unit in a general hos-
pital, would have been ideal. A psychiatric unit
in a psychiatric hospital is generally not an ap-
propriate place for caring for the dying patient
because the expert emphasis is on treatment and
management of psychotic symptoms and sec-
ondary behavioral problems, not on pain man-
agement and palliative care. Additional concerns
include the effect of a dying medically ill person
on the severely psychotic and suicidal patients
who lack the ability to adaptively defend them-
selves psychologically. For medical staff, it is of-
ten extremely helpful to be reminded that the
patient's behaviors are not expressions of the
patient's desire or right to be difficult but rather
are driven by symptoms from which the patient
suffers uncomfortably, even if those symptoms
seem to be preferred or sought by the patient; psy-
chosis is an uncomfortable state.

This patient refused both psychiatric and med-
ical hospitalization. She also refused psychotropic
medications, which she incorporated into her
paranoid delusions. The psychiatrist suggested
that her compliance would be better if the staff
member whom the patient most trusted saw her
at clinic visits and other contacts were mini-
mized. This strategy helped the patient by en-

abling her to develop a modicum of trust in a clin-
ical nurse specialist, who helped decrease the pa-
tient's agitation and encouraged her to take an
intramuscular injection of haloperidol.

With this patient, palliative care included
primarily radiation therapy and narcotic pain
medications. In other patients, it often includes
chemotherapy and surgical procedures as well. In-
travenous lines, feeding tubes, monitoring equip-
ment, and even surgical wounds are fodder for
paranoid delusions and agitation, which can dis-
rupt palliative measures. Psychiatric intervention
may be necessary in these patients to control
symptoms, decrease agitation, and improve com-
pliance and cooperation. As with any agitated pa-
tient, restraints, such as a Posey or finger re-
straints, are at times necessary to avoid having
the patient remove intravenous lines. Careful
monitoring on an hourly basis is important when
restraints are used. (Every hospital or care facil-
ity has its own rules and regulations regarding ag-
itated patients and restraints, and staff should be
familiar with the specifics of their institution.)

Intravenous neuroleptics, specifically halo-
peridol and chlorpromazine in doses equivalent
to the patient's usual oral medications, are par-
ticularly useful in patients who are physically un-
able to take medications by mouth or who refuse
medications because of delusions or agitation (see
Table 7.1).

Atypical neuroleptics, such as risperidone, are
also useful in patients able or willing to take oral
medications. The risk of extrapyramidal symp-
toms (stiffness, rigidity) or akathisia is less with
these medications. Akathisia is a particularly un-
comfortable symptom that is often mistaken for

Table 7.1 Neuroleptics Useful in Treating Delir-
ium and Agitation in the Medically III

Name

Haloperidol
(Haldol)

Chlorpromazine
(Thorazine)

Thioridazine
(Mellaril)

Risperidone
(Risperdal)

Olanzapine
(Zyprexa)

Route of
Administration

po/iv/im

po/iv

po

po

po

Starting Dose

0.5 mg tid

50 mg

1 0-20 mg bid

0.5 mg bid

2.5 mg qhs
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Table 7.2 Medications to Treat Akathisia

Name Dose

Benztropine (Cogentin)
Lorazepam (Ativan)
Propranolol

0.5 mg po bid-2 mg po tid
0.5-1 mg bid-q4hr
10 mg bid-30 mg tid

anxiety or agitation. It consists of a sensation of
needing to move, and patients often appear fid-
gety, constantly moving their hands or feet, shift-
ing or bouncing from one foot to the other, pac-
ing, or rocking from the waist. Treatment (see
Table 7.2) consists of lowering or changing
the neuroleptic or using anticholinergics, pro-
pranolol, or lorazepam. Benztropine, an anti-
cholinergic that is particularly effective against
extrapyramidal side effects and is frequently used
to treat akathisia, is generally less effective than
lorazepam or propranolol in treating akathisia.15

Another important point to derive from this
case is the importance of family or trusted staff
in helping to treat agitation. One patient with
chronic paranoid schizophrenia was helped
through the recovery from a Whipple procedure
by the constant companionship of his father,
whom the patient trusted and relied on in his
daily life. This patient was fortunate to have his
father available and also not to have incorporated
his father into his paranoid delusions.

BIPOLAR DISORDER

Of the affective disorders, manic symptoms of
bipolar disorder present a particularly difficult
problem in the context of palliative care. Lifetime
prevalence of Bipolar I is about 0.4% to 1.6%.9

Manifestations of mania include elevated, expan-
sive, or irritable mood; grandiosity; increased en-
ergy and decreased need for sleep; pressured
speech; racing thoughts; impulsivity; and possible
psychosis. Judgment is often impaired. Mood sta-
bilizers, such as lithium and valproic acid, are the
mainstay of pharmacologic treatment, and while
these medications are very effective, patients may
experience breakthrough manic episodes.

Cose Example

MR. was a 68-year-old married lawyer with a long
history of chronic lymphocytic leukemia (CLL) and

a long history of bipolar disorder with episodes of
depression and mania. Her manic episodes were
characterized by increased energy, decreased sleep,
racing disorganized thoughts, and, sometimes, psy-
chotic, delusional thinking. Her bipolar symptoms
were well controlled on lithium carbonate at ther-
apeutic blood levels. She had been successfully
treated for CLL with chemotherapy and radiation,
and for many years it had been in remission. She
had twice-yearly checkups. At one of these visits,
the patient's oncologist noticed she had difficulty
walking and that she had an unusual affect with
manic behavior. A workup revealed a fractured hip
sustained from a fall. Because the patient was be-
ginning a manic episode, she had not acknowledged
pain or decreased function, which was brought to
her attention by her oncologist. She was admitted
and her fracture surgically treated. A psychiatric
consultation was requested to treat her mania. In-
travenous benzodiazepines (lorazepam 1 mg iv q6h)
and neuroleptics (haloperidol 2 mg iv q6h) were
successfully used to control her symptoms of racing,
disorganized thoughts, and byperactivity. As her
mania cleared, her awareness of her pain increased,
and morphine sulfate was initiated. The doses of
benzodiazepine and neuroleptic were reduced, and
she was stabilized on lithium. Despite successful
treatment of her hip fracture and her mania, she
did not have a successful convalescence. She was
extremely resistant to continuing narcotic medica-
tions at home because of her experience with sub-
stance addiction in her husband and her son. She
suffered with her pain and was thus less mobile than
would be desirable for a full recovery. Her mood
was "down," possibly a depressive phase of her bipo-
lar disorder, but it was not as low as during previ-
ous episodes, and she exhibited existential signs of
depression (hopelessness, helplessness, a pervasive
sense of futility, pervasive thoughts of death or sui-
cide). She developed pneumonia and then a manic
breakthrough in which she stopped sleeping and be-
gan cleaning and reorganizing her house in a manic,
disorganized manner. She agreed to a medical hos-
pitalization so that she could be treated for pneu-
monia and mania. Hospital staff viewed her as an
"affable, enjoyable" manic patient, and there were
no problems relating to her. Her mania was treated
with thioridazine 50 mg po qam, 100 mg po qhs,
and valproic acid 250 mg po bid, which was even-
tually increased to 500 mg po bid. Thioridazine was
discontinued after a week, and the patient was dis-
charged with extensive home nursing. She recov-
ered from both the pneumonia and the mania, but
the episode weakened her substantially. She never
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recovered her full strength, and she grew increas-
ingly debilitated. Her family was unable to care for
her, and she was admitted to a nursing care facility
where she died several months later.

Discussion

In this case, the patient's preexisting psychiatric
disorder led to neglect of a serious medical prob-
lem common in the elderly: hip fracture.16'17 Her
chronic leukemia was in remission, but she de-
veloped a medical problem because of her psy-
chiatric disorder and then had complications be-
cause of psychological factors associated with her
long-standing family problems. (Many relatives
of substance abusers, as well as recovering addicts
or alcoholics, are often resistant to pain medica-
tions. They fear addiction and its disastrous re-
sults.) The consultant psychiatrist's role in this
case was to control the patient's manic symptoms
and to integrate the treatment for mania with ap-
propriate pain management. During the second
bout of mania, the psychiatrist chose not to use
benzodiazepines because the concomitant pres-
ence of an infection probably increases the risk
of serious delirium.

In palliative-care patients, a mixed picture of
delirium and mania may develop in patients with
a bipolar history who receive steroids. In the pres-
ence of mania without any symptoms of delirium
or cognitive changes, a mood stabilizer such as
valproic acid has been effective. Treatment
should begin with a low dose, 250 mg qd, and the
physician must follow blood levels to avoid tox-
icity. In the presence of delirium and mania, a
neuroleptic such as haloperidol is helpful. Higher
doses, such as 5 mg bid, are frequently necessary
for agitated delirious and manic patients with
psychotic features, but initial treatment should be
at a low dose, such as 0.5 mg po/iv q8h with fre-
quent prn doses. Sometimes a more sedating neu-
roleptic, like thioridazine initiated at 20 mg bid,
is helpful.

In addition to controlling symptoms, the psy-
chiatrist in this case worked as part of a team.
The doctors involved were initially treating the
problems related to their own specialties, but col-
laboration was necessary. The internist who ini-
tially noted the patient's difficulty walking in-
volved the psychiatrist in the patient's care early
on, and the team was able to follow the patient's
needs as her care evolved into palliative treat-

ment. Team members often include internists,
psychiatrists, nurse clinicians or clinical nurse
specialists, and social workers. Each discipline has
a particular area of expertise, and effective team
members can communicate with team members
from other disciplines.

SUMMARY

The terminally ill patient with a chronic psychi-
atric disorder presents special challenges to the
palliative health-care team, primarily challenges
relating to compliance and behavioral problems.
These problems usually arise from symptoms that
interfere with the patient's ability to perceive his
or her clinical picture correctly and to make de-
cisions free from the influence of perceptual and
cognitive distortions. All too often, staff do not
appreciate the degree to which symptoms of men-
tal illness influence behaviors and decisions, and
this misperception leads to frustration and angry
feelings. All too often, a frustrated but well-
meaning staff member will ask, "Why can't he
just make the appointment and take his medica-
tions? I've explained it to him a hundred times!"
Increased familiarity with the nature of chronic
and severe psychiatric illness can help reduce the
staff's frustration.

There are many resources to call on to help
with the psychiatric patient. We have discussed
a small range of medications that can be used for
psychiatric symptom management during pallia-
tive care. It is useful to remember that it may be
best to try to continue an individual patient's
medication regimen if it has been successful but
that this regimen may need to be altered as a
result of the patient's medical status and other
medications. Additionally, as we have illustrated,
interpersonal supports can be effective interven-
tions. The effect of a trusting relationship should
not be underestimated. A trusted staff person or
family member can be very helpful and influen-
tial not only in aiding compliance but also in de-
creasing the fear, anxiety, and tension that often
occur in a terminally ill and dying patient. It
should be noted, however, that in the course of
severe symptom expression (e.g., florid paranoid
delusions), even the most long-standing, stable
relationship can be torn apart. In the event of
such a rift, it is important for staff members not
to view the patient's actions as a personal rejec-
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tion. Again, it is an expression of symptoms of
severe mental illness with which the individual
suffers. The role of the team can be particularly
important when dealing with a difficult patient.
These patients trigger a wide range of emotional
responses among caregivers, and team members
can serve to help support each other and share
the work when treating a particularly difficult
patient.

Finally, it is never too early to involve the con-
sultant psychiatrist in palliative care of the psy-
chiatric patient. The two cases presented reflect
a small but important part of the work of the
consultation psychiatrist. Too few psychiatrists
choose to consult in hospice and palliative-care
settings, yet the complex issues intrinsic to these
settings are among the most challenging in con-
sultation psychiatry today.
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Physical Symptom Management
in the Terminally III

An Overview for Mental Health Professionals

Russell K. Portenoy, M.D.

T)atients with progressive diseases present com-
JL plex symptomatology that evolves unpre-
dictably over time. Although the degree to which
suffering is determined by unrelieved symptoms
varies from patient to patient and from time to
time, clinicians often observe dramatic improve-
ment in quality of life after adequate symptom
control is achieved. All clinicians who care for
such patients should have the skills necessary to
assess common physical and psychological symp-
toms and to implement routine management
strategies within the limits defined by the over-
all goals of care.

Somewhat arbitrarily, symptoms are conven-
tionally divided into the physical and the psy-
chological. Although this division is heuristic in
one sense, encouraging an appropriate emphasis
on the role of disease-related factors, it should not
be taken to imply a lack of interaction between
the physical and the psychological determinants
of symptoms. For some symptoms, such as pain
and dyspnea, physical factors may offer a suffi-
cient etiologic explanation, but intensity or dis-
tress may be more closely tied to anxiety or cog-
nitions concerning the symptom than to any
physiological perturbation. For others, such as fa-
tigue, the predominating pathophysiology can be
related to an overt physical factor, such as ane-
mia, or to a psychiatric disorder, such as depres-

sion. These interactions indicate that the assess-
ment and management of common physical
symptoms must always consider psychosocial con-
text and associations.

SYMPTOM MANAGEMENT
AND PALLIATIVE CARE

Symptoms are usually only one aspect of the suf-
fering experienced by patients with incurable pro-
gressive diseases. As a result, symptomatic thera-
pies are usually pursued within a broader model
of palliative care, which attempts to address many
other concerns concurrently. The nature of this
palliative care is exemplified in the definition
promulgated by the World Health Organization:

Palliative care is the active total care of patients
whose disease is not responsive to curative treat-
ment. Control of pain, of other symptoms, and of
psychological, social and spiritual problems is para-
mount. The goal of palliative care is the achieve-
ment of the best possible quality of life for patients
and their families.1

Palliative-care interventions aim to improve
the physical, psychosocial, and spiritual condi-
tion that define both the quality of life and the
quality of death for patients throughout the
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course of life-threatening disorders. Thus, pallia-
tive care is the "parallel universe" to life-pro-
longing treatment and is continually addressed by
clinicians in diverse disciplines. Although the fo-
cus of palliative care intensifies at the end of life,
the core issues—comfort and function, defined
broadly and evaluated within the context of the
family—are salient for all clinicians during and af-
ter the period of active disease-oriented treat-
ment.

A palliative-care model recognizes the need
to address symptom distress, physical impair-
ments, and psychosocial disturbances even dur-
ing the period of aggressive primary therapy, the
avowed goal of which may be cure or prolonga-
tion of life. The importance of symptom man-
agement is evident in all palliative care, but the
degree to which symptoms are the major con-
cern varies with the particular issues expressed
by the patient and family. During a period of ac-
tive life-prolonging therapy, which can extend
to years in many disorders, symptom manage-
ment may be integrated into a broader approach
to palliative care that also emphasizes psycho-
logical support and a range of function-oriented
therapies that may grade into the discipline of
cancer rehabilitation. For the dying patient,
symptom control may be an intensive focus in
a comprehensive approach that fulfills the needs
for practical support, attempts to address spiri-
tual or existential concerns in addition to phys-

ical and psychosocial concerns, and assists in ad-
vance care planning.

The evolving perspective on palliative care has
encouraged the gradual acceptance of medical spe-
cialization in this area. The publication of a major
textbook devoted to palliative medicine was a mile-
stone in this process.2 Although most dying pa-
tients continue to have no access to specialists in
palliative care, these opportunities are growing.
The involvement of specialists is usually most help-
ful during the management of distressed patients
with far-advanced medical diseases, including those
who are dying from cancer, AIDS, neurodegener-
ative diseases, and other incurable progressive dis-
eases. Palliative-care specialists also may be help-
ful early in the course of an incurable disease by
assisting in symptom control and providing an as-
sessment that may be able to project future needs.

PREVALENCE OF PHYSICAL

SYMPTOMS

The importance of physical symptoms as determi-
nants of quality of life is suggested by their preva-
lence in populations with advanced diseases. In the
cancer population, pain, fatigue, somnolence or
mental clouding, and gastrointestinal symptoms
are extremely prevalent (Table 8.1), and most pa-
tients experience multiple physical and psycho-
logical symptoms.3"21 In one recent survey, for ex-

Table 8.1 Prevalence Rates (%) for Some Common Physical Symptoms in Four

Large Surveys

Fatigue

Pain

Somnolence
Dyspnea

Cough

Anorexia

Nausea

Vomiting
Constipation
Weight loss

Curtis et al.
(1991)

N = 100

40
89

41

55
32
25
40

Reuben et al.

(1988)
N = 1592

51

53

79
44

54
75

Portenoy et al.
(1 994)

N = 243

74
64
60
24
28
44
44
21
35
27

Ventafridda et al.

(1990)

N = 115

59
13
10
6

30
6
4

23

Note: All surveys were in populations with advanced cancer, with the exception of Portenoy et al. (1994), which in-
cluded a minority of patients with earlier disease. All surveys were performed in a palliative-care or hospice program,
again with the exception of Portenoy et al. (1994), which was conducted on an inpatient and outpatient population
at a large cancer hospital.
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ample, outpatients with cancer who completed a
symptom assessment questionnaire averaged more
than 9 concurrent symptoms, and inpatients aver-
aged more than 13 symptoms.18

SYMPTOM ASSESSMENT

Symptom management depends on a detailed
knowledge of presentation, pathogenesis, and im-
pact within the larger set of phenomena that en-
hance or undermine well-being. In contrast to the
traditional medical model, which encourages an
approach to the patient that focuses on the chief
complaint in relative isolation, the model of pal-
liative care requires this broader perspective.

Symptom Characteristics

Each symptom can be described in terms of mul-
tiple dimensions (Table 8.2). A detailed evalua-
tion of a symptom should identify the involved
site or sites, intensity, temporal features, quality,
and factors that provoke or relieve it. Each of
these aspects, in turn, can be depicted with vary-
ing detail. For example, the temporal description
can include onset, duration, and daily pattern.

The measurement of symptom intensity is an
essential component of symptom assessment. In-
tensity relates to distress and often determines the
urgency of evaluation and treatment. In the case
of some symptoms, such as pain, fatigue, and dys-
pnea, measurement of intensity can be performed
using validated scales.22 These scales vary in com-
plexity and may be unidimensional or multidi-
mensional. In some cases, including pain and dys-
pnea measurement, simple verbal rating scales

(e.g., none, mild, moderate, severe) or numeric
scales have been validated, and these usually suf
fice in the clinical setting. More sophisticated in-
struments may be preferable in clinical investi-
gation. Other common symptoms, such as itch,
have not been systematically studied and can be
measured only using a nonvalidated approach. In
such cases, a verbal rating scale or a 10-point nu-
meric scale can be constructed at the bedside.

The measurement of pain intensity exempli-
fies the salience of this aspect of the assessment.
Guidelines for cancer pain management empha-
size the necessity of repeated pain measurement
as a foundation for therapy,23 and the use of
simple intensity scales has been considered the
linchpin of hospital-based quality improvement
programs.24'25 Although the measurement of in-
tensity cannot substitute for a comprehensive as-
sessment, it increases the visibility of the symp-
tom for the staff and encourages salutary
adjustments in therapy. The routine measure-
ment of symptoms other than pain has been ex-
plored little,4 but is likely to favorably influence
management in a similar manner. Clinicians who
are working toward system changes that will im-
prove the palliative care offered patients with ad-
vanced medical disease should consider the po-
tential benefits of such routine measurements.

Although the subjective characteristics of
symptoms provide essential information, they of-
ten offer an insufficient basis for therapy. Further
information about the nature of the symptom and
the disease is usually required, particularly when
the symptom is presenting anew or has changed.
In such cases, the assessment must include a phys-
ical examination and a review of available labo-
ratory and radiographic studies. Even these data

Table 8.2 Characteristics and Constructs in Symptom Assessment

Characteristics

Subjective
Temporal features
Severity
Quality

Locations
Provocative and palliative factors

Objective
Physical findings
Laboratory and imaging studies

Symptom-Related
Constructs

Syndrome
Etiology
Inferred pathophysiology

Illness-Related
Constructs

Extent of disease
Quality of life
Goals of care



102 Symptom Management

sometimes allow only a provisional understand-
ing and must be followed by additional studies to
elaborate or confirm the first impression.

The importance of physical assessment in the
evaluation of symptoms in the medically ill has
been highlighted by a survey of new referrals to
a pain service at a cancer center.26 The compre-
hensive pain assessment performed by the service
led to the discovery of a previously unrecognized
lesion that could account for the pain in ap-
proximately two-thirds of patients; almost 20% of
these patients could receive a new primary ther-
apy—either antineoplastic or antibiotic—as a re-
sult of this discovery. The comprehensive assess-
ment of a symptom, therefore, has important
implications for disease management that extend
beyond symptomatic therapies alone.

Symptom-Related Constructs

The information about symptom and disease sta-
tus that can be acquired from the history, exam-
ination, and review of laboratory and imaging
studies may clarify the existence of a recognized
syndrome and facilitate inferences about the
likely etiology and pathophysiology (see Table
8.2). This integration may be relevant diagnosti-
cally or therapeutically.

A syndrome represents a constellation of
symptoms and signs that define a recognizable
clinical entity and may offer clues about etiology
or response to therapy. For some symptoms, such
as pain in the cancer population, well-defined
syndromes have been described,27 and the desig-
nation of a syndrome may have important clini-
cal implications. For example, the syndrome of
back pain in patients with metastatic cancer may
be managed using an algorithm based on the
known threat of epidural spinal cord or cauda
equina compression.28 Knowledge of the com-
mon syndromes associated with the symptoms re-
ported by patients with advanced disease is one
foundation for effective palliative care.

Information about the likely etiology of a
symptom and inferences about its pathophysiol-
ogy are also therapeutically relevant. This infor-
mation may allow the selection of a primary treat-
ment for an underlying disorder, which may be a
very effective approach to symptom control. For
example, fatigue that worsens in parallel with a
decline in hemoglobin suggests the potential util-
ity of primary interventions for anemia. Similarly,

dyspnea associated with wheezing on examina-
tion suggests the existence of bronchospasm,
which may be evaluated to identify the proximate
cause (e.g., heart failure) or treated directly with
bronchodilators.

Illness-Related Constructs

The comprehensive assessment should also pro-
vide the information necessary to define the ex-
tent of disease, other quality of life concerns, and
the goals of care (Table 8.2). These considera-
tions are essential in developing an approach to
therapy that can address the varied sources of the
patient's suffering and offer interventions that are
appropriate to both the medical status and the
expressed wishes of the patient.

Consideration of the goals of care is especially
important in the treatment of patients with ad-
vanced medical disease. These goals may empha-
size prolongation of life, maintenance of function,
or comfort. Although these goals are not mutu-
ally exclusive, one or another usually predomi-
nates at any given time, and the selection of ther-
apies is continually influenced by the overriding
goal. During the course of the disease, goals may
evolve with information about progression or
prognosis, the availability of treatments and the
responses expected, changes in symptoms or func-
tional outcomes associated with the disease or its
therapy, and other factors that contribute to
physical and psychosocial adaptation.

Confusion about the goals of care or diver-
gence in goals among patient, family, and care-
givers can complicate management and pose
challenging ethical issues. Although clinicians
are usually explicit about the immediate aims of
therapy, larger goals may not be overtly expressed
or may be obscured by the complexity and acu-
ity of the immediate clinical problem. Patients
may fail to express their true desires because of
denial or fear, family concerns, or other reasons.
Whatever the causes, lack of clarity about the
goals of care can lead to miscommunication and
inappropriate interventions, both of which can
contribute to the distress of the patient or fam-
ily.

Conflict is also possible when the goals are
clearly expressed. There is ample opportunity for
discordant views in a dynamic clinical situation.
In developed countries, for example, many pa-
tients undergo aggressive life-prolonging therapy



Physical Symptom Management in the Terminally III 103

with little realistic hope that a cure or long-term
remission may result. The administration of such
therapies may actually undermine quality of life
in some patients or appear to "medicalize" the dy-
ing process to such an extent that both patient
and family suffer more.

Given the stakes involved, assessment of the
goals of care and communication with the patient
and family about these goals must be considered
among the most important and challenging as-
pects of patient care. In the setting of advanced
medical disease, symptom assessment must re-
peatedly clarify these goals to ensure that treat-
ment decisions remain appropriate and consistent
with the needs and desires of the patient. This
process, in turn, requires an ongoing evaluation
of the patient's medical and psychosocial status
and a broad knowledge of both the available pri-
mary therapies and the options that exist in the
domain of palliative care. Both the patient and
caregivers are better served if the clinician has
successfully communicated from the start that
palliative care, with its focus on quality of life,
functionality, and symptom control, is as central
to treatment as interventions for the disease
itself.

MANAGEMENT OF COMMON

PHYSICAL SYMPTOMS

The assessment and management of physical
symptoms is a fundamental component of pallia-
tive care in populations with advanced medical
diseases. All clinicians should be comfortable
with the routine therapeutic approach to the
most common symptoms.

Pain

Cancer pain is the model for the first-line use of
opioid pharmacotherapy in the treatment of pain
related to medical illness.29"32 An enormous clin-
ical experience convincingly demonstrates the
potential for favorable outcomes associated with
long-term opioid treatment. Indeed, surveys sug-
gest that 70% to 90% of patients with cancer pain
can achieve adequate analgesia with this ap-
proach.23-32-33-36

Although a consensus statement on the man-
agement of cancer pain has also recommended
opioid therapy for pain associated with AIDS,23

there have actually been very few publications fo-
cused on pain related to advanced medical dis-
eases other than cancer. Notwithstanding, the
extremely favorable experience in the cancer
population should encourage clinicians to con-
sider opioid therapy for all such populations.

In many cases, opioid therapy is integrated
with other analgesic approaches, including pri-
mary treatments for the underlying etiology of the
pain, if appropriate. As discussed previously, ther-
apeutic decision making should be guided by a
comprehensive assessment that places pain in the
context of other quality of life concerns and de-
fines the extent of disease and goals of care.

Role of Primary Treatments

Primary therapy directed against the underlying
etiology of the pain can have analgesic conse-
quences. This is particularly relevant in the treat-
ment of pain associated with cancer or other ad-
vanced medical diseases because of the high
probability that an underlying structural abnor-
mality can be identified as the source of the pain.
These structural abnormalities may be amenable
to a variety of primary therapies. Radiotherapy to
tumors, for example, can provide pain relief to
more than half the patients treated,37 and other
primary therapies, such as surgical resection of
neoplastic lesions and chemotherapy, can also
have analgesic consequences.38 Recently, several
chemotherapies have been specifically studied,
and approved for commercial use, as interven-
tions primarily directed toward the palliation of
symptoms, including pain.39'40

Occasional patients may also be candidates for
primary therapies that are not antineoplastic. For
example, empirical antibiotic therapy has been
found to have profound analgesic effects in some
patients.41 This response, which presumably in-
dicates that occult infection contributes to the
pain, suggests that a trial of an antibiotic may be
indicated in patients with refractory or progres-
sive pain who are predisposed to the development
of local infection.

Pharmacologic Approaches

The pharmacologic management of pain requires
expertise in the use of three broad groups of
analgesics: nonsteroidal antiinflammatory drugs
(NSAIDs), opioid analgesics, and the so-called
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Figure 8.1. The "Analgesic Ladder" Approach to the Selection of Drug Therapies for Cancer Pain.*
*See text for a description of opioids used conventionally for moderate or severe pain. The term "adju-
vant" in this context refers to both those drugs added to analgesics to treat side effects, such as laxatives
for opioid-induced constipation, and the so-called adjuvant analgesics, which are drugs that have primary
indications other than pain but can be analgesic in selected circumstances.
Reprinted with permission from Cancer Pain Relief, With a Guide to Opioid Availability. 2nd ed. Geneva:
World Health Organization, 1996.

adjuvant analgesics. The latter are a diverse group
of unrelated agents that have other primary in-
dications but may be analgesic in selected cir-
cumstances.

An approach to the selection of analgesic
drugs for cancer pain has been developed by the
Cancer Pain Relief and Palliative Care Program
of the World Health Organization.32 Known as
the "analgesic ladder" approach, this technique
employs stepwise selection of analgesics based on
the usual severity of pain (Figure 8.1). Patients
with mild to moderate pain are typically first of-
fered an NSAID. This drug is combined with one
or more adjuvant drugs if a specific indication for
one exists. These adjuvant drugs include those se-
lected to treat a side effect of the analgesic (e.g.,
a laxative) and those with analgesic effects (the
so-called adjuvant analgesics). Patients who pre-
sent with moderate to severe pain or who fail to
achieve adequate relief after a trial of a NSAID
are treated with an opioid conventionally used

for pain of this severity. This opioid is usually
combined with a NSAID and may be co-admin-
istered with an adjuvant drug, if indicated. Pa-
tients who present with severe pain or who fail
to achieve adequate relief following appropriate
administration of drugs on the second rung of the
analgesic ladder should receive an opioid con-
ventionally selected for severe pain. This treat-
ment may also be combined with a NSAID or an
adjuvant drug, as indicated.

Although drugs on the second and third rungs
of the analgesic ladder have also been labeled
"weak" and "strong" opioids, respectively, this
designation misrepresents their pharmacology
and should not be used. The drugs that are used
for moderate pain, such as codeine, do not have
a ceiling dose for analgesia, which would justify
their description as "weak." Rather, these drugs
are generally used in a limited dose range for rea-
sons of convenience or convention. In many
countries, for example, moderate pain is typically
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treated with a commercial formulation that con-
tains an opioid and a nonopioid analgesic (aspirin
or acetaminophen). The dose of this compound
can be increased only until the recognized limits
of the nonopioid component (for example, 4 to
6 g of acetaminophen for long-term dosing). If
pain cannot be relieved with this maximum dose,
the drug must be switched to one conventionally
used to treat severe pain.

Thus, the division of opioid drugs into groups
conventionally used for moderate or severe pain
reflects only common practice, not optimal phar-
macology. In some countries, limited availability
of combination products has encouraged the use
of an approach that incorporates two steps, a
nonopioid analgesic for mild pain and a single en-
tity opioid, such as morphine, for moderate or se-
vere pain. In this approach, the opioid is initially
administered at low doses appropriate for the
treatment of moderate pain in the opioid-naive
patient. These doses are then gradually increased,
if needed, as the pain becomes more severe. The
opioid regimen may still be co-administered with
a nonopioid analgesic, which is provided as sep-
arate therapy.

Nonsteroidal Anti-inflammatory Drugs and Acet-
aminophen. The NSAIDs (Table 8.3) and acet-
aminophen are characterized by a ceiling dose
and analgesia that is additive to that of the opi-
oids.42'43 Anecdotal data suggest that they may
be particularly effective for malignant bone pain.

NSAIDs should be used cautiously in patients
with renal disease, history of peptic ulceration,
history of a bleeding diathesis, congestive heart
failure or volume overload of any other cause, and
encephalopathy. Significant renal disease, active
upper gastrointestinal ulceration, and coagulopa-
thy are usually absolute contraindications. Ace-
taminophen is contraindicated in the setting of
severe hepatic dysfunction and should also be
used cautiously in patients with renal disease.44

There is great intraindividual variability in the
response to different NSAIDs, and clinicians
should be prepared to switch from one drug to
another if desired effects are not achieved. To
some extent, differences in toxicity can guide the
selection of specific drugs. For example, the pyra-
zole class, specifically phenylbutazone, has a sub-
stantially greater risk of toxicity and has been sup-
planted by newer drugs. Acetaminophen is widely
regarded to be the safest nonopioid analgesic, but

its minimal anti-inflammatory effects may limit
its utility in some pain syndromes. Some salicy-
lates, such as choline magnesium trisalicylate and
salsalate, have less platelet toxicity and ulcero-
genic effects at usually prescribed doses.45 The ul-
cerogenic effects of several other NSAIDs have
been assessed in epidemiologic studies,46'47 which
generally support the view that ibuprofen and di-
clofenac are relatively safer than aspirin and
piroxicam is relatively less safe. Some surveys sug-
gest that nabumetone is also relatively less likely
to cause serious gastrointestinal toxicity and that
ketorolac and some of the older NSAIDs, such as
mefenamic acid, are relatively more so.

Given the frailty of patients with advanced
medical diseases, NSAID therapy should usually
be initiated at a relatively low dose. Upward dose
titration can then be implemented to identify a
minimal effective dose, the ceiling dose, and dose-
related toxicity. The dose should be increased, usu-
ally on a weekly basis, until side effects develop,
no further analgesia occurs with an increment in
dose, or an arbitrary limit of approximately 1V^ to
2 times the usual starting dose is reached.

Opioid Anaigesics. The key principles of opioid
pharmacotherapy are widely accepted.23'30'32

They may be summarized as follows.
Select an appropriate drug. Several factors

should be considered in the decision to use one
opioid drug rather than another. First is the dis-
tinction between the pure agonist subclass and
the agonist-antagonist subclass. The pure agonist
opioids bind to one or more of the opioid recep-
tors and demonstrate no antagonist activity. Mor-
phine is the prototypic drug in this class, but nu-
merous others are available in the United States,
including hydromorphone, oxycodone, levor-
phanol, and methadone (Table 8.4). The agonist-
antagonist opioids comprise two subtypes, a
mixed agonist-antagonist type (e.g., pentazocine,
nalbuphine, butorphanol, and dezocine) and a
partial agonist type (e.g., buprenorphine). These
agonist-antagonist opioids are not preferred for
the management of chronic pain because of sev-
eral properties, including a ceiling effect for anal-
gesia, the capacity to reverse favorable effects and
precipitate an abstinence syndrome in patients
who are physically dependent on pure agonist
opioids, and, in some cases, a likelihood of psy-
chotomimetic effects substantially greater than
that of the agonist drugs.48



Table 8.3 Nonsteroidal Antiinflammatory Drugs

Chemical
Class

p-aminophenol

Salicylates

Propionic acids

Generic
Name

Acetaminophen13

Aspirinb

Diflunisal6

Choline magnesium
trisalicylateb

Salsa late

lbuprofenb

Naproxenb

Naproxen sodiumb

Fenoprofen
Ketoprofen
Flurbiprofenb

Oxaprozin

Approximate
Half-Life

(hr)

2-4

3-1 2C

8-12

8-12

8-12

3-4
13
13
2-3
2-3
5-6

40

Dosing
Schedule

q 4-6 h

q 4-6 h

q 12 h

q 12 h

q 12 h

q4-8 h
q 12 h
q 12 h
q 6 h
q 6-8 h
q 8-1 2 h

q24h

Recommended
Starting Dose

(mg/day)

2600

2600

1000 X 1
then 500 q 12 h
1500X 1
then 1000
q12h
1500X 1
then 1000
q 12 h

1600
500
550
800
100
100

600

Maximum
Recommended
Dose (mg/day)

6000

6000

1500

4000

4000

4200
1500
1375
3200
300
300

1800

Comment

Overdosage produces hepatic toxicity. Not anti-
inflammatory. Lack of Gl and platelet toxicity
may be important.

Standard for comparison. May not be tolerated as
well as some of the newer NSAIDs.d

Less Gl toxicity than aspirin.d

Believed to have less Gl toxicity than other
NSAIDs. No effect on platelet aggregation,
despite potent anti-inflammatory effects.d

Available over the counter.d

Available over the counter and as a suspension.d
d

__d

Available over the counted
Experience too limited to evaluate higher doses,
though it is likely that some patients would
benefit.d

Once-daily dosing may be useful. d



Acetic Acids

Oxicams

Naphthyl-
alkanones

Fenamates

Pyrazoles

Indomethacin

Tolmetin
Sulindac
Diclofenac
Ketorolac (IM)

Etodolac

Piroxicam

Nabumetone

Mefenamic acidb

Meclofenamic acid

Phenylbutazone

4-5

1
14

2
4-7

7

45

24

2

2-4

50-100

q 8-1 2 h

q 6-8 h
q 12 h
q 6 h
q 4-6 h

q 8 h

q 24 h

q24

q 6 h

q 6-8 h

q 6-8 h

75

600
300

75
30 (loading),
then 15 q6h
600

20

1000

500 X 1 then
250 q6h

150

300

200

2000
400
200
60

1200

40

1 000-2000

1000

400

400

Available in sustained-release and rectal for-
mulations. Higher incidence of side effects,
particularly Gl and CMS, than propionic acids.d

d
d
d

Parenteral formulation available.
Long-term use not recommendedd

d

Administration of 40 mg for >3 weeks is associated
with a high incidence of peptic ulcer, particularly
in the elderly.d

Appears to have a relatively low risk of Gl
toxicity; once-daily dosing may be useful.

Not recommended for use longer than 1 week
and therefore not indicated in cancer pain
therapy.d

d

More toxic than other NSAIDs. Not preferred for
cancer pain therapy.

"Starting dose should be one-half to two-thirds recommended dose in the elderly, those on multiple drugs, and those with renal insufficiency. Doses must be individualized. Studies of NSAIDs in the cancer
population are meager; dosing guidelines are thus empiric.

bPain is approved indication.

cHalf-life of aspirin increases with dose.

dAt high doses, stool guaiac, liver function tests, BUN, creatinine, and urinalysis should be checked periodically.



Table 8.4 Opioid Analgesics (Pure /JL agonists) Used for the Treatment of Chronic Pain

Morphine

Controlled-release
morphine

Sustained-release
morphine

Hydromorphone

Oxycodone

Controlled-release
oxycodone

Oxymorphone

Meperidine

Heroin

Equianalgesic Half-life
Doses3 (hr)

10 i.m. 2-3
20-60 p.o.b 2-3

20-60 p.o.b 2-3

20-60 p.o.b 2-3

1.5 i.m. 2-3
7.5 p.o. 2-3

20-30 2-3

20-30 2-3

1 i.m. —
10p.r. —

75 i.m. 2-3
300 p.o. 2-3

5 i.m. 0.5

Peak Effect
(hr)

0.5-1
1.5-2

3-4

4-6

0.5-1
1-2

1

3-4

0.5-1
1.5-3

0.5-1
1-2

0.5-1

Duration
(hr)

3-6
4-7

8-12

24

3-4
3-4

3-6

8-12

3-6
4-6

3-4
3-6

4-5

Toxicity

Constipation, nausea, sedation
most common; respiratory
depression rare in cancer patients.

Same as morphine

Same as morphine

Same as morphine

Same as morphine + CMS
excitation; contraindicated in
those on MAO inhibitors

Same as morphine

Comments

Standard comparison for opioids;
multiple routes available

Once-a-day morphine recently
approved in the U.S.

Used for multiple routes

Combined with aspirin or
acetaminophen, for moderate
pain; available orally without
coanalgesic for severe pain

No oral formulation

Not preferred for cancer pain due
to potential toxicity

Analgesic action due to
metabolites, predominantly
morphine; not available in U.S.



Levorphanol 2 i.m.
4 p.o.

Methadone 10 i.m.
20 p.o.

Codeine 130 i.m.
200 p.o.

Propoxyphene HCI —

Propoxyphene —
napsylate

Hydrocodone —

Dihydrocodeine —

12-15 0.5-1 3-6 Same as morphine

12->150 0.5-1.5 4-8 Same as morphine

2-3 1 .5-2 3-6 Same as morphine

12 1.5-2 3-6 Same as morphine plus
seizures with overdose

12 1.5-2 3-6 Same as hydrochloride

2-4 0.5-1 3-4 Same as morphine

2-4 0.5-1 3-4 Same as morphine

With long half-life, accumulation
occurs after beginning or
increasing dose

Risk of delays toxicity due to
accumulation; useful to start
dosing on p.r.n. basis, with close
monitoring

Usually combined with nonopioid

Toxic metabolite accumulates
but not significant at doses used
clinically; often combined with
Nonopioid

Same as hydrochloride

Available only combined with
acetaminophen

Available only combined with
acetaminophen or aspirin

aDose that provides analgesia equivalent to 10 mg i.m. morphine. These ratios are useful guides when switching drugs or routes of administration. When switching drugs, reduce the equianalgesic dose of the
new drug by 25-50% to account for incomplete cross-tolerance. The only exception to this is methadone, which appears to manifest a greater degree of incomplete cross-tolerance than other opioids; when
switching to methadone, reduce the equianalgesic dose by 90%.

^Extensive survey data suggest that the relative potency of i.m.:p.o. morphine of 1:6 changes to 1:2-3 with chronic dosing.

Approximate equianalgesic dose suggested from meta-analysis of available comparative studies.
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A second consideration in the selection of an
opioid drug relates to the distinction between
those opioids conventionally used to treat mod-
erate pain and those used to treat severe pain. In
the United States, the former group includes
codeine and oxycodone (administered with acet-
aminophen or aspirin in a combination product),
hydrocodone and dihydrocodeine (available only
with acetaminophen in a combination product),
and propoxyphene (either alone or in combina-
tion products). Other drugs, such as oral meperi-
dine, are also occasionally used. As discussed pre-
viously, conventional practice in some countries
includes the treatment of moderate pain in the
opioid-naive patient, using a combination prod-
uct that contains one of these opioids and either
aspirin or acetaminophen. The specific drug se-
lected is usually a matter of convenience or ex-
perience. Meperidine is generally not preferred
for chronic dosing because of the risk of toxicity,
including dysphoria, tremulousness, hyper-
reflexia, and seizures; this risk relates to accumu-
lation of a metabolite, normeperidine.49

The pure agonist drugs available in the United
States that are conventionally used for severe
pain comprise morphine, hydromorphone, fen-
tanyl, oxycodone (when not combined with a co-
analgesic), levorphanol, oxymorphone, and
methadone. Morphine is usually the first-line
drug; this choice is based on extensive clinical
experience, the drug's relative ease of oral titra-
tion, and the availability of numerous formula-
tions, including a controlled release formulation
that allows dosing at 12-hour intervals and a sus-
tained release formulation that is effective with
once-daily dosing. Individual variability in the re-
sponse to different opioids is very substantial,
however, and an opioid other than morphine may
yield a better therapeutic outcome.50 Sequential
trials of different opioid drugs may be needed to
identify the drug with the most favorable balance
between analgesia and side effects.50'51

The role of morphine in the management of
chronic pain has also evolved with recognition
of its active metabolites.52 Recent studies have
established that morphine 6-glucuronide is an ac-
tive opioid compound that may contribute to the
analgesia and side effects observed during mor-
phine therapy.53"55 Although the metabolite ac-
cumulates in patients with renal insufficiency and
has been associated with toxicity in some renally
impaired patients, a recent survey suggests that

its impact overall is insufficient to recommend a
change in routine dosing guidelines.56 Similarly,
high concentrations of another metabolite, mor-
phine-3-glucuronide, have been speculated to
cause toxicity, such as myoclonus and worsening
pain, but the empirical evidence that this out-
come is clinically relevant is meager.52 Nonethe-
less, occasional patients who develop morphine
toxicity, particularly in the setting of renal in-
sufficiency, should be offered a trial of an alter-
native opioid, such as hydromorphone or fen-
tanyl, in the hope that lesser metabolite
accumulation may contribute to a better re-
sponse.

The selection of a pure agonist drug as an al-
ternative to morphine is largely empiric. Clinical
experience suggests that patients with very severe
pain, who require rapid dose titration, are best
treated with drugs that approach steady state soon
after the dose is changed. Controlled release
drugs, including the long-acting morphine and
oxycodone preparations and the transdermal fen-
tanyl system, require several days to approach
steady-state concentrations and are usually not
preferred in this setting. Methadone can also be
problematic because of its long and highly vari-
able half-life, which ranges from less than 24
hours in some patients to more than 150 hours
in others.57 This long half-life implies that
methadone can accumulate for relatively pro-
longed periods after a period of rapid titration to
an effective dose. This potential for accumula-
tion, which mandates careful observation for pro-
longed periods after dose changes, suggests that
methadone should be considered a second-line
drug for those who are difficult to monitor (e.g.,
noncompliant patients or those who live alone or
at a distance) and those predisposed to opioid side
effects (e.g., the elderly and those with en-
cephalopathy or major organ dysfunction).

Select the route of administration. The oral route
is preferred for chronic opioid therapy due to its
simplicity, economy, and acceptability. A sub-
stantial proportion of patients, however, will re-
quire an alternative route at some point during
the course of the disease. A large number of al-
ternative routes are available (Table 8.5). In the
setting of advanced disease, nonoral administra-
tion is usually implemented using the transder-
mal fentanyl system58*59 or parenteral infusion,
either subcutaneous infusion via ambulatory
pump60 or intravenous infusion.61 Rectal admin-
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Table 8.5 Routes of Opioid Administration Used for Chronic Pain

Route

Oral

Sublingual

Rectal

Transdermal

Oral transmucosal

Subcutaneous
Repetitive bolus
Continuous infusion
Continuous infusion with

with patient-controlled

Intravenous
Repetitive bolus
Continuous infusion
Continuous infusion with
patient-controlled analgesia

Epidural
Repetitive bolus
Continuous infusion using

percutaneous or
implanted system

Intrathecal

Intracerebroventricular

Comment

Preferred in cancer pain management.

Buprenorphine effective but not available in U.S. Efficacy of highly lipid soluble
drugs, such as fentanyl, is likely, but no studies and very little clinical experience.
Efficacy of morphine controversial.

Available for morphine, oxymorphone, and hydromorphone. Customarily used as
if dose is equianalgesic to oral dose. Absorption is variable, however, and relative
potency may be higher than expected.

Available for fentanyl. Dosing interval is 2-3 days. Empirical indications include
problems with oral drug, desire to offer trial of fentanyl, compliance problems
with oral dosing, or possibility of improved quality of life if oral therapy is
avoided.

Formulation using fentanyl currently undergoing trials for breakthrough pain.

Ambulatory infusion pumps can provide continuous infusion with any parenteral
opioid formulation. More advanced pumps can also provide patient-controlled
analgesia. Clearest indication is inability to tolerate oral route.

Continuous infusion possible if permanent venous access device available.

Clearest indication is pain below arms and dose-limiting side effects from systemic
opioid. Often co-administered with local anesthetic.

Usually administered via a totally implanted infusion pump. May be cost-effective
for those patients with clear indication for intraspinal therapy and long life
expectancy.

Rarely indicated. Experience is limited.

istration is sometimes used when the opioid re-

quirement is relatively low and the duration of

therapy is anticipated to be short.62 The rectal

administration of a controlled-release oral mor-

phine preparation can be effective and can in-

crease the acceptability of therapy by allowing re-

duced dosing frequency. Although a very small

proportion of patients will be considered can-

didates for invasive routes of administration,

usually long-term epidural or intrathecal admin-

istration, the availability of these approaches

can be extremely helpful in carefully selected

cases.63'64

Apply appropriate dosing guidelines. Specific dos-

ing guidelines for opioid therapy are based on an

extensive clinical experience. Adherence to

these guidelines is as strong a determinant of suc-

cessful therapy as is appropriate selection of a par-

ticular drug or route. The most important prin-

ciples are as follows:

• Dose "by the clock." Fixed-scheduled dosing has
replaced "as needed" dosing in the treatment of

continuous or frequently recurring pain because

of the observation that it is more effective to pre-

vent the recurrence of severe pain than to abort
it once it appears. "As needed" shall still be con-
sidered, however, in the relatively opioid-naive

patient during the initiation of therapy (given

the risk of gradual accumulation, methadone is
often started with 1 to 2 weeks of "as needed"

dosing), in the patient with rapidly changing
pain (such as may follow radiotherapy to a
painful bony lesion), and in patients with inter-

mittent pains separated by pain-free intervals.
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Additionally, clinical experience strongly sup-
ports the use of an "as needed" dose (so-called
rescue dose) in combination with a fixed dosing
schedule to treat "breakthrough" pains.65

• Titrate the dose. Once an opioid and the route of
administration are selected, the dose should be
increased until adequate analgesia occurs or in-
tolerable and unmanageable side effects super-
vene. The objective during this process is to
identify a favorable balance between analgesia
and side effects. There is no ceiling dose for anal-
gesia among the pure agonist opioids, and dose
escalation is limited only by the occurrence of
opioid side effects. If side effects do not occur or
can be effectively treated, doses can become very
high as stepwise increments are undertaken.
Doses equivalent to more than 35 g morphine
per day have been reported in highly tolerant pa-
tients with refractory cancer pain.5

Most patients do achieve a favorable balance
between analgesia and side effects and stabilize
for prolonged periods. Nonetheless, patients with
pain due to progressive medical diseases usually
require periodic dose escalation during long-term
opioid therapy. In such patients, the need for a
dose increase usually can be explained by some
change in clinical status, typically worsening of a
pain-producing structural lesion. Although toler-
ance to the analgesic effects of the opioid is an
alternative explanation and may be contributing
to declining effects at any time, the need for dose
increases cannot be ascribed primarily to toler-
ance unless an alternative cause for progressive
pain is not found. This is rarely the case. The
changing opioid requirement over time under-
scores the need for repeated assessment and dose
adjustment. An ongoing effort to individualize
the opioid dose is essential to maintain favorable
effects over time.

Use appropriate dosing intervals. With the ex-
ception of controlled-release oral morphine
preparations (administered every 8 to 12 hours),
sustained-release oral morphine formulations (ad-
ministered every 24 hours), transdermal fentanyl
system (administered every 48 to 72 hours), and
methadone (usually effective with dosing every 6
to 8 hours), all other pure agonist opioid drugs
must be administered every 3 to 4 hours to pro-
vide continuous analgesia. Methadone is the
most variable of the drugs that may be adminis-
tered less frequently. Although some clinicians
find that methadone can provide analgesia at in-

tervals as long as 12 hours, most observe a need
for more frequent dosing. The reason for this
counterintuitive need for frequent dosing with a
long half-life drug is not clear, but the empirical
basis has been established by a controlled trial
that demonstrated such a short duration of effect
following a dose.66

Be aware of relative potencies. Using morphine
as a standard, relative potencies have been de-
termined for most pure agonist opioid drugs in
single-dose analgesic studies (see Table 8.4).67

An equianalgesic dose table derived from these
relative potency estimates should be consulted
when switching from one drug or route of ad-
ministration to another. The ratios in this table
should be viewed as broad guidelines, the use of
which must be tempered by clinical judgment. In
most cases, a switch from one drug to another
should be accompanied by a reduction in the
equianalgesic dose of at least one-third, in recog-
nition that incomplete cross-tolerance between
opioids may result in a potency greater than an-
ticipated for the newly initiated drug. The
equianalgesic dose should be further reduced
when patients are predisposed to opioid side ef-
fects (e.g., in the elderly or those with en-
cephalopathy) and when the new drug is
methadone. Although there is presently no con-
firmed explanation for the large degree of in-
complete cross-tolerance observed when switch-
ing to methadone from another opioid, the
phenomenon occurs commonly and is most likely
when the dose of the starting drug is relatively
high. To ensure safety, therefore, a switch to
methadone from a high-dose therapy with mor-
phine or any other opioid should always be ac-
companied by a 90% reduction in the equianal-
gesic dose.

Treat side effects. Although respiratory depres-
sion is the most feared adverse effect of opioid
drugs, tolerance to this effect appears to develop
rapidly with repeated dosing, and it is a rare oc-
currence during the long-term treatment of pain.
If respiratory depression occurs during a period of
stable dosing, it is invariably related to the de-
velopment of some intercurrent cardiopulmonary
disorder. In this setting, partial or even complete
reversal of the respiratory depression with the spe-
cific opioid antagonist naloxone implies only that
the opioid is contributing; the inciting car-
diopulmonary event must still be sought. It is im-
portant to note that opioid-induced respiratory
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depression is always accompanied by slowed res-
pirations and obtundation and is never associated
with breathlessness. The occurrence of anxiety
and tachypnea associated with breathlessness is
not evidence of opioid overdose.

The common side effects of opioid therapy
during long-term treatment include constipation,
sedation, and mental clouding. Treatment of
these effects is an integral part of opioid therapy
for chronic pain.68 Successful treatment en-
hances patients' comfort and allows continued
upward dose titration of the opioid drug, if this is
necessary to improve analgesia. The management
of these side effects parallels their treatment when
they occur unrelated to opioid therapy (see dis-
cussion later in this chapter).

When side effects are intolerable and cannot
be managed, a trial of an alternative analgesic ap-
proach is indicated. One such approach is a trial
of an alternative opioid. The pattern of side ef-
fects produced by one drug does not reliably pre-
dict the response to another, and sequential tri-
als may be able to identify a more favorable
drug.50'51 Alternatively, any of a variety of other
analgesic approaches may be considered, includ-
ing the use of nonopioid analgesics.

Adjuvant Analgesics. Adjuvant analgesics are
drugs that have primary indications other than
pain but that can be analgesic in selected cir-
cumstances. This category is extremely diverse,
representing numerous drugs in many classes
(Table 8.6).69 When used in the management of
pain due to progressive medical disease, such as
cancer pain, they are typically added to an opti-
mally titrated opioid regimen.

Some adjuvant analgesics are particularly im-
portant in this setting. Corticosteroids, for ex-
ample, may be administered to patients with can-
cer pain in an effort to manage refractory bone
pain, neuropathic pain, headache due to in-
tracranial hypertension, pain related to bowel ob-
struction, and other indications. In those with ad-
vanced disease, treatment with one of these drugs
may also improve mood and appetite and reduce
malaise.70 Dexamethasone is the steroid most of-
ten selected, but there have been no comparative
trials among the different agents; the best drug
and dosing regimen remains uncertain, and the
durability of effects is unknown.

Like the corticosteroids, other adjuvant anal-
gesics may be administered in an effort to man-
age symptoms other than pain, while concur-

Table 8.6 Adjuvant Analgesics Used in the Medically

Class

1. Drugs Typically used for Neuropathic Pain

Antidepressants
Tricyclic antidepressants

Tertiary amines (e.g., amitriptyline)
Secondary amines (e.g., desipramine)

Serotonin selective reuptake
inhibitors (SSRI) (e.g., paroxetine)

Oral Local Anesthetics
Mexiletine
Tocainide

Anticonvulsants
Carbamazepine
Phenytoin
Valproate
Clonazepam

CABAergic Drugs
Baclofen
Cabapentin

Comment

Although these drugs are best considered nonspecific analgesics,
they are used primarily for neuropathic pain in the medically ill.
They are preferred for continuous dysesthesias. Select drug based
on risk vs. expected efficacy; best evidence of efficacy: tertiary
amine tricyclic > secondary amine tricyclic > SSRI, and risk of
toxicity: SSRI > secondary amine tricyclic > tertiary amine tricyclic.

Used for any type of neuropathic pain; mexiletine often preferred
on the basis of safety.

Preferred for the management of lancinating or paroxysmal
neuropathic pains.

Baclofen preferred for the management of lancinating or
paroxysmal pain. Gabapentin is a gabaergic anticonvulsant with
strong anecdotal support for analgesic efficacy in all types of
neuropathic pain.

continued

III



Table 8.6 Adjuvant Analgesics Used in the Medically III (continued)

Class

N-Methyl-D-Aspartate Blockers
Dextromethorphan
Ketamine

Alpha-2 Adrenergic Agonists
Clonidine

Neuroleptics
Methotrimeprazine
Fluphenazine
Haloperidol
Pimozide

Calcitonin

Corticosteroids
Dexamethasone
Methylprednisolone

Topical Agents
Capsaicin
Local anesthetics

Drugs for Sympathetically Maintained Pain
Phenoxybenzamine
Nifedipine
Prazocin
Propranolol

II. Drugs used for Bone Pain

Corticosteroids

Bisphosphonates
Alendronate
Pamidronate
Clodronate

Calcitonin

Radiopharmaceuticals (e.g., strontium-89)

III. Drugs used for Pain due to Bowel Obstruction

Anticholinergics
Scopolamine
Atropine
Clycopyrrolate

Octreotide

Corticosteroids

IV. Drugs used for Muscle Spasm

Benzodiazepine
Diazepam

Comment

Limited evidence of analgesic efficacy; tried in refractory
neuropathic pain.

Another nonspecific analgesic; occasionally used for cancer-related
neuropathic pain.

Methotrimeprazine is a nonspecific analgesic usually used to
manage terminal agitation, particularly when associated with pain.
Other neuroleptics sometimes tried for refractory neuropathic pain.

Evidence of analgesic efficacy in phantom pain and reflex sympa-
thetic dystrophy; occasionally tried for neuropathic pain

Short-term high-dose therapy used for crescendo pain; long-term
low-dose therapy used for a variety of pains, including neuropathic
pains, and many other symptoms

Often tried in neuropathic pains with strong peripheral component;
local anesthetics may be particularly useful if hyperalgesia

Patients suspected to have sympathetically maintained pain
(suggested by coexistence of pain and local autonomic
dysregulation) who cannot undergo sympathetic nerve blocks are
sometimes treated with these drugs, with clonidine, or with a
corticosteroid

Anecdotal reports of efficacy in bone pain

Reduces malignant bone pain and risk of skeletal morbidity

Reduces bone pain; now available in an intranasal formulation

Slow onset of effect; reduces marrow reserve and should be used
only if no further chemotherapy is contemplated

Reduces peristalsis and secretions; anecdotal reports of analgesic
effects

Reduces peristalsis and secretions; anecdotal reports of analgesic
effects

Anecdotal reports of analgesic effects

Although other drugs have been designated muscle relaxants,
including orphenadrine, carisoprodol, methocarbamol, chlorzoxa-
zone, and cyclobenzaprine, none have been shown to actually re-
lax skeletal muscle. Their use in the medically ill is limited.
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rently improving pain relief. The potential for
dual benefits from the antidepressant analgesics
is most evident.

The largest number of adjuvant analgesics are
used in the setting of neuropathic pain. These
syndromes are believed to be relatively less re-
sponsive to opioid drugs than pain syndromes sus-
tained by persistent injury to pain-sensitive tis-
sues.71 Antidepressants, anticonvulsants, oral
local anesthetics, and others are commonly ad-
ministered to patients who continue to experi-
ence inadequate analgesia despite opioid dose
titration.

Nonpharmacologic Approaches

As noted previously, the inability to identify a fa-
vorable balance between analgesia and side ef-
fects during routine opioid dose titration should
be followed by selection of an alternative anal-
gesic approach. In addition to pharmacologic in-
terventions, such as a switch to an alternative
opioid or trials with adjuvant analgesics, there are
numerous nonpharmacologic therapies, which
can be broadly categorized into anesthetic, surgi-
cal, rehabilitive, and psychologic approaches
(Table 8.7). There have been no comparative tri-

als of these approaches, and the decision to im-
plement one or another is based on best clinical
judgment. Many of the most commonly used ap-
proaches are invasive,72 and the attendant risks
mandate a careful reassessment of the patient be-
fore any action is taken. Illness-related consider-
ations, such as life expectancy and extent of dis-
ease, and other issues, including the goals of care,
must be clearly understood before a well-informed
recommendation can be offered.

Fatigue

Fatigue is among the most common symptoms ex-
perienced by patients with cancer.6'18 The epi-
demiology is less well characterized in other pop-
ulations, but clinical experience affirms that it is
common and frequently distressing. Like pain, it
is a complex symptom, which may be influenced
by a broad range of disturbances and which may
interact with other factors that impair quality of
life.

The complexity inherent in the complaint of
fatigue derives from both the varying phenomena
to which the term is applied and the diverse
pathophysiologic processes that may con-
tribute.73'74 Patients may describe fatigue in terms

Table 8.7 Alternative Analgesic Approaches for Patients Who Fail a Conventional Opioid Therapy

Approach

Anesthetic approaches

Surgical approaches

Rehabilitative approaches

Psychologic approaches

Examples

Intra-axial infusion with opioids and/
or local anesthetics

Temporary or neurolytic nerve
blocks

Stimulation approaches

Neurolysis possible at every level of
the neuraxis. Cordotomy is the
most widely used procedure.

Bracing; physical therapy

Cognitive therapies

Comment

Many techniques available. Usually require
localized or regional pains. Neurolytic
procedures require short life expectancy
and have limitations related to the desire to
retain motor and autonomic functions.
Stimulation procedures, such as dorsal
column stimulation, rarely performed in the
medically ill.

Neurolysis requires short life expectancy.
Stimulation procedures, such as deep brain
stimulation, rarely performed in the
medically ill.

Orthotocis may be useful to reduce break-
through pain induced by motion of the
spine or a limb. Physical therapy may
reduce myofascial pains and prevent
secondary painful complications, such as
joint ankylosis.

May be useful adjunct to reduce
predictable pain, lessen pain-related
anxiety, and improve function.
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that relate to lack of energy or vitality, muscular
weakness, dysphoric mood, or somnolence. There
is an association between fatigue and cognitive
functioning, and patients may also describe fa-
tigue in language that suggests difficulty in con-
centrating or focusing attention. None of these
phenomena occur exclusive of the others, and, in
the clinical effort to clarify the nature of the
symptom, it is common to identify several of these
phenomena at the same time. The development
of multidimensional assessment instruments re-
flects this interaction among the diverse charac-
teristics that contribute to the symptom of fa-
tigue.75"77

Role of Primary Treatments

Given this complexity, the first step in the man-
agement of fatigue is an assessment that attempts
to define the characteristics of the symptom and
to infer from this description the existence of spe-
cific, potentially reversible, etiologic factors. If
primary treatment for the underlying disorder can
be offered, fatigue may remit.

Numerous factors may contribute to the expe-
rience of fatigue (Table 8.8). These factors may di-
rectly or indirectly relate to the underlying disease,
to treatments for the disease, or to disturbances un-
related to the disease or its treatment. Neoplasms
are associated with a fatigue syndrome that pre-
sumably involves metabolic dysfunction induced
by compounds produced by the tumor or the im-
mune response to the tumor. These factors have
not been empirically confirmed but could involve
disturbances in cytokine levels that interfere with
energy metabolism or neuromuscular functioning.
Such a pathogenesis may also be involved in the
fatigue experienced by patients with AIDS or
other systemic infections and the fatigue associ-
ated with chemotherapy and radiation therapy.

The involvement of such factors in the gene-
sis of fatigue is suggested by the observation that
the symptom may improve if effective treatment
for the underlying disease can be provided. If an-
tineoplastic therapy reduces tumor burden, an-
tiviral approaches diminish HIV levels, or other
antibiotic therapy eliminates a systemic bacterial
infection, patients may experience a rebound in
energy. Nonetheless, the reliability of these pri-
mary approaches in reducing fatigue is not
known, and, as noted, some of these treatments
can actually cause fatigue. The existence of fa-

Table 8.8 Possible Etiologies of Fatigue in the
Medically III

I. Medical/Physical Conditions

Associated with the underlying disease itself
Associated with treatment for the disease

Chemotherapy
Radiotherapy
Surgery
Biological response modifiers

Associated with intercurrent systemic disorders
Anemia
Infection
Pulmonary disorders
Hepatic failure
Heart failure
Renal insufficiency
Malnutrition
Neuromuscular disorders

Associated with sleep disorders
Associated with immobility and lack of exercise
Associated with chronic pain
Associated with the use of centrally acting drugs

(e.g., opioids)

II. Psychosocial Factors

Associated with anxiety disorders
Associated with depressive disorders
Stress related
Related to environmental reinforcers

tigue does not usually influence the decision to
implement or withhold a primary therapy of this
type.

Other metabolic and biochemical abnormali-
ties may also be associated with fatigue. Anemia
is a well-recognized precipitant, which could pre-
sumably induce fatigue as a result of impaired en-
ergy metabolism related to a decline in the oxy-
gen-carrying capacity of the blood. Similar
mechanisms may be involved when fatigue is as-
sociated with the hypoxia that may accompany
severe cardiopulmonary diseases.

Other metabolic abnormalities are associated
with fatigue for reasons that are entirely un-
known. Major organ dysfunction, such as renal
failure, hepatic failure, and pulmonary insuffi-
ciency (even if characterized only by mild CO2
retention and no hypoxia) can each be associated
with fatigue. Hypothyroidism and adrenal insuf-
ficiency, even if relatively mild, may also be eti-
ologically important. Clinicians often observe
that postchemotherapy leukopenia appears to
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correlate with the onset of fatigue, and this phe-
nomenon may indicate a role for other immune
system processes in the genesis of fatigue.

Recognition of these abnormalities offers sev-
eral important opportunities for treatment. Al-
though the degree of anemia required to produce
fatigue has not been studied empirically, any
moderate to severe anemia might be considered
a target for treatment in the patient with dis-
abling fatigue. Treatment may be offered by trans-
fusion or via administration of erythropoetin.
Similarly, hypoxia may be improved through oxy-
gen therapy, and salutary interventions may be
possible to lessen the impact of renal or hepatic
insufficiency. Hormone repletion can reverse the
fatigue caused by thyroid or adrenal insufficiency.

In some cases, fatigue appears to be related to
a disorder that directly affects neuromuscular
function. Diseases such as multiple sclerosis,
amytrophic lateral sclerosis, neuromuscular junc-
tion disorders (including Eaton Lambert syn-
drome, myasthenia gravis, and myasthenic syn-
dromes produced by drugs), and myopathies and
polyneuropathies of diverse cause may be associ-
ated with the complaint of fatigue. The more
common problem of fatigue associated with phys-
ical inactivity may also relate to inefficiency in
neuromuscular functioning. This association be-
tween neuromuscular disorders and fatigue un-
derscores the potential utility of a neurological
evaluation of the patient whose complaint of fa-
tigue is related to a sense of muscular weakness.

Sleep disorders appear to be common among
the medically ill and may also be an important
contributor to fatigue. On the basis of clinical ob-
servation, it is likely that the clinical entities re-
lated to disturbed sleep are variable. Some pa-
tients appear to experience excessive daytime
somnolence but relatively little fatigue when
awake, whereas others report substantial fatigue
with relatively modest somnolence. The sleep
disorder itself may be described as insomnia, fre-
quent awakening, or a lack of refreshing sleep.
Improved sleep hygiene and hypnotic therapy
may offer an effective approach to the treatment
of fatigue related to these sleep disorders. Ap-
propriate patients whose fatigue appears to be re-
lated to a sleep problem but who fail to improve
with simple measures should be considered for
normal evaluation using polysomnography.

Many patients link their experience of fatigue
to the drugs they receive to treat other problems.

Some patients report fatigue as a side effect of
opioid therapy for pain, for example; this symp-
tom can occur without somnolence in some cases.
Some patients experience similar side effects from
other centrally acting drugs, including anticon-
vulsants and antidepressants. Again, however,
these responses appear to be variable.

Fatigue is a well-recognized accompaniment of
depression, and antidepressant therapy is an im-
portant primary treatment that may ameliorate
this symptom as the underlying disorder remits.
Fatigue also commonly associates with unrelieved
pain, and effective analgesic therapy can some-
times yield dramatic improvement in energy lev-
els.

The diversity of the primary therapies that
may influence the complaint of fatigue reflects
the many potential causes of this symptom. Mul-
tiple etiologies commonly coexist and it is often
impossible to distinguish the more important
ones from those less important. Accordingly, the
decision to intervene in an effort to reduce or
eliminate one or more of these etiologies is often
difficult. The clinician cannot know in advance
if the treatable factor is a powerful enough influ-
ence to warrant intervention, and the interven-
tion itself may have risks. For example, the pa-
tient who is receiving an opioid for pain and
reports more fatigue as the dose is increased could
be developing fatigue as a side effect of opioid
therapy, as a secondary manifestation of the pain,
as a result of a worsening depression linked to un-
relieved pain, or as a consequence of another fac-
tor related to the progressive disease or other
treatments. The decision to change the opioid or
offer a nonopioid analgesic approach obviously
carries some risk; the new intervention may be
less tolerable than the old, and pain can flare as
a new approach is implemented. This complex-
ity places a great burden on the clinician, who
must perform careful reassessments and repeat-
edly judge the likelihood that a potential etiol-
ogy is in fact relevant and that the risks involved
in implementing a primary therapy for this etiol-
ogy are outweighed by the likelihood of benefit.

Pharmacologic Approaches

Although pharmacologic therapy for fatigue as-
sociated with medical illness has not been eval-
uated in controlled studies, there is evidence to
support the use of several drug classes for this in-
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dication. The utility of the psychostimulants has
been suggested in studies of methylphenidate and
pemoline.78'79 There is a substantial clinical ex-
perience with these drugs in the treatment of opi-
oid-related cognitive impairment80 and of de-
pression in the elderly and medically ill.81"84 A
favorable anecdotal experience supports a thera-
peutic trial for the treatment of fatigue.

In the cancer population, the largest experi-
ence is with methylphenidate. In medically frag-
ile patients, the initial dose is usually 2.5 to 5 mg
once or twice daily. This dose is then gradually
escalated until favorable effects occur or toxicity
supervenes. Most patients require low doses; doses
above 60 mg per day are very uncommon. Effects
sometimes wane over time, a change that could
reflect tolerance or progression of the underlying
cause of the fatigue, and dose escalation may be
needed to maintain effects. The risk of toxicity
increases with the dose, however, and the ability
to regain lost efficacy is usually limited.

The potential toxicities associated with
methylphenidate, like other psychostimulants,
include anorexia, insomnia, anxiety and confu-
sion, tremor, and tachycardia. These effects can
be particularly problematic in the medically ill,
who may be predisposed to the same symptoms
for other reasons. To ensure safety, dose escala-
tion of the psychostimulants should be under-
taken cautiously and at intervals long enough to
evaluate the full gamut of potential toxicities.

Dextroamphetamine and pemoline have also
been used anecdotally for the treatment of fa-
tigue. There have been no controlled compar-
isons of these drugs, and clinical experience sug-
gests that the response to one does not necessary
predict responses to the others. Sequential trials
may be valuable to identify the most useful drug.
Pemoline is a novel psychostimulant with rela-
tively less sympathomimetic activity. A con-
trolled trial demonstrated efficacy in the treat-
ment of fatigue associated with multiple
sclerosis,79 and there has been anecdotal use as
an antidepressant in the medically ill.81 In the
United States, this drug is available in a chew-
able formulation that can be absorbed through
the buccal mucosa; this may be useful in patients
with advanced disease who are unable to swallow
or absorb oral drugs. There is a very small risk of
severe hepatotoxicity from pemoline that has not
been reported with the other psychostimulants.

The use of low-dose corticosteroids in the

treatment of fatigue has also been supported em-
pirically70'85 and may be particularly helpful in
the population with advanced disease and multi-
ple symptoms. This therapy is usually undertaken
with dexamethasone 1 to 2 mg twice daily or
prednisone 5 to 10 mg twice daily; there have
been no comparative studies.

Amantadine has been used for the treatment
of fatigue due to multiple sclerosis for many years.
There is no experience with this drug in popula-
tions with other diseases. Nonetheless, amanta-
dine has relatively low toxicity, and an empirical
trial may be warranted in selected patients with
refractory fatigue associated with other diseases.

A trial of an antidepressant drug is clearly ap-
propriate if fatigue is related to a clinical depres-
sion. Theoretically, an antidepressant that is rel-
atively more likely to be activating, such as one
of the serotonin-specific reuptake inhibitors or
buproprion, would be preferred. There have been
no clinical trials of these drugs with fatigue as an
endpoint, however, and the utility of one drug
class over another and the potential benefit of
these drugs in nondepressed patients remains to
be studied.

Nonpharmacologic Approaches

Nonpharmacologic interventions may be very
useful in the symptomatic management of fatigue.
All patients who are distressed by this symptom
can potentially benefit from information and re-
assurance. Many patients assume that the prob-
lem reflects worsening of the disease, and infor-
mation about alternative factors, if any can be
identified, can also be very reassuring. Some pa-
tients take solace from the knowledge that the
fatigue is expected to be transitory, if it can in-
deed be ascribed to an event with a defined time
course, such as radiation therapy, or to a treat-
able disorder. Patients should also be told to avoid
complete physical inactivity in the mistaken be-
lief that more rest will eliminate the fatigue.

Some nonpharmacologic interventions may
ameliorate the symptom or improve the patient's
functional capacity.74 On the basis of details pro-
vided by the patient and family, interventions
might include organization of activities so that
essential functions can be performed in the morn-
ing, a scheduled afternoon nap, and acceptance
of help (from family members or others) for some
tasks that had previously been performed by the
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patient. Well-defined rest periods during the day
may allow the patient to function more efficiently
overall. If debilitation from the disease is not lim-
iting, a modest exercise schedule may be useful.
The exercise should be daily and aerobic and
should gradually increase from a level that is not
experienced as exhausting. If the fatigue is related
to a sleep disturbance, instructions to improve
sleep hygiene may be salutary. This may involve
the use of a set bedtime, more efficient use of a
hypnotic, or other maneuvers.

Common Gastrointestinal Symptoms

The most common gastrointestinal symptoms ex-
perienced by patients with advanced disease are
constipation, nausea and vomiting, and anorexia.
These symptoms can often be greatly improved
with simple interventions. Clinicians should be
prepared to offer such recommendations to any
patient troubled by these symptoms.

Const/pat/on

Constipation, which may be defined as dimin-
ished frequency of defecation associated with dif-
ficulty or discomfort, is associated with a constel-
lation of symptoms, including abdominal pain,
bloating, distention, anorexia, and nausea.86"88 It
rarely contributes to life-threatening complica-
tions, such as bowel obstruction or perforation.89

The pathophysiology of constipation is com-
plex and may involve processes that relate pri-
marily to central or peripheral effects of drugs,
bowel dysmotility or obstruction, impaired fluid
regulation, or psychological factors (Table 8.9).
Patients with advanced diseases commonly pre-
sent a combination of potential etiologies. The
assessment of constipation must clarify these con-
tributing factors, determine their treatability, and
elucidate their relationship to the underlying dis-
ease or its treatment.

Role of Primary Treatments. Many of the etiolo-
gies that contribute to constipation in the med-
ically ill are amenable to primary treatment. The
chronic administration of opioid drugs is often
the most obvious etiology. Dehydration and other
metabolic disturbances can potentially be cor-
rected, and drugs with constipating effects can be
minimized or discontinued. These interventions
seldom eliminate the problem but may contribute

Table 8.9 Common Causes of Constipation in the
Medically III

Physiologic and Psychosocial Factors

Advanced age
Inactivity
Change in diet
Physical or social impediments to defecation
Rectal or abdominal pain
Depression

Metabolic Disturbances

Dehydration
Hypercalcaemia
Hypokalemia
Hypothyroidism

Structural Factors

Intraluminal or extraluminal masses, adhesions or
fibrosis

Drugs

Opioids
Drugs with anticholinergic actions
Antacids
Diuretics
Anticonvulsants
Iron
Anti hypertensives

Neurologic Disorders

Damage from any cause to sacral plexus, cauda
equina, or spinal cord

Autonomic neuropathy from any cause

to the success of a well-tolerated laxative ther-
apy.

Other etiologies cannot be easily managed.
Neurological disorders, particularly autonomic
neuropathy, are common and often refractory to
treatment. Autonomic neuropathy, for example,
can occur as a direct consequence of the disease
(such as a paraneoplastic syndrome caused by a
cancer), disease-related therapy (such as chemo-
therapy-induced neuropathy), or an unrelated
disorder (such as diabetes). There is no reliable
primary therapy for any of these types. Even phys-
ical inactivity and dehydration, which might be
treatable during the earlier stages of disease, can
become unremitting problems as the disease pro-
gresses.
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Constipating drugs can be withdrawn only if
their benefits are outweighed by the adverse ef-
fect. This is seldom the case with opioid drugs,
despite the marked constipating effects that char-
acterize this class. Opioids have both central and
peripheral actions that together decrease peri-
stalsis, impair the defecation reflex, and dessicate
intraluminal contents through increased absorp-
tion of fluid and electrolytes. In contrast to other
side effects produced by these drugs, tolerance ap-
pears to develop slowly to these constipating ef-
fects, particularly in the setting of multiple con-
current etiologies for constipation.

Pharmocologic Approaches. Routine laxative
therapy should not be initiated in patients with
severe constipation until serious problems, such
as fecal impaction, have been excluded. Low im-
paction can be assessed by examination of the
rectum; suspicion of a high impaction or another
cause of bowel obstruction requires abdominal
imaging for evaluation. The management of im-
paction may require physical disimpaction, re-
peated enemas, and a combination of rectal and
oral laxatives. Routine laxative therapy can be-
gin after impaction is cleared.

Therapeutic interventions for constipation
may be administered rectally or orally.86'88 Al-
though enemas and rectal suppositories are used
commonly, they are generally preferred for the in-
termittent management of severe constipation
and not for day-to-day treatment. Some patients
do prefer rectal laxatives on a regular basis, how-
ever, and these measures should be available to
patients who do not have contraindications to
their use.

Systematic long-term therapy with oral laxa-
tives is the usual approach to chronic constipa-
tion in the medically ill. The administration of
this therapy is complicated by a lack of informa-
tion from clinical trials. There are no data from
which to judge comparative safety or efficacy,
drug-dependent effects, or the utility of combi-
nation therapy.

There has also been no systematic evaluation
of prophylactic therapy. Although many special-
ists in palliative medicine believe that prophy-
laxis is warranted in opioid-treated patients and
in others with strong predisposing factors, the
risks and benefits of this approach must be con-
sidered on a case-by-case basis. It is apparent that
some patients can manage constipation with sim-

ple dietary approaches, and others undergo spon-
taneous improvement over time. The use of lax-
atives can be costly and burdensome, and it may
be reasonable to manage constipation expec-
tantly in those patients, such as younger ambu-
latory patients with relatively early disease, who
are probably at the lowest risk of this disorder.

The available therapies for the treatment of
chronic constipation comprise bulk agents, os-
motic compounds and agents for colonic lavage,
lubricants, contact cathartics, prokinetic drugs,
and oral naloxone. A rational approach to the se-
lection and administration of these agents can be
developed on the basis of extensive clinical ex-
perience (Table 8.10).

Bulk laxatives. Bulk agents typically use cel-
lulose or psyllium seeds to supplement the con-

Table 8.10 Strategies for the Management of
Constipation in the Medically III

Approaches for All Patients

Increase fluid intake.
Increase dietary fiber (unless patient is debilitated or

bowel obstruction is suspected).
Ensure comfort, privacy, and convenience for

defecation.
Ensure that impaction has not complicated

constipation.

Discuss Approaches with the Patient and Select One or
More

Intermittent (every 2-3 days) osmotic laxative
Trial of a daily softening agent alone
Intermittent (every 2-3 days) use of a contact cathartic
Daily contact cathartic (with or without softening

agent)
Daily lactulose or sorbitol

Optimize Selected Therapy

Adjust dose and dosing schedule.
Consider combining approaches if the initial therapy is

inadequate.
Switch approaches if needed.

Consider Alternative Approaches in Refractory Cases

Rectal approaches, including suppositories or
intermittent enemas

Intermittent or daily use of colonic lavage
Daily treatment with a prokinetic drug
Daily treatment with oral naloxone in opioid-treated

patients
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sumption of fiber in the food. These products are
generally safe, but anecdotal experience suggests
that they can worsen some symptoms, such as flat-
ulence, distension, or abdominal pain, in patients
with dysmotility or structural intra-abdominal
disease. They are best avoided in patients who
are severely debilitated and in those with partial
bowel obstruction from any cause.

Osmotic laxatives. Osmotic laxatives include
magnesium salts (magnesium hydroxide and mag-
nesium citrate) and sodium salts (for example,
sodium phosphate). These agents draw fluid into
the intestinal lumen. Although they are usually
administered for acute bowel cleansing prior to
medical procedures, some patients find that in-
termittent administration (usually every 2 to 3
days) is an effective long-term therapy. The risks
associated with these agents are generally minor.
If diarrhea occurs, electrolyte disorders or dehy-
dration is possible. More important, rare patients
develop problems related to the absorption of the
therapeutic electrolyte, such as magnesium or
sodium. Osmotic laxatives should be used cau-
tiously by patients who may be predisposed to
these problems, such as those with renal insuffi-
ciency or cardiac failure.

Lactulose and sorbitol are poorly absorbed sug-
ars that act as osmotic laxatives, liquefying the
intraluminal contents and increasing its bulk. Al-
though lactulose is used more often, sorbitol is
equally effective90 and far less costly. Most pa-
tients consume a dose once or twice daily fol-
lowing a period of dose adjustment.

A rarely used approach to severe constipation
involves the intermittent use of an agent for
colonic lavage. Colonic lavage using a large vol-
ume of a nonabsorbable fluid (such as Go-
Lytely®) is typically administered for bowel
cleansing prior to procedures. Consumption of a
smaller volume, such as 250 to 500 ml, every few
days or more frequently can be used to reverse
chronic constipation.91

Lubricating oil. Mineral oil may be an effec-
tive laxative in some patients, but the long-term
use of this approach is limited by concerns related
to perianal irritation, poor absorption of fat-sol-
uble vitamins, and the potential for serious lipoid
pneumonia should aspiration occur. This ap-
proach is not recommended for chronic laxation
in debilitated patients.

Contact cathartics. The contact cathartics
comprise diverse drugs in two major classes, the

anthraquinones and the diphenylmethanes. The
former group includes cascara, senna, and
dantron, and the latter includes phenolphthalein
and bisacodyl. All these drugs act by increasing
peristalsis and reducing absorption of water and
electrolytes. Although there have been no sys-
tematic studies of these drugs in the medically ill,
clinical experience suggests that patients may re-
spond differently to the various agents and that
all these drugs potentially have dose-dependent
effects. Therapy is usually initiated with a low
daily dose (such as one senna tablet twice daily),
then increased as needed until constipation is re-
lieved, the patient reports side effects, or the ther-
apy becomes too burdensome or costly to con-
tinue. Failure with one drug can be followed by
a trial of another. Some patients prefer to use a
contact cathartic on an intermittent basis, such
as every 3 to 4 days if needed.

The risks associated with the contact cathar-
tics are minimal. Long-term ingestion may result
in so-called laxative bowel, a condition charac-
terized by dependence on laxatives for bowel
function. This syndrome is not a contraindica-
tion to therapy in the setting of advanced disease
but should be considered a potential problem for
patients with long life expectancies. It may be
reasonable to consider alternative laxatives in
such patients.

Castor oil is the only contact cathartic with a
mechanism of action mediated in the small
bowel. Cramping and diarrhea are common with
this agent, and it is not generally used in med-
ically ill populations.

Sodium docusate is a contact cathartic at high
doses but is typically used at doses sufficient to
produce a surfactant effect that allows water and
fats to mix with feces. This softening effect may
provide adequate laxation for some patients.
Most clinicians, however, combine docusate with
a contact cathartic in an effort to improve the
overall outcome. The risk of this combination
therapy appear to be minimal, and clinical expe-
rience has been favorable.

Prokinetic drugs. There is evidence that the
use of a prokinetic agent may improve colonic
transit.92 On this basis, cisapride or metoclo-
pramide can be considered for a therapeutic trial
in patients with severe constipation. Theoreti-
cally, metoclopramide is the preferred agent be-
cause its action is exerted throughout the gas-
trointestinal tract. The doses that have been used
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empirically have been identical to those admin-
istered for chronic nausea.

Oral naloxone. The recent demonstration that
oral naloxone can reverse constipation, includ-
ing opioid-induced constipation,93'94 confirms
the importance of local opioid receptors in gas-
trointestinal motility. Naloxone is very poorly ab-
sorbed systemically and can potentially reverse
opioid-induced constipation without causing sys-
temic withdrawal. Some patients, however, ab-
sorb sufficient naloxone to develop uncomfort-
able signs of abstinence,93 and this possibility
suggests that naloxone therapy should not be used
until conventional therapies have failed. A rea-
sonable approach begins with a dose of 0.8 mg
twice daily and doubles the dose every two to
three days until favorable effects occur or side ef-
fects are experienced.

Nonpharmocologic Approaches. Constipation can
be worsened by lack of privacy and other psycho-
logical concerns, enforced use of a bedpan, or in-
convenient timing of institutional routines. To the
extent possible, these factors should be addressed
in the overall management of this symptom. Pa-
tients should be given adequate privacy at appro-
priate times, and, if possible, the use of a bathroom
or bedside commode should be encouraged.

Nausea and Vomiting

Chronic nausea is a prevalent but poorly recog-
nized symptom in populations with advanced dis-
eases. The potential etiologies for chronic or re-
current nausea are diverse (Table 8.11). Similar
to other symptoms, evaluation may be needed to
clarify the most likely contributing factors. If the
course or features are atypical for the obvious pre-
disposing factors, additional assessment is needed.

The pathophysiology of nausea and vomiting is
complex,95'96 and there are presumably multiple
contributing mechanisms in many cases. On the
basis of the connections that have been identified
in experimental models, it may be speculated that
nausea and vomiting in humans may be precipi-
tated by input to the so-called emetic center in the
medulla from any of several regions, including the
gastrointestinal tract, the labyrinthine-vestibular
system, other brainstem sites (the best character-
ized of which is the chemoreceptor trigger zone
in the area postrema of the medulla), and the
cerebral cortex.

Table 8.11 Causes of Chronic Nausea in the
Medically HI

Drugs

Opioids
Nonsteroidal anti-inflammatory drugs
Other centrally acting drugs

Intra-abdominal Neoplasm

Antineoplastic Therapy

Abdominal radiotherapy
Chemotherapy

Autonomic Neuropathy of Any Cause

Metabolic Disturbances

Hepatic failure
Renal failure
Electrolyte abnormalities

Constipation

Intracranial Neoplasm or Other Lesions

Psychological Processes

Conditioned responses
Anxiety disorder

This conceptualization suggests that the pre-
dominating mechanism for nausea may be in-
ferred on the basis of its description. Nausea
caused by direct activation of the chemoreceptor
trigger zone or irritation of receptors in the gas-
trointestinal tract often has a clear precipitant
and symptom severity that fluctuates in parallel
with the intensity of the inciting stimulus. Nau-
sea produced by a drug, for example, should peak
at the time of highest concentration or soon
thereafter. Nausea that relates to stimulation or
sensitization of the vestibular system can be im-
puted by the occurrence of vertigo or marked ex-
acerbation of symptoms with movement. Gastro-
paresis may be involved in the pathogenesis of
nausea when patients report prominent post-
prandial symptoms, including vomiting, early
satiety, and abdominal bloating. Finally, a promi-
nent role for conditioned nausea may be sug-
gested by the repeated occurrence of the symp-
tom following specific stimuli.

Role of Primary Treatments. Similar to other
symptoms, elimination of a precipitating etiology
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can be a highly effective strategy for the treat-
ment of chronic nausea. Correction of metabolic
disturbances, elimination of emetogenic drugs,
and effective management of constipation are the
most viable interventions that may be under-
taken with this objective.

Some patients with nausea related to opioid
therapy appear to benefit from a change in the
route of administration. For example, the patient
who becomes intensely nauseated at the start of
opioid therapy may obtain some relief and accli-
mate to the drug more easily if parenteral ther-
apy is used as a prelude to oral treatment.

Pharmacologic Approaches. Numerous drugs in
many classes may be useful antiemetics in the
medically ill (Table 8.12). Although there have
been no comparative trials, it may be reasonable
to select drugs for initial therapy on the basis of
the inferences about predominating mechanism.
Patients who do not have prominent symptoms
consistent with vestibular dysfunction or gastro-
paresis are usually administered a drug that is pri-
marily active at the chemoreceptor trigger zone,
specifically a neuroleptic or metoclopramide. Al-
though the dose-response relationship of these
drugs during long-term administration has not
been investigated and the safety of relatively high
doses for prolonged periods is unknown, it is rea-

Table 8.12 Antiemetic Drugs for Chronic
Nausea in the Medically III

sonable to increase the dose above the standard
starting dose if benefits are not promptly ob-
served. On the basis of clinical experience, most
practitioners will increase the dose to as high as
two to three times the standard starting dose be-
fore considering the drug a failure. Sequential tri-
als of the various drugs is justified by the obser-
vation of intraindividual variability in the
response to different agents, including those that
presumably act through similar mechanisms.

Patients who experience nausea associated
with vertigo or who report the nausea is markedly
worsened by movement may be considered for a
trial of an antivertiginous drug. Drugs that pre-
sumably damp activity in the labyrinthine-
vestibular system include anticholinergic drugs
(such as scopolamine), antihistamines (such as
meclizine), and benzodiazepines (such as lo-
razepam). Again, the selection of a specific drug
is by trial and error, and dose escalation is war-
ranted within a range defined by conventional
clinical practice.

Patients who report prominent abdominal dis-
tension with postprandial nausea should be con-
sidered for a pharmacologic treatment that en-
hances gastric emptying. Both metoclopramide
and cisapride improve gastrointestinal transit
time. Metoclopramide also acts as the chemore-
ceptor trigger zone and may be preferred on this
basis.

Other pharmacologic approaches to the patient
with refractory nausea are similarly empirical. The
antiemetic efficacy of corticosteroids is unex-
plained, but some patients clearly benefit from
these drugs.70 Occasional patients who have re-
sponded poorly to previous trials obtain substantial
relief from the use of a cannabinoid, such as delta-
9-tetracannabinol (dronabinol). Rare patients with
refractory symptoms are considered for a trial of a
5-HT3 antagonists, such as ondansetron or gran-
isetron. Although the latter drugs are relatively
safe and are extremely effective in the short-term
treatment of chemotherapy-induced emesis, their
use in the setting of chronic nausea is limited by
their cost and a lack of data demonstrating long-
term benefit in this setting.

Trials of combination therapy using drugs with
different mechanisms can also be justified in pa-
tients with refractory nausea. In the absence of
studies that have assessed the safety and efficacy
of combination therapy, however, this approach
must be undertaken cautiously.

Class

Neuroleptics
Phenothiazines

Butyrophenones

Anticholinergic Drugs

Antihistamines

Prokinetic Drugs

Corticosteroids

Benzodiazepines
Cannabinoids
5-HT Antagonists

Examples

Prochlorperazine
Chlorpromazine
Methotrimeprazine
Haloperidol
Droperidol
Scopolamine
Atropine
Promethazine
Meclizine
Metoclopramide
Cisapride
Prednisone
Methylprednisolone
Dexamethasone
Lorazepam
Tetrahydrocannabinol
Ondansetron
Granisetron
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Nonpharmocologic Approaches. Dietary changes
(such as smaller, more frequent meals or the use
of fewer spices) and changes in some environ-
mental cues (such as eating in a different room)
may be helpful to some patients with chronic
nausea. Cognitive therapy, which has established
efficacy in the treatment of chemotherapy-in-
duced emesis,97 should be considered for patients
whose histories suggest that there may be a promi-
nent conditioned component to the nausea.

Anorexia

Anorexia is also a highly prevalent symptom,
which may coexist with progressive weight loss
(anorexia-cachexia syndrome) or present as a
separate problem. If weight loss is not occurring,
symptomatic improvement in appetite may be
targeted to reduce associated distress. If cachexia
is also developing, the syndrome is more com-
plex and is often associated with both other
symptoms, most notably fatigue (asthenia), and
laboratory abnormalities, such as anemia and hy-
poglycemia.

In the syndrome of anorexia-cachexia, weight
loss is not merely the result of reduced calorie in-
take, and repletion of calories does not produce
any substantial weight gain in many affected pa-
tients.98 Metabolic abnormalities may include in-
creased protein turnover, skeletal muscle catabo-
lism, and lipolysis with loss of lipid stores.99 The
etiology is unknown and may involve a variety
of processes, including excessive release of a cy-
tokine, tumor necrosis factor/cachectin, that in-
duces catabolism.100

Given the variable relationship between
anorexia and weight loss, the goals of therapy
must be carefully defined. Patients usually seek
both improved appetite and weight gain. There
is no definitive evidence, however, that weight
gain is needed to yield improvement in well-be-
ing. Studies in the cancer population also demon-
strate that efforts to maintain weight using oral
or parenteral nutrition do not reliably improve
survival, tumor response, or treatment-related
toxicity.101 Accordingly, treatment for anorexia
associated with advanced disease generally has
symptom control and improved well-being, rather
than maintenance or restoration of weight, as the
primary objectives. The perception that appetite
has improved may be sufficient reason to con-
tinue a therapy, particularly if linked to the con-

clusion that weight loss would be worse if treat-
ment were discontinued.

Role of Primary Treatment. The assessment of
anorexia should evaluate the possibility of con-
tributing factors that may be amenable to primary
treatment. Appetite may be impaired by change
in taste, nausea, dysphagia, pain in the head or
neck, psychological distress (particularly depres-
sion), and other disorders. Like other gastroin-
testinal symptoms, anorexia may respond, at least
to an extent, if these contributing factors can be
lessened.

The role of oral or parenteral nutritional sup-
port as a primary therapy for weight loss and mal-
nutrition is limited in populations with advanced
disease. As noted, studies in patients with cancer
have not revealed substantial benefits from such
support.101 Parenteral nutritional support is very
rarely indicated due to its cost and potential mor-
bidity, and nutritional support via the gastroin-
testinal tract is best viewed as a means to provide
symptom control and improve well-being. For
some patients, the psychological need to inter-
vene in an effort to stop weight loss is profound
and justifies an aggressive approach, including a
feeding tube. For others, the quality-of-life issues
surrounding anorexia and weight loss are less
prominent, and the decision to proceed with nu-
tritional support must be very carefully consid-
ered.

Pharmacologic Approaches. The pharmacologic
approaches for anorexia and weight loss include
corticosteroid drugs, progestational drugs, canna-
binoids, and miscellaneous agents. There have
been no comparative studies, and sequential tri-
als may be needed to identify the most favorable
agent.

The value of relatively low-dose corticosteroid
therapy for appetite stimulation has been suggested
in surveys102 and confirmed in controlled trials of
methylprednisolone and prednisolone.70'103 Al-
though side effects, such as oral candidiasis, can
occur during long-term therapy, an extensive
clinical experience supports a favorable risk:ben-
efit ratio for these drugs in the setting of advanced
disease. There have been no comparative studies
of the different corticosteroids, and there is no
information about minimum effective dose, dose
dependence, or the possibility of a ceiling dose.
The use of dexamethasone might be preferred on
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the basis of the relatively low mineralocorticoid
effect that characterizes this drug; the usual dose
administered for long-term therapy is 2 to 8 mg
per day.

Recent controlled trials of megestrol acetate,
a progesterone derivative, have demonstrated fa-
vorable effects on appetite, caloric intake, weight,
and quality of life.104"108 Although this drug can
produce a variety of dose-related side effects, in-
cluding edema, hot flashes, glucose intolerance,
and coagulation disturbances, clinical experience
has been generally favorable. Dose-ranging stud-
ies have demonstrated the existence of dose-de-
pendent effects for both the desired effect on ap-
petite and side effects;105 a relatively low dose,
160 mg/day or lower, may optimize the balance
between favorable effects and side effects for most
patients.

The cannabinoid delta-9-tetrahydrocannabi-
nol (dronabinol) is also an effective appetite
stimulant.109 A placebo-controlled trial of 2.5 mg
twice daily in patients with acquired immunode-
ficiency syndrome demonstrated improved ap-
petite, maintenance of weight or weight gain, and
reduced nausea in the treated group.110 At this
dose, the drug is well tolerated.

Other drugs may also stimulate appetite. A
controlled trial of the antihistamine cyprohepta-
dine suggested a modest benefit for anorexia,
without weight gain.111 The potential for seda-
tion from this drug limits its utility in the popu-
lation with advanced cancer. Early controlled tri-
als of hydrazine sulfate yielded mixed results in
terms of appetite and weight,112'113 but more re-
cent controlled studies have clearly demonstrated
no benefit from this compound.114"116

Nonphormocologic Approaches. Some patients
are able to increase food intake if the diet is
changed or food is made more or less pungent. If
early satiety is a problem, smaller and more fre-
quent meals can be helpful. These dietary
changes may be facilitated by referral to a dieti-
cian.

Some patients appear to benefit from the so-
cial aspects of meal time. Patients can be en-
couraged to take meals with the family, even if
food consumption is minimal. Families often re-
quire education and support to place anorexia in
context. In the setting of advanced disease, it may
be necessary to gently enjoin members of the fam-
ily and other caregivers from contributing to the

patient's distress by focusing on the need to eat
as a primary goal.

CONCLUSION

Physical symptoms are highly prevalent among
patients with advanced medical illnesses. Symp-
tom management is a fundamental component of
the comprehensive palliative care that should be
provided throughout the course of disease. Effec-
tive symptom control increases the likelihood
that the patient can cope adequately with the rig-
ors of the disease and its therapy, maintain phys-
ical and psychosocial functioning as long as pos-
sible, and ultimately experience a comfortable
death.
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T)ain is perhaps among the most prevalent and
JL distressing symptoms encountered in patients
with advanced disease. Psychiatric and psycho-
logical consultation in the palliative-care setting
must take into account the important relation-
ships between pain and psychological and psy-
chiatric morbidity. Uncontrolled pain can mimic
psychiatric disorders, so mental health clinicians
must be knowledgeable about pain and its ap-
propriate management in order to recognize the
undertreatment of pain when it is present. In ad-
dition, psychiatrists and psychologist can play a
vital role in the multidisciplinary approach to
managing pain at the end of life.1"3 This chapter
reviews the prevalence of pain in cancer and
AIDS, pain syndromes, and pain assessment is-
sues, as well as pharmacologic and nonpharma-
cologic interventions for pain. Psychiatric inter-
ventions in the treatment of cancer and AIDS
pain have now become an integral part of a com-
prehensive approach to pain management and are
highlighted in this review.4"6

PREVALENCE OF PAIN IN CANCER

AND AIDS

Pain is a common problem for cancer patients,
with approximately 70% of patients experiencing

severe pain at some time in the course of their
illness.2 It has been suggested that nearly 75% of
patients with advanced cancer have pain7 and
that 25% of cancer patients die in severe pain.8

There is considerable variability in the preva-
lence of pain among different types of cancer. For
example, approximately 5% of leukemia patients
experience pain during the course of their illness,
compared to 50% to 75% of patients with tumors
of the lung, gastrointestinal tract, or genitouri-
nary system. Patients with cancers of the bone or
cervix have been found to have the highest
prevalence of pain, with as many as 85% of pa-
tients experiencing significant pain during the
course of their illness.1 Yet, despite the preva-
lence of pain, studies have shown that it is fre-
quently underdiagnosed and inadequately
treated.2'9 It is important to remember that pain
is frequently only one of several symptoms pre-
sent in cancer patients. In addition to pain, pa-
tients were found, in a survey of symptoms, to suf-
fer from an average of three additional troubling
physical symptoms.10 A global evaluation of the
symptom burden allows for a more complete un-
derstanding of the impact of pain for the cancer
pain. (Tables 9.1 and 9.2)

The prevalence of pain in HIV-infected indi-
viduals varies depending on stage of disease, care
setting and study methodology. Estimates of the
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prevalence of pain in HIV-infected individuals
generally range from 30% to 80% with prevalence
of pain increasing as the disease progresses.11"14

The studies cited suggest that approximately 25%
to 30% of ambulatory HlV-infected patients with
early HIV disease (pre-AIDS; Category A or B
disease) experience clinically significant pain. A
study of pain in hospitalized patients with AIDS
revealed that more than 50% of patients required
treatment for pain, with pain being the present-
ing complaint in 30% (second only to fever14).
A recent review of pain in ambulatory HIV-in-
fected men15 reported that 80% of those with
AIDS experienced one or more painful symptoms
over a six-month period. Schofferman and
Brody13 reported that 53% of patients with far-
advanced AIDS cared for in a hospice setting had
pain, while Kimball and McCormick15 reported
that up to 93% of AIDS patients in their hospice
experienced at least one 48-hour period of pain
during the final 2 weeks of life. Larue and col-
leagues,16 in a national study in France, demon-
strated that patients with AIDS being cared for
by hospice at home had prevalence rates and in-
tensity ratings for pain that were comparable to,
and even exceeded, those of cancer patients.
AIDS patients with pain, like their counterparts
with cancer pain, typically describe an average of
two to three concurrent pains at a time.

PAIN SYNDROMES IN CANCER
AND HIV/AIDS

A number of well-defined pain syndromes have
been identified in cancer patients. Most are di-
rectly related to tumor involvement; this ac-
counted for 78% of inpatient and 62% of outpa-
tient pain complaints.1 Tumor invasion of the
bone, compression or infiltration of nerves, and
obstruction of hollow viscus are the most com-
mon causes. Stretching of fascia or periosteum,
tumor infiltration or occlusion of blood vessels,
and damage to mucous membranes or other soft
tissues is a less common cause of pain. The sec-
ond pain syndrome, occurring in 19% of inpa-
tients and 25% of outpatients, is related to can-
cer treatment.1 Surgery, chemotherapy, and
radiation therapy each can have painful sequelae.
Postsurgical syndromes include postthoracotomy
syndrome, postmastectomy syndrome, postradical
neck syndrome, and phantom limb. Chemother-

apy can result in peripheral neuropathy, aseptic
necrosis or femoral head, steroid pseudoheuma-
tism, and postherpetic neuralgia. Finally, radia-
tion therapy can result in radiation fibrosis or
brachial and lumbar plexus, radiation myelopa-
thy, radiation-induced second primary tumors,
and radiation-induced necrosis or the bone.

Fewer than 10% of cancer patients have pain
syndromes that are unrelated to the disease or
therapy. These syndromes include cervical or
lumbar osteoarthritis, thoracic and abdominal
aneurysms, and diabetic neuropathy.

Pain syndromes encountered in AIDS are di-
verse in nature and etiology. The most common
pain syndromes reported in studies to date include
painful sensory peripheral neuropathy, pain due
to extensive Kaposi's sarcoma, headache, oral and
pharyngeal pain, esophageal pain, abdominal
pain, chest pain, and arthralgias and myalgias, as
well as painful dermatologic conditions.11'12'14"19

Aside from these more common syndromes, how-
ever, others exist, including esophageal pain, such
as dysphagia or odynophagia and biliary tract and
pancreatic pain, and anorectal pain. 17~22

Similar to the pain syndromes found in can-
cer pain, pain syndromes seen in HIV disease can
be categorized into three types: those directly re-
lated to HIV infection or consequences of im-
munosuppression; those due to AIDS therapies;
and those unrelated to AIDS or AIDS thera-
pies.23 In studies to date, approximately 50% of
pain syndromes encountered are directly related
to HIV infection or consequences of immuno-
suppression; 30% are due to therapies for HIV-
or AIDS-related conditions, as well as diagnostic
procedures; and the remaining 20% are unrelated
to HIV or its therapies.

MULTIDIMENSIONAL CONCEPT OF

PAIN IN CANCER AND AIDS

Pain, and especially pain in cancer and AIDS, is
not a purely nociceptive or physical experience
but involves complex aspects of human func-
tioning, including personality, affect, cognition,
behavior, and social relations.24 A more enlight-
ened description of the pain resulting from a ter-
minal illness coined by Cecily Saunders25 is "to-
tal pain," a label that attempts to describe the
all-encompassing nature of this type of pain. It is
important to note that the use of analgesic drugs
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alone does not always lead to pain relief.26 In a
recent study,27 it has been demonstrated that psy-
chological factors play a modest but important
role in pain intensity. The interaction of cogni-
tive, emotional, socioenvironmental and noci-
ceptive aspects of pain shows the multidimen-
sional nature of pain in terminal illness and
suggests a model for multimodal intervention.3

The challenge of untangling and addressing both
the physical and the psychological issues involved
in pain is essential to developing rational and ef-
fective management strategies. Psychosocial
therapies directed primarily at psychological vari-
ables have profound impact on nociception,
while somatic therapies directed at nociception
have beneficial effects on the psychological as-
pects of pain. Ideally, such somatic and psy-
chosocial therapies are used simultaneously in a
multidisciplinary approach to pain management
in the terminally ill.4

ASSESSMENT ISSUES

The initial step in pain management is a com-
prehensive assessment of pain symptoms. The
health professional working in the cancer or
AIDS setting must have a working knowledge of
the etiology and treatment of pain in cancer and
AIDS. This includes an understanding of the dif-
ferent types of cancer or AIDS pain syndromes,
as well as a familiarity with the parameters of ap-
propriate pharmacologic treatment. A close col-
laboration of the entire health-care team is opti-
mal when attempting to adequately manage pain
in the cancer or AIDS patient.

A careful history and physical examination
may disclose an identifiable syndrome (e.g., her-
pes zoster, bacterial infection, or neuropathy)
that can be treated in a standard fashion.28'29 A
standard pain history30'31 may provide valuable
clues to the nature of the underlying process and,
indeed, may disclose other treatable disorders. A
description of the qualitative features of the pain,
its time course, and any maneuvers that increase
or decrease pain intensity should be obtained.
Pain intensity (current, average, at best, at worst)
should be assessed to determine the need for weak
versus potent analgesics and as a means to seri-
ally evaluate the effectiveness of ongoing treat-
ment. Pain descriptors (e.g., burning, shooting,
dull, or sharp) help determine the mechanism of

pain (somatic, nociceptive, visceral nociceptive,
or neuropathic) and may suggest the likelihood
of response to various classes of traditional and
adjuvant analgesics (e.g., nonsteroidal anti-
inflammatory drugs, opioids, antidepressants, an-
ticonvulsants, oral local anesthetics, and cortico-
steroids).32"35 Additionally, detailed medical,
neurological and psychosocial assessments (in-
cluding a history of substance use or abuse) must
be conducted. Where possible, family members or
partners should be interviewed. During the as-
sessment phase, pain should be aggressively
treated while pain complaints and psychosocial
issues are subject to an ongoing process of reeval-
uation.30

An important element in assessment of pain
is the concept that assessment is continuous and
needs to be repeated over the course of pain
treatment. There are essentially four aspects of
pain experience in cancer and AIDS that require
ongoing evaluation, and they include: pain in-
tensity, pain relief, pain-related functional in-
terference (e.g., mood state, general and specific
activities), and monitoring of intervention ef-
fects (analgesic drug side effects, abuse).36 The
Memorial Pain Assessment Card (MPAC)37 is a
helpful clinical tool that allows patients to re-
port their pain experience. The MPAC consists
of visual analog scales that measure pain inten-
sity, pain relief, and mood. Patients can complete
the MPAC in less than 30 seconds. Patients' re-
ports of pain intensity, pain relief, and present
mood state provide the essential information re-
quired to help guide their pain management. The
Brief Pain Inventory38 is another pain assessment
tool that has useful clinical and research appli-
cations.

These principles of pain assessment have been
described by Foley2 and include the following:

1. Believe the patient's complaint of pain.
2. Take a detailed history.
3. Assess the psychosocial status of the patient.
4. Perform a careful medical and neurological ex-

amination.
5. Order and personally review the appropriate di-

agnostic procedures.
6. Evaluate the patient's extent of pain.
7. Treat the pain to facilitate the diagnostic workup.
8. Consider alternative methods of pain control

during the initial evaluation.
9. Reassess the pain complaint during the pre-

scribed therapy.
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Inadequate Pain Management:
Assessment Issues in the Treatment
of Pain

While recent studies suggest that pain in cancer
is still being undertreated,39 pain in AIDS is dra-
matically undertreated.16'40'41 Reports of marked
undertreatment of pain in AIDS are appearing in
the literature.16'40'41 These studies suggest that
opioid analgesics are underused in the treatment
of pain in AIDS. Our group has reported41 that,
in our cohort of AIDS patients, only 6% of indi-
viduals reporting pain in the severe range (8 to
10 on a numerical rating scale) received a strong
opioid, such as morphine, as recommended in the
WHO Analgesic Ladder. This degree of under-
medication far exceeds published reports of un-
dermedication of pain in cancer populations.39

As with cancer, we have found that factors that
influence undertreatment of pain in AIDS in-
clude gender (women are more undertreated), ed-
ucation, substance abuse history, and a variety of
patient-related and clinician-related barri-
ers.41'42'43 While opioid analgesics are underused,
it is also clear from our work and the work of oth-
ers that adjuvant agents such as antidepressants
are also dramatically underused.16'39"43 Only 6%
of subjects in a sample of AIDS patients report-
ing pain received an adjuvant analgesic drug (i.e.,
an antidepressant). This class of analgesic agents
is a critical part of the WHO Analgesic Ladder
and is vastly underused.

Inadequate management of pain is often a re-
sult of the inability to properly assess pain in all
its dimensions.2'4'8 All too frequently, psycho-
logical variables are proposed to explain contin-
ued pain or lack of response to therapy, when in
fact medical factors have not been adequately ap-
preciated. Other causes of inadequate pain man-
agement include lack of knowledge of current
pharmaco- or psychotherapeutic approaches; fo-
cus on prolonging life rather than alleviating suf-
fering; lack of communication between doctor
and patient; limited expectations of patients re-
garding pain relief; limited communication ca-
pacity in patients impaired by organic mental dis-
orders; unavailability of opioids; doctors' fear of
causing respiratory depression; and, most impor-
tant, doctors' fear of amplifying addiction and
substance abuse. In advanced cancer, several fac-
tors have been noted to predict the underman-
agement of pain, including a discrepancy between

physician and patient in judging the severity of
pain; the presence of pain that physicians do not
attribute to cancer; better performance status; age
of 70 years or more; and female sex.39

Fear of addiction affects both patient compli-
ance and physician management of narcotic anal-
gesics, leading to undermedication of pain in
cancer and AIDS patients.2'41'44"46 Studies of
the patterns of chronic narcotic analgesic use in
patients with cancer have demonstrated that,
although tolerance and physical dependence
commonly occur, addiction (psychological de-
pendence) is rare and almost never occurs in in-
dividuals without a history of drug abuse prior to
cancer illness.46 Escalation of narcotic analgesic
use by cancer patients is usually a result of pro-
gression of cancer or the development of toler-
ance. Tolerance means that a larger dose of nar-
cotic analgesic is required to maintain an original
analgesic effect. Physical dependence is charac-
terized by the onset of signs and symptoms of
withdrawal if the opioid is suddenly stopped or a
opioid antagonist is administered. Tolerance usu-
ally occurs in association with physical depen-
dence but does not imply psychological depen-
dence; psychological dependence or addiction is
not equivalent to physical dependence or toler-
ance and is a behavioral pattern of compulsive
drug abuse characterized by a craving for the drug
and overwhelming involvement in obtaining and
using it for effects other than pain relief. The
cancer-pain patient with a history of intravenous
opioid abuse presents an often unnecessarily dif-
ficult management problem. Macaluso et al.45 re-
ported on their experience in managing cancer
pain in such a population. Of 468 inpatient can-
cer-pain consultations, only eight patients
(1.7%) had a history of intravenous drug abuse,
but none had been actively abusing drugs in the
previous year. All eight of these patients had in-
adequate pain control, and more than half were
intentionally undermedicated because of staff
concern that drug abuse was active or would re-
cur. Adequate pain control was ultimately
achieved in these patients by using appropriate
analgesic dosages and intensive staff education.

More problematic, however, is the manage-
ment of pain in the growing segment of the AIDS
population that is actively abusing intravenous
drugs.47 Such active drug use, in particular intra-
venous opiate abuse, poses several pain treatment
difficulties, including high tolerance to narcotic
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analgesics, drug-seeking and manipulative be-
havior, lack of compliance or unreliable patient
history, and the risk of spreading HIV while the
patient is high and disinhibited. Unfortunately,
the patient's subjective report is often the best or
only indication of the presence and intensity of
pain, as well as the degree of pain relief achieved
by an intervention. Physicians who believe they
are being manipulated by drug-seeking individu-
als are hesitant to use opioids in appropriate
dosages for adequate control of pain, often lead-
ing to undermedication. Most clinicians experi-
enced in working with this population of AIDS
patients recommend clear and direct limit set-
ting. While that is an important aspect of the care
of IV-drug-using AIDS patients, it is by no means
the whole answer. As much as possible, clinicians
should attempt to eliminate the issue of drug
abuse as an obstacle to pain management by deal-
ing directly with the problems of opiate with-
drawal and drug abuse treatment. Often, special-
ized substance abuse consultation services are
available to help manage such patients and to ini-
tiate drug rehabilitation. One should avoid mak-
ing the analgesic drugs the focus of a battle for
control between the patient and the physician,
especially in the terminal stages of illness. Clin-
icians are advised to err on the side of believing
patients when they complain of pain and to uti-
lize their knowledge of the specific pain syndrome
seen in AIDS patients to corroborate the pa-
tient's report if they feel it is unreliable.

The risk of inducing respiratory depression is
too often overestimated and can limit appropri-
ate use of narcotic analgesics for pain and symp-
tom control. Bruera, et al.48 demonstrated that,
in a population of terminally ill cancer patients
with respiratory failure and dyspnea, administra-
tion of subcutaneous morphine actually improved
dyspnea without causing a significant deteriora-
tion in respiratory function. The adequacy of
cancer pain management can be influenced by
the lack of concordance between patient ratings
or complaints of their pain and those made by
caregivers. Persistent cancer pain is often ascribed
to a psychological cause when it does not respond
to treatment attempts. In our clinical experience,
we have noted that patients who report their pain
as severe are quite likely to be viewed as having
a psychological contribution to their complaints.
Staff members' ability to empathize with a pa-
tient's pain complaint may be limited by the in-

tensity of the pain complaint. Grossman et al.49

found that, while there is a high degree of con-
cordance between patient and caregiver ratings
of patient pain intensity at the low and moder-
ate levels, this concordance breaks down at high
levels. Thus, a clinician's ability to assess a pa-
tient's level of pain becomes unreliable once a
patient's report of pain intensity rises above 7 on
a visual analogue rating scale of 0 to 10. Physi-
cians must be educated as to the limitations of
their ability to objectively assess the severity of a
subjective pain experience. Additionally, patient
education is often a useful intervention in such
cases. Patients are more likely to be believed
and adequately treated if they are taught to re-
quest pain relief in a nonhysterical, businesslike
fashion.

Psychological Factors in
Pain Experience

The patient with cancer or AIDS faces many
stressors during the course of illness, including de-
pendency, disability, and fear of painful death.
Such fears are universal; however, the level of
psychological distress is variable and depends on
medical factors, social supports, coping capacities,
and personality. Pain has profound effects on psy-
chological distress in cancer patients, and psy-
chological factors such as anxiety, depression, and
the meaning of pain for the patient can intensify
cancer pain experience. Daut and Cleeland50

showed that cancer patients who attribute a new
pain to an unrelated benign cause report less in-
terference with their activity and pleasure than
cancer patients who believe their pain represents
progression of disease. Spiegel and Bloom51 found
that women with metastatic breast cancer expe-
rience more intense pain if they believe their pain
represents spread of their cancer and if they are
depressed. Beliefs about the meaning of pain and
the presence of a mood disturbance are better pre-
dictors of level of pain than is the site of metas-
tasis.

In an attempt to define the potential rela-
tionships between pain and psychosocial vari-
ables, Padilla et al.52 found that there were pain-
related quality of life variables in three domains:
physical well-being; psychological well-being,
consisting of affective factors, cognitive factors,
spiritual factors, communication skills, coping
skills, and meaning attributed to pain or cancer;
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and interpersonal well-being, focusing on social
support or role functioning. The perception of
marked impairment in activities of daily living
has been shown to be associated with increased
pain intensity.53"54 Measures of emotional dis-
turbance have been reported to be predictors of
pain in the late stages of cancer, and cancer pa-
tients with less anxiety and depression are less
likely to report pain.55~56 Cancer and AIDS pa-
tients who report negative thoughts about their
personal or social competence report increased
pain intensity and emotional distress.51'52 In a
prospective study of cancer patients, it was found
that maladaptive coping strategies, lower levels
of self-efficacy, and distress specific to the treat-
ment or disease progression were modest but sig-
nificant predictors of reports of pain intensity.57

Psychological variables, such as the amount of
control people believe they have over pain, emo-
tional associations and memories of pain, fear of
death, depression, anxiety, and hopelessness,
contribute to the experience of pain in people
with AIDS and can increase suffering.58 We re-
cently reported53 that negative thoughts related
to pain are associated with greater pain intensity,
psychological distress, and disability in ambula-
tory patients with AIDS. Pain appears to have a
profound impact on levels of emotional distress
and disability. In a pilot study of the impact of
pain on ambulatory HIV-infected patients,58 de-
pression was significantly correlated with the
presence of pain. In addition to being signifi-
cantly more distressed and depressed, those with
pain were twice as likely to have suicidal ideation
(40%) as those without pain (20%). HIV-
infected patients with pain were more function-
ally impaired. Such functional interference was
highly correlated to levels of pain intensity and
depression. Those who felt that pain represented
a threat to their health reported more intense
pain than those who did not see pain as a threat.
Patients with pain were more likely to be unem-
ployed or disabled, and they reported less social
support. Singer and colleagues14 also reported an
association among the frequency of multiple
pains, increased disability, and higher levels of
depression.

All too frequently, psychological variables are
proposed to explain continued pain or lack of re-
sponse to therapy when in fact medical factors
have not been adequately appreciated. Often, the
psychiatrist is the last physician to consult on a

cancer or AIDS patient with pain. In that role,
one must be vigilant that an accurate pain diag-
nosis is made and be able to assess the adequacy
of the medical analgesic management provided.
Psychological distress in terminally ill patients
with pain must initially be assumed to be the con-
sequence of uncontrolled pain. Personality fac-
tors may be quite distorted by the presence of
pain, and relief of pain often results in the dis-
appearance of a perceived psychiatric disorder.5'59

Psychiatric Disorders and Pain in
Cancer and AIDS

Psychiatric disorders are found with increased
frequency in cancer patients with pain. In the
Psychosocial Collaborative Oncology Group
Study60 on the prevalence of psychiatric disor-
ders in cancer patients, of the patients who re-
ceived a psychiatric diagnosis, 39% reported sig-
nificant pain, while only 19% of patients without
a psychiatric diagnosis had significant pain. The
psychiatric disorders seen in cancer patients with
pain include primarily adjustment disorder with
depressed or anxious mood (69%) and major de-
pression (15%). This finding of increased fre-
quency of psychiatric disturbance in cancer pain
patients has been reported.61'62 Tables 9.1 and
9.2 show the relevant pain syndromes for AIDS
and cancer, respectively.

Epidural spinal cord compression (ESCC) is a
common neurological complication of systemic

Table 9.1. Pain Syndromes in AIDS Patients

I. Pain Related to HIV/AIDS
HIV neuropathy
HIV myelopathy
Kaposi's sarcoma
Secondary infections (intestines, skin)
Organolmegaly
Arthritis/vasculitis
Myopathy/myositis

II. Pain Related to HIV/AIDS Therapy
Antiretrovirals, Antivirals
Antimyocobacterials, PCP prophylaxis
Chemotherapy (Vincristine)
Radiation
Surgery
Procedures (bronchoscopy, biopsies)

III. Pain Unrelated to AIDS
Disc Disease
Diabetic Neuropathy
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Table 9.2 Pain Syndromes in Patients with Cancer

I. Pain Associated with Direct Tumor Involvement
Tumor infiltration of bone
Tumor infiltration of nerve, plexus, and meninges

II. Pain Associated with Cancer Therapy
Postsurgical pain syndromes
Postchemotherapy pain syndromes
Postradiation therapy pain syndromes

III. Pain Unrelated to the Cancer or the Cancer Therapy

cancer that occurs in 5% to 10% of patients with
cancer and can often present with severe pain.
These patients are routinely treated with a com-
bination of high-dose dexamethasone and radio-
therapy. Patients who receive this high-dose reg-
imen are exposed in some centers to as much as
96 mg a day of dexamethasone for up to 1 week
and continue on a tapering course for up to 3 or
4 weeks. Breitbart et al.63 recently described the
psychiatric complications seen in cancer patients
undergoing such treatment for epidural spinal
cord compression. With the higher dosages of
dexamethasone, 22% of patients with ESCC had
a major depressive syndrome diagnosed, com-
pared to 4% in the control group. Also, delirium
was much more common in the dexamethasone-
treated patients with ESCC, with 24% diagnosed
with delirium during the course of treatment,
compared to only 10% in the control group.
Steifel et al.64 described the spectrum of neu-
ropsychiatric syndromes produced by corcicos-
teroids in cancer patients.

Cancer patients with advanced disease are a
particularly vulnerable group. The incidence of
pain, depression, and delirium increases with
greater debilitation and advanced stages of ill-
ness.65'66 Although the prevalence of depression
in cancer patients varies across studies depending
on which criteria are used to diagnose depression,
it appears that the prevalence of depression in-
creases over the course of the illness, with patients
with advanced disease having a greater likelihood
of depression than patients with less advanced dis-
ease. The prevalence of organic mental disorders
(delirium) among cancer patients requiring psy-
chiatric consultation has been found to range from
25% to 40% and to be as high as 85% during the
terminal stages of illness.66 Opioids such as
meperidine, levorphanol, and morphine sulfate
can cause confusional states, particularly in the el-
derly and the terminally ill.67

Rosenfeld et al.58 described the psychological
impact of pain in an ambulatory AIDS popula-
tion. AIDS patients with pain reported signifi-
cantly greater depression and functional impair-
ment than those without pain. Psychiatric
disorders, in particular the organic mental disor-
ders such as AIDS dementia complex, can occa-
sionally interfere with adequate pain manage-
ment in the AIDS patients. Opioid analgesics,
the mainstay of treatment for moderate to severe
pain, may worsen dementia or cause treatment-
limiting sedation, confusion, or hallucinations in
patients with neurologic complications of
AIDS.68 The judicious use of psychostimulants to
diminish sedation and neuroleptics to clear con-
fusional states can be quite helpful. Other psy-
chiatric disorders that have an impact on pain
management in the AIDS population include
substance abuse and personality disorders.

Pain and Suicide

Uncontrolled pain is a major factor in suicide and
suicidal ideation in cancer and AIDS pa-
tients.69"76 Cancer is perceived by the public as
an extremely painful disease compared with other
medical conditions. In Wisconsin, a study re-
vealed that 69% of the public agreed that cancer
pain could cause a person to consider suicide.71

The majority of suicides observed among patients
with cancer had severe pain, which was often in-
adequately controlled or tolerated poorly.69 Al-
though relatively few cancer patients commit sui-
cide, they are at increased risk.69'72'75 Patients
with advanced illness are at highest risk and are
the most likely to have the complications of pain,
depression, delirium, and deficit symptoms. Psy-
chiatric disorders are frequently present in hospi-
talized cancer patients who attempt suicide. A re-
view of the psychiatric consultation data at
Memorial Sloan-Kettering Cancer Center showed
that one-third of cancer patients who were seen
for evaluation of suicide risk received a diagnosis
of major depression; approximately 20% met cri-
teria for delirium, and more than 50% were diag-
nosed with adjustment disorder.75

Thoughts of suicide probably occur quite fre-
quently, particularly in the setting of advanced ill-
ness,69'75 and seem to act as a steam valve for feel-
ings often expressed by patients as "If it gets too
bad, I always have a way out." It has been our ex-
perience working with terminally ill pain patients
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that, once a trusting and safe relationship devel-
ops, patients almost universally reveal that they
have had occasionally persistent thoughts of sui-
cide as a means of escaping the threat of being
overwhelmed by pain. Recent published reports,
however, suggest that suicidal ideation is rela-
tively infrequent in cancer and is limited to those
who are significantly depressed.69'75 Silberfarb et
al.77 found that only 3 of 146 ambulatory breast
cancer patients with early-stage disease had suici-
dal thoughts, whereas none of the 100 ambulatory
cancer patients interviewed in a Finnish study ex-
pressed suicidal thoughts.76 A study conducted at
St. Boniface Hospice in Winnipeg, Canada,
demonstrated that only 10 of 44 terminally ill can-
cer patients were suicidal or desired an early death;
all 10 were suffering from clinical depression.78 In
general, suicidal ideation is less common in early-
stage disease and becomes more common as the
disease advances. At Memorial Sloan-Kettering
Cancer Center (MSKCC), suicide risk evaluation
accounted for 8.6% of psychiatric consultations,
usually requested by staff in response to patients'
verbalizing suicidal wishes.70 In the 71 cancer pa-
tients who had suicidal ideation with serious in-
tent, significant pain was a factor in only 30% of
cases. In striking contrast, virtually all 71 suicidal
cancer patients had a psychiatric disorder (mood
disturbance or organic mental disorder) at the
time of evaluation.75

We recently examined the role of cancer pain
in suicidal ideation by assessing 185 cancer-pain
patients involved in ongoing research protocols
of the MSKCC Pain and Psychiatry Services.79

Suicidal ideation occurred in 17% of the study
population, with the majority reporting suicidal
ideation without intent to act. Interestingly, in
this population of cancer patients, all of whom
had significant pain, suicidal ideation was not di-
rectly related to pain intensity but was strongly
related to degree of depression and mood distur-
bance. Pain was related to suicidal ideation indi-
rectly in that patients' perception of poor pain
relief was associated with suicidal ideation. Per-
ceptions of pain relief may have more to do with
aspects of hopelessness than pain itself. Pain plays
an important role in vulnerability to suicide;
however, associated psychological distress and
mood disturbance seem to be essential cofactors
in raising the risk of suicide in cancer patients.
Pain has adverse effects on patients' quality of life
and sense of control and impairs the family's abil-

ity to provide support. Factors other than pain,
such as mood disturbance, delirium, loss of con-
trol, and hopelessness, contribute to cancer sui-
cide risk.

A study of men with AIDS in New York City80

demonstrated a relative risk of suicide 36 times
greater than that of males in the general popula-
tion. Many of these patients had advanced AIDS
with Kaposi's sarcoma and other potentially
painful conditions. However, the role of pain in
contributing to increased risk of suicide was not
specifically examined. Our group at MSKCC has
also examined the prevalence of suicidal ideation
in an ambulatory AIDS population and examined
the relationship among suicidal ideation, depres-
sion, and pain.70'58 Suicidal ideation in ambula-
tory AIDS patients was found to be highly cor-
related with the presence of pain, depressed mood
(as measured by the Beck Depression Inventory),
and low CD 4 lymphocyte counts. While 20% of
ambulatory AIDS patients without pain reported
suicidal thoughts, more than 40% of those with
pain reported suicidal ideation. Only two subjects
in the sample (n = 110) reported suicidal intent.
Neither of these two men was in the pain group;
however, both scored quite high on measures of
depression. No correlations were observed be-
tween suicidal ideation and pain intensity or pain
relief. The mean visual analogue scale measure of
pain intensity for the group overall was 49 mm
(range of 5 to 100 mm), thus falling predomi-
nantly in the moderate range. As in cancer-pain
patients, suicidal ideation in AIDS patients with
pain is more likely to be related to a concommi-
tant mood disturbance than to the intensity of
pain experienced. Although AIDS patients are
frequently found to have suicidal ideation, these
thoughts are more often context-specific, occur-
ring almost exclusively during exacerbations of
the illness, often accompanied by severe pain, or
at times of bereavement.80"82

PHARMACOTHERAPIES FOR PAIN IN
CANCER AND AIDS

Although the management of analgesic medica-
tions is more often undertaken by the oncologist
or palliative-care specialist, it is essential that the
psychooncologist have a thorough understanding
of the analgesic medications most often used in
the management of cancer or AIDS-related pain.
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The World Health Organization has devised
guidelines for analgesic management of cancer
pain that the AHCPR has endorsed for the man-
agement of pain related to cancer or AIDS.33

These guidelines, also known widely as the WHO
Analgesic Ladder, have been well validated.83

This approach advocates selection of analgesics
on the basis of severity of pain. For mild to mod-
erately severe pain, nonopioid analgesics such as
NSAIDs (nonsteroidal anti-inflammatory drugs)
and acetaminophen are recommended. For pain
that is persistent and moderate to severe in in-
tensity, opioid analgesics of increasing potency
(such as morphine) should be utilized. Adjuvant
agents, such as laxatives and psychostimulants,
are useful in preventing as well as treating opioid
side effects such as constipation or sedation, re-
spectively. Adjuvant analgesic drugs, such as the
antidepressant analgesics, are suggested for con-
sidered use, along with opioids and NSAIDs, in
all stages of the analgesic ladder (mild, moderate,
or severe pain).

This WHO approach, commonly used in the
treatment of cancer pain, has also been recom-
mended by the AHCPR and by clinical authorities
in the field of pain management and AIDS.23'33'84

Clinical reports describing the successful appli-
cation of the principles of the WHO Analgesic
Ladder to the management of pain in AIDS, with
particular emphasis on the use of opioids, have
also recently appeared in the literature.84"86

Foley and Portenoy31'34'87 have described the
indications for and the use of three classes of anal-
gesic drugs that have applications in the man-
agement of cancer and AIDS patients with pain:
nonopioid analgesics (such as acetaminophen, as-
pirin, and other nonsteroidal anti-inflammatory
drugs [NSAIDs], opioid analgesics (of which mor-
phine is the standard), and adjuvant analgesics
(such as antidepressants and anticonvulsants).

Nonopioid Analgesics

The nonopioid analgesics (Table 9.3) are pre-
scribed principally for mild to moderate pain or
to augment the analgesic effects of opioid anal-
gesics in the treatment of severe pain. The anal-
gesic effects of the NSAIDs result from their in-
hibition of cyclooxygenase and the subsequent
reduction of prostaglandins in the tissues.88'89

The concurrent use of NSAIDs or acetamino-
phen and opioids provides more analgesia than
does either of the drug classes alone.33 In con-
trast to opioids, NSAIDs have a ceiling effect for
analgesia, do not produce tolerance or depen-
dence, have antipyretic effects, and have a dif-
ferent spectrum of adverse side effects.

The physiochemical properties of the
NSAIDs' mechanisms of action, pharmacokinet-
ics, and pharmacodynamics influence the anal-
gesic response. The selection of the NSAID
should take into account the etiology and sever-

Table 9.3 Oral Analgesics for Mild to Moderate Pain in Cancer and AIDS

Analgesic
(by class)

NONSTEROIDAL

Aspirin

Ibuprofen
Choline magnesium

trisalicylate

WEAKER OPIOIDS

Codeine

Oxycodone

Proxyphene

Plasma
Starting Duration Half-Life

Dose (mg) (hours) (hrs)

650 4-6 4-6

/inn finn
?nn 1 ^no,

70 ftC 0 A

c in ^ A

CC 1 -3 

Comments

The standard for comparison among
nonopioid analgesics

Like aspirin, can inhibit platelet function
Essentially no hematologic or gastrointestinal

side effects

Metabolized to morphine, often used to suppress
cough in patients at risk of pulmonary bleed

Available as a single agent and in combination
with aspirin or acetaminophen

Toxic metabolite norpropoxy accumulates
with repeated dosing

65

4-6



140 Psychiatric Complications of Terminal Illness

ity of the pain, concurrent medical conditions
that may be relative contraindications (e.g.,
bleeding diathesis), associated symptoms, and fa-
vorable experience by the patient as well as the
physician. From a practical point of view, an
NSAID should be titrated to effect as well as to
side effects. There is also variability in patient re-
sponse to both relief and adverse reactions; if the
results are not favorable, an alternative NSAID
should be tried.

The major adverse effects associated with
NSAIDs include gastric ulceration, renal failure,
hepatic dysfunction, and bleeding. The use of
NSAIDs has been associated with a variety of gas-
trointestinal toxicities, including minor dyspep-
sia and heartburn, as well as major gastric ero-
sion, peptic ulcer formation, and gastrointestinal
hemorrhage. The nonacetylated salicylates, such
as salsalate, sodium salicylate, and choline mag-
nesium salicylate, theoretically have fewer gas-
trointestinal (GI) side effects and might be con-
sidered in cases where GI distress is an issue.
Prophylaxis for NSAID-associated GI symptoms
includes H2-antagonist drugs (cimetidine 300 mg
tid.-qid. or ranitidine 150 mg bid); misoprostal
200 mg qid; omeprazole 20 mg qd; or an antacid.
Patients should be informed of these symptoms,
issued guaiac cards with reagent, and taught to
check their stool weekly. NSAIDs affect kidney
function and should be used with caution.
Prostaglandins are involved in the autoregulation
of renal blood flow, glomerular filtration, and the
tubular transport of water and ions. NSAIDs can
cause a decrease in glomerular filtration, acute
and chronic renal failure, interstitial nephritis,
papillary necrosis, and hyperkalemia.90 In pa-
tients with renal impairment, NSAIDs should be
used with caution, since many (i.e., ketoprofen,
feroprofen, naproxen, and carpofen) are highly
dependent on renal function for clearance. The
risk of renal dysfunction is greatest in patients
with advanced age, preexisting renal impairment,
hypovolemia, concomitant therapy with nephro-
toxic drugs, and heart failure. Prostaglandins
modulate vascular tone, and their inhibition by
the NSAIDs can cause hypertension as well as
interference with the pharmacologic control of
hypertension.91 Caution should be used in pa-
tients receiving B-adrenergic antagonists, diuret-
ics, or angiotensin-converting enzyme inhibitors.
Several studies have suggested that there is sub-
stantial biliary excretion of several NSAIDs, in-

cluding indomethacin and sulindac. In patients
with hepatic dysfunction, these drugs should be
used with caution. NSAIDs, with the exception
of the nonacetylated salicylates (e.g., sodium sal-
icylate, choline magnesium trisalicylate), produce
inhibition of platelet aggregation (usually re-
versible, but irreversible with aspirin). NSAIDs
should be used with extreme caution or avoided
in patients who are thrombocytopenic or who
have clotting impairment.

The use of NSAIDs in patients with cancer and
AIDS must be accompanied by heightened aware-
ness of toxicity and adverse effects. NSAIDs are
highly protein bound, and the free fraction of
available drug is increased in cancer and AIDS
patients who are cachectic, wasted, and hypoal-
buminic, often resulting in toxicities and adverse
effects. Patients with cancer and AIDS are fre-
quently hypovolemic, on concurrent nephrotoxic
drugs, and experiencing HIV nephropathy and so
are at increased risk for renal toxicity related to
NSAIDs. Finally, the antipyretic effects of the
NSAIDs may interfere with early detection of in-
fection in patients with cancer and AIDS.

Opioid Analgesics

Opioid analgesics are the mainstay of pharma-
cotherapy of moderate to severe intensity pain in
the patient with cancer or HIV disease (Table 9.4).
Principles that are useful in guiding the appropri-
ate use of opioid analgesics for pain33'34'87'92 in-
clude the following:

1. Choose an appropriate drug.
2. Start with lowest dose possible.
3. Titrate dose.
4. Use "as needed" doses selectively.
5. Use an appropriate route of administration.
6. Be aware of equivalent analgesic doses.
7. Use a combination of opioid, nonopioid, and ad-

juvant drugs.
8. Be aware of tolerance.
9. Understand physical and psychological depen-

dence.

In choosing the appropriate opioid analgesic
for cancer pain, Portenoy34 highlights the fol-
lowing important considerations: opioid class,
choice of "weak" versus "strong" opioids, phar-
macokinetic characteristics, duration of analgesic
effect, favorable prior response, and opioid side
effects. Opioid analgesics are divided into two
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Table 9.4 Opioid Analgesics for Moderate to Severe Pain in Cancer or AIDS Patients

Analgesic

Morphine

Morphine

Oxycodone

Hydromophone

Methadone

Levorphanol

Meperidine

Fentanyl
Transdermal
System

Equi-analgesic
Route

PO
IM, IV, SC

PO

PO

PO

PO
IM, IV

PO
IM IVll"\f | V

PO
IM

PO
IM

TD
IV

Dose
(mg)

30-60*
10

90-1 20

20-30

20-40

7.5
1.5

20
mI U

4

2

300

75

0.1

.01

Analgesic
Onset Duration
(hrs) (hrs)

1-11/2 4-6
1/2-1 3-6

1-11/2 8-12

1 3-6

1 8-12

1/2-1 3-4
1/4-1/2 3-4

1/2-1 4-8
1/0 1i/z i

1/2-11/2 3-6
1/2-1

1/2-11/2 3-6
1/2-1 3-t

1 2-1 8 48-72

Plasma
Half-life

(hrs)

2-3

2-3

2-3

2-3
2-3

15-30
1 "i— ̂ 01 -J *J\J

12-16

12-16

3^
3-4

20-22

Comments

Standard of comparison for
the narcotic analgesics.
30mg for repeat around-the-
clock dosing; 60mg for single
dose or intermittent dosing.

Now available in long-acting
sustained release forms.

In combination with aspirin
or acetaminaphen it is
considered a weaker opioid;
as a single agent it is
comparable to the strong
opioids, like morphine.
Available in immediate-
release and sustained-release
preparation.

Short half-life; ideal for
elderly patients. Comes in
suppository and injectable
forms.

Long half-life; tends to
ar"pi imi il^tp VA/itn inifi^dCCUl I lUldLC Will 1 II II LI dl

dosing, requires careful
titration. Good oral potency.

Long half-life; requires careful
dose titration in first week.
Note that analgesic duration
is only 4 hours.

Active toxic metabolite,
ormeperidine, tends to
accumulate (plasma half-life
is 12-16 hours), especially
with renal impairment and in
elderly patients, causing
delirium, myoclonus, and
seizures.

Transdermal patch is
convenient, bypassing Gl
analgesia until depot is
formed. Not suitable for rapid
titration.

PO = per oral; IM = intramuscular; IV = intravenous; SC = subcutaneous; TD = transdermal

classes, the agonists and the agonist-antagonists,
on the basis of their affinity to opioid receptors.
Pentazocine, butorphanol, and nalbuphine are
examples of opioid analgesics with mixed agonist-
antagonist properties. These drugs can reverse
opioid effects and precipitate an opioid with-

drawal syndrome in patients who are opioid tol-
erant or dependent. They are of limited use in
the management of chronic pain in cancer and
AIDS. Oxycodone (in combination with either
aspirin or acetominophen), hydrocodone, and
codeine are the so-called weaker opioid analgesics
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and are indicated for use in step 2 of the WHO
ladder for mild to moderate pain. More severe
pain is best managed with morphine or another
of the stronger opioid analgesics, such as hydro-
morphone, methadone, levorphanol, or fentanyl.
Oxycodone, as a single agent without aspirin or
acetominophen, is available in immediate and sus-
tained-release forms and is considered a stronger
opioid in these forms.

A basic understanding of the pharmacokinet-
ics of the opioid analgesics87 is important for the
cancer and AIDS care provider. Opioid anal-
gesics with long half-lives, such as methadone
and levorphanol, require approximately five days
to achieve a steady state. Despite their long half-
lives, the duration of analgesia that they provide
is considerably shorter (i.e., most patients require
administration of the drug every 4 to 6 hours).
As both methadone and levorphanol tend to ac-
cumulate with early initial dosing, delayed effects
of toxicity can develop (primarily sedation and,
more rarely, respiratory depression).

The duration of analgesic effects of opioid
analgesics varies considerably. Immediate-release
preparations of morphine or oxycodone often
provide only three hours of relief and must be pre-
scribed on an every-3-hour, around-the-clock ba-
sis (not as needed). Methadone and levorphanol
may provide up to 6 hours of analgesia. There is
individual variation in the metabolism of opioid
analgesics, and there can be significant differ-
ences between individuals in drug absorption and
disposition. These differences lead to a need for
alterations in dosing, route of administration, and
scheduling for maximum analgesia in individual
patients. While parenteral administration (intra-
venous, intramuscular, subcutaneous) yields a
faster onset of pain relief, the duration of anal-
gesia is shorter unless a continuous infusion of
opioid is instituted. The use of continuous sub-
cutaneous or intravenous infusions of opioids,
with or without patient-controlled analgesia
(PCA) devices, has become commonplace in car-
ing for cancer and AIDS patients with escalating
pain and in hospice and home settings during late
stages of disease.

The oral route is often the preferred route of
administration of opioid analgesics from the per-
spectives of convenience and cost. Immediate-
release oral morphine or hydromorphone prepa-
rations require that the drug be taken every 3 to
4 hours. Longer-acting, sustained-release oral

morphine preparations (MS Contin, Oramorph
SR) and oxycodone preparations (oxycontin) are
now available that provide up to 8-12 hours of
analgesia, minimizing the number of daily doses
required for the control of persistent pain. Rescue
doses of immediate-release, short-acting opioid
are often necessary to supplement the use of sus-
tained-release morphine or oxycodone, particu-
larly during periods of titration or pain escalation.
The transdermal fentanyl patch system (Dura-
gesic) also has applications in the management of
severe pain in cancer and AIDS.86 Each trans-
dermal fentanyl patch contains a 48- to 72-hour
supply of fentanyl, which is absorbed from a de-
pot in the skin. Levels in the plasma rise slowly
over 12 to 18 hours after patch placement, so, with
the initial placement of a patch, alternative opi-
oid analgesia (oral, rectal, or parenteral) must be
provided until adequate levels of fentanyl are at-
tained. The elimination half-life of this dosage
form of fentanyl is long (21 hours), so it must be
noted that significant levels of fentanyl remain in
the plasma for about 24 hours after the removal
of a transdermal patch. The transdermal system is
not optimal for rapid dose titration of acutely ex-
acerbated pain; however, a variety of dosage forms
are available. As with sustained-release morphine
preparations, all patients should be provided with
oral or parenteral rapidly acting short-duration
opioids to manage breakthrough pain. The trans-
dermal system is convenient and eliminates the
reminders of pain associated with repeated oral
dosing of analgesics. In cancer and AIDS patients,
it should be noted that the absorption of trans-
dermal fentanyl can be increased with fever, re-
sulting in increased plasma levels and shorter du-
ration of analgesia from the patch.

It is important to note that opioids can be ad-
ministered through a variety of routes: oral, rec-
tal, transdermal, intravenous, subcutaneous, in-
traspinal, and even intraventrularly.86 There are
advantages and disadvantages, as well as indica-
tions, for use of these various routes. Further dis-
cussion of such alternative delivery routes as the
intraspinal route are beyond the scope of this
chapter; however, interested readers are directed
to the Agency for Health Care Policy and Re-
search Clinical Practice Guideline: Management
of Cancer Pain33 available free of charge through
l-800-4cancer.

The adequate treatment of pain in cancer and
AIDS also requires consideration of the equianal-
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gesic doses of opioid drugs, which are generally
calculated using morphine as a standard. Cross-
tolerance is not complete among these drugs.
Therefore, one-half to two-thirds of the equianal-
gesic dose of the new drug should be given as the
starting dose when switching from one opioid to
another.87 For example, if a patient receiving 20
mg of parenteral morphine is to be switched to
hydromorphone, the equianalgesic dose of par-
enteral hydromorphone would be 3.0 mg. Thus,
the starting dose of parenteral hydromorphone
should be approximately 1.5 to 2 mg. There is
also considerable variability in the parenteral-to-
oral ratios among the opioid analgesics. Both lev-
orphanol and methadone have 1:2 intramuscu-
lar/oral ratios, whereas morphine has a 1:6 and
hydromorphone a 1:5 intramuscular/oral ratio.
Failure to appreciate these dosage differences in
route of administration can lead to inadequate
pain control.

Regular ("standing") scheduling of the opioid
analgesics is the foundation of adequate pain con-
trol. It is preferable to prevent the return of pain
as opposed to treating pain as it reoccurs. "As
needed" orders for chronic cancer pain often
create a struggle among patient, family, and staff
that is easily avoided by regular administration of
opioid analgesics. The typical prescribing of
methadone is a notable exception. It is often ini-
tially prescribed on an as-needed basis to deter-
mine the patient's total daily requirement and to
minimize toxicity (due to its long half-life).

Opioid Side Effects

While the opioids are extremely effective anal-
gesics, their side effects are common and can be
minimized if anticipated in advance. Sedation is
a common CNS side effect, especially during the
initiation of treatment. Sedation usually resolves
after the patient has been maintained on a steady
dosage. Persistent sedation can be alleviated with
a psychostimulant, such as dextroamphetamine,
pemoline, or methylphenidate. All are prescribed
in divided doses in early morning and at noon.
Additionally, psychostimulants can improve de-
pressed mood and enhance analgesia.93'94 Delir-
ium, of either an agitated or a somnolent variety,
can also occur while the patient is on opioid anal-
gesics and is usually accompanied by attentional
deficits, disorientation, and perceptual distur-
bances (visual hallucinations and, more com-

monly, illusions). Myoclonus and asterixis are of-
ten early signs of neurotoxicity that accompany
the course of opioid-induced delirium. Meperi-
dine (Demerol), when administered chronically in
patients with renal impairment, can lead to a delir-
ium resulting from accumulation of the neuro-
excitatory metabolite normeperidine.95 Opioid-
induced delirium can be alleviated through the
implementation of three possible strategies: low-
ering the dose of the opioid drug presently in use,
changing to a different opioid, or treating the
delirium with low doses of high-potency neu-
roleptics, such as haloperidol. The third strategy
is especially useful for agitation and clears the
sensorium.96 For agitated states, intravenous
haloperidol in doses starting at between 1 and 2
mg is useful, with rapid escalation of dose if no
effect is noted. Gastrointestinal side effects of opi-
oid analgesics are common. The most prevalent
are nausea, vomiting, and constipation.35 Con-
comitant therapy with prochlorperazine for nau-
sea is sometimes effective. Since all opioid anal-
gesics are not tolerated in the same manner,
switching to another narcotic can be helpful if an
antiemetic regimen fails to control nausea. Con-
stipation caused by narcotic effects on gut recep-
tors is a problem frequently encountered, and it
tends to be responsive to the regular use of senna
derivatives. A careful review of medications is im-
perative, since anticholinergic drugs such as the
tricyclic antidepressants can worsen opioid-
induced constipation and can cause bowel ob-
struction. Respiratory depression is a worrisome
but rare side effect of the opioid analgesics. Res-
piratory difficulties can almost always be avoided
if two general principles are adhered to: start opi-
oid analgesics in low doses in opioid-naive pa-
tients; and be cognizant of relative potencies
when switching opioid analgesics, routes of ad-
ministration or, both.

Adjuvant Psychotropic Analgesics for
Patients with AIDS and Cancer

Although opioid and nonopioid analgesics are the
mainstay of management of pain associated with
AIDS or cancer, adjuvant analgesics are another
class of medications frequently prescribed for the
treatment of chronic pain and have important ap-
plications in the management of pain in AIDS
and cancer. Adjuvant analgesic drugs are used to
enhance the analgesic efficacy of opioids, treat
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concurrent symptoms that exacerbate pain, and
provide independent analgesia. They may be used
in all stages of the analgesic ladder. Commonly
used adjuvant drugs include antidepressants,
anticonvulsants, psychostimulants, neuroleptics,
corticosteroids, and oral anesthetics.33'35'94

/Ant/depressants

The current literature supports the use of anti-
depressants as adjuvant analgesic agents in the
management of a wide variety of chronic pain
syndromes, including cancer pain, postherpetic
neuralgia, diabetic neuropathy, fibromyalgia,
headache, and low back pain.28'29'9?-102' 13° The
antidepressants are analgesic through a number
of mechanisms that include antidepressant activ-
ity,98 potentiation or enhancement of opioid
analgesia103"105 and direct analgesic effects.106

The leading hypothesis suggests that both sero-
tonergic and noradrenergic properties of the an-
tidepressants are probably important and that
variations among individuals in pain (as to the
status of their own neurotransmitter systems) is
an important variable.28 Other possible mecha-
nisms of antidepressant analgesic activity that
have been proposed include adrenergic and sero-
tonin receptor effects,107 adenosinergic effects,108

antihistaminic effects,107 and direct neuronal ef-
fects, such as inhibition of paroxysmal neuronal
discharge and decreasing sensitivity of adrenergic
receptors on injured nerve sprouts.109 There is
substantial evidence that the tricyclic antidepres-
sants in particular are analgesic and useful in the
management of chronic neuropathic and nonneu-
ropathic pain syndromes.130 Amitriptyline is the
tricyclic antidepressant most studied and has been
proved effective as an analgesic in a large number
of clinical trials addressing a wide variety of chronic
pain syndromes, including neuropathy, cancer
pain, and fibromyalgia.98'99'110-112'130 Other tri-
cyclics that have been shown to have efficacy as
analgesics include imipramine,113'114 desipra-
mine,29'115 nortriptyline,116 clomipramine,117'118

and doxepin.119

The heterocyclic and noncyclic antidepres-
sant drugs, such as trazadone, mianserin, and
maprotiline, and the newer serotonin-specific re-
uptake inhibitors (SSRIs), fluoxetine and parox-
etine, may also be useful as adjuvant analgesics
for chronic pain syndromes.28'94'99'106'115'120-125

Fluoxetine, a potent antidepressant with specific

serotonin reuptake inhibition activity,123 has
been shown to have analgesic properties in ex-
perimental animal pain models124 but failed to
show analgesic effects in a clinical trial for neu-
ropathy.115 Several case reports suggest that flu-
oxetine may be a useful adjuvant analgesic in the
management of headache126 and fibrositis.127

Paroxetine, a newer SSRI, is the first antidepres-
sant of this class shown to be a highly effective
analgesic in a controlled trial for the treatment
of diabetic neuropathy.125 Newer antidepressants
such as sertraline, venlafaxine, and nefazodone
may also eventually prove to be clinically useful
as adjuvant analgesics. Nefazodone, for instance,
has been demonstrated to potentiate opioid anal-
gesics in an animal model.128

Given the diversity of clinical syndromes in
which the antidepressants have been demon-
strated to be analgesic, trials of these drugs can
be justified in the treatment of virtually every
type of chronic pain.35'130 The established bene-
fit of several of the antidepressants in patients
with neuropathic pains,111'115'125 however, sug-
gests that these drugs may be particularly useful
in populations, such as cancer and AIDS patients,
where an underlying neuropathic component to
the pain(s) often exists.35 While studies of the
analgesic efficacy of these drugs in HIV-related
painful neuropathies have not yet been con-
ducted, they are widely applied clinically using
the model of diabetic and postherpetic neu-
ropathies.

While antidepressant drugs are analgesic in
both neuropathic and nonneuropathic pain mod-
els, their clinical use is most commonly in combi-
nation with opioid drugs, particularly for moder-
ate to severe pain. Antidepressant adjuvant
analgesics have their most broad application as
"co-analgesics," potentiating the analgesic effects
of opioid drugs.33 The "opioid-sparing" effects of
antidepressant analgesics has been demonstrated
in a number of trials, especially in cancer popula-
tions with neuropathic as well as nonneuropathic
pain syndromes.99'102 In a placebo-controlled study,
Walsh102 demonstrated that imipramine was a po-
tent co-analgesic when used along with morphine
in the treatment of cancer-related pain, allowing
for a reduction in morphine consumption of
greater than 25%. Similar co-analgesic and opioid-
sparing effects were demonstrated for amitriptyline
and other antidepressants in two multicenter clin-
ical trials for cancer pain.99'101
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The dose and time course of onset of analge-
sia for antidepressants when used as analgesics ap-
pears to be similar to their use as antidepressants.
There are those that have initially advocated a
low-dose regimen of amitriptyline (10 to 30 mg)
as being equally analgesic to a high-dose regimen
(75 to 150 mg).112 However, Zitman et al.129

demonstrated only modest analgesic results from
low-dose amitriptyline. Watson et al.28 felt that
there was a "therapeutic window" (20 to 100 mg)
for the analgesic effects of amitriptyline. More re-
cently, there is compelling evidence that the
therapeutic analgesic effects of amitriptyline are
correlated with serum levels, as are the antide-
pressant effects, and that analgesic treatment fail-
ure is due to low serum levels.115 A high-dose reg-
imen of up to 150 mg of amitriptyline or higher
is suggested.115 The proper analgesic dose for
paroxetine is likely in the 40 to 60-mg range,
with the major analgesic trial utilizing a fixed dose
of 40 mg.125 There is anecdotal evidence to sug-
gest that the debilitated medically ill (e.g., can-
cer or AIDS patients) often respond (for both
depression and pain) to lower doses of antidepres-
sant than are usually required in the physically
healthy, probably because of impaired metabolism
of these drugs.94 As to the time course of onset of
analgesia, a biphasic process appears to occur.
There are immediate or early analgesic effects that
occur within hours or days, and these are proba-
bly mediated through inhibition of synaptic reup-
take of catecholamines. In addition, there are later,
longer analgesic effects that peak over a 2 to
4-week period that are probably a result of recep-
tor effects of the antidepressants.110'111

Anticonvulsants

Selected anticonvulsant drugs appear to be anal-
gesic for the lancinating dysesthesias that char-
acterize diverse types of neuropathic pain.130

Clinical experience also supports the use of these
agents in patients with paroxysmal neuropathic
pains that may not be lancinating and, to a far
lesser extent, in those with neuropathic pains
characterized solely by continuous dysesthesias.
Although most practitioners prefer to begin with
carbamazepine because of the extraordinarily
good response rate observed in trigeminal neu-
ralgia, this drug must be used cautiously in AIDS
patients with thrombocytopenia, those at risk for
marrow failure, and those whose blood counts

must be monitored to determine disease status. If
carbamazepine is used, a complete blood count
should be obtained prior to the start of therapy,
after two and four weeks, and then every 3 to 4
months thereafter. A leukocyte count below
4,000 is usually considered to be a contraindica-
tion to treatment, and a decline to less than 3,000
or an absolute neutrophil count of less than 1,500
during therapy should prompt discontinuation of
the drug. Other anticonvulsant drugs may be use-
ful for managing neuropathic pain in AIDS pa-
tients, including phenytoin, clonazepam, val-
proate, and gabapentin.130

Several newer anticonvulsants have been used
in the treatment of neuropathic pain, particularly
patients with reflect sympathetic dystrophy.
These drugs include gabapentin, lamotrigine, and
felbamate. Of these newer anticonvulsants, anec-
dotal experience has been most favorable with
gabapentin, which is now being widely used by
pain specialists to treat neuropathic pain of var-
ious types. Gabapentin has a relatively high de-
gree of safety, including no known drug-drug in-
teractions and a lack of hepatic metabolism.130

Treatment with gabapentin is usually initiated at
a dose of 300 mg per day and then gradually in-
creased to a dose range of 900 to 3200 mg per day
in three divided doses.

Psychostimulants

Psychostimulants, such as dextroamphetamine,
methylphenidate, and pemoline, may be useful
antidepressants in patients with cancer or AIDS
who are cognitively impaired.93'94'131 Psycho-
stimulants also enhance the analgesic effects of
the opioid drugs.132 They are useful in diminish-
ing sedation secondary to narcotic analgesics, and
they are potent adjuvant analgesics. Bruera et
al.93 demonstrated that a regimen of 10 mg
methylphenidate with breakfast and 5 mg with
lunch significantly decreased sedation and po-
tentiated the effect of narcotics in patients with
cancer pain. Methylphenidate has also been
demonstrated to improve functioning on a num-
ber of neuropsychological tests, including tests of
memory, speed, and concentration, in patients re-
ceiving continuous infusions of opioids for can-
cer pain.133 Dextroamphetamine has also been
reported to have additive analgesic effects when
used with morphine in postoperative pain.134 In
relatively low doses, psychostimulants stimulate
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appetite, promote a sense of well-being, and im-
prove feelings of weakness and fatigue in cancer
patients.

Pemoline is a unique alternative psychostimu-
lant that is chemically unrelated to amphetamine
but may have similar usefulness as an antidepres-
sant and adjuvant analgesic in AIDS patients.135

Advantages of pemoline as a psychostimulant in
AIDS-pain patients include the lack of abuse po-
tential, the lack of federal regulation through spe-
cial triplicate prescriptions, the mild sympath-
omimetic effects, and the fact that it comes in a
chewable tablet form that can be absorbed
through the buccal mucosa and thus can be used
by AIDS patients who have difficulty swallowing
or who have intestinal obstruction. Clinically, pe-
moline is as effective as methyl-phenidate or dex-
troamphetamine in the treatment of depressive
symptoms and in countering the sedating effects
of opioid analgesics. There are no studies of pe-
moline's capacity to potentiate the analgesic prop-
erties of opioids. Pemoline should be used with
caution in patients with liver impairment, and
liver function tests should be monitored periodi-
cally with longer-term treatment.

Neuroleptics

Neuroleptic drugs, such as methotrimeprazine,
fluphenazine, haloperidol and pimozide, may play
a role as adjuvant analgesics116'136"138 in AIDS
or cancer patients with pain; however, their use
must be weighed against what appears to be an
increased sensitivity to the extrapyramidal side
effects of these drugs in cancer patients or AIDS
patients with neurological complications.139

Anxiolytics, such as alprazolam and clonazepam,
may also be useful as adjuvant analgesics, partic-
ularly in the management of neuropathic
pains.14^142

Corticosteroids

Corticosteroid drugs have analgesic potential in
a variety of chronic pain syndromes, including
neuropathic pains and pain syndromes resulting
from inflammatory processes.35 Like other adju-
vant analgesics, corticosteroids are usually added
to an opioid regimen. In patients with advanced
disease, these drugs may also improve appetite,
nausea, malaise, and overall quality of life. Ad-
verse effects include neuropsychiatric syndromes,

gastrointestinal disturbances, and immunosup-
pression.

Oral Local Anesthetics

Local anesthetic drugs may be useful in the man-
agement of neuropathic pains characterized by ei-
ther continuous or lancinating dysesthesias. Con
trolled trials have demonstrated the efficacy of
tocainide and mexiletine, and there is clinical ev-
idence that suggests similar effects from flecainide
and subcutaneous lidocaine.35 It is reasonable to
undertake a trial with oral local anesthetic in pa-
tients with continuous dysesthesias who fail to re-
spond adequately to, or who cannot tolerate, the
tricyclic antidepressants and with patients with
lancinating pains refractory to trials of anticon-
vulsant drugs and baclofen. Mexiletine is pre-
ferred in the United States.55

Placebo

A mention of the placebo response is important
in order to highlight the misunderstandings and
relative harm of this phenomenon. The placebo
response is common, and analgesia is mediated
through endogenous opioids. The deceptive use
of placebo response to distinguish psychogenic
pain from "real" pain should be avoided. Place-
bos are effective in a portion of patients for a short
period of time only and are not indicated in the
management of cancer pain.2

PSYCHIATRIC AND PSYCHOLOGIC
MANAGEMENT OF PAIN IN CANCER
AND AIDS

Optimal treatment of pain associated with ad-
vanced disease is multimodal and includes pharma-
cologic, psychotherapeutic, cognitive-behavioral,
anesthetic, neurostimulatory, and rehabilitative
approaches. Psychiatric participation in pain
management involves the use of psychothera-
peutic, cognitive-behavioral, and psychopharma-
cologic interventions, usually in combination.
These are described in this section.

Psychotherapy and Pain

The goal of psychotherapy with medically ill pa-
tients with pain is to provide support, knowledge,
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and skills. Utilizing short-term supportive psy-
chotherapy focused on the crisis created by the
medical illness, the therapist provides emotional
support, continuity, and information and assists
in adaptation. The therapist has a role in em-
phasizing past strengths, supporting previously
successful coping strategies, and teaching new
coping skills such as relaxation, cognitive coping,
use of analgesics, self-observation, documenta-
tion, assertiveness, and communication skills.
Communication skills are of paramount impor-
tance for both patient and family, particularly
around pain and analgesic issues. The patient and
family are the unit of concern and need a more
general, long-term, supportive relationship
within the health-care system, in addition to spe-
cific psychological approaches for dealing with
pain and dying that a psychiatrist, psychologist,
social worker, chaplain, or nurse can provide.

Psychotherapy with the dying patient in pain
consists of active listening with supportive ver-
bal interventions and the occasional interpreta-
tion.143 Despite the seriousness of the patient's
plight, it is not necessary for the psychiatrist or
psychologist to appear overly solemn or emo-
tionally restrained. Often, it is only the psy-
chotherapist, of all the patient's caregivers, who
is comfortable enough to converse lightheartedly
and to allow the patient to talk about his life and
experiences, rather than focus solely on impend-
ing death. The dying patient who wishes to talk
or ask questions about death and pain and suf-
fering should be allowed to do so freely, with the
therapist maintaining an interested, interactive
stance. It is not uncommon for the dying patient
to benefit from pastoral counseling. If a chap-
laincy service is available, it should be offered to
the patient and family. As the dying process pro-
gresses, psychotherapy with the individual pa-
tient may become limited by cognitive and speech
deficits. It is at this point that the focus of sup-
portive psychotherapeutic interventions shifts pri-
marily to the family. In our experience, a very com-
mon issue for family members at this point is the
level of alertness of the patient. Attempts to con-
trol pain are often accompanied by sedation that
can limit communication between patient and
family. This can sometimes become a source of con-
flict, with some family members disagreeing among
themselves or with the patient about what consti-
tutes an appropriate balance between comfort and
alertness. It can be helpful for the physician to clar-

ify the patient's preferences as they relate to these
issues early so that conflict can be avoided and work
related to bereavement can begin.

Group interventions with individual patients
(even in advanced stages of disease), spouses, cou-
ples, and families are a powerful means of sharing
experiences and identifying successful coping
strategies. The limitations of using group inter-
ventions for patients with advanced disease are pri-
marily pragmatic. The patient must be physically
comfortable enough to participate and have the
cognitive capacity to be aware of group discussion.
It is often helpful for family members to attend
support groups during the terminal phases of the
patient's illness. Passik et al.144 have worked with
spouses of brain tumor patients in a psychoeduca-
tional group that has included spouses at all phases
of the patient's illness. They have demonstrated
how bereavement issues are often a focus of such
interventions from the time of diagnosis on. The
group members benefit from one another's support
into widowhood. The leaders have been impressed
by the increased quality of patient care that can
be given at home by the spouse (including pain
management and all forms of nursing care) when
the spouse engages in such support.

Psychotherapeutic interventions that have
multiple foci may be most useful. A prospective
study of cancer pain has shown that cognitive-
behavioral and psychoeducational techniques
based on increasing support and self-efficacy and
providing education may help patients deal with
increased pain.145 Results of an evaluation of pa-
tients with cancer pain indicate that psycholog-
ical and social variables are significant predictors
of pain. More specifically, distress specific to the
illness, self-efficacy, and coping styles are predic-
tors of increased pain.

Utilizing psychotherapy to diminish empirically
symptoms of anxiety and depression, factors that
can intensify pain, has beneficial effects on cancer-
pain experience. Spiegel and Bloom146 demon-
strated, in a controlled randomized prospective
study, the effect of both supportive group therapy
for metastatic breast cancer patients in general
and, in particular, the effect of hypnotic pain-
control exercises. Their support group focused
not on interpersonal processes or self-exploration
but rather on a series of themes related to the
practical and existential problems of living with
cancer. Patients receiving group psychotherapy
experienced significantly less psychological dis-
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tress and pain than to patients who did not par-
ticipate in group therapy.

While psychotherapy in the cancer-pain set-
ting is primarily nonanalytical and focuses on cur-
rent issues, exploration of reactions to cancer of-
ten involves insights into earlier, more pervasive
life issues. Some patients choose to continue a
more exploratory psychotherapy during extended
illness-free periods or survivorship.

Cognitive-Behavioral Techniques

Cognitive-behavioral techniques can be useful as
adjuncts to the management of pain in cancer
and AIDS patients. Such techniques include pas-
sive relaxation with mental imagery, cognitive
distraction or focusing, progressive muscle relax-
ation, biofeedback, hypnosis, and music ther-
apy.59 The goal of treatment is to guide the pa-
tient toward a sense of control over pain. Some
techniques are primarily cognitive in nature, fo-
cusing on perceptual and thought processes, and
others are directed at modifying patterns of be-
havior to help cancer patients cope with pain.
Behavioral techniques for pain control seek to
modify physiologic pain reactions, respondent
pain behaviors, and operant pain behaviors.

Primarily cognitive techniques for coping with
pain are aimed at reducing the intensity and dis-
tress that are part of the pain experience. This may
be accomplished by the utilization of a number of
techniques, including the modification of thoughts
the patient has about pain or psychological distress,
introduction of more adaptive coping strategies,
and instruction in relaxation techniques. Cognitive
modification (cognitive restructuring) is an ap-
proach derived from cognitive therapy for depres-
sion or anxiety and is based on how one interprets
events and bodily sensation. It is assumed that pa-
tients have dysfunctional automatic thoughts that
are consistent with their underlying assumptions
and beliefs. In both cancer- and AIDS-pain popu-
lations, negative thoughts about pain have been
shown to be significantly related to pain intensity,
degree of psychological distress, and level of inter-
ference in functional activities.51 By identifying
and challenging dysfunctional automatic thoughts
and underlying beliefs by restructuring or modify-
ing thought processes, therapy allows a more ra-
tional response to pain to occur.147 Examples of
such automatic thoughts that have been shown to
worsen pain experience are "The intensity of my

pain will never diminish" or "Because my pain lim-
its my activities, I am completely helpless." Patients
can be taught to recognize and interrupt such
thoughts and to develop a view of the pain expe-
rience as time limited and themselves as functional
despite periods in which they are limited.

Although cognitive restructuring may be a
useful technique in the earlier stages of cancer
and AIDS, the goals change in the palliative-care
context. In this setting, the goal is not necessar-
ily to change the patient's maladaptive thoughts
but to utilize techniques designed to diminish the
patient's frustration, anxiety, and anger. Helping
patients to employ more adaptive coping strate-
gies, such as the avoidance of catastrophizing, and
encouraging an increase in problem-solving skills
may be helpful at this stage.148"150

Aside from modifying dysfunctional thoughts
and attitudes, the most fundamental behavioral
technique is self-monitoring. The development of
the ability to monitor one's behaviors allows peo-
ple to notice their dysfunctional reactions to the
pain experience and to learn to control them. Sys-
tematic desensitization is useful in extinguishing an-
ticipatory anxiety that leads to avoidance behav-
iors and in remobilizing inactive patients. Graded
task assignment is essentially systematic desensiti-
zation as it is applied to patients who are encour-
aged to take small steps gradually so as to perform
activities more readily. Contingency management
is a method of reinforcing "well" behaviors only,
thus modifying dysfunctional operant pain behav-
iors associated with secondary gain.151'152

Cognitive-behavioral interventions that are
useful in the setting of advanced illness include a
variety of techniques that range from preparatory
information and self-monitoring to systematic de-
sensitization and methods of distraction and relax-
ation.153 Most often, techniques such as hypnosis,
biofeedback, and systematic desensitization utilize
both cognitive and behavioral elements, such as
muscular relaxation and cognitive distraction.

Patient Selection for
Cognitive-Behavioral Interventions
for Pain

Many cancer and AIDS patients fear that focus
on their pain will distract their physicians from
treating the underlying causes of their disease and
consequently are highly motivated to learn and
practice cognitive-behavioral techniques. These
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techniques are often effective not only in pain
control but in restoring a sense of self-control,
personal efficacy, and active participation in one's
care. It is important to note that these techniques
must be used not as a substitute for appropriate
analgesic management of pain but rather as part of
a comprehensive, multimodal approach. The lack
of side effects of these techniques make them at-
tractive in the palliative-care setting as a supple-
ment to already complicated medication regi-
mens. The successful use of these techniques
should never lead to the erroneous conclusion
that the pain was of psychogenic origin and, as
such, not "real." The mechanisms by which these
cognitive and behavioral techniques relieve pain
are not known; however, they all seem to share
the elements of relaxation and distraction. Dis-
traction or redirection of attention helps reduce
awareness of pain, and relaxation reduces muscle
tension and sympathetic arousal.151

Most patients with advanced illness and pain
are appropriate candidates for useful application
of these techniques; the clinician, however,
should take into account the intensity of pain and
the mental clarity of the patient. Ideal candidates
have mild to moderate pain and can expect ben-
efit, whereas patients with severe pain can expect
limited benefit from psychological interventions
unless somatic therapies can lower the level of
pain to some degree. Confusional states interfere
dramatically with a patient's ability to focus at-
tention and thus limit the usefulness of these
techniques.152 Occasionally, these techniques
can be modified to make them suitable even for
mildly cognitive impaired patients. This often re-
quires the therapist to take a more active role by
orienting the patient, creating a safe and secure
environment, and evoking a conditioned re-
sponse to the therapist's voice or presence.

Barriers to engaging patients in cognitive-
behavioral therapies can be divided into physi-
cian/nurse-based barriers and patient-based bar-
riers. The health-care provider who works with
patients with advanced illness may have particu-
lar difficulty in becoming comfortable with the
use of behavioral therapies. Pharmacotherapy is
highly effective in the management of pain, and
to physicians it seems simpler and easier to use
than labor-intensive and time-consuming non-
pharmacologic interventions. Physicians and
nurses have typical concerns about the practice
of behavioral interventions, such as: "What if the

patient laughs, doesn't buy it?" or "It seems too
theatrical, unscientific, nonmedical, too New
Age!" The effort expended in overcoming such
obstacles will be greatly rewarded. It is impera-
tive that physicians working with patients with
advanced illness be aware of the effective non-
pharmacologic interventions for pain available
and be able to make appropriate referrals to prac-
titioners who can provide such interventions.

Patients themselves may be uncertain about the
utility of behavioral therapies. Some may ask,
"How can breathing take away my pain?" They
may be frightened by the word "hypnosis" and its
connotations. Hypnosis, as patients conceptualize
it, is often associated with powerful and magical
properties; some patients become frightened at the
prospect of losing control or being under the in-
fluence of someone else. In our practice we gener-
ally attempt to introduce behavioral interventions
only after we've been able to establish some rap-
port with the patient and engage him in an alliance
with us. Occasionally, some patients may benefit
from a discussion of the theoretical basis of these
interventions; however, we stress that it is not im-
portant to understand why a technique works but
rather to use the technique that works. Appre-
hensions must be affirmed and dealt with. Patients
must also feel in control of the process at all times
and be reassured that they can stop at any time.

General Instructions for Using
Cognitive-Behavioral Therapy

A general approach to using cognitive-behavioral
interventions with patients with advanced illness
and pain involves the following: assessing the
symptom, choosing a cognitive-behavioral strat-
egy, and preparing the patient and the setting.

The main purpose of conducting a cognitive-
behavioral assessment of pain is to determine
what, if any, behavioral interventions are indi-
cated.152 One must initially engage the patient,
establish a therapeutic alliance, and obtain a his-
tory of the pain symptom. One should review pre-
vious efforts to treat the patient's pain and col-
lect data regarding the nature of the pain and its
impact on the patient and his family.

The assessment process can lead to a variety
of potential behavioral interventions. Choosing
the appropriate behavioral strategy involves tak-
ing into consideration the patient's medical con-
dition and physical and cognitive limitations, as
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well as such issues as time constraints and prac-
tical matters; for instance, patients with cogni-
tive impairment or delirium will probably be un-
able to keep a pain diary or employ techniques
that involve cognitive manipulation.

Relaxation Techniques Several techniques can be
used to achieve a mental and physical state of re-
laxation. Muscular tension, autonomic arousal,
and mental distress exacerbate pain.151'152 Some
specific relaxation techniques include passive re-
laxation, focusing attention on sensations of
warmth and decreased tension in various parts of
the body; progressive muscle relaxation, involv-
ing active tensing and relaxing of muscles; and
meditation. Other techniques that employ both
relaxation and cognitive techniques include hyp-
nosis, biofeedback, and music therapy and are dis-
cussed later in this chapter.

Passive relaxation, focused breathing, and pas-
sive muscle relaxation exercises involve the fo-
cusing of attention systematically on one's breath-
ing, on sensations of warmth and relaxation, or
on release of muscular tension in various body
parts. Verbal suggestions and imagery are used to
help promote relaxation. Muscle relaxation is an
important component of the relaxation response
and can augment the benefits of simple focused
breathing exercises, leading to a deeper experi-
ence of relaxation and self-control.

Progressive or active muscle relaxation in-
volves the active tensing and relaxing of various
muscle groups in the body, focusing attention on
the sensations of tension and relaxation. Clini-
cally, in the hospital setting, relaxation is most
commonly achieved through the use of a combi-
nation of focused breathing and progressive mus-
cle relaxation exercises. Once patients are in a
relaxed state, imagery techniques can then be
used to induce deeper relaxation and facilitate
distraction from or manipulation of a variety of
cancer-related symptoms.

The following script is a generic relaxation ex-
ercise, utilizing passive relaxation or focused
breathing. It is based on and integrates the work
of Erickson,150 Benson,153 and others.147

Script for Passive Relaxation

(Focused Breathing)

"Why don't you begin by finding a comfortable po-
sition. It could be in a bed or in a chair. Slowly al-

low your body to unwind and just let it go. That's
it. I wonder if you can allow your body to become
as calm as possible . . . just let it go, just let your
body sink into that bed (or chair) . . . feel free to
move or shift around in any way that your body
needs to, to find that comfortable position. You
need not try very hard, simply and easily allow your-
self to follow the sound of my voice as you allow
your body to find itself a safe, comfortable position
to relax in.

If you like, [patient's name here], you can gen-
tly allow your eyes to close, just let the lids cover
your eyes . . . allow your eyes to sink back deeply
into their sockets . . . that's it, just let them go,
falling back gently and deeply into their sockets as
your lids begin to feel heavier and heavier. As you
allow your head to fall back deeply into the pillow,
feeling the weight of your head sinking into the pil-
low as you breathe out, just breathe out, one big
breath. Slowly, if you can begin to turn your at-
tention to your breathing. Notice your breath for a
few moments, how much air you take in, how much
air you let out, and just breathe evenly and natu-
rally, and with the sound of my voice I wonder if
you can begin to take in more air, breathing in and
out, in and out, that's it, gradually breathing in and
out . . . in and out . . . breathing in calmness and
quietness, breathing out tiredness and frustration,
that's i t . . . let it go, it's not important to you now
. . . breathing in quietness and control, breathing
out fear and tension . . . breathing in and out . . .
in and out . . . you can enjoy breathing in this re-
laxed way for as long as you need to. You are peace-
ful now as you continue to observe your even and
steady breathing that is allowing you to feel gentle
and calm, breathing that is allowing you to feel a
gentle calm, that's it, breathing relaxation in and
tension out . . . in and out . . . breathing in quiet-
ness and control, breathing out tiredness and ten-
sion . . . that's it, [patient's name here]. Continue
to notice the quietness and stillness of your body.
Why don't you take a few quiet moments to expe-
rience this process more fully?"

It may be helpful for the clinician to mark the
end of an exercise by increasing the pace, raising
the volume of voice, and shifting position. Addi-
tionally, it is helpful for the clinician to both pace
and model for the patient. This includes position-
ing yourself as similarly to the patient as possible
(e.g., closing your eyes, assuming a position of re-
laxation, and breathing at the same rate). If the pa-
tient exhibits any visible anxiety or agitation, this
can be briefly explored verbally, and then, if ap-
propriate, the exercise can be continued.
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Script for Active or Progressive

Muscle Relaxation

This exercise involves having the patient actively
tense and then relax specific body parts. Once
again, it may be helpful if the clinician paces and
models for the patient.

"Now, I wonder if you can tense up every muscle
in your body . . . that's it, squeeze in the muscles
. . . hold it, and then just let it go ... once more,
tense up your muscles . . . make them very tight
and tense, hold it, hold i t . . . and then breathe out,
and let your muscles relax, just let them go ... Now,
as your body begins to feel more and more relaxed,
clench your jaw, squeeze it tight, clench it, and then
let it go ... now open your mouth wide, as wide as
it will go, stick out your tongue, stick it way out,
hold it and then let it go. Feel your head becom-
ing more and more relaxed, as it sinks down into
the pillow, allowing all the tension and tightness
to drift out of it. ... Now, I wonder if you can lift
up your shoulders, lift them up, up to your ears, hold
them there, squeezing them tightly, squeeze, and
then let them drop down, just let them go ... and
then once more lift them up ... hold it ... then
let them go ... as you feel all the tightness and ten-
sion in your shoulders begin to drain away... . Now,
I wonder if you can clench your hands into a fist,
make a tight fist as your whole arm tightens, tense
your arms as you squeeze in your fingers tighter and
tighter . . . and now just let them go, once more
now make a fist, a tight fist, hold it, and then let it
go."

As with passive muscle relaxation, the clini-
cian guides the patient through the exercise, re-
questing the patient to tense and release specific
muscles in a progressive order.

Imagery/Distraction Techniques Clinically, relax-
ation techniques are most helpful in managing
pain when combined with some distracting or
pleasant imagery. The use of distraction or fo-
cusing involves control over the focus of atten-
tion and can be used to make the patient less
aware of the noxious stimuli.154 One can employ
imaginative inattention by picturing oneself on a
beach. Mental distraction can be used and is sim-
ilar to the practice of counting sheep to aid sleep.
Keeping oneself busy is a form of behavioral dis-
traction, Imagery—using one's imagination while
in a relaxed state—can be used to transform pain
into a warm or cold sensation. One can also imag-

inatively transform the context of pain, for ex-
ample, imagining oneself in battle on the foot-
ball field instead of the hospital bed. Disassoci-
ated somatization can be employed by some
patients. In this technique they imagine that a
painful body part is no longer part of their
body.152 It is important to note that not every pa-
tient finds these techniques acceptable, and the
therapist must try out a number of approaches to
determine which are consistent with the patient's
style.

Imagery (often referred to as guided imagery)
is most effective when the specific image is ob-
tained from the patient. The clinician may ask
the patient to close his or her eyes and think of
a place, an activity, or an experience where the
patient felt most safe and secure. The clinician
may suggest that the patient visualize a favorite
beach scene or a room in a house, or see himself
riding a bicycle in a state park. Once the patient
identifies the scene, the clinician may ask the pa-
tient to elaborate on the scene, asking for specific
details, such as the temperature, season, time of
day, type of ocean (calm, or with big waves), and
so on. The clinician then utilizes this informa-
tion and describes an image for the patient in de-
tail. The skill is for the clinician to be as flexible
and as creative as possible and to elaborate on
the scene, utilizing all aspects of the senses and
bodily sensations such as "feel the suns rays
touching your skin, allow your skin to feel warm
and tingly all over" or "breathe in the fresh, clear
air, and allow it to fill your lungs with its fresh-
ness" or "feel the fresh dew of the grass under your
feet." The clinician can focus on aromas in the
garden or the sounds of birds singing, always re-
minding the patient to breathe evenly and
steadily as he or she feels more and more relaxed
and more and more in control. If possible, the
clinician should avoid volunteering an image or
scene for the patient because the clinician is un-
aware of the association or meaning the image
may have for the patient. For example, a patient
may have a fear of the water, and therefore a
beach scene may evoke feelings of fear and loss
of control.

Script for Pleasant Distracting Imagery

"Once you are in a comfortable position, I wonder
if you can continue lying there with your eyes
closed, continuing to breathe in o u t . . . in and out
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to the sound of my voice. Let your mind wander
. . .just let it go ... and if any unwanted thoughts
come into your mind, you can allow then to pass
out as easily as they came in. ... You don't need
them now . . . they are not important to you now.
You have the ability to control your thoughts. You
have the ability to be in control."

The clinician now begins to describe a specific
image in detail as originally suggested by the pa-
tient.

"Slowly, I wonder if you can allow your mind to
travel. . . to travel far away to your favorite beach.
The beach that you have many fond memories of.
I wonder if you can imagine that it's almost the end
of the day and the beach is deserted . . . and the
sun, while setting, is still warm, as it beats down ...
and makes your skin feel tingly and warm all over.
As you begin to walk on the sand, you can feel the
granules underneath your feet. Step evenly and
steadily along the sand. As you look around, you
can see the different colors in the sky. You can see
for miles off into the distance, and you feel exhila-
rated and free because no one is around you. You
are alone and in control. As you walk closer to the
edge of the ocean, the sand is becoming a little
damp, and you can feel the dampness underneath
your feet—it feels refreshing. As you continue walk-
ing, you may notice a few odds and ends on the
sand, maybe something that the ocean brought in
. . . some shells perhaps. They may be broken from
being knocked against the rocks . . . or there may
be a few bits of seaweed or some jellyfish. You stop
to notice them as you walk past . . . marveling at
the wonders of nature. As you get to the edge of
the ocean, you can feel the tiny little ripples of wa-
ter washing over your feet . . . bouncing over your
feet making you feel light and fresh. The water is
warm—it soothes your feet. Washing back and forth
. . . back and forth. As you keep walking, you see
your rubber raft. This is your old, dependable rub-
ber raft. You get to the raft, and you secure it in
your hands and lie down on it, letting your whole
body sink into the raft—just let it go ... that's it.
Slowly you kick off as the raft begins to take you
away. The ocean is very calm and very gentle. Your
whole body begins to unwind and sink deeper and
deeper into the raft as you feel more and more re-
laxed. This raft allows you to drift off ... and un-
derneath you can feel the ripples of the ocean . . .
rocking back and forth . . . back and forth as you
continue to float away evenly and gently. You can
become aware of the sun beating down in your skin.
You are aware of the sounds around you—you can

hear the ocean washing against the rocks as the
waves rock back and forth . . . back and forth. You
can hear the gulls crying in the distance. There is
a very tiny protected bay that you are floating away
in. It is a very calm and peaceful day, and you are
feeling more and more relaxed. You are in control
now . . . and as you continue to sail away, all your
troubles and problems wash right out of you.
They're not important to you now. You don't need
them now. What's important is that your whole
body, from the tip of your toes all the way up to the
top of your head, is relaxed and calm in this very
safe and private place that is your own. You can
continue to lie here as you rock back and forth . . .
back and forth for as long as you need to.

"When you are ready, you can slowly readjust
yourself to the sound of my voice and I am going
to count slowly backward from 10 and with each
count backward, you can become more and more
familiar with where you are. Perhaps when I get to
number 5 you may want to open your eyes, or you
can keep then closed for as long as you need to.
Ten, 9 ... become aware of the sounds around you
. . . 8, 7 ... become aware of the temperature of
the room—how does it feel? how does your body
feel? . . . 6, 5 ... you can open your eyes now if
you want to or you can keep them closed . . . 4, 3,
2, 1. You can stay in this relaxed position for as
long as you need to. When you feel ready you may
slowly prepare to sit up."

Hypnosis Hypnosis can be a useful adjunct in
the management of cancer pain.146'155"158 In a
controlled trial comparing hypnosis with cogni-
tive behavioral therapy in relieving mucositis fol-
lowing a bone marrow transplant, patients utiliz-
ing hypnosis reported a significant reduction in
pain compared to patients who used cognitive-
behavioral techniques.152 The hypnotic trance is
essentially a state of heightened and focused con-
centration, and thus it can be used to manipulate
the perception of pain. The depth of hypnotiz-
ability may determine the effectiveness as well as
the strategies employed during hypnosis. One-
third of cancer patients, as is the case with the
general population, are not hypnotizable, and it
is recommended that other techniques be em-
ployed for them. Of the two-thirds of patients
who are identified as being less, moderately, and
highly hypnotizable, three principles underlie the
use of hypnosis in controlling pain:155 use self-
hypnosis; relax, do not fight the pain; and use a
mental filter to ease the hurt in pain. Patients
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who are moderately and highly hypnotizable can
often alter sensations in a painful area by chang-
ing temperature sensation or experiencing tin-
gling. Less hypnotizable patients can often utilize
an alternative focus by concentrating on a sen-
sation in a nonaffected body part or on a mental
image of a pleasant scene. The main disadvan-
tage of hypnosis for cancer patients is that the
technique frequently requires more attentional
capacity than these patients have.

Biofeedbock Fotopoulos et al.159 noted signifi-
cant pain relief in a group of cancer patients who
were taught electromyographic (EMG) and elec-
troencephalographic (EEC) biofeedback-assisted
relaxation. Only 2 of 17 were able to maintain
anaglesia after the treatment ended. A lack of
generalization of effect can be a problem with
biofeedback techniques. Although physical con-
dition may make a prolonged training period
impossible, especially for the terminally ill, most
cancer patients can often utilize EMG and tem-
perature biofeedback techniques for learning
relaxation-assisted pain control.160

of providing support and an avenue for providing
patients with psychological insights into their
experience.164

SUMMARY

The management of the pain associated with ad-
vanced disease such as AIDS or cancer represents
a significant challenge for the palliative care prac-
titioner, as well as the consultant psychiatrist,
psychologist, or social worker. A thorough famil-
iarity with both the pharmacological and non-
pharmacological management of cancer and
AIDS pain offers the mental health consultant
the tools to help distinguish between the distress
of unrelieved or poorly managed pain and the psy-
chological distress that can accompany pain in
advanced disease. Such knowledge also provides
palliative care clinicians with the tools to de-
crease psychological distress for patients with
pain and advanced disease, as well as improving
overall quality of life.

Music, Aroma, and Art Therapies

Munro and Mount161 have written extensively on
the use of music therapy with cancer patients, doc-
umenting clinical examples and suggesting mech-
anisms of action. Music can often capture the at-
tention like no other stimulus; it offers patients a
new form of expression and helps patients distract
themselves from their perception of pain, while
expressing themselves in meaningful ways.162

Aromas have been shown to have innate re-
laxing and stimulating qualities. Our colleagues
at Memorial Hospital have recently begun to ex-
plore the use of aroma therapy for the treatment
of procedure-related anxiety (i.e., anxiety related
to MRI scans). Utilizing the scent heliotropin,
Manne et al.163 reported that two-thirds of the
patients in their study found the scent especially
pleasant and reported feeling much less anxiety
than those who were not exposed to the scent
during MRI. As a general relaxation technique,
aroma therapy may have an application for pain
management, but this is as yet unstudied.

Art therapy allows less verbally skilled adults
or children to express their fears and concerns in
a more comfortable fashion. The creative expe-
rience can be used as both an important means
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Psychiatric Management of
Eating Disorders in Palliative-Care
Management of Cancer Patients

Lynna M. Lesko, M.D., Ph.D.

/"""^ancer has often been associated with the
V ' symptoms of the disease and the side effects
of its treatment. Common among these symptoms
are cachexia (weight loss) and anorexia. Cachexia
and subsequent failure to gain weight in children
and adults with oncological diseases are most of-
ten attributed to altered metabolism and nega-
tive energy balance.1'2 Changes in metabolism in
such patients are usually manifested in altered
carbohydrate and protein metabolism, whereas
lipid metabolism is less affected. These metabolic
changes usually lead to growth and maturation
failure in pediatric patients and muscle wasting
in adult patients. Negative energy balance in the
cancer patient may be the result of decreased nu-
tritional intake and/or increased nutritional ex-
penditure. Much effort has gone into studying the
effects of undernutrition on organ and cell func-
tion3 and the effects of nutritional status on re-
sponse to cancer therapy.4 These mechanisms are
much more prominent in the management of pa-
tients during their palliative-care treatment.
Changes in appetite, anorexia (loss of appetite),
and subsequent weight loss in such patients may
result from the malignant disease itself, its treat-
ment (e.g., radiation, surgery, chemotherapy),
concomitant psychological syndromes, preexist-
ing psychiatric syndromes, or behavioral issues.
In this chapter, the physiological etiology of de-

creased or insufficient nutritional intake, the psy-
chological mechanisms of cancer anorexia, and
various currently used pharmacological, behav-
ioral, and educational interventions are dis-
cussed. Other biologic aspects of negative energy
balance, increased nutritional expenditure, and
altered metabolism are summarized in other ex-
cellent review articles.1

GENERAL PATHOPHYSIOLOGY OF
CANCER CACHEXIA/ANOREXIA

Cancer cachexia can be prevalent in patients with
advanced or late-stage disease. Its main clinical
manifestation, besides weight loss, is anorexia.
Cachexia in cancer patients and in the animal
models is common, complex, and, unfortunately,
not well understood. Anorexia, reduction in
caloric intake, and subsequent weight loss have a
wide range of central and peripheral causes.5'6 As
Bernstein7 states, the dilemma is that "the tumor-
bearing organism fails to increased food intake
(and more frequently decreases food intake) in
the face of increased energy requirements im-
posed by tumor growth." In a simplistic model,
cachexia in cancer patients, irrespective of the
stage of their cancer treatment, may be the in-
ability to maintain spontaneous food intake in or-
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der to keep up with necessary nutritional re-
quirements. Peripheral causes of anorexia and
subsequent cachexia include alterations in sensa-
tions of taste and smell, mechanical deficits sec-
ondary to surgery, altered physiology caused by
surgery, radiation, and chemotherapy, and pri-
mary metabolic effects of tumor growth (ineffi-
cient or increased utilization of energy sources).
The central nervous system regulatory mecha-
nisms of normal food intake, appetite, and can-
cer anorexia are discussed later in this chapter.

Anatomically, it is well known from normal an-
imal studies that "lesions" in or "ablation" of the
lateral nucleus of the hypothalamus abolishes ap-
petite and causes anorexia, whereas lesions in the
ventromedial nucleus result in hyperphagia and
weight gain. Unfortunately, lesion-ablation stud-
ies in tumor-bearing animals have revealed no di-
rect and/or simple relationship between anorexia
and food intake and the hypothalamic region.7

Researchers have also implicated the role of
nonadrenergic, dopaminergic, serotonergic, and
endorphinergic neurotransmitters in control and
modulation of food intake. Elevations in trypto-
phan and 5-hydroxyindoleacetic acid (5-HI A A,
a serotonin metabolite) and depletion of endor-
phin have been implicated in causing anorexia in
tumor-bearing rats.8'9 Bernstein7 added that "the
actual role of these transmitters in normal food
intake regulation is as yet poorly understood and
their role as mediators in cancer anorexia awaits
further research."

Cancer-related cachexia may be explained by
accelerated losses in skeletal protein. Some in-
vestigators feel that the rate of protein loss is
greater in fed tumor-bearing animals than in fed
control animals10 and suggest that there is a "tu-
mor-induced" acceleration of skeletal protecin
loss independent of food intake. More recently,
cachectin or tumor necrosis factor (TNF), a pro-
tein secreted by macrophages (which is dissemi-
nated via the circulation to interact with recep-
tors on various end organs), has been implicated
as an important central mediator in inducing
toxic shock and wasting (cachexia) in animal
models.11"13 Cachectin produces a picture of
weight loss, poor food intake, and apathy, as well
as fever in animals. Elucidation of this important
protein's mode of action may enhance our un-
derstanding of this problem in cancer.

Recently, several other factors have been sug-
gested as mediators of cachexia associated with

cancer. These include (1) other cytokines that
alter the patient's metabolism indirectly, such as
tumor necroses factors-alpha, gamma interferon,
leukemia inhibitory factor, and interleukin-6,
and (2) hormone-like compounds that result in
a direct catabolism of host tissue, such as LMF or
lipid mobilizing factor, which causes breakdown
of adipose tissue.14 The cytokines have several
overlapping functions and activities, and the con-
tribution of each one to cachexia in cancer pa-
tients still is uncertain.15 Future physiological re-
search will be important, particularly in sorting
out causality of cachexia in both the newly diag-
nosed and the late-stage patient.

PHYSIOLOGICAL CAUSES OF

ANOREXIA SECONDARY TO

CANCER AND ITS TREATMENT

The anorexia and subsequent cachexia syndrome
in patients with oncological disease has physio-
logical and psychological causes. Table 10.1 in-
cludes a comprehensive list of the physiological
(i.e., disease- and treatment-related) causes of
cancer anorexia. The psychological aspects of
cancer anorexia (e.g., depression, psychological
distress, and behavioral paradigms such as learned
food aversions) are discussed (for a concise back-
ground on the physiological causes of cancer
anorexia, see review articles by Holland et al.,16

Ohnuma and Holland,17 Shils,18 and Burish et
al.19

DISEASE-RELATED ANOREXIA

Anorexia and secondary weight loss can occur ei-
ther early or late in the course of certain gas-
trointestinal (GI) cancers, such as those of the
stomach, colon, rectum, and pancreas, and in
some cases can be the sole presenting symptom
in early gastrointestinal disease. However, they
may herald a late diagnosis of earlier quiescent
disease. Occasionally, these symptoms are misin-
terpreted as depressive symptomatology, and the
patient can mistakenly be referred to a psychia-
trist. Metabolic abnormalities such as fever, ane-
mia, uremia, hepatic dysfunction, protein-losing
enteropathy, and other malabsorption difficulties
can all produce transient anorexia in a patient at
various stages of a malignant illness. These ab-
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normalities may disrupt the feeding-satiety cen- of illness. Loss of appetite can be caused by
ter of the hypothalamus, producing decreased surgery, radiation, and/or chemotherapy (Table
hunger or early satiety. A growing area of inter- 10.1). Many of the chemotherapeutic drugs along
est concerning nutritional problems in lung can- or in combination with radiation may produce
cer is the secretion of ectopic hormones, kinins, anorexia secondary to their effects on the hypo-
and various polypeptides. Such agents may affect thalamus or by their emetic potential,
peripheral or central systems to produce de- The effects of ablative surgery for cancer treat-
creased appetite. Pain, discomfort, and GI ob- ment on taste and nutrition can often be pro-
struction and poor management of palliative care found, complicating the later chemotherapy- and
can lead to transient but profound anorexia in radiation-induced anorexia. Ablative radical
the later stages of disease. head and neck surgery can result in loss of nor-

mal oral architecture and/or decreased function
(masticating and swallowing). The taste of food

TREATMENT-RELATED and the pleasure of eating can be altered by ex-
CANCER ANOREXIA tensive and repetitive upper-GI surgery. Such

surgery may require prolonged feedings via a na-
Cancer anorexia can be a pervasive symptom sec- sogastric tube. Such indwelling tubes can produce
ondary to a patient's cancer treatment and stage throat irritation and psychological trauma that

Table 10.1 Early and Late Physiological Causes of Eating Disorders in Cancer Patients

Disease Related

• Early symptoms of pancreatic or gastrointestinal cancer
• Ectopic hormone production by tumors (lung)
• Fever
• Protein-losing enteropathy (gastric cancer)
• Tumor obstruction by advancing disease
• Chronic illness, anemia
• Cancer cachexia syndrome
• Metabolic changes (uremia and hepatic dysfunction)
• Pain or discomfort

Treatment Related

• Surgery
Oropharyngeal resection: loss of dentition; chewing and swallowing difficulties
Esophagectomy and reconstruction: gastric acid secondary to vagotomy, fibrosis
Gastrectomy: gastric acid, malabsorption, "dumping" syndrome
Pancreatectomy: diabetes, malabsorption
Bowel resection: malabsorption, diarrhea secondary to bile salt loss, malnutrition
lleostomy or colostomy: fluid electrolyte imbalance

• Drug related
Chemotherapeutic agents: fluid and electrolyte imbalance secondary to nausea and vomiting, stomatitis of

alimentary canal, abdominal pain, constipation, intestinal ulceration, diarrhea, neuropathy, central nervous
system complications

Pain medication: somnolence, constipation
Antifungal and antibacterial agents

• Radiation therapy
Oropharyngeal area: decreased smell and taste, stomatitis
Neck and mediastinal area: dysphagia, esophagitis, esophageal fibrosis/stenosis, fistulas
Abdomen and pelvic area: nausea, vomiting, diarrhea, malabsorption, stenosis, fistulas

• Other
Graft-versus-host disease (bone marrow transplantation): diarrhea, electrolyte imbalance, malabsorption

Source: Adapted from Lesko L, "Anorexia," In: Holland JC, Rowland, JH, eds, Handbook of Psychooncology. Psychological Care of the Patient with
Cancer, New York: Oxford University Press, 1989:434-443.
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interfere with appetite and the quality and sen-
sation of taste and food intake. Gastrectomy and
bowel resection can result in malabsorption and
weight loss. Temporary or permanent colostomy
in a small number of patients produces psycho-
logical trauma centered around food intake and
excretion. Secondary anorexia and decreased oral
intake can develop. Pancreatic resection and re-
sultant loss of endocrine function can produce al-
terations in insulin control and subsequent nau-
sea and decreased appetite.

Radiation therapy can cause transient and per-
manent sequelae that interfere with taste and oral
consumption of nutrients. Radiation-induced
anorexia often depends on the targeted area of
such treatment, the amount of radiation, and the
length of radiation treatments. Immediate effects
of radiation treatment can often produce stoma-
titis of the oral areas, mucositis pharyngitis,
esophagitis, nausea and/or vomiting, and diar-
rhea. Permanent and often more serious sequelae
affecting appetite can develop. These involve a
decreased sense of or change in taste,20 change
in saliva production, dysphagia secondary to
esophageal fibrosis, and lower-GI obstruction sec-
ondary to stenosis or fistualization. Any time the
oral canal, the senses involved in eating (i.e.,
smell and taste), or the secondary organ systems
(i.e., saliva production) are affected by treatment,
the experience of food intake is limited, and
anorexia may develop.

Nausea, vomiting, decreased oral intake, fluid
and electrolyte imbalance, and subsequent
anorexia can be produced by almost all chemo-
therapeutic agents (e.g., cyclophosphamide [Cy-
toxan], nitrogen mustards, and cisplatin). Only a
few agents, such as the alkylating agents (vin-
cristine) and corticosteroids, are not associated
with nausea, vomiting, and subsequent anorexia.
Chemotherapy agents such as vincristine can,
however, produce constipation and ileus, result-
ing in pain, discomfort, and subsequent anorexia.
Stomatitis with oral ulcerations, glossitis, pharyn-
gitis, and esophagitis are extremely common with
methotrexate, fluorouracil, and high-dose dox-
orubicin (Adriamycin). Due to the rapid turnover
of epithelial cells of the mucosal layer of the ali-
mentary canal, the GI tract is extremely vulnera-
ble to side effects of these agents, resulting in ul-
cerations, pain, and anorexia. Drugs other than
chemotherapy agents (e.g., antibiotics and anti-
fungal and pain medications) can produce tran-

sient anorexic syndromes. Analgesics may produce
central nervous system somnolence, resulting in
missed meals and poor nutrition.

A very serious long-term consequence of high-
dose chemotherapy, radiation, and bone marrow
transplantation is graft-versus-host disease (GVHD).
Despite matching of donor and recipient at the
major histocompatible antigen sites and adequate
postgraft immunosuppression, 70% of patients
can develop a GVHD syndrome.21 Principal tar-
get organs of this syndrome include the skin, the
GI tract, and the liver. Gastrointestinal dysfunc-
tion, usually manifest after the typical skin rash,
is characterized by diarrhea, abdominal pain,
ileus, anorexia, weight loss, malabsorption, and
failure to thrive. Newer treatments of donor bone
marrow with lectins and monoclonal antibodies
can in most cases do away with GVHD and its
sequelae.

PSYCHOLOGICAL ASPECTS
OF CANCER ANOREXIA

Even though anorexia is one of the most com-
mon symptoms of malignancy, it is the most dif-
ficult to treat because of its multiple etiologies.
We often overlook the psychological causes and
dynamics of anorexia in our haste to intervene
(Table 10.2). In this section, loss of appetite is
discussed in the context of psychiatric syndromes,
learned food aversions, and behavioral issues.
Case examples are included to illustrate the of-
ten complex nature of anorexia.

Psychiatric Causes of Appetite Loss

Often anorexia in patients with late-stage malig-
nancies is seen in the context of an anxiety syn-
drome. We mistakenly make light of the com-
plaint "I just don't feel like eating" and chalk it
up to side effects of treatment or disease. It is well
known in the psychiatric literature that patients
without medical illness but with symptoms of
anxiety or depression can experience a decreased
interest in appetite and food intake. During the
later stages of cancer, appetite can be exquisitely
sensitive to anxiety. On learning that their can-
cer treatment may change or that treatment must
change to take on a palliative nature, many pa-
tients note that, along with signs of distress such
as insomnia and poor concentration, they lose
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Table 10.2 Psychological Causes of Eating
Disorders in Cancer Patients During Palliative Care

Anxiety

Psychological fears related to meaning of weight loss,
assumed to be associated with tumor progression

Concerns about inability to eat
Issues about loss of normal appetite

Depression

Loss of appetite
Weight loss
Dysphoria
Hopelessness, helplessness
Withdrawal

Delirium

Altered mental status secondary to disease and its
treatment

Psychiatric Disorders

Affective disorders (e.g., depression)
Anorexia nervosa
Personality disorders
Schizophrenic disorders
Paranoia (suspiciousness of poisoning and refusal to

eat)

Food Aversions

Specific food aversions (e.g., decreased protein
tolerance, increased glucose tolerance)

Learned food aversions

Behavioral

Anticipatory nausea and vomiting

Source: Adapted from Lesko L, "Anorexia," in: Holland JC, Rowland,
JH, eds, Handbook of Psychooncology: Psychological Care of the Patient
with Cancer, New York: Oxford University Press, 1989:434—443.

their appetite. The loss of a few pounds is enough
to frighten such patients even more; their first as-
sumption is that the now fulminent cancer is
causing the weight loss. Reassurance about the
emotional turmoil they are feeling may have an
impact on appetite and is often enough to reduce
the anxiety and encourage a return to whatever
the patient's normal food intake was. Occasion-
ally, benzodiazepines are necessary to control lev-
els of anxiety. The fear of relapse and recurrence
is greatest immediately after the end of treatment,
but it does not ever fully disappear. Concerned

and anxious family members, alarmed by signs of
poor eating, may attempt to force food on cancer
patients, making eating the source of family con-
flict. In some individuals, the fear of weight loss
and its potential significance as a sign of tumor
progression leads to compulsive overeating. Al-
though less common, this is of equal concern.
Forced eating in the absence of hunger, as a com-
pulsive habit, can result in obesity and appears
most often in women with breast cancer who are
undergoing chemotherapy. The following case
example illustrates the alarm that can be gener-
ated in patients and their families when eating
difficulties and weight loss complicate surgery for
a cancer of the gastrointestinal tract.

Case Example

Mrs. P, a 55-year-old grandmother, had a gastrec-
tomy for a late-stage gastric carcinoma. She was pre-
viously anxious and had a history of several pho-
bias. Her postoperative course was complicated by
anxiety attacks, chronic fears, and difficulty in eat-
ing and maintaining weight. Mrs. P and her family
were convinced that the problems with eating were
due to the immediate recurrence of cancer and un-
successful surgery. A psychiatric consultation was
requested to help her deal with anxiety; however,
it soon became clear that some of her difficulty in
eating was related to uncontrolled anxiety. Inter-
vention included psychotherapy, medication (an-
tianxiety drugs), and repeated visits to the surgeon
to reassure Mrs. P and her daughter that the symp-
toms were not currently physical in origin but rather
an exacerbation of a previous psychiatric condition.
Regular periodic visits were suggested to monitor
the anxiety and its relationship to future stages of
advanced disease.

Anorexia can be a cardinal symptom of de-
pression, but it is also a major symptom of ad-
vanced cancer. It is in the advanced states where
both are more common and the differential di-
agnosis between major depression and a physical
origin of anorexia becomes a difficult problem.
Anorexia may be a consequence of the medical
situation that results in secondary depression and
further inability to eat, or depression may be the
prime contributor. Patients may begin to feel help-
less in the face of continuing anorexia and weight
loss, leading to despair and hopelessness. Such
painful emotional states require intervention. It is
important to make an accurate assessment of pos-
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sible physical and psychological contributors to
anorexia. Treatment of the psychological compo-
nent includes counseling and pharmacological in-
terventions aimed directly at appetite and at de-
pressive symptoms. Often a therapeutic trial of an
antidepressant medication is worth attempting,
even when a diagnosis of major depression is not
firm. The following case example illustrates how
major psychiatric and intra-abdominal pathology
can interact.

Case Example

Ms. C, a 60-year-old widow with pancreatic can-
cer, was treated with chemotherapy but experi-
enced profound anorexia, weight loss, and abdom-
inal pain. Subsequently, she developed severe
depression and withdrawal, which her psychiatrist
felt were due to a combination of functional (an-
ticipatory mourning) and organic (pain medica-
tion) factors. She wished to be treated at her daugh-
ter's home and was kept comfortable by family and
home-care nursing. Her treatment regime included
analgesics, antidepressants (those with minimal se-
dating effects), and low-dose amphetamines. Fre-
quent psychotherapeutic home visits with other
children and grandchildren during the 3 months in
which the disease progressed were useful in symp-
tom control of depression, anorexia, and overall
family anxiety.

Preexisting psychiatric disorders in individu-
als who develop late-stage cancer can complicate
patient care and contribute to anorexia. In par-
ticular, affective and schizophrenic syndromes,
personality disorders, and anorexia nervosa can
result in altered intake and weight loss. Patients
with such disorders present very complicated
treatment issues. Anorexia nervosa, common
among young women, has constituted a particu-
larly difficult problem in anorexic individual who
are later treated with extensive chemotherapy
(with its concomitant nausea and vomiting).
Weight loss, unusual difficulty with taste, and re-
lentless preoccupation with food may be unre-
lated to the physical illness but evidence of a con-
current and complicating psychiatric disorder, as
the following case examples illustrates.

Case Example

Ms. G was diagnosed at age 19 as having acute
leukemia. The sixth of seven children, she had

come to the United States with her parents from
Sicily. Her leukemia treatment was uneventful un-
til, during a second relapse, she began to "fake" tak-
ing drugs at home to avoid the nausea and vomit-
ing, even injecting saline to fool her family. After
the second relapse, she was hospitalized for an al-
logenic bone marrow transplantation. Her hospital
course was complicated by a longer-than normal
weaning period from total parenteral nutrition and
disinterest in follow-up. She had developed mild
chronic graft-vs-host disease posttransplant. Over 3
years, she had anorexia, difficulty swallowing, and
an inability to take food except iced tea, and did
not take oral medications regularly at home.

Ms. G was evaluated by several psychiatrists,
who felt she had had early symptoms of anorexia
nervosa (before leukemia), which were exacerbated
by the transplantation procedure. She was hospi-
talized for infections, dehydration, failure to thrive,
and weight loss. Her complaints of anorexia and
difficulty swallowing continued; finally she refused
to eat because it would "make me feel ugly." Her
family, who were immigrants and could barely speak
English, focused their attention on her cachexia,
interpreting the symptoms as due to leukemia. Ms.
G's noncompliance and passivity in the face of ef-
forts to maintain her oral intake necessitated place-
ment of a percutaneous feeding tube. She com-
plained of bloating, abdominal pain, and diarrhea.
Eventually she became immunologically compro-
mised and died of generalized sepsis and failure to
thrive.

Learned Food Aversions

Recently it has been suggested that appetite sup-
pression in some cancer patients may be due to
"learned food aversions."7'22"27 According to
Bernstein and colleagues,25 who used animal
models to study cancer anorexia, learned food
aversions develop as a result of the association of
certain foods with unpleasant internal symptoms
(i.e., nausea and vomiting). Most of the research
in this area has been in understanding food aver-
sions in young children undergoing active cancer
treatment. However, the findings have been ap-
plied to patients of all ages in late-stage disease.

This behavioral phenomenon of conditioned
or learned taste aversion is similar to classical
conditioning paradigms in which animals learn
to associate a conditioned stimulus (taste) with
an unconditioned response (symptom of the ill-
ness). In animal modes, (1) it is possible to in-
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troduce a delay of many hours between the con-
ditioned stimulus and the subsequent discomfort
(unconditioned response), and (2) the acquisi-
tion of such learning can occur rapidly, with only
one trial.

In an attempt to examine this response in hu-
mans, Bernstein22 examined learned food aver-
sions in children receiving chemotherapy for
cancer. These elegant studies are of particular im-
portance because this phenomenon had not been
previously demonstrated in humans. Children re-
ceiving chemotherapy (producing moderate to
severe nausea and vomiting) were randomized to
control or experimental groups. Patients in the
experimental group were offered a novel food
(maple toffee ice cream) shortly before their
scheduled chemotherapy treatment. Patients in
one control group received no novel food but
were occupied with a toy. Other control groups
consisted of patients receiving chemotherapy
with little emetic potency or patients receiving
no chemotherapy at all. All patients were tested
for food aversions to the ice cream at 1 to 4 weeks.
Patients exposed to the novel food stimulus were
three times more likely to develop a significant
food aversion than patients in the control groups
(P < .01). These studies were expanded to de-
termine whether patients receiving chemother-
apy regimens developed food aversions to com-
mon, preferred, or familiar foods. The researchers
concluded that food aversions are fairly specific
to food eaten before therapy that produces GI dis-
tress and that they may occur not only with novel
foods presented before chemotherapy but also
with regular foods in the patient's diet, which may
have been eaten up to several hours before treat-
ment. Other studies by Bernstein and col-
leagues24 in animal models have indicated that
learned food aversions can occur in animals that
are anorexic secondary to tumor growth. How-
ever, they demonstrated that it is possible to in-
creased caloric intake by presenting a novel diet.

In summary, both clinical and laboratory stud-
ies have indicated that learned food aversions in
cancer patients result from both treatment and
tumor growth and suggest an interesting but
causal role in the development of tumor anorexia.
Such a food aversion model has been used to test
various interventions for eliminating or reducing
these problems. In these studies (e.g., Broberg and
Bernstein),28 the only intervention that signifi-
cantly lowered the magnitude of drug-induced

food aversion was the presentation of a novel food
or diet on the days of treatment. These prelimi-
nary studies using animal models are useful in
identifying potential interventions that may be
effective in clinical practice.

Occasionally, eating itself may result in bio-
chemical changes and altered metabolism, which
in turn may precipitate a learned food aversion.
De Wys1 noted that patients with cancer produce
elevated levels of lactate, a metabolite known to
cause nausea if infused into control subjects. De
Wys suggested that for cancer patients, irrespec-
tive of the stage of their disease, eating even a
normal-size meal or a high-carbohydrate diet may
induce nausea, which then in turn becomes a
learned response.

The final case example presents the interplay be-
tween the psychological (anxiety and conflict
around weaning from total parenteral nutrition and
subsequent discharge), physiological (liver damage
and change in taste secondary to radiation and
chemotherapy), and behavioral (learned food aver-
sions) etiologies of anorexia. The psychological
intervention for this patient was multimodal and
included behavioral and pharmacological manage-
ment. The patient's liver dysfunction slowly re-
solved without any physiological treatment.

Cose Example

Mr. P, a 55-year-old man with acute leukemia, was
treated with a chemotherapy regimen of induction
and consolidation that resulted in acute but tran-
sient episodes of nausea, vomiting, anorexia, and
change in taste. He was then rapidly admitted to a
sterile room for an allogenic bone marrow trans-
plantation. Over 3 months he received hyperali-
mentation, which was necessary secondary to sto-
matitis. Weaning from parenteral nutrition was
stormy: Despite the absence of any physical prob-
lem, he had severe anorexia. However, after strug-
gles with his physician, who wanted him to eat more,
he was discharged with continued anorexia and nau-
sea. After weeks at home on a bland diet, Mr. P be-
came dehydrated and was started on parenteral nu-
trition. He subsequently relapsed and underwent a
second transplant. During a very stormy convales-
cent period, he became depressed and developed
nausea, first to solids and then to semisolids. Finally,
the smell of food or sight of his menu resulted in
anxiety and nausea. Antiemetics in adequate doses
produced side effects, and he was finally successfully
treated by desensitization and relaxation.
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CLINICAL MANAGEMENT OF
ANOREXIA AND EATING DISORDERS

Although cancer anorexia may for the most part
be physiological and metabolic in nature, psy-
chological interventions may be extremely useful
in its treatment. Current and promising inter-
ventions such as psychopharmacological agents
and psychoeducational-behavioral techniques are
highlighted in this discussion. The goals of sup-
portive nutritional interventions should include a
proactive nutritional assessment, early and ag-
gressive intervention that is cost-efficient, some-
what standardized, and supports nutritional status
of the late-stage cancer patient so that functional
status and quality of life are maintained.29

In caring for the patient with cancer-related
anorexia, a full assessment of the patient's stage of
cancer and its physiological causes of altered me-
tabolism, appetite change, and decreased food in-
take metabolism is required. The reassurance
gained by the patient from an understanding of the
cause of the anorexia is of the utmost importance.
Involving both the patient and family members is
critical. Weekly supportive sessions often begin
with a review of appetite changes and general
changes in medical/physical condition and discus-
sion of emotions and concerns about the illness.
Assessment and treatment of underlying anxiety or
depression or potential personal problems con-
tributing to anorexia must be part of each evalua-
tion. Referral for diet education or behavioral in-
terventions is always helpful and often critical for

patient management. Books and information on
high-caloric foods, how to serve tasteful meals, new
recipes, and other techniques for increasing food
intake, such as frequent meals, are useful.

Pharmacological Intervention

Several pharmacological agents are known to be
useful in promoting weight gain in patients with
oncological disease.16 They include antihista-
mines (cyproheptadine), steroids (dexametha-
sone and prednisone), amphetamine-like agents
(dexamphetamine and methylphenidate), anti-
depressants with anticholinergic effects (tricyclic
antidepressants), cannabinoids (tetrahydrocanna-
binols (A9-THC]), and progestational agents
(megestrol) (Table 10.3).

It is often difficult to separate out whether ap-
petite loss in cancer patients undergoing palliative
care is due to the tumor or cancer therapy or rep-
resents an early symptom of depression. As men-
tioned, above, appetite loss may be the first symp-
tom of depression in cancer patients. In particular,
elderly patients may exhibit only one or two of the
cardinal symptoms of depression, which include
weight loss, anorexia, and difficulty sleeping. Con-
sequently, a trial of an antidepressant (in low doses)
can be extremely helpful to patients in regaining
their appropriate food intake. Steroids can produce
a mild euphoria and an enhanced sense of well-be-
ing that initially improves appetite. Over time,
however, increased appetite can result in obesity
and severe problems in controlling weight.

Table 10.3 Possible Pharmacological Interventions in the Management of Cancer-Related Eating
Disorders

Pharmacological Drug
(Trade Name)

Cyproheptadine (Periactin)
Dexamethasone (Decadron); prednisone
Dextroamphetamine3 (Dexedrine)
Methylphenidate (Ritalin)3

Tricyclic antidepressants
Tetrahydrocannabinols [A9-THC]
Megestrol acetate (Megace)b

Hydrazine sulfate

Class

Antihistamine
Steroids
Amphetamine
Stimulant
Antidepressant
Cannabinoids
Progestional

aShould be taken in morning or early afternoon to prevent insomnia.

b800 mg/day may be the optimal daily dose (Loprinzi, 1994).

Source. Adapted in part from Lesko L, "Anorexia," in: Holland JC, Rowland, JH, eds, Handbook ofPsychoonc
tient with Cancer, New York: Oxford University Press, 1989:434-443.

Dose

4 mg po tid (tablet or elixir)
Variable
5-10 mgbid
2.5-5 mg bid
25-100 mg/day
15 mg/day po or inhalation
1 60-800 mg/day
60 mg po tid

ology: Psychological Care of the Pa-
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Megestrol acetate, used in breast cancer regi-
mens, may promote increased appetite and subse-
quent weight gain and may prove an important
pharmacological intervention for anorexia and
cachexia in terminal illness and acquired im-
munodeficiency syndrome (AIDS).30"33 Early
studies employing megestrol acetate have proven
successful. Cruz et al.34 studied approximately 200
women with advanced breast cancer, comparing
a standard regimen of 160 mg per day with one of
800 mg per day; weight gain was directly corre-
lated to the dose and length of megestrol acetate
treatment. Megestrol acetate, at a dose of 160 mg
per day, resulted in a 5-lb. weight gain in a sig-
nificant portion of cancer patients.31 In a large
randomized, double-blind, placebo-controlled
trial of megestrol acetate in patients with cancer-
associated anorexia and cachexia,30 patients re-
ceiving 800 mg per day of megestrol experienced
significant appetite stimulation and weight gain
(16% gained 15 Ib. or more) with little associated
toxicity. Tchekmedyian et al.35 have also studied
high-dose regimens of megestrol acetate (e.g., 480
to 1600 mg per day) and found that such a regi-
men could be helpful in cancer anorexia.

More recent studies have continued to demon-
strate the positive effect of megestrol acetate on
weight gain and appetite stimulation. In one study
of patients with external pelvic radiation, patients
taking 120 mg daily megestrol acetate or 30 mg
daily prenisolone for 21 days demonstrated im-
provement in body weight, appetite, performance
status, and sense of well-being. However, only ap-
petite improvement was statistically significant
(P = .024) in the megestrol patient group.36

Again, oral megestrol acetate at 320 mg daily
stimulated appetite and nonfluid weight gain in
24 patients with advanced bladder or colorectal
cancer.37 In a large, 342-patient study evaluating
four doses of megestrol acetate (160,480, 800, and
1280 mg daily), Loprinzi et al.38 elegantly demon-
strated a dose-response effect on appetite stimu-
lation (P = .02), with the optimal dose being 800
mg per day. The experience with doses of mege-
strol acetate in excess of 800 mg per day is lim-
ited, however, and care should be exercised with
any use of this drug above such a dose.39

Amphetamine and amphetamine-like agents
also stimulate appetite. Small doses of dextroam-
phetamine or methylphenidate in the morning
reduce the withdrawal and apathy experienced by
patients with advanced disease and also reduce

somnolence caused by analgesics. Excessive doses,
however, reduce appetite and if given toward
evening can inhibit sleep. Dizziness, somnolence,
depersonalization, and dysphoria can occur with
cannabinoids at doses sufficient to improve ap-
petite, which limits their usefulness.

Hydrazine sulfate, a drug originally studied in
cancer patients 70 years ago, is currently under
study as a potentially useful agent in the treat-
ment of cancer anorexia and cachexia. In a study
of 101 patients,40 83% maintained or increased
their weight on hydrazine sulfate 60 mg tid, com-
pared to 58% in the placebo group. In contrast,
in another randomized, placebo-controlled study
of 127 patients with advanced colorectal cancer,
there were no significant differences between the
groups for anorexia or weight loss.41

Delta-9 THC in one study proved to be an ef-
fective appetite stimulant in patients with ad-
vanced cancer from various malignancies when
efficacy, satisfaction, and acceptability were eval-
uated at 2 and 4 weeks. It appeared to be well
tolerated at low doses of 2.5 mg po tid taken 1
hour before meals.5'6

As mentioned earlier, cancer-related cachexia
associated with abnormalities of energy balance
and metabolism may be related to the macrophage-
reduced cytokine TNF. Several agents such as hy-
drazinesulfate, corticosteroids, and pentoxifylline
have been proported to diminish TNF produc-
tion in animals. Pentoxifylline, a derivative of
methyxanthine, has been reported to decrease
TNF mRNA levels in cancer patients and also
decreases replication of the AIDS virus. In one
randomized, double-blind, placebo-controlled
trial, 35 patients received 400 mg of pentoxi-
fylline tid with follow-up for 2 months. Pentoxi-
fylline did not cause any toxicity or side effects
but unfortunately did not spur improvement in
appetite or induce weight gain.42

In summary, despite small, positive pilot stud-
ies, large randomized trials with hydrazine sulfate,
cyroheptadine, and pentoxifylline have been un-
able to prove the efficacy of these agents in in-
ducing weight gain and appetite improvement.

Behavioral and Educational
Techniques

Quite often, simple behavioral and educational
techniques are overlooked by distraught patients
and their families. Some very basic behavioral
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techniques can be used by hospital staff and fam-
ilies to improve oral intake and possibly reverse
symptoms of appetite loss (Table 10.4). These
may not be available in every hospital but often
can be found in hospice and palliative-care treat-
ment centers. A dietary consultation can be help-
ful in educating patients and families on the nu-
tritional content of certain foods, especially those
high in calories and protein; the necessity for
small and frequent meals; novel ways of prepar-
ing favorite foods; and new recipes with tempt-
ing visual presentations. Often such a consulta-
tion is mandatory when a patient has undergone
head and neck surgery and required special
pureed foods or prosthetic devices. Patients re-
ceiving chemotherapy or radiation often avoid
strongly flavored foods like barbecued meats and
fish and may prefer canned fruits, cottage cheese,
and milk supplements. Stomatitis secondary to
radiation or chemotherapy and oral candidal in-
fections involve not only the oral mucosa but also
the esophagus, and patients with such conditions
may require pureed or liquid foods because of
pain.

Radiation and mucosal GVHD may change
the characteristics of the patient's saliva or de-
crease its volume, necessitating more liquid with
meals or saliva-like additives to moisten the oral
cavity. In these situations, saliva becomes thick
and difficult to cough up; patients do not toler-

Table 10.4 Psychoeducational-Supportive and
Behavioral Interventions in the Management of
Cancer-related Eating Disorder

Psychoeducational-Supportive

Supportive psychotherapy for psychiatric issues and
psychological fears related to weight loss

Advice about meals with caloric and protein content,
appetizing recipes, visually appealing presentations,
relaxing ambiance at mealtime, novel ways of
preparing favorite foods

Special consultation for medically related problems of
head and neck tumors (e.g., stomatitis, artificial feed-
ing, pain control)

Behavioral

Relaxation techniques to reduce anxiety and anticipa-
tory phenomena before meals

Techniques to reduce learned food aversions
Operant conditioning methods for weight gain

ate milk products that appear to aggravate this
problem. In addition, candidal infections treated
with oral medications (nystatin) often make food
taste undesirable. If anorexia and decreased
caloric intake become profound, nutritional con-
sultation may be necessary for artificial feeding
(either enteral through a nasogastric tube or feed-
ing gastrostomy or parenteral via a Hickman-
Broviac catheter).

The ambiance at meal time can be very im-
portant for improving caloric intake. Having a
family member share a meal with the hospitalized
patient, serving a favorite wine or beer, or using
candles and special table settings can add many
of the social aspects that physically well individ-
uals associate with a pleasant meal. If possible, a
gathering of two or three patients who can eat
communally creates an ambiance more con-
ducive to joyful and pleasurable eating.

A variety of more sophisticated behavioral
techniques have been applied to eating disorders
in cancer, especially among children. Because
anorexia may be accompanied by anxiety, worry
concerning food intake, and anticipatory anxiety
or nausea before a meal, the fear, anxiety, worry,
and anorexia may become behaviorally linked. In
such situations, several behavioral techniques,
such as relaxation or self-hypnosis, can lower anx-
iety and anticipatory phenomena around eating
and improve fluid and caloric intake. Conflicts
about eating often necessitate meetings with staff
and family members. Attention to situations that
create problems and are associated with refusal to
eat are important and should be recognized early
in the course of the illness. If anxiety is the cen-
ter of the problem, relaxation exercises before
meals in an effort to reduce the focus on eating
and diminish anticipatory distress symptoms, cou-
pled with use of anxiolytic medication, can im-
prove the anorexia. Sometimes patients complain
of nausea at the thought or sight of food, and re-
laxation with an antiemetic may be appropriate.
Symptoms may be experienced more in socially
embarrassing situations, such as in a restaurant,
in which the inability to eat or the onset of nau-
sea increases patients' self-consciousness and may
become a reason to remain at home and not eat
with others.

Contingency management, in which rewards
such as family visits, exercise, permission to
watch television, or tokens are dependent on
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weight gain or caloric intake, have been success-
ful in patients with primary anorexia nervosa.
There has been no research in the literature to
investigate whether this behavioral method can
be applied to cancer patients with anorexia. How-
ever, a few cancer patients may develop sec-
ondary anorexia nervosa indistinguishable from
that seen in the psychiatric population. The eti-
ology of this syndrome is unknown; one theory is
that anorexic-like features or characteristics that
have been dormant in some individuals are trig-
gered by the cancer diagnosis and its treatment.
An operant conditioning-based treatment may be
of help in such cases (W.H. Redd, personal com-
munications, 1992).

SUMMARY

Cancer anorexia, with its associated decreased
food intake and weight loss, is a common and pro-
foundly important symptom in late-stage malig-
nancy, and one that has at times a psychological
as well as a physical component. Most poorly un-
derstood is the anorexia-cachexia syndrome of
advanced disease. When physical in origin, it may
be caused directly or indirectly by the disease
process or treatment. Psychological causes often
reflect anxiety about cancer, its progression, de-
pression, anticipatory phenomena, and learned
food aversions. Preexisting psychiatric disorders,
especially anorexia nervosa or paranoid states,
can substantially complicate cancer treatment.
Recent research indicates that learned food aver-
sions may play a role in cancer anorexia and can
occur as a result of the pairing or association of
foods with tumor growth or with the side effects
of chemotherapy. The management of nutrition
in the oncological setting can be enhanced by the
use of various types of artificial feeding (i.e., par-
enteral or enteral administration) and by judi-
cious use of various pharmacological drugs that
control nausea and vomiting or stimulate ap-
petite. Regardless of the etiology of the psycho-
logical management of the problem is often help-
ful. Optimal management often involves the use
of a combination of modalities—psychothera-
peutic, behavioral, and/or pharmacological treat-
ment, supplemented by education, counseling,
and support. Many of these are available in pal-
liative-care treatment centers. Behavioral tech-

niques such as relaxation exercises are useful tools
to alter this response as well as to relieve the anx-
iety precipitated by patient concerns about
anorexia and weight loss. Environmental inter-
ventions and nutritional advice can also be of
considerable value in reversing the negative ef-
fects of this distressing symptom in cancer. Arti-
ficial feeding, used for poor intake,43 poses a spe-
cial set of psychological problems for patient and
family depending on whether it is accomplished
by tubes (enteral) or catheters (parenteral). Men-
tal health professionals can play an important
role in the management of the cancer anorexia/
cachexia syndrome, particularly if they have a
fundamental knowledge of the pathophysiology
of anorexia/cachexia, as well as familiarity with
the pharmacologic and nonpharmacologic inter-
ventions that can be effective.
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Psychiatric Aspects of Fatigue
in the Terminally III

Susan Abbey, M.D., FRCPC

F atigue complicates a variety of terminal ill-
nesses, compromises quality of life, produces

significant suffering, and in cancer and AIDS pa-
tients is associated with suicidal intent and wish
for early death.1'2 Yet it has received remarkably
little attention. Therapeutic nihilism has pre-
dominated. Psychiatric professionals have an im-
portant role with the fatigued terminally ill pa-
tient, given their medical background and their
expertise in a range of psychotherapeutic and psy-
chopharmacological interventions that may im-
prove fatigue or assist the patient in coping with
fatigue that cannot be treated. Familiarity with
medical causes of fatigue is important, given that
they are the predominant source of fatigue in
the terminally ill. The psychiatrist or psychiatric
nurse often sorts out medical and psychiatric con-
tributors to fatigue and frequently needs to en-
courage the medical team to optimize medical sta-
tus. Psychiatric factors are often inappropriately
invoked by exasperated physicians whose treat-
ments have failed.1

This chapter focuses primarily on fatigue in
patients with advanced cancer as a model for un-
derstanding the psychiatric dimensions of fatigue
and the potential role of mental health profes-
sionals in the management of fatigue in the pal-
liative setting. While fatigue in the terminally ill
has received the most attention to date in the

cancer literature, it is still remarkably underre-
searched. Fatigue is regularly associated with ter-
minal illness secondary to acquired immune de-
ficiency syndrome, end-stage respiratory diseases,
end-stage cardiac diseases, and neurological dis-
eases and yet has received little formal study.
While the mechanisms underlying the physical
causes of fatigue differ across these groups, they
share possible common psychiatric causes of fa-
tigue. The treatment of fatigue shares many sim-
ilarities across these disparate diagnoses. Given
the polysymptomatic nature of terminal illness, it
is important to improve treatable symptoms. Fa-
tigue is increasingly seen as one symptom that
can be improved in some patients.

DEFINING FATIGUE

Fatigue is a word with a wide range of different
meanings whose definition has bedeviled re-
searchers for the past 100 years.3 It is used to de-
scribe experiences such as tiredness, weariness,
lassitude, inertia, lethargy, exhaustion, weakness,
lack of energy, and lack of vitality. Unfortunately,
most studies of fatigue in the medically ill do not
specifically define their conceptualization or op-
erationalization of fatigue. Fatigue is used in the
cancer literature to refer to feelings of tiredness,
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weariness, weakness, exhaustion, and lack of en-
ergy.4 Fatigue is commonly distinguished from
somnolence. The boundary between fatigue and
weakness is more controversial. Most researchers
agree that fatigue is a multidimensional concept
that includes physical, cognitive, affective, and
motivational components and temporal descrip-
tors (i.e., acute versus chronic). The Fatigue
Coalition, in studying fatigue in cancer patients,
has described fatigue as a general feeling of de-
bilitating tiredness or loss of energy significant
enough to impact how patients go about their
daily routine.5 While there has long been the
hope of "objectively" measuring fatigue, clearly
the situation is analogous to pain, that is, fatigue
is experiential and defined by the patient. Self-
report measures designed to evaluate fatigue are
often not validated in palliative-care patients.
Cella6 notes the importance of measuring fatigue
in the context of other dimensions of quality of
life or well-being such as physical, functional,
emotional, and social well-being.

LIMITATIONS IN RESEARCHING
FATIGUE

While the largest limitation is that fatigue in ter-
minal illness has been vastly understudied, the lit-
erature that does exist is problematic. Richardson7

reviews limitations in the cancer literature re-
garding fatigue and finds that they are similar to
those for other terminal diseases: problems of sam-
ple size; lack of control groups; design and mea-
surement problems, including significant difficul-
ties in measuring and characterizing fatigue; the
paucity of well-validated, reliable questionnaires;
and lack of information about other aspects of in-
dividual's lives that would make it possible to ac-
curately assess the impact of the disease and other
etiological factors. Future studies of fatigue in pal-
liative-care patients need to operationalize their
definition of fatigue and to characterize it carefully.

THE ROLE OF PSYCHIATRIC
FACTORS IN FATIGUE

Fatigue is closely associated with psychological
and psychosocial morbidity in studies of healthy
community samples,8'9 in primary care,10 and in
a variety of medical illnesses.11 The mechanisms

by which psychological distress is transduced into
fatigue are complex and remain poorly under-
stood. The relationship between fatigue and med-
ical illnesses is complex and may be the result of
cause, effect, or covariate.11 Weisman,12 in his
classic monograph Coping with Cancer, empha-
sized that fatigue in the cancer patient is both a
symptom of and a cause for emotional distress.
Disentangling the relationship between fatigue
and psychiatric and psychosocial distress in an in-
dividual patient may be complex and may require
considerable experience and skill.

Psychiatric disorders most commonly associ-
ated with fatigue have psychophysiological con-
comitants, including fatigue, and are associated
with somatic amplification in which bodily symp-
toms or perceptions are experienced as intense,
noxious, or disturbing.13 Depressive disorders are
characterized by decreased energy, easy fatigabil-
ity, and sleep disturbances. Anxiety disorders such
as acute stress disorder and generalized anxiety dis-
order are associated with sleep disturbance and the
latter with easy fatigability. Panic attacks, with
their intense, episodic, and intensely somatic na-
ture, are often followed by fatigue. Substance
abuse must be considered in the psychiatric dif-
ferential diagnosis of fatigue. A small subset of fa-
tigued terminally ill patients may be abusing anal-
gesics, sedative-hypnotics, or marijuana to deal
with intolerable effects of disease or medications.
Terminally ill patients are particularly vulnerable
to depression, anxiety, and bodily preoccupation.

FATIGUE IN TERMINAL CANCER

Fatigue is the most commonly reported symptom
of cancer and cancer therapies14 and a major source
of distress for patients with advanced cancer. The
systematic study of fatigue and potential interven-
tions directed toward it have become a topic of
growing interest in clinical oncology, reflecting an
increasing awareness of the impact of fatigue on a
wide variety of life domains and an appreciation of
the unique distress that it causes patients.4'7'15"17.
According to Winningham et al., "Fatigue has im-
portant implications for cancer care. Patients dis-
continue treatment because of fatigue; doses of var-
ious forms of treatment are limited by fatigue;
patients attribute impairment in quality of life to
fatigue."17 The Fatigue Coalition was developed in
1996 to advocate for greater attention to fatigue in
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cancer patients and research into its management.5

Experts have emphasized the importance of both
prevalence and intervention studies related to fa-
tigue in advanced cancer.18

The Importance of Fatigue
in Cancer Patients

Patients' (n = 419), caregivers' (n = 200), and
oncologists' (n = 197) perceptions of cancer-re-
lated fatigue have been studied.5 Fatigue was re-
ported by 78% of patients who had undergone
chemotherapy or radiotherapy and were recruited
through a survey of 100,000 randomly selected
households. Fatigue was described in their patients
by 86% of caregivers. Fatigue was seen as more
adversely affecting daily life than cancer pain by
61% of cancer patients, and 12% reported that fa-
tigue made them want to die. The treatment of
fatigue was seen by 16% of patients to be as im-
portant as treating their cancer, and 41% felt its
treatment was more important than the treatment
of pain. Only 27% of patient reported that their
oncologists suggested a treatment for fatigue.

Epidemiology

Most studies have focused on earlier disease and
have documented rates of fatigue between 60%
and 90% during chemotherapy and between 31%
and 100% in the radiotherapy literature.17 Rates
vary with the type of tumor and treatment. Fatigue
persists following completion of treatment in many
chemotherapy and radiotherapy patients. One
large study of symptoms in advanced cancer pa-
tients found that easy fatigability was the second
most prevalent and second most severe problem
reported by 1,000 patients. It was clinically im-
portant in 48% of the total sample and in 77% of
those affected.19 Of patients reporting fatigue, ap-
proximately 56% described moderate severity,
with the remainder split equally between mild and
severe. Lack of energy was the most prevalent or
second most prevalent symptom in four tumor
types, ranging from 68% of ovarian cancer patients
to 80% of breast cancer patients.14

Etiological Mechanisms for
Fatigue in Advanced Cancer

Mechanisms postulated to explain fatigue in can-
cer patients can be broadly grouped by patho-

physiology to include direct effects of the tumor,
effects of treatment, outcome of other symptoms
of cancer (e.g., pain), and emotional distress. Ter-
minally ill cancer patients vary with respect to
which mechanism(s) are most responsible for
their symptomatology. Prudent health care pro-
fessionals must consider the relative contribu-
tions of each of these factors in a given patient.
A variety of theoretical models have been pro-
posed to integrate these diverse etiological mech-
anisms and to structure patient assessment.17

While a detailed discussion of nonpsychiatric fac-
tors is beyond the scope of this chapter, they are
summarized here to highlight their complexity.
Direct effects of tumor include a variety of
fatigue-producing metabolic and biochemical
changes. Cancer may be associated with alter-
ations in the Krebs cycle, increased futile cycle
pathways, and increased glucose uptake.20 Mus-
cle changes in cancer patients may contribute to
reduced capacity for physical exertion,20 al-
though it is unclear whether this is specific to
cancer or an epiphenomenon secondary to inac-
tivity, which produces muscle atrophy. Treat-
ments for cancer, including surgery, chemother-
apy, radiotherapy, and immune therapies, may
produce or exacerbate fatigue through a wide va-
riety of mechanisms.7'15 Chemotherapy and ra-
diotherapy result in cellular lysis and necrosis of
tumor mass, with the liberation of intracellular
products and metabolites. They have important
emotional side effects, including anxiety and
sleep disturbance, which may produce fatigue.
Anemia is associated with fatigue, although the
relationship is not consistent and may be most
relevant at extremely low levels of hemoglobin.
Studies of fatigue with biological response modi-
fiers (e.g., interferon, interleukin-2) were among
the first to demonstrate the role of cytokines in
the genesis of fatigue states. Fatigue and malaise
associated with their use is a key dose-limiting
side effect.17 Fatigue continues past treatment
cessation, although the mechanism remains
poorly understood. Cancer symptoms may pro-
duce fatigue. Gastrointestinal disturbances (e.g.,
vomiting, diarrhea) alter electrolyte and meta-
bolic parameters, inducing fatigue, pain, and ab-
normal muscle metabolism. Pain acts through a
variety of mechanisms, including interfering with
sleep and increasing emotional distress. Sleep dis-
ruption significantly contributes to fatigue, al-
though it has received little systematic study in
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cancer.21 23 Sleep disturbances were reported by
5% to 29% of advanced cancer patients19'24 and
were a clinically important problem for 68% of
those with sleep problems.19 Sleep problems may
be a symptom of the cancer, a side effect of treat-
ment, a sequelae of cancer symptoms such as pain
or nausea, or a reaction to the stress of having
cancer21 or to environmental disruptions related
to care.23 Multiple factors may contribute to sleep
disturbance, including perturbations in the im-
mune system, pain, gastrointestinal distress, dys-
pnea, fever, anxiety, and depression. Patients in
inpatient settings contend with environmental
conditions that impact on sleep. Cachexia and
weight loss are anecdotally implicated in the gen-
esis of fatigue and may act through impaired en-
ergy synthesis, alterations in muscle function, and
loss of muscle mass.17 Research is now focusing
on the role of altered cytokine metabolism in im-
paired energy metabolism and weight loss.20

Physical deconditioning related to periods in bed
of even as little as several weeks has been impli-
cated in fatigue. Psychosocial, psychological, and
psychiatric factors are important in the genesis of
fatigue in some patients. The relationship be-
tween depression and fatigue in cancer patients
is complicated, as there is the dilemma of sorting
out "which cancer patients are merely tired and
which are tired and depressed."25 In advanced
disease, higher levels of fatigue are reported by
depressed patients than nondepressed patients.26

FATIGUE IN AIDS

More than 50% of AIDS (CDC IV) patients have
problematic fatigue that interferes with daily
functioning,27 only one-third describe feeling
alert during the morning hours, and more than
one-third have significant sleep problems.27 Fa-
tigue in AIDS patients is related to both im-
munological and psychological factors. Organic
mental disorders and mood and anxiety disorders
are common in terminally ill AIDS patients.1'28

FATIGUE IN END-STAGE

HEART AND LUNG DISEASES

Little has been written about fatigue in end-stage
heart and lung diseases, although studies are now

under way. Physical factors appear paramount in
fatigue in both groups, but preliminary research
is suggesting that psychiatric disorders associated
with fatigue are relatively common and may con-
tribute to fatigue in some terminally ill patients.
End-stage lung disease is commonly accompanied
by depression29 and panic disorder.30

FATIGUE IN END-STAGE

NEUROLOGICAL DISEASE

Fatigue is a common and often profoundly debil-
itating symptom of end-stage neurological disease
that requires multidisciplinary approaches to
assessment and treatment.31 Studies in amy-
otrophic lateral sclerosis show that perceived fa-
tigue is a complex phenomenon including both
central and peripheral factors, although psychi-
atric distress has not been adequately evaluated.32

FATIGUE IN CARE PROVIDERS

No discussion of fatigue in palliative medicine is
complete without addressing caregiver fatigue.
Caregivers face significant psychosocial stresses,
including bearing the practical burden of assist-
ing patients with tasks they cannot do, providing
physical care, fulfilling their own social roles, and
at times dealing with added financial stresses.33"35

A minority of caregivers develop depressive or
anxiety disorders that warrant treatment. Holis-
tic care for the palliative-care patient includes at-
tention to the needs of caregivers, including help-
ing caregivers set priorities with respect to
competing demands on their time, optimizing
coping and stress management, encouraging rest
and relaxation, assisting in organizing respite
care, and reinforcing the importance of leisure ac-
tivities for the caregiver.

TREATMENT APPROACHES TO FATIGUE
IN THE PALLIATIVE PATIENT

Interventions for fatigue in terminally ill patients
have not been systematically studied. From a
practical standpoint, it is important to address
any factor that is potentially modifiable. Psychi-
atric professionals have an important role to play
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in assessing and managing fatigue from a biopsy-
chosocial perspective. Familiarity with medical
issues is required for optimal effectiveness, given
that they may need to encourage optimization of
medical interventions and educate patients and
families. Even small improvements in fatigue or
the ability to cope with it may be associated with
decreased suffering and improved quality of life.
Analogies that present fatigue as a depletion of a
"bank account" of energy may be helpful to both
patients and caregivers as they attempt to "in-
crease deposits" and "minimize withdrawals."

Optimizing Medical Status

The psychiatrist must ensure that a comprehen-
sive assessment, including physical examination
and laboratory investigations, has been done to
identify potentially remediable medical factors
that contribute to fatigue. Adequate hydration
and optimal electrolyte and metabolic balance
are important. Thyroid function should be as-
sessed. Anemia may be treated. Recombinant hu-
man erythropoietin is being used for the anemia
of advanced cancer, although clinically signifi-
cant effects may take 2 to 6 weeks.36 Red blood
cell transfusions may be improve quality of life in
the severely fatigued anemic patient.37 Dyspnea
should be treated aggressively, given its multiple
mediating effects on fatigue.38 The diagnosis of
hypoactive delirium may have been missed and
should initiate the search for reversible causes
and symptomatic treatment (see chapter 5).
Steroids have been prescribed to fatigued and
weak patients with transient improvement at
times but on balance do not seem helpful.1

Reviewing Medications and
Optimizing Analgesia

Each medication should be reviewed for its seda-
tive potential. Drug interactions that might in-
crease sedation should be considered. Analgesic
medications require particular attention in terms
of (1) their potential role in producing sedation
and fatigue, and (2) achieving optimal pain con-
trol, as inadequately treated pain is emotionally
distressing and fatiguing. Drowsiness and fatigue
are well-recognized complications of opioid ther-
apy. Optimizing the use of nonopioid analgesics
and adjuvant medications may reduce fatigue.39

Psychostimulants used to counteract opioid-in-
duced drowsiness and sedation include both dex-
troamphetamine40 and methylphenidate.41

Optimizing Nutritional Status

Nutritional strategies for ameliorating fatigue in
terminally ill patients are in development. Nu-
tritional assessment in terms of dietary intake is
important, as it is clear that the terminally ill pa-
tient may have difficulty taking in adequate calo-
ries and fluids. Commonsense advice includes
eating small amounts throughout the day in ad-
dition to conventional meals, sipping fluids to en-
sure adequate intake, and consuming foods that
are both high in calories and enjoyable to the pa-
tient. Recent data in healthy volunteers suggests
that n-3 polyunsaturated fatty acids (e.g., flax
seed oil, fish oil) may decrease cytokines such as
tumor necrosis factor alpha and interleukin 1 beta
and be helpful in increasing weight and appetite
and decreasing fatigue in patients with advanced
cancer.20 Compounds such as thalidomide and
megestrol acetate may stimulate appetite.20'42

Beginning Physical Reactivation
and Exercise

Physical reactivation in the terminally ill patient
may counteract the multiple effects of physical
deconditioning, including alterations in muscle
functioning, sleep-wake cycle, and social isola-
tion. However, it may be difficult to convince pa-
tients of the value of reactivation and physical
exercise, as it is counterintuitive to patients who
are advised to "rest up," "take it easy," and "look
after themselves". Exercise may be beneficial if it
can be physically tolerated. In women with less
advanced breast cancer, there is preliminary ev-
idence that it improves physiological and psy-
chological well-being and decreases symptoms
such as anorexia, asthenia, and cachexia.43 Stud-
ies in chronic congestive heart failure have
focused on nonhospitalized patients and have
demonstrated improvements in aerobic and ven-
tilatory capacity and fatigue with short-term ex-
ercise training using interval exercise methods.44

Exercise may reduce symptoms in patients with
end-stage lung disease.45 Exercise may be inte-
grated into daily life by beginning slowly, keep-
ing within what is tolerated, slowly increasing du-
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ration, setting a regular exercise time, and in-
volving a buddy or partner.

Introducing Energy Conservation
Techniques

Occupational therapists are very helpful in mod-
ifying the home to maximize conservation of pa-
tient energy (e.g., installing grab rails in the
shower, raising toilet seats, positioning chairs to
allow for a rest along long hallways or near stairs).
Motorized scooters may be helpful for some pa-
tients. Patient education materials outline a large
number of techniques and strategies for coping
with the challenges of dressing, meal preparation,
and housekeeping.46'47 Techniques, including
planning, prioritizing, and pacing, are designed to
conserve energy so that it can be spent on those
activities of most value to the patient. Regular
rest and relaxation periods are essential, should
be routinely scheduled into the day, and may be
added prior to periods of activity or visitors. Re-
laxation techniques may contribute to rest peri-
ods. Psychological factors may be obstacles to ef-
fectively incorporating rest into daily schedules,
and an exploration of patient's reluctance to
schedule rest periods may lead to discussions of
core beliefs related to the importance of activity
for self-worth, which in the context of terminal
illness are maladaptive and limiting. A diary may
be a useful tool in helping the patient, family, and
health care professionals to fully appreciate the
various dimensions of and the factors involved in
the patient's fatigue. An explicit discussion needs
to be held around help seeking. Many individu-
als are reluctant to ask family and friends for help.
At times, this reluctance reaches maladaptive
levels and requires intervention, such as explor-
ing the meaning of help seeking and reframing
help seeking as an adaptive strategy. Helping in-
dividuals to make lists of activities that they could
ask others to do and helping them decide whom
they could ask for help may be important. While
involving community agencies is important for
most terminally ill patients, it is essential for
those without adequate social supports and as a
respite for those with caregivers who have little
support. Prioritizing activities is a hallmark of en-
ergy conservation and yet often one of the most
difficult to do. Maladaptive core beliefs may in-
trude, and mental health professionals may help
in exploring beliefs and value systems and sort-

ing out what patients' priorities are at this point
in their life. Individuals can be encouraged to cul-
tivate interests that are less strenuous but
nonetheless rewarding. These may be easier or
shorter versions of highly valued activities or sub-
stitutes that maintain interest and offer pleasure
but require less physical exertion. For example,
an outdoorsman might find some pleasure in fish-
ing shows or reading about the outdoors. En-
couraging interests in reading, music, and videos
may be helpful. Assisting the patient in coping
with continuing decrements in function is im-
portant; for example, the avid reader may need
to make peace with shorter articles and eventu-
ally looking at pictures as his energy and con-
centration decrease.

Developing Strategies to Overcome
the Negative Effects of Fatigue

Many patients note problems with memory and
concentration related to their fatigue. Simple
techniques such as making notes, keeping lists,
and involving caregivers may be helpful. Relax-
ation techniques such as mindfulness meditation,
yoga, and visual imagery may be beneficial.

Treating Sleep Disturbances

Sleep disturbance contributes to fatigue and must
be addressed. Attention should first be directed
to remediable factors in the environment (e.g.,
timing of treatments, decreasing nocturnal awak-
enings for care) and the identification of specific
cause(s) of sleeplessness. The potential role of
medications in daytime sedation and rebound in-
somnia should be considered.21 Assessment for
and treatment of concomitant psychiatric disor-
ders, particularly major depression and delirium,
are essential. Management should then focus on
principles of sleep hygiene and move on to be-
havioral interventions and pharmacotherapy if
necessary. Sleep hygiene includes having regular
times for going to bed and getting up; limiting day-
time napping; relaxing before bed; decreasing
sources of stimulation in the evening hours (e.g.,
exercise, caffeine and alcohol consumption, smok-
ing); adjusting ambient temperature and humid-
ity; ensuring support and comfortable body posi-
tioning by using pillows or rolled blankets; getting
up from bed if unsuccessful in falling asleep. En-
suring adequate analgesia through the period of
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sleep is essential. Complementary therapies, in-
cluding aromatherapy, guided meditations and
imagery, and herbal treatments and teas may
help. Behavioral interventions of value include
progressive muscle relaxation training48 and re-
laxation and imagery techniques.49 Sedative-hyp-
notic medications may be indicated when sleep
problems are related to medication side effects or
other physical factors. The use of sedative-hyp-
notic medications requires an assessment of the
balance between risk (e.g., daytime sedation, im-
paired cognition) and benefit. The goal of phar-
macotherapy is a good night's sleep with minimal
daytime sedation or "hangover." The choice of
specific agent will depend on other medications
that the patient is taking and concern about side
effects or interactions with these drugs. The most
commonly prescribed sedative medications in the
medically ill include the cyclopyrrolones (e.g.,
zopiclone, zopilidem), benzodiazepines (e.g., lo-
razepam, clonazepam), and low doses of sedating
heterocyclic antidepressants (e.g., trazodone,
doxepin, amitriptyline). Dosing should start low
and be increased as needed. Caution must be em-
ployed, as sedative-hypnotics may impair cogni-
tion in the palliative-care patient, and arguments
have been made for discontinuing their use. In a
sample of 120 palliative-care cancer patients,
rapid discontinuation of hypnotics resulted in no
significant change in the intensity of insomnia
but an improvement in cognition 50

Identifying and Treating Psychiatric
Disorders and Reducing
Emotional Distress

Fatigued patients should be assessed for depres-
sive disorders, anxiety disorders, and delirium and
provided with aggressive treatment if indicated
(see chapters 2, 4, 5). Supportive attention to
emotional distress that does not meet diagnostic
criteria may assist the patient in coping better
with irreversible fatigue or decreasing fatigue that
has a psychosocial component. While psychoso-
cial, psychological, and psychiatric factors are
transduced through the central and autonomic
nervous systems, there unfortunately remains a
common perception that when such factors are
involved in fatigue, the fatigue is somehow less
"real" or disabling. This leads to difficulties in en-
gaging many patients in psychiatric treatment
they see as stigmatizing. Nonetheless, it is essen-

tial that psychiatric disorders and psychosocial
correlates of fatigue be identified, as they are com-
mon and often remediable.

Psychoeducation

Providing information about fatigue and the role
of physical and emotional factors in its origin and
perpetuation may encourage patients to accept
help. Even when fatigue is entirely based in phys-
ical factors, the psychiatrist's clear explanation of
these factors may do much to allay the patient's
and the family's anxiety and may decrease the suf-
fering associated with the fatigue. Education can
address faulty attributions made about fatigue and
distortions in understanding its prognostic impli-
cations. For example, a patient who is experi-
encing fatigue secondary to palliative chemother-
apy or radiotherapy may mistakenly interpret the
fatigue as evidence that they are near death.
Learning that fatigue in response to such treat-
ments is normative relieves emotional distress.

Social Interventions

Enhancing social support may be beneficial for
patients whose fatigue has resulted in significant
isolation.25 Community supports may be invalu-
able for both patients and caregivers. Encourag-
ing participation in support groups where feasi-
ble may be helpful. Telephone contact and the
Internet offer support for the housebound patient.

Relaxation Techniques

Professionals should be aware of and comfortable
instructing patients and caregivers in a variety of
relaxation techniques or refer them for such in-
struction. Commonly used techniques include
stretching,51 yoga,52 progressive muscle relax-
ation,53 the relaxation response,54 mindfulness
meditation,55 guided visual imagery,56 and self-
hypnosis.57 All of these techniques may diminish
anxiety, aid in sleep induction, improve the qual-
ity of rest periods, and decrease pain.

Psychotherapy

Psychotherapeutic interventions to reduce emo-
tional distress in terminally ill patients include a
wide range of modalities and techniques, as dis-
cussed later in this book (see chapters 12-16).
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There has been no systematic attention to the
use of psychotherapy in managing fatigue in the
terminally ill. A positive impact on fatigue has
been reported by investigators using tailored
counseling in patients with less advanced can-
cer,58"60 although these studies did not specifi-
cally select patients complaining of fatigue; other
studies have found no effect. Cognitive therapy
techniques related to energy conservation tech-
niques are described earlier. They may assist in
dealing with bodily preoccupation.61 Chapter 15
describes cognitive therapy in the palliative set-
ting in detail. A cognitive model has been used
with success in patients with end-stage pul-
monary disease.62'63

ance, and anorexiant effects.64 While ampheta-
mines suppress normal appetite, they tend to nor-
malize poor appetite.1'64 There is a case report of
methylphenidate's value in the management of
psychological distress and somatization in a ter-
minal cancer patient.65 Dextroamphetamine in-
creases energy and mood in depressed AIDS pa-
tients with debilitating low energy.66 In patients
who refuse pharmacotherapy, it is important to
explore the meaning of pharmacotherapy to the
patient. Patients who are already taking a num-
ber of drugs may be reluctant to add an additional
medication and may perceive pharmacotherapy
as evidence of loss of control, personal weakness,
or moral failure.

Pharmacotherapy

Patients with major depressive disorders, panic
disorder, and generalized anxiety disorder warrant
pharmacotherapy (see chapters 2, 4). The role of
pharmacotherapy in patients with fatigue who do
not have a psychiatric disorder is less clear. Many
clinicians give a trial of a psychostimulant to fa-
tigued patients. Psychostimulants act on the cen-
tral nervous system to produce wakefulness, alert-
ness, elevation of mood, and increased initiative
and motivation, and their use in the medically ill
has recently been reviewed.64 Although they
have been used primarily to treat major depres-
sion, adjustment disorders, and cognitive distur-
bance, clinically it appears that fatigue, apathy,
and "giving up" are the symptoms most respon-
sive to psychostimulants. Psychostimulants may
increase a patient's energy and break an estab-
lished cycle of hopelessness and inactivity.
Methylphenidate and dextroamphetamine are
the most commonly prescribed stimulants and are
relatively free of side effects. Discontinuation due
to treatment emergent side effects is typically less
than 10%.64 Pulse and blood pressure may be
checked prior to and 1 hour after the first dose to
monitor for sinus tachycardia or hypertension.
Debilitated patients may be started on low doses
(e.g., methylphenidate 2.5 mg or 5 mg at 8 A.M.,
dextroamphetamine 2.5 mg at 8 A.M.) and in-
creased until there is a response or side effects
emerge. Methylphenidate requires dosing at 8 A.M.
and noon, while dextroamphetamine requires
only a single 8 A.M. dose. Despite their efficacy,
there remain a number of barriers to their use, in-
cluding myths regarding addiction, abuse, toler-

FUTURE DIRECTIONS

We are beginning to shed the therapeutic ni-
hilism toward fatigue that has impeded research
to date. Recently, several new, brief, and well-
validated fatigue assessment tools appeared in
the literature, including the Brief Fatigue Inven-
tory,67 the Revised Piper Fatigue Scale,68 and the
Fatigue Severity Index.69 With better assessment
tools, newer, hopefully effective interventions for
fatigue can be tested in diverse palliative care
populations. When we also accept the seriousness
of fatigue in terms of its prevalence and its neg-
ative impact on quality of life in the terminally
ill, we are poised for significant developments in
the field akin to the explosion in knowledge
about cancer pain in the 1980s and 1990s. In the
interim, we have a number of strategies that can
benefit fatigued, terminally ill patients today.
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IT) sychological response to chronic or serious
JL medical disease is determined by a complex
interaction of factors related to the illness, the
individual, and the social milieu. Those who have
been previously well adjusted may experience un-
familiar and severe emotional distress in the wake
of serious or terminal illness. With children who
are ill, coping may be impaired by limitations in
their ability to comprehend the nature of the dis-
ease or the reasons for their suffering. For ado-
lescents and young adults who are struggling to
be independent, the inevitable loss of indepen-
dence or autonomy as a result of illness can be
particularly distressing. The terminally ill adoles-
cent, in particular, must accept the loss of innu-
merable unfulfilled possibilities. Those in their
middle years face disappointments in terms of an-
ticipated accomplishments. In the elderly, dis-
tress may be compounded when there is little sup-
port from peers, many of whom may also be frail
or ill. Serious or terminal illness highlights the
sense that life is finite and that there are not end-
less possibilities for achieving one's aspirations.
Indeed, awareness of a shortened life span is of-
ten an unspoken backdrop to all thoughts and
feelings that emerge after the illness is diagnosed.

AIDS deserves special consideration as one of
the more common causes of serious illness and
death in young adults. Indeed, most young adults

in urban centers have known someone who has
died of AIDS. Those in the gay community have
often witnessed the literal decimation of their
network of friends, confidants, and peers. The
multiple and progressive complications of AIDS,
the stigma and, in many cases, the elimination of
available support, add considerably to the burden
of this disease.

Signs of successful adaptation to a chronic or
serious disease include the maintenance of self-
esteem, the relative preservation of self-concept,
acceptance of the illness such that treatment rec-
ommendations can be followed, engagement in
occupational, family, and social activities to the
extent that physical ability permits, and the abil-
ity to experience feelings related to the illness
without persistent anxiety or depression.1 Initial
grief reactions and a subsequent mourning process
are common following the onset of a serious or
terminal illness. The term "grief refers to the ini-
tial response to the perception of loss. It may in-
clude feelings of shock, disbelief, emotional
numbness, and denial of the objective reality of
the illness. These symptoms resemble those ob-
served in posttraumatic stress disorder. The term
anticipatory grief has been used to describe the per-
ceived damage to one's life trajectory, hopes, and
aspirations following the onset or diagnosis of a
serious or terminal illness. After the immediate
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grief response, a broader range of feelings may
emerge. These are based on the personal mean-
ing of the illness experience. Feelings of sadness,
loss, defectiveness, isolation, and helplessness are
common at this stage. In addition, damage to an
individual's sense of identity and value may arise
due to bodily alterations related to the illness or
its treatment, loss of the ability to work or to en-
gage in pleasurable activities, and alterations in
family relationships.

There are marked individual differences in the
way in which illness-related feelings are experi-
enced, articulated, and understood. Such differ-
ences are influenced by the emotional awareness
and coping style of the individual, the number and
quality of available confidants, and sociocultural
attitudes regarding the expression of feelings. For
some, the working through of feelings related to
the illness is an important and necessary aspect of
adjustment. Others may place personal value on
stoicism or quiet suffering and/or may belong to
cultures or societies in which there are proscrip-
tions against overt expression of personal distress.

Although serious or terminal illness is most of-
ten a psychologically damaging experience, it
sometimes facilitates a process of psychological re-
organization and growth. This may include a re-
view of one's life history, with a renewed attempt
to find meaning in it. The imminence of death can
be a stimulus to engage in life with conviction,
pleasure, and growth and to accomplish and enjoy
what can be done in the time that remains. For
such individuals, the thought of dying actually en-
ables them to live more effectively in the present.
Active coping mechanisms in such cases help to
maintain physical activity and overcome or adjust
to the complications of the illness. For such indi-
viduals, the process of dying continues in the con-
text of a life lived. Unfortunately, for others, the
onslaught of disease results in demoralization, un-
resolved grief and mourning, and the premature
relinquishment of possibilities that might still be
available. In these individuals, the illness may trig-
ger passivity and intense feelings of disappoint-
ment, injury, or victimization. In contrast to many
textbook descriptions of death and dying, relief
may not occur until the late stages of the disease,
when neurological impairment or pharmacologi-
cal analgesia alters the level of consciousness. The
placid acceptance of illness and the calm review
of one's life accomplishments is a goal that many
terminally ill patients never achieve.

INDICATIONS FOR PSYCHOTHERAPY

The relationship with a primary medical care-
giver is potentially the most important psy-
chotherapeutic tool for many patients with seri-
ous illness.2'3 Patient groups and self-help and
other support groups may also be extremely help-
ful in providing information and support in re-
ducing feelings of ineffectiveness. However, the
detection of distress by medical caregivers is ex-
tremely variable.4 Those who notice depression
in their patients sometimes ignore it because they
consider it to be a "normal" or unavoidable re-
sponse to catastrophic illness rather than an in-
dication for assistance. This is unfortunate, be-
cause many patients are unwilling or unable to
communicate their distress unless invited to do
so by a caregiver. Other health-care providers are
so uncomfortable with emotional distress that
they refer patients directly to mental health pro-
fessionals before attempting to provide any sup-
port. A referral for a specific psychotherapeutic
intervention should take into account the sever-
ity of the patient's distress, the need for support,
the available support network, the patient's mo-
tivation for psychological assistance, and the ca-
pacity to learn new coping strategies and/or to
engage in a process that involves introspection
and the expression of feelings. Patients who are
referred for psychotherapy are most often those
with unexpected disability or distress, those with
persistent symptoms of anxiety, depression, or de-
moralization, or those who wish to understand
and communicate feelings that have been acti-
vated by the illness.

TYPES OF PSYCHOTHERAPY

Individual psychotherapeutic treatment for pa-
tients with terminal illness should be considered
together with other psychosocial approaches.
These may include social network interventions,
including family, friends, community agencies,
and treatment teams, and self-help groups. The
latter may be particularly valuable in diminish-
ing feelings of stigma and social isolation gener-
ated by the illness. The individual's cultural, eth-
nic, and religious support should also be routinely
considered in terms of the possibilities for ad-
junctive support and for the provision of mean-
ing for the suffering.
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The most common psychotherapeutic ap-
proaches in those with advanced disease are (1)
the promotion of active coping strategies to
maintain the level of functioning, and (2) assis-
tance with understanding, managing, and work-
ing through feelings related to the disease. These
approaches can often be successfully integrated
for optimal care.

Promotion of Active Coping Strategies

An individual's sense of competency and mastery
can be severely challenged by a chronic or ter-
minal illness, triggering feelings of helplessness,
ineffectiveness, and uncertainty. A number of ac-
tive therapeutic approaches can help patients to
regain a sense of mastery.5 Some cancer patients
prefer receiving all available information, while
others prefer to know less. Group therapy, par-
ticularly self help groups, may assist with practi-
cal concerns and information sharing and can re-
inforce active coping strategies. Sharing of the
experience of illness or treatment with others
who have been in similar circumstances can help
to combat the emotional isolation that may ac-
company illness.

Behavioral strategies, including relaxation,
biofeedback, guided imagery, and hypnosis, may be
helpful in pain management and in preventing de-
moralization and despair. Cognitive-behavioral
therapy directed toward identifying cognitive dis-
tortions related to the illness and replacing dys-
functional thoughts with more adaptive ones may
also diminish feelings of helplessness and promote
a sense of mastery. Education of families about the
medical condition can also be helpful if it is based
on the identified wishes and needs of the family.
These approaches may be used separately or in
combination with anxiolytic and analgesic med-
ication to reduce symptoms and to increase feel-
ings of control over the illness.

or by interested nursing or social work staff. It
may lessen the need for analgesic or psycho tropic
medication and may improve compliance with
medical treatment. With any seriously ill patient,
a consistent, reliable, and supportive relationship
with a medical practitioner is likely to be a key
factor in maintaining morale and a sense of well-
being. The primary physician's role is most im-
portant in this regard because his authority, ex-
pertise, and prior knowledge of the patient places
him in a special position of trust. The importance
of listening to the concerns of the seriously or ter-
minally ill patient may be underestimated by
physicians who feel pressured to act in response
to their patients' emotional distress by prescrib-
ing unnecessary medication, offering unsolicited
advice, or ordering investigations or treatments
that are not needed.

There is no clear boundary between support-
ive and expressive therapies. The goal of both ap-
proaches in the medically ill is to provide support
and assistance in adapting to and understanding
the illness. Supportive psychotherapy tends to be
more focused on symptomatic relief and main-
taining or restoring psychological equilibrium.
This is generally accomplished by providing an
empathic posture, a stable therapeutic relation-
ship, and a way for individuals to understand their
experience. Reassurance is helpful when it is
based on a specific understanding of the individ-
ual's needs. Premature or unrealistic reassurance
may be experienced as distancing or unsupport-
ive. Therapists who are knowledgeable about the
medical condition may be best able to provide
the patient with a cognitive framework to un-
derstand the illness and to distinguish trivial
symptoms from those that are serious or that re-
quire further medical interventions. This ap-
proach, which may include exploration of treat-
ment options, helps to diminish feelings of
helplessness, ineffectiveness, and despair.

Psychodynamic Therapy

Supportive Therapy

The usual goal of supportive psychotherapy is to
bolster established adaptive coping mechanisms,
to minimize maladaptive ones, and to decrease
adverse psychological reactions such as fear,
shame, and self-loathing. Such treatment can of-
ten be provided by the primary-care practitioner

Cose Example

A 47-year-old married woman developed a serious
neurological demylinating condition, accompanied
by a variety of symptoms, including an inability to
walk, loss of hearing, and a painful neuropathy in
her feet. She was subsequently referred for psychi-
atric consultation because of extreme health-
related anxiety, which persisted after her physical
symptoms remitted. Because of her underlying fears
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about the recurrence of her medical condition, cur-
rent minor medical symptoms generated profound
health-related anxiety, which, in a circular fashion,
amplified her pain. Clarifying and explaining the
origin of her symptoms and helping her distinguish
the symptoms of irritable bowel syndrome and mus-
cular tension from those of her neurological disease
provided enormous relief. This clarification and
cognitive restructuring, together with the support
of a therapeutic relationship, allowed the patient to
resume many of her former activities and to be rel-
atively free of anxiety.

Insight-Oriented Psychotherapy

Insight-oriented psychotherapy is intended to
promote self-understanding and the development
of new means to cope with a broad range of emo-
tional experience. It should be conducted by
specifically trained mental health professionals
and is appropriate for only a minority of medical
patients. It is most suitable for those with signif-
icant psychological distress or interpersonal diffi-
culties who are motivated to explore their feel-
ings. The ability to form an alliance with a
therapist is critical to this treatment. Expressive
psychotherapy can be especially helpful to pa-
tients who fear that discussing their feelings with
family members or others in their support net-
work would alienate, antagonize, or overwhelm
them.

There are a number of contraindications for
expressive psychotherapy in the medically ill.1

These include medical conditions in which emo-
tional arousal may be medically hazardous, e.g.,
recent myocardial infarction; medical crises or
other stresses that have already overloaded the
patient's capacity to tolerate anxiety or further
emotional disruption; and organic brain syn-
dromes, due to cardiovascular, neurological,
metabolic, or other disorders. Cognitive impair-
ment may limit the patient's ability to make use
of verbally based treatments, and associated emo-
tional lability can increase the tendency of the
patient to experience distress or disorganization
in response to emotional stimuli.

Interpersonal Therapy

Interpersonal Therapy (IPT) is an effective psy-
chotherapeutic treatment in which the focus is
on discrete, manageable psychological and inter-

personal issues. IPT is often suitable for patients
with serious medical illness because the resolu-
tion of conflicts or difficulties in important per-
sonal relationships is critical for many individu-
als in coming to terms with a serious illness or
the possibility of death. Current research with
HIV-seropositive patients6 and breast cancer
shows promise for the use of IPT. The availabil-
ity of a treatment and research manual7 is an ad-
ditional advantage of this method, which permits
standardized training and evaluation.

Cose Example

A 28-year-old single woman was referred for ther-
apy following mastectomy, radiation, and chemo-
therapy for breast cancer. She was profoundly de-
pressed and was convinced that her cancer would
return. She felt devastated by the physical changes
resulting from the treatment and mourned the loss
of her long, beautiful hair. She had had a number
of suitors previously and had twice been engaged
prior to her cancer diagnosis. Her most recent re-
lationship ended during her cancer treatment, and
she had not dated since. She struggled in therapy
to sustain a sense of identity, which included not
only being a cancer patient but other aspects of her
healthy self. She was able to grieve her losses and
to accept reasonable new role expectations. She be-
gan dating near the end of therapy and then could
foresee a life for herself that included marriage and
adopting children, plans that had always been im-
portant to her.

THE INITIATION OF TREATMENT

Most patients who seek or are referred for psy-
chotherapy want relief from distress. Once such
relief occurs, a wide range of other issues may
need to be addressed. These include fears of aban-
donment, threats to the sense of identify, feelings
of helplessness, and relationships with family,
friends, and caregivers. There may be pressing de-
cisions regarding treatment options or life sup-
ports that need to be explored. It is sometimes
necessary to explore whether a decision to refuse
further treatment represents a rational choice to
end unbearable suffering or is a manifestation of
clinical depression. In some cases, the fear of be-
ing burdensome to caregivers affects treatment
decisions. Therapists need to explore the range
of feelings and be prepared to accept patients' de-
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cisions, which may differ from their own personal
preferences or opinions. The psychotherapeutic
situation allows patients' feelings to be explored,
apart from the reactions or concerns of family or
caregivers.

Cose Example

A 3 5-year-old woman recently diagnosed with can-
cer accepted limited surgical resection but adamantly
refused recommended chemotherapy. An academic
herself, she was aware of the statistics regarding im-
proved survival with chemotherapy. Nevertheless,
she regarded the chemotherapeutic drugs as "poi-
son" that would kill her, and she persistently re-
fused even to consider them. The potential loss of
her hair following chemotherapy represented for
her an unbearable threat to her sense of femininity
and identity. At the same time, she expressed a des-
perate wish to live, both for herself and for her chil-
dren. Exploration of her feelings in psychotherapy
allowed her to consider the range of feelings that
she experienced in relation to acceptance or refusal
of this treatment option. She eventually became
more confident about being able to preserve her
sense of self, even with hair loss, and eventually de-
cided to accept chemotherapy. This final decision
was made with a sense of empowerment, although
the previous delay decreased her chances for a suc-
cessful outcome.

Some patients seek psychotherapy with an ac-
knowledged or unconscious wish to prolong life
or even to cure the illness through this treatment.
This can range from a realistic hope that life may
be extended by reducing emotional distress to un-
realistic beliefs that psychotherapy will cure the
illness. Some of these beliefs may have been re-
inforced by the recent attention in the media to
the role of psychological factors in illness. Al-
though there is some scientific evidence8'9 that
links psychological treatment with increased sur-
vival rates, improved quality of life is a more re-
alistic treatment goal. Grossly unrealistic expec-
tations should be addressed early in the therapy,
with care not to undermine patients' need for
hope.

A common dilemma for therapists is whether
and when to challenge or explore patients' denial
of illness. Such denial may be manifest in a de-
lay in initial help seeking or in the apparent lack
of awareness of the severity of the illness or of
the imminence of death. One patient who arrived

for a psychotherapy session had to be taken di-
rectly to the emergency department because of
obvious respiratory distress related to a metasta-
tic pleural effusion. The adaptive function of de-
nial must be respected, except when it interferes
with appropriate treatment or necessary personal
tasks, such as arranging a will or settling personal
financial matters. In some cases, the gradual as-
sumption of the many necessary tasks of dying
gradually allows patients to face the reality of
their situation.

Case Example

A 23-year-old man presented with symptoms of
anxiety and depression. He had been diagnosed
with AIDS and was recovering from a bout of pneu-
monia. The treatment sessions initially focused on
his anxiety about telling others about his illness.
This led to exploration of his feelings about his ho-
mosexuality and his fear that disclosure to his fam-
ily would lead to rejection by them. As a result of
the therapy, he was able to discuss the AIDS diag-
nosis with them and to initiate the painful but im-
portant process of saying goodbye. He had previ-
ously felt dominated by his parents and responded
to this feeling with rebelliousness and opposition-
ality. He was now able to be frank with them about
his illness and his homosexuality but ceded to their
wishes that others not be told he had AIDS. He
felt satisfied with this because he no longer wished
to maintain an oppositional stance with them. The
therapy began twice weekly in the therapist's office
and continued in the patient's hospital room and,
later still, in his home as he was dying. During this
period, he felt able to accept his condition, to fo-
cus on such tasks as arranging 24-hour home nurs-
ing care, and to maintain the quality of life to the
extent possible.

THE PROCESS OF TREATMENT

Although therapy with patients who are seriously
ill resembles that with other patients, there are
some important differences. When patients are
incapacitated, the treatment must sometimes
continue at a hospital bedside, by telephone, or
with briefer or less frequent visits. The length of
a treatment session may need to be adjusted ac-
cording to the stamina of the patient, with briefer
sessions arranged when patients are ill or fatigued.
Rescheduling of appointments is often necessary
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to coordinate sessions with medical treatments or
appointments. Fluctuations in the medical con-
dition may require a shift in the focus of treat-
ment. Emotional exploration generally requires
that the patient not be experiencing severe pain
or anxiety or be in the midst of a medical crisis.
At those times, the treatment usually shifts to
bolster short-term coping strategies and to main-
tain psychological equilibrium. Patients and ther-
apists must be prepared to allow the treatment to
proceed as circumstances permit or require.
Sometimes therapy must be conducted at the
bedside on a busy ward, with frequent interrup-
tions by hospital personal. Some patients request
that a significant other participates in the treat-
ment, while others request that another member
of the treatment team attend one or more ses-
sions.

Countertransference

Terminally ill patients may provoke a variety of
emotional responses and reactions, referred to
broadly as Countertransference, in the therapist.
Such responses include concern or overconcern
about the patient's dilemma, feelings of helpless-
ness and frustration at being unable to alter the
course of events, anxiety or even repulsion in re-
sponse to the patient's debilitation or disfigura-
tion, and a tendency to offer unrealistic reassur-
ance. Therapists need to explore their own
feelings about illness and mortality in order to
understand their patients' feelings more deeply
and to disentangle their feelings from those of
their patients.

A patient's condition may evoke illness-
related anxieties or irrational fears in the thera-
pist that need to be addressed. Some therapists
become overly directive in order to counterbal-
ance feelings of frustration and impotence evoked
by their patient's dilemma. Such approaches,
however well intended, may diminish the pa-
tient's sense of autonomy and self-sufficiency.
The overly solicitous therapist may also make it
difficult for a patient to express frustration and
anger. Alternatively, therapists may become de-
tached in order to avoid feeling overwhelmed.
Such detachment may be overt or may be evi-
dent in subtle objectification of patients who are
emaciated or disfigured. "Finding the person" in
the ill and physically wasted patient is critical to
preserve the patient's sense of humanity. Super-

vision or peer support is helpful for therapists who
have not previously worked with dying patients
or for those whose workload is predominantly fo-
cused on this population.

Collaboration with the
Primary-Care Physician

Psychotherapy with patients suffering from serious
medical illnesses usually benefits from communi-
cation among caregivers. Sometimes patients' ne-
gotiations with specialists and medical caregivers
become a primary focus of psychotherapy. This
may be the case with patients who react to their
illness or to caregivers in a way that antagonizes
caregivers or adversely affects their care. The ther-
apist must be prepared to listen empathically to
the patient's experience, while supporting the al-
liance with the treatment team. Some patients
tend to establish special relationships with some
caregivers while denigrating others, thereby creat-
ing tensions in the treatment team. The therapist
must try to maintain a balanced perspective but
also be prepared to act as an advocate or mediator
between the patient and other caregivers. The
benefits of collaboration and communication
among caregivers must always be weighed against
the patient's need and wish for confidentiality. De-
cisions regarding the boundaries of privacy must
be made on a case-by-case basis in consultation
with the patient. At the beginning of the treat-
ment, a review with the patient about what should
remain confidential can be useful. Even when
there is permission, therapists should avoid un-
necessary communications of personal information
about the patient to other caregivers.

Cose Example

A 29-year-old woman with a history of sexual abuse
and an unhappy early home life was referred for psy-
chiatric assessment and treatment after the diag-
nosis of ovarian cancer. She was mistrustful of those
in positions of authority but responded well to clear
and direct explanations and recommendations. He
anger when caregivers communicated incorrect or
inconsistent information and her tendency to be
suspicious caused the treatment team to be reject-
ing of her. The therapist played an important me-
diating role in helping the patient understand how
her reactions affected her caregivers and in helping
the treatment team develop a more sympathetic un-
derstanding of her. This approach was valuable to
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the patient, who came to appreciate the importance
for her of the relationships with the caregivers on
whom she depended so much.

Grief and Mourning

Grief and mourning are common responses to the
perceived losses associated with a serious medical
illness. These include the loss of a sense of well-
being, of bodily integrity, of future life possibili-
ties, and of the ability to work, engage in per-
sonal relationships, and experience pleasure.
Exploration of feelings related to these losses with
patients with advanced disease may allow the
process of mourning to proceed. In the initial
phase of treatment, the goal is to establish an at-
mosphere in which the patient can speak openly
about such difficult feelings. Gradually, the pa-
tient may come to trust that the therapist is able
to listen and to act as a witness to his experience.
This includes developing an understanding of the
patient prior to the onset of illness as well as the
patient's own unique response to illness. This lon-
gitudinal perspective helps to counteract the ten-
dency of some patients to lose the sense of their
prior identity and to think of themselves only in
terms of their illness.

Therapists who explore patients' feelings
about their illness must be prepared to help them
modulate the intensity of affective expression so
that it remains within a tolerable range. This may
include providing structure sufficient to prevent
the patient from feeling overwhelmed but that
permits greater depth and breadth of the patient's
experience to emerge. When there have been
multiple medical complications or a rapidly de-
teriorating course, patients may enter a state of
unresolved grief and mourning in which they may
feel too detached or numb to access feelings. In
some of these cases, psychotherapy facilitates res-
olution of the mourning process. In other cases,
however, such factors as the progression of the
illness and of medical complications, ongoing
psychological stress, or fluctuations in the pa-
tient's level of consciousness interfere with such
resolution.

nosis and successful treatment of Hodgkin's disease.
She had previously been an energetic and ambitious
individual who was successful in her career and who
tried to view herself and life events in positive terms.
Although she was able to suppress her emotions dur-
ing the diagnosis and treatment of her disease, pro-
found feelings of sadness and loss emerged after the
disease remitted. She then became clinically de-
pressed, with symptoms that met criteria for major
depression. Her vegetative symptoms responded to
antidepressant medication, but psychotherapy was
also needed to address profound and persistent feel-
ings of sadness and loss. She came to understand
how her need to "think positive" had limited her
ability to process her response to the illness and con-
tributed to her subsequent depression. Ongoing ex-
ploration of her feelings over the course of one year
allowed her to understand her response to the ill-
ness and to be able to tolerate a wider range of emo-
tions. It was anticipated that these changes would
not only allow her to resume her former activities
but protect her from becoming depressed in response
to further episodes of illness or other life stress.

The Sense of Mastery

Serious medical illness may be damaging to an
individual's sense of competence and mastery.
Disability caused by the illness and the greater
need to depend on others often evokes feelings
of helplessness. Although a new repertoire of be-
haviors and coping strategies is often needed,
such a change may further threaten an individ-
ual's sense of stability. A sense of competence and
mastery can be enhanced in several ways with
psychotherapeutic treatment. It may be facili-
tated when individuals learn to master moment-
to-moment waves of affective experience or de-
velop new coping strategies. These changes
should be distinguished from less adaptive re-
sponses, such as social withdrawal, which provide
only a veneer of self-sufficiency. For individuals
who regard the expression of emotions as a sign
of weakness, it can be empowering to reframe the
dilemma and to point to the courage required to
face and express feelings.

Cose Example

A 29-year-old woman who had been previously well
was referred for assessment because of symptoms of
depression that developed one year after the diag-

THE END OF THERAPY

Many patients with terminal illness die while still
in active treatment. Indeed, sessions that are pro-
ductive and engaging may occur very near to a
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patient's death. Therapy at such times may reflect
denial of an imminent reality or, alternatively,
may reflect living fully in the moment. Some
therapists recommend that treatment be struc-
tured to include time for therapist and patient to
say farewell. Such an approach ought to arise from
the patient's wishes and should be conducted
with the understanding that saying goodbye does
not signify that the therapist is "giving up." Some
therapists decide to attend memorial services or
funerals, but this must also be based on the ex-
pressed wishes of patients and their families.

laboration with caregivers. Further, there are a
variety of difficult countertransference feelings
that therapists who treat the medically ill often
need to address. Although the challenges for
therapists and patients are great when there is a
terminal illness, the rewards can also be signifi-
cant. Patients who suffer from dire illness may be
capable of dramatic insight or behavioral change
that improve their quality of life. Therapists have
an opportunity to participate in a process with
terminally ill patients that can be a rich and re-
warding experience.

SUMMARY

The potential value of psychotherapy is often un-
derestimated for medically ill patients, including
those who are terminally ill. Psychotherapy ma
help to provide relief from emotional distress, to
develop new coping strategies, to explore and
work through emotions related to the illness, and
to regain a sense of competence and mastery. Un-
resolved grief and mourning are common prob-
lems that may be responsive to treatment in this
population. Supportive psychotherapy can often
be provided by primary medical caregivers. Suit-
ability for insight-oriented psychotherapy must
be carefully assessed and should be conducted by
a trained mental health professional. Patients
with cognitive impairment, marked anxiety, or
severe physical distress may not benefit from such
an approach. The focus of dynamic therapy with
the terminally ill may be on the meaning of the
illness, the sense of loss, the disruption in per-
sonal relationships, or the damage to an individ-
ual's sense of competence and mastery. Psy-
chotherapy can enable terminally ill patients to
process feelings and to alleviate unresolved or
blocked states of grief and mourning.

A variety of technical modifications may be
necessary in the conduct of psychotherapy with
patients who suffer from serious medical illness.
These include modifications regarding the tim-
ing, circumstance, and depth of therapy and col-
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Existential Psychotherapy in Palliative Care

James L. Spira, Ph.D., M.P.H.

T? xistentialism can be thought of as the philo-
JH'Sophical study of the experience of living. It
includes recognizing and enhancing meaning,
purpose, and value in one's everyday life. Exis-
tential psychotherapy, then, has traditionally of-
fered both an evaluation and a reevaluation of
one's relationship to life, with the goal of help-
ing patients live more fully in each moment.

While commonly considered an approach for
those who are highly motivated and who have
the "luxury" of considering how to improve their
quality of life, existential psychotherapy is in fact
nowhere more appropriate than in helping peo-
ple facing a terminal illness. This is so because
such people are highly motivated, are confronted
daily with choices affecting their quality of life,
and have lives filled with challenges to meaning,
purpose, and values that have been built up over
a lifetime.

This chapter discusses the theoretical founda-
tions of existential group psychotherapy, the
process of facilitating this approach for persons
with advanced-stage illness, such as advanced
cancer, incurable cardiac illness, and AIDS, and
the benefits to the patient that might be expected
on the basis of research that has examined prin-
ciples found in existential psychotherapy. Specif-
ically, existential psychotherapy for patients with
advanced illness is intended to assist these per-

sons to better cope with diagnosis, adjust to liv-
ing with the illness, and live more fully in the
time they have left. Because existential psy-
chotherapy is more of an orientation than a tech-
nique per se, this chapter provides a framework
that can serve to guide any therapist who works
with this population, no matter what therapeu-
tic orientation is adopted.

RESEARCH

Briefly, existentialism is the study of living life to
its fullest. Almost all people have experienced
times in their lives when they were able to de-
rive maximum meaning, purpose, and value from
each moment of their day. The experience of love
and that of helping another person to live more
fully are two examples commonly associated with
this experience. At such times, people report that
they feel open and honest in relationship to
themselves, others, and the world and are able to
feel comfortable and focused in the moment. This
experience leads them to feel that they are living
as fully as possible, able to go to sleep knowing
that their lives are complete. The converse oc-
curs when a person feels isolated or hopeless or
is distracted by worries about the future, or when
one suppresses one's feelings and thoughts, or
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tries to be in complete control over uncontrol-
lable events and is unable to accept what is hap-
pening to them. These experiences have been
identified as contributing to disease incidence,
progression, and survival.

Only a few studies have been conducted uti-
lizing existential principles and methods. How-
ever, there is sufficient indication from the liter-
ature of the need for this approach to warrant its
widespread use. Such support comes from studies
that identify existential principles as contribut-
ing to health outcomes and interventions utiliz-
ing existential methods as associated with in-
creased psychological and physical health of
patients.

Not surprisingly, persons diagnosed with can-
cer undergo substantial changes in mood and psy-
chophysical functioning and in the existential as-
pects of their lives. The way that patients cope
with their illness influences their emotional state
and their ability to adjust to living with the ill-
ness.1'2 Moreover, it is also possible that psy-
chosocial factors may influence the course of the
disease itself.3 Specifically noteworthy is research
emphasizing the importance of social support in
survival rather than isolation,4*5 open expression
of affect rather than inhibition of expression6 or
uncontrolled hostility,7 honest expression of cog-
nitive concerns rather than denial/avoidance,8

and active coping rather than passive compli-
ance.9 In brief, avoidance of feelings, denial of
concerns, feelings of helplessness or passive com-
pliance with other's demands, and social isolation
are bound to result in poor quality of life, if not
increased risk of disease incidence, progression,
or mortality. On the other hand, open, honest
expression of affective and cognitive concerns to
another person in an effort to actively improve
one's condition clearly corresponds to higher
quality of life and also appear to be related to
one's physical health.10'11

Fortunately, all these psychosocial factors can
be improved through the existential group psy-
chotherapy format. Many descriptions of group
therapy for medically ill patients that have some
features of existential psychotherapy exist in the
literature.12"15 While they provide helpful de-
scriptions of group therapy formats, relatively few
of the reports have been grounded in prospective
randomized designs that attempt to demonstrate
specific benefits of specific interventional styles.

Although in-depth reviews of group intervention
studies can be found elsewhere,16"19 it is valuable
at least to note here that empirical studies of
group intervention with an existential orienta-
tion have illustrated the benefit of group therapy
for cancer, HIV, and cardiac patients.

Since the late 1970s, research has consistently
demonstrated the benefits of group therapy for
improving cancer patients' quality of life (such as
improving mood and coping skills, relieving psy-
chophysical distress, and improving physical
functioning). With one exception, all reported
studies of group therapy have been short term
(fewer than 12 meetings); for the most part they
follow a cognitive-behavioral format emphasizing
educational information, coping skills, and emo-
tional/social support.20"24 The exception is a re-
search group based on the existentially oriented
work of Irvin Yalom.25 The group met weekly for
an entire year and emphasized a more traditional
interactive, emotionally supportive therapeutic
style.26 Another existentially oriented interven-
tion was conducted by Mulder and associates27

with HIV patients. In a 16-session intervention,
they found improved quality of life for patients
compared to control groups. This study is impor-
tant as it shows that, at least for medically ill pa-
tients, briefer, existentially oriented therapy can
be effective in improving quality of life.

Four studies indicate that group therapy that
addresses existential issues to varying extents may
also be effective for improving physical health.

Supportive evidence for the benefits of group
therapy with some existential focus in reducing
the rate of disease recurrence and improving sur-
vival comes from a study of patients with malig-
nant melanoma conducted by Fawzy et al.28'29

and a study of patients with HIV by Antoni and
associates.30'31 In these studies, brief, structured
interventions urged patients to confront their
maladaptive coping strategies and encouraged
open discussion of their concerns, as well as the
active pursuit of meaningful activities in their
lives. Investigators found not only improved
mood and coping but also buffered immunity in
treatment patients for up to 1 year following
treatment. These studies also found improved sur-
vival rates for treatment patients at later follow-
ups.

Friedman and associates took a large cohort of
Type-A post-myocardial infarction patients, and
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randomized half to long-term therapy, meeting
weekly for the first year and then monthly there-
after.32 In the best existential tradition, they at-
tempted to uncover habitual personality patterns
that had been socially and developmentally
shaped (e.g., Type-A patterns of hostility and
competitiveness33) and addressed issues of living
more fully and authentically in relationship with
others. Investigators found not only decreases in
Type-A behaviors but a concomitant reduction
in recurrent cardiac events.34

The year-long group therapy based on Yalom's
existential approach to group psychotherapy
found in a retrospective follow-up analysis that
patients with recurrent breast cancer who had
been randomly assigned to receive group therapy
lived an average of 18 months longer from study
entry than did control patients.35 However, Fox36

has pointed out that the treatment group lived
only as long as the national and local average,
whereas the control group died at a faster than
expected rate, suggesting that statistical sampling
error accounted for the survival effect. Whether
or not the intervention had any effect on pa-
tients' quantity of life, its effect on their quality
of life is notable. After meeting in groups weekly
for 1 year, intervention patients had less mood
disturbance and psychophysical distress. In a
replication of the earlier study, we found that, in
an environment of group support and therapeu-
tic facilitation, patients were able to both raise
and address existential issues in an open and hon-
est fashion.37

It must also be noted that initial blunting of
feelings and avoidance of what the diagnosis en-
tails may be helpful initially to buffer extreme dis-
tress.38"40 However, studies that suggest the bene-
ficial effects of covering up distress were interested
in assessment only, not in intervention. It is rea-
sonable to assume that persons who need to avoid
such distress may have lacked the external social
support or internal resources to deal with the
event.41 Persons without such support may in-
deed benefit from temporary initial blunting but
may be at greater risk for subsequent posttrau-
matic stress disorder, especially at a point of dis-
ease progression.42'43 While the intervention
studies described earlier that offered group ther-
apeutic support to such persons indicate that
those who are offered interventive support do
better than those who do not, the type of inter-

vention is important. Should the supportive in-
tervention encourage expression of distress or fur-
ther covering up of one's fears?

A study based on the work of Bernie Siegel
failed to find survival benefits for treatment sub-
jects.44 One major distinction between this study
and the others that show positive survival out-
comes is the style of therapy. The Siegel groups
emphasized considering a more positive future
without dwelling on the negative, whereas the
Yalom-style and coping-skills groups directly ad-
dressed negative feelings and thoughts and en-
couraged expression of distress, as well as consid-
ered active coping strategies.45 This difference
parallels the literature, which suggests that con-
fronting distress in an open and honest manner,
rather than avoiding feelings and thoughts, may
contribute to improved health outcomes.46'47

Perhaps future research will demonstrate that op-
timism is healthy as long as it does not entail
avoidance of important behaviors. "Positive
thinking" could then be considered openly and
actively dealing with ways to improve one's life.

The concepts of openness of thoughts, ex-
pression of honest emotions, and active coping
with one's current situation require a maturity
that comes from confronting death and the life
that remains. With loss of function comes loss of
self-image and of the meaning and values patients
have carried with them for a lifetime. With their
lifetime assumptions challenged on a daily basis,
patients face the choice, possibly for the first time
in their lives, whether to cling to images and val-
ues that seemed to serve them well in the past or
instead to challenge these old assumptions in or-
der to live as fully and meaningfully an existence
as is possible in the days remaining to them.

Thus, while their physical health may be ben-
efited by their addressing the existential aspects
of their lives, even more important are the daily
quality-of-life issues that confront terminally ill
patients. Coping with pain serves to demonstrate
the existential psychotherapeutic approach to
quality of life. Existentially, pain can be distin-
guished from suffering. With psychosocial inter-
vention, intensity of and suffering due to pain can
be reduced, even though frequency and duration
of pain are unchanged. This can occur since suf-
fering can be seen in large measure as a reaction
to the physical cause of pain. Similarly, existen-
tial psychotherapy can reduce suffering in life,
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even though the pain of loss exists. Here, suffer-
ing can be seen as a reaction to loss of function,
hopes, and relationships. If the experience of liv-
ing is attending to one's self-image, then aban-
doning this self-image is tantamount to the ex-
perience of death. And the inability to release
one's prior self-image out of fear of death corre-
sponds to the extent to which one will suffer. In
this regard, pain can be seen as a gift, in that
when a self-image can no longer be maintained,
one must abandon it and examine what one's life
is truly about. Pain can therefore lead to an awak-
ening of the spirit and an ultimate reduction in
suffering.

Drawing on the traditions of philosophical ex-
istentialism and existential psychotherapy and
the adaptation of existential psychotherapy for
the terminally ill, the rest of this chapter offers
suggestions on how therapists can facilitate the
patients' ability to move beyond the way they
were and to adjust to their current circumstances
in order to live as fully as possible in each mo-
ment of each day remaining to them. Since ex-
istential psychotherapy is more of a set of guid-
ing principles than a collection of specific
techniques, the philosophical and therapeutic ba-
sis of these principles is outlined.

BACKGROUND

To better appreciate the thrust of existential psy-
chotherapy for terminally ill patients, it is useful
to review the tenets of existentialism, as well as
the way these have been utilized in existential
psychotherapy for psychosocial concerns in gen-
eral.

Existentialism

Existentialism is the study of the experience of
living life to its fullest. This includes attempting
to understand one's self, one's relationship to oth-
ers and the world, and the meaning, purpose, and
commitment in one's life. Existential writers have
described the ways one's relationship to life has
been conditioned and automatically/habitually
conducted, diminishing one's experience, and the
ways it is possible to live a more fully conscious,
authentic, and valued existence. Different exis-
tential writers have emphasized various aspects of

human experience. A brief summary of existen-
tial principles will help readers appreciate the ap-
plications of these philosophical ideals to psy-
chotherapy for persons with advanced illness.

Early Influences

Several important philosophical and social sci-
ence traditions influenced the formation of exis-
tentialism and existential psychotherapy. German
Idealism48"50 emphasized the constructivist nature
of our experience. Rather than having direct ac-
cess to the nature of existence, we create our ex-
periences out of social conditioning, past experi-
ence, and current desires and expectations.

The study of hermeneutics51"53 extends idealist
thought into the realm of interpretations of an
individual's expression. Understanding a person's
meaning can be achieved only by considering
both the individual expressor and the social-
historical context within which the expression
occurred.

Phenomenology54"56 is the study of how we im-
pose our interpretations on the world we per-
ceive54"56 and of what our world is like once we
suspend interpretation. Interpretations are re-
vealed when there is a "breakdown" of normal
functioning. When some aspect of our world sud-
denly ceases to function in the intended fashion,
our assumptions about that object is revealed, and
we may gain a brief glimpse into that object as it
is, distinct from our intentions for it.

Zen Buddhism57'58 shares characteristics with
each of the traditions already mentioned. Major
tenets relevant to existential psychotherapy are
that (1) suffering stems from considering one's
constructed image of self or other as if it were
real; (2) freedom from suffering entails the sus-
pension of one's illusory interpretive foreground
(fixed image) in order to return to one's natural
foundation of interpretationless unity with exis-
tence (Spirit, or Geist, in Hegel's terms); (3) only
by experiencing this foundation can one emerge
in full authentic relationship with and commit-
ment to life; (4) meditation is the most direct
method of accomplishing this authentic rela-
tionship.59 From the Zen Buddhist tradition,
modern existentialism derives the notion of be-
ing more fully present in each moment, without
the need to worry about the future or to regret
the past, along with the release from self-made
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suffering and the richness of life that comes from
living more fully in the moment.

Existential Philosophy

The study of existentialism arose out of a need to
appreciate individual experience, rather than a
more metaphysical (and less personal) philo-
sophical tradition. Existential writers have ranged
from those interested in describing life as it is
lived to those concerned with living more au-
thentically and richly in everyday life.

Schopenhauer,60 who wrote in the early nine-
teenth century, was the first Western philosopher
to study Buddhism. He felt that there is a strong
drive on the part of Spirit to return the individ-
ual back to its source—that is, the will to "de-
evolve," or to release ego back to its unified one-
ness. Only an acceptance of death allows one's
spirit to shine forth in its fullest potential.

S0ren Kierkegaard is generally considered the
first Existentialist. Kierkegaard argued that social
conventions led individuals to develop an inau-
thentic relationship to Spirit (God). In fact,
Kierkegaard61 believed that it was only when we
can entirely remove societies' influences that our
authentic nature can manifest itself with pure
freedom. Yet the rejection of social convention
leaves one with anxiety that stems from being re-
sponsible for forming one's own opinions and
choosing one's own actions.62 By accepting one's
anxiety over separation from society and enter-
ing into self-responsibility, one also can enter
into an authentic relationship with life. The old,
socially conditioned self "dies" so that the pure
self can emerge,63 free to choose and free to love
with all of one's being.

Friedrich Nietzsche64 not only advocated dis-
tancing oneself from social institutions but also
advised separating from one's own thoughts,
which are formed by social convention. He ar-
gued that meaning, purpose, and value in our
lives are not our own but rather given to us by
society. Our self-image is formed in large measure
by society; therefore, only self-death can free one
from oneself. Like a phoenix rising out of the
ashes, one can then manifest fully, creating a self-
generated life authentically rich in meaning, pur-
pose, and value.65 Nietzsche reasoned that it is
only through suffering that one is ready to aban-
don social convention and to one's full potential.

Martin Heidegger was influenced by Nietzsche
and by Zen Buddhism.66"68 He believed that in-
authentic thought and action can be noticed only
from a standpoint of nonthought. Only from this
background of nothingness (Nichte) can the
thoughts and meanings that form one's conscious-
ness be noticed. Only from this perspective can
one choose actions authentically, in a way that will
bring the most meaning, purpose, and value to
one's life. The release of social convention usually
follows a breakdown of normal assumptions (e.g.,
diagnosis of cancer). One can try to cover up these
breakdowns, fleeing into social convention once
again (becoming a "patient," expecting the doctor
to effect a cure). But when the breakdown is suffi-
ciently severe (diagnosis of recurrent cancer), cov-
ering up may become impossible, and one is left
watching one's assumptions about life crumble.
Only once one can accept this perishing of the self
and accept that all prior assumptions about one's
life have no real basis—only then can one mani-
fest authentically, living fully in each moment.

Other existentialists, especially those who
have written plays, novels, and poems (e.g., Eliot,
Rilke, Camus, Sartre, lonesco, and Dostoyevsky),
have contributed to the dissemination of exis-
tential ideas. From the standpoint of defining the
tradition that has had such an impact on exis-
tential psychotherapy, however, the traditions
described are the most central to the existential
thesis. This thesis can be summarized by these
five major components:

1. Hermeneutic basis of the self. Since we are inter-
pretive beings, we are fundamentally unified
through the social interpretations given to us by
society. An individual's expression of his own
meaningful existence can be understood only by
appreciating the person's personal experience
and the historical-social context within which
the expression of meaning is made.

2. Inauthentic assumptions of our world and our self.
We do not realize that our self-image and our im-
ages of the world are merely mental constructions
that are provided to us by society by a lifetime of
unconscious conditioning, we form habits that in
turn limit our perceptions and our freedom of ac-
tions. Instead, we believe that our impression of
life (ourselves and our world) directly matches
the "world as it is." We tend to take ourselves as
fixed entities that exist in stable form and simi-
larly view our world as fixed and regular. Failing
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to appreciate that the way we think of self, oth-
ers, and the world is dictated by social rules that
we learn, we do not appreciate that what we
think of as free choice in our lives is nothing
more than the inauthentic constraints of society
that in large measure dictate what we consider
to be our options. Such unconscious assumptions
form the basis of suffering and limit our freedom
to choose meaningful activity.

3. Breakdown of inauthentic assumptions. Since one's
ego exists to safeguard itself and to perpetuate its
stability, an external crisis is required to shatter
one's assumptions. There are small, everyday
breakdowns, such as a mechanism's (e.g., door
knob) not working, which leads to temporary
recognition of our assumptions (we assumed that
turning the knob would open the door), until we
can find an alternative mechanism to work for us
(a lock). Whenever possible, we "cover up" such
breakdowns of our habitual assumptions, fleeing
into conveniently provided social conventions.
Yet there are more serious breakdowns, such as
the loss of a loved one or the diagnosis of termi-
nal illness, where the usual alternative habitual
mechanism just simply does not work. When the
breakdown is so severe that we cannot simply flee
into social convention, we instead experience
anxiety (Angst); our usual, everyday activity ap-
pears to be absurd, and we feel a sense of disso-
ciated depersonalization (Unheimlicheit). Such a
state occurs because there is no longer the usual
conditioned basis for understanding what is oc-
curring, and we recognize that what we took for
granted has been in fact artificial, inauthentically
derived and maintained.

4. Moment of vision. When an external crisis facil-
itates a breakdown and thus our recognition of
assumptions, we experience a kind of emptiness.
An awareness of the emptiness of an a priori or-
der to and meaning of life (nicht) for the first time
affords an authentic look at our inauthentically
derived and maintained foregrounded assump-
tions about our life. The extent to which our
breakdown cannot be covered up corresponds to
the depth of authentic understanding about our
life activities. For instance, if a person assumes
his health to be adequate, he will probably give
issues of health or longevity little consideration.
Yet, after a diagnosis of coronary artery disease
followed by a coronary artery bypass graft
(CABG), he must consciously and seriously ad-
dress the actual state of his health and the ex-
tent to which he can influence it. If a woman
breaks up with a man she had dated for several

months, she can justify the breakup by blaming
him or circumstance. However, if her husband of
40 years dies suddenly of acute myocardial in-
farction, any amount of rationale or social con-
vention will provide little comfort. And, occa-
sionally, one is thrust into examining not only
the specific assumption that has been disrupted
(about, e.g., health or relationships) but further
may be compelled to reconsider one's attitude
toward life itself. Once one recognizes that one
has been primarily "fooled by oneself," then the
potential for authentic consideration of one's un-
consciously derived assumptions becomes possi-
ble. The more those assumptions break down, the
more one is able to recognize one's prior as-
sumptions. Tolstoy69 tells the story of Ivan Illych,
who only on his deathbed realized that his mis-
ery resulted from the fact that he had done none
of the things that he trully found rewarding but
only those things others expected of him.

5. Authentic commitment. The more one is able to
recognize one's prior assumptions, the more one
is able to enter into authentic action. If the "mo-
ment of vision" is limited to one element (e.g.,
one's heart), one's freedom to choose authenti-
cally will be limited to that realm (e.g., cardiac
rehabilitation). If one's "vision" extends to rec-
ognizing a more general concept (life at risk),
then one has the opportunity to reevaluate one's
life in light of the potential of dying soon, and
may therefore reevaluate how one wants to live
more fully in the time remaining. Finally, if one's
vision encompasses the general notion that all of
one's prior assumptions about one's self and one's
life have all been unconsciously and largely
other-derived and -maintained, then one has the
potential to begin anew to reevaluate one's life
activities and to select those that will bring great-
est meaning, purpose, and value to one's life.

Existential psychotherapy for seriously ill pa-
tients can help to facilitate the breakdown of as-
sumptions (to whatever extent the patient is able
to tolerate it), avoid the need to cover up their
distress, and facilitate exploration of authentic
activities to which they can commit themselves
in order to live life to its fullest extent (see Table
13.1).

EXISTENTIAL PSYCHOTHERAPY

Existential psychotherapy stands in contrast to
other approaches, which tend to cover up the ex-
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Table 13.1 Aspects of Existential Maturity

1. Hermeneutic basis (the "self" arises from and is part of a sociohistorical context)
2. Inauthentic self (even though self is formed from a lifetime of social conditioning, one has the illusion of freedom

and takes one's self to be a free and independent agent). This inevitably leads to a:
3. —» Breakdown of inauthentic self (external circumstance lead to the breakdown of unconscious assumptions), leads

to either:
4. —> Covering up this breakdown (fleeing into alternative social convention, returning to (2), or else leading to

—> Moment of Vision (becoming aware of the assumptions one has unconsciously been making in one's life)
5. Authentic Commitment (choosing actions that will bring the greatest meaning, purpose, and value to one's life)

NOTE: The severity of the external disruption (e.g., a life-threatening diagnosis) corresponds to the extent to which as-
sumptions break down (life as it has been lived), corresponds to the extent to which one will recognize prior assump-
tions (habitual, nonchosen activities), which in turn corresponds to the extent to which new activities can be authenti-
cally chosen for greatest meaning, purpose, and value in one's life.

istential cause of distress and facilitate "fleeing into
social convention." These approaches quickly as-
sist with finding specific solutions to specific prob-
lems, without regard to patients' existential con-
cerns about the extent to which they authentically
live each moment of their lives. Moreover, many
approaches to psychotherapy for medically ill pa-
tients too often support the inauthentic existence
of patients. It is not a particular psychotherapeu-
tic technique that operates in contrast to existen-
tial considerations but rather the paradigm of in-
dividual practitioners who wish to dull patients'
pain, yet, while doing so, dull the opportunity for
patients to get the most out of the days remain-
ing to them. Ideally, approaches can be found that
reduce suffering while at the same time enhanc-
ing the extent to which patients can live as fully
as possible. This is the intent of existential psy-
chotherapy for patients in palliative care.

Three approaches to existential psychotherapy
have emerged over the past century, influenced
by hermeneutics, phenomenology, and Buddhism.
Existential psychotherapy for the medically ill
uses aspects found throughout the history of this
approach. A brief review will provide a useful con-
text for applications to the terminally ill.

Hermeneutic Influence

The earliest forms of existential psychotherapy put
into practice the hermeneutic principles of allow-
ing meaningful expression to be understood from
patients and their context. Thus, existential psy-
chotherapy opposes the imposition of a deductive
theoretical framework on patients by testing them
with standard assessment tools, categorizing them

into preexisting categories, and treating them ac-
cording to standards appropriate to that category.
In reaction to the deductive approach, Karl
Jaspers70 and Ludwig Binswanger71 felt that thera-
pists could best serve their patients by understand-
ing their existence through a thorough study of the
patients' direct experience and the context within
which their experience had arisen. The hermeneu-
tic orientation is constructivist. As Viktor Frankl72

pointed out, patients create their own unique sense
of order and meaning in the world. Yet our con-
struct of the world may not keep up with the con-
stant changes that occur in the world or in our-
selves. This gap between patients' constructs of
their lives and the challenges constantly provided
by a changing world is the basis of neurosis.

The task of the existential psychotherapist,
therefore, is to find the gaps in a patient's world
order, providing a link to help patients relate to
world events. According to Medard Boss,73 the
role of the therapist is to point out the inconsis-
tencies in the way the world has been created by
the patient, and to do so as much as possible from
within the patient's perspective. Through first
understanding and then questioning the patient's
created world, the existential psychotherapist
provides a setting where a "lateral perspective"
can be gained, viewing life from various points of
view. Moreno74 helped bring background beliefs
and assumptions into the foreground by having
patients act out various archetypal aspects of their
meaningful life, thus making their unconscious
patterns conscious. The way that cognitive ther-
apists challenge patient's belief systems75'76 can
be seen as operating within this hermeneutically
influenced existential tradition.
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Phenomenologic Influence

The phenomenologically oriented existential
psychotherapist attempts to help patients notice
their foregrounded activities from the back-
ground of nicht (nothingness). This is usually
achieved by having patients consider their living
in the face of loss or even death. The old adage
"You don't appreciate something until it is gone"
applies here. From this perspective, the existen-
tial psychotherapist can serve to (1) facilitate the
breakdown of a patient's inauthentic assump-
tions, (2) help avoid covering up so that a "mo-
ment of vision" can be obtained, and (3) facili-
tate authentic commitment to chosen activities
that will bring the greatest meaning, value, and
purpose to the patient's life.

A breakdown of normal assumptions may be-
gin with the diagnosis. The therapist can facili-
tate this process. It is only when such breakdowns
occur that authentic growth can occur, along
with easier adjustment to one's new situation.
Adjustment is difficult when we hold onto a fixed
image of the way we consider ourselves and the
world to be. By forming an authentic relationship
with the patient and providing the skills to ease
the excess anxiety, the therapist frees the patient
to allow the breakdown to occur and to resist the
tendency to flee immediately into a comfortable
convention. Once the patient is able to tolerate
discussion of his situation, the therapist can as-
sist in the release of such habitual fixed images
by first making them conscious and then helping
the patient accept that this life is now past and
it is best to look to the future. In this way, one
can begin to consider how one wants to live,
rather than the way one was living out of habit.

Yalom77'78 has applied existential psychother-
apy of this sort to patients facing incurable can-
cer, as well as to their families. Patients are en-
couraged to accept the fact of their illness and
eventual death so that they can also fully accept
their lives. No effort is made to deny or reject the
negative aspects of the patient's life in favor of
concentrating on the positive or the hopeful. Bu-
gental79 has developed a series of exercises to help
both therapists and patients appreciate what it
means to face one's death honestly, enabling one
to live more authentically and fully in each mo-
ment. For example, he might ask, "If you had six
months to live, what would you do that would
bring greatest meaning into your life, that would

allow you to live your fullest in that last year of
life?" For medical patients, this type of exercise
helps facilitate authentic exploration of issues
that are current and relevant. For therapists, fam-
ily members of medically ill patients, or patients
with psychosocial dysfunction, it helps explore
existential issues that have been largely ignored.
Exercises of this sort are likely to stimulate a great
deal of authentic discussion in therapy. Similar
exercises are presented later in this chapter.

Zen Buddhist Influence

Buddhist-influenced approaches to existential psy-
chotherapy stem from a different sort of funda-
mental assumption than do hermeneutically or
phenomenology-oriented approaches. Hermeneu-
tics concerns itself with expression as having
meaning only within a social context. Phenom-
enology recognizes foregrounded meaning in con-
trast to a background of nothingness (nicht, empty
of a priori interpretation and meaning, purpose,
value). In contrast, Buddhism examines life in
light of a ground of nondiscriminative unity with
all existence. The main tenet of Buddhism is that
once interpretation has been suspended, one ex-
periences a sense of oneness and well-being. It is
from this greater sense of fullness with life (which
comes from suspending interpretation) that one
is able to confront one's life as it is, and as it could
be.

Existential psychotherapists who are influ-
enced by Buddhism maintain that once a person
suspends thinking (interpreting, reflecting), he
also suspends cognitive distortion, affective dis-
tress, physiological disturbance, and behavioral
habits. Letting go of interpretation even for an
instant has long-term ramifications. This suspen-
sion of interpretation leaves one with a fuller
awareness of the moment, greater affective fluid-
ity and physiological equilibrium, and increased
control over one's actions.80 Most cognitive or
affective distress stems from worry about the fu-
ture and an inability to let go of the past. When
one is able to focus more fully on the present mo-
ment, one is usually able to feel a greater sense
of well-being.81'82 The feeling of the breath and
warmth of the body, simple patterns of light and
sounds, tastes and smells, all combine to afford
one the same sense of presence that a young baby
experiences after it has had its fill of milk and
when it is bundled in its mothers arms, or a cat
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or dog feels resting by the fireplace. Even pain is
better handled when the patient addresses it di-
rectly, rather than dissociate from it.83

The practice of meditation is intended to fa-
cilitate the ability of a person to be more fully
present in the moment, free of socially influenced
interpretation and thus in a fuller and freer rela-
tionship with life. Maslow84 describes this way of
being as a "peak experience," after which one's
sense of joy at being in the world increases
tremendously. Fritz Perls85 knew the value of be-
ing totally "in the moment" and "in one's body,"
and he used this fundamental state as an oppor-
tunity to examine how patients tended to flee
into their anxieties (clinging to what they are
afraid to let go of). Gendlin86 described this pres-
ence in the moment as a "felt sense," and, like
Perls, used it as a basis for exploring existential
issues. In a technique Gendlin calls "focusing," a
therapist serves as an active mirror for the pa-
tient, being in this "felt sense," as well as asking
the patient questions that help him notice how
he is fleeing from this "felt sense," and finally lead
the patient to feel "integrated" when he allows
himself to operate from this "felt sense." Modern-
day followers of Reich87 use deep breathing and
rapid movement (rather than free association) in
an extension of Freud's efforts to break down re-
sistance to unconscious fears. By releasing so-
matic stress, patients allow past fears and their
present manifestations to surface. By discussing
these fears while remaining calm, they are able
to work through this neurosis and manifest more
freely in their lives. Reynolds88 describes what he
calls "the quiet therapies," methods of psy-
chotherapy that incorporate silence into their
methodology. Used by the Japanese, this ap-
proach combines Zen meditation with Western
psychotherapy. In one of these applications, de-
veloped by Shomno Morita,89 patients are kept
in social and sensory isolation for some time, of-
ten in a quiet room or even in bed, for 1 week.
Here, habitual thoughts, emotions, and impulses
become more evident and can begin to subside;
at the least, they can be the topic of later dis-
cussion. Even without formal psychotherapy, per-
sons who are confined to their house or a bed will
find that forced "silence" is sure to surface their
habitual "noise."

Experiential activities such as Zen meditation,
yoga, and tai chi can be especially useful for per-
sons with advanced-stage illness.90 By focusing on

the breath or on simple comfortable movements,
patients are able to reduce attention to distress-
ful thoughts or feelings over which they have no
control and that serve only to accentuate suffer-
ing. Instead, they begin to attend more fully to
each moment, where they find a great deal with
which they can participate. It is important to note
that these methods are not used to "cover up" or
avoid existential issues. Rather, they are used to
help the patient become more open to such con-
siderations.

METHODS OF EXISTENTIAL
PSYCHOTHERAPY IN PALLIATIVE CARE

There are numerous ways in which the existen-
tially oriented therapist can facilitate patients'
existential development during the final period
of their lives.

Establish an Authentic
Counseling Relationship

First and foremost among the methods utilized by
the existential psychotherapist is the establish-
ment of an authentic relationship. Rather than
maintain a role as the doctor, the therapist en-
ters into an honest interaction with the patient.
While therapists should not use the interaction
as an opportunity for their own psychotherapy,
they should be able to treat the encounter as a
learning experience for both therapist and pa-
tient. Each moment is precious, and each pa-
tient's experience and potential is to be respected.
Thus, all patients are to be taken on their own
terms, from the perspective of their own lives as
well as in the context within which they have
lived. Acknowledging and exploring patients'
cognitive and emotional lives, along with their
potential for existential maturity, models for the
patient an appreciation of entering into fuller re-
lationship with others and with life. This accep-
tance of the patient entails not covering up dis-
tress but rather an awareness at all times of the
patient's full potential.

The therapist can employ specific methods to
encourage authentic expression on the part of the
patient. Focusing on existential content as well
as process is useful. Active listening, which
summarizes the patient's feeling and topics of
concern, helps develop rapport. In addition, ther-
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Table 13.2 Establishing an Authentic Therapist-Patient Relationship

Establish rapport—Practice active listening, acknowledging patient statements of existential concern and emotional
tone.

Explore existential Issues—Ask questions that force patients to consider what is important to them in the time they
have left.

Lead to existential process—Ask questions that facilitate the process of open intimacy with self-and others and active
participation in meaningful activities.

Cognitive openness: Acceptance (personal and specific statements) vs. denial (external or general statements)
(Can you give me a specific example of how that affects you personally?)

Explore affect: Integrated feeling vs. repression and intellectualization
(How does that make you feel? Or That must make you angry.)

Interpersonal: Intimate, open, and honest expression to another person (therapist, family, friend) vs. remain-
ing isolated
(Can you tell your children your fears about losing control?)

Active coping: Exploring ways to active participate in what one can control, while letting go of what one can-
not control
(What can you do to reduce your pain? Or Can you tell the med tech when it gets too painful?)

apists can ask questions that encourage explo-
ration of existential issues and development of
existential maturity. Therapists can encourage
cognitive openness by asking questions that re-
quire a personal and specific answer, that inquire
about current unexpressed affect, that encourage
intimate interaction with the therapist or family
members, and that assist in consideration of ac-
tive coping strategies (see Table 13.2).

Facilitate the Breakdown

Perhaps what most distinguishes existential psy-
chotherapy from other approaches for seriously ill
patients is that, rather than helping cover up pa-
tients' distress, it directly acknowledges their suf-
fering and explores more fully the basis of such
suffering. Thus, illness is considered an opportu-
nity for growth.

First establishing rapport and then using ap-
propriate questioning, the therapist can help the
patient let go of old assumptions that simply serve
to increase suffering and are minimally beneficial
to the patient, since they were for the most part
other-determined. Patients whose lives are dis-
rupted due to illness and disability are ripe for un-
derstanding that the way they thought about
themselves and their world no longer applies to
the current circumstances. In order to cope with
their current circumstances, they must be willing
to let go of prior assumptions about their lives.
Most such assumptions are maintained uncon-
sciously, so the therapist must assist the patient

in making such unconscious assumptions con-
scious.

There are several ways in which the existen-
tial psychotherapist can assist in making uncon-
scious assumptions conscious. One approach is to
facilitate the development of a "lateral perspec-
tive," where a patient explores alternative ways
of viewing a situation: How do others (family,
doctors, friends, other patients) view what is go-
ing on? From such exploration, it becomes
quickly apparent that no single way is correct,
that different views are merely convenient from
various perspectives. A patient, although possi-
bly initially confused by such an approach, can
come to appreciate the idea that any view is per-
sonally created over a lifetime, rather than mir-
roring a "realistic" view of the world. Following
such a realization, patients find it easier to sus-
pend their fixed view of self and life in order to
explore ways of being that facilitate adjustment
to current circumstances.

Another way of facilitating the breakdown of
inauthentic assumptions is to contrast one's views
against a background of nothingness. When pa-
tients consider dying, activities they habitually
engage in become somewhat absurd, especially
those activities that are done out of habit, with
no real value or meaning to the patient. Openly
discussing dying, and how one wants to live in
the time one has left, goes far in helping to repri-
oritize what is important and what is not.

Offering alternative perspectives as well as ex-
amining one's life in the face of dying can be ac-
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complished through dialogue or special exercises.
Interactive conversation allows therapists to
gently yet directly encourage patients to exam-
ine their assumptions that limit their ability to
live more fully in the time they have left. Espe-
cially useful are cognitive methods of con-
fronting absolutes (e.g., all, should, never), while
challenging patients to imagine alternative ways
of being.91'92 First in conversation, then in imag-
ination, and finally in practice, patients can ex-
periment with recognizing their own fixed way
of seeing things and then wondering what it
would be like to see things from a different per-
spective, or possibly no way at all! For example,
if a man recently diagnosed with cardiomyopa-
thy has believed that hard work is the measure
of success, security, and ultimate happiness, he
will find forced semi- or full retirement to be very
difficult. It will be necessary to discuss with him
alternative ways of living that others have found
to be of value and that he might be able to find
to be of value as well. If the patient is especially
fixed in his views, he will no doubt find it diffi-
cult to even consider alternative ways of looking
at life, let alone to adjust his lifestyle to accom-
modate his new situation. Therefore, some direct
challenge of the "absolute nature" of his prior be-
liefs can be helpful.

Numerous structured exercises can be utilized
to help patients explore existential issues that
help break down restrictive assumptions and ex-
amine alternative ways to live more fully in the
time one has left. These are especially useful:

1. Living in the face of dying. Considering an (exis-
tentially) optimal future in the time one has left
can be conducted in discussion or as a paper and
pencil exercise.

Exercise 1. Considering an Optimal Future

"If you had one year (month, week) to live and
you wanted to make it the most meaningful year
of your life:

• What personal characteristics (self-image, per-
sonality, assumptions about life) would you want
to let go of?

• What activities would you let go of that you find
more of a burden than a joy?

• What personal characteristics would you want to
have to help you make this year a valuable one
for you?

• What activities would you want to engage in

that would bring greatest meaning and value to
your life?

• What is stopping you from having these qualities
and doing these activities now?

• What can you do to overcome these barriers
live more fully?"

2. Restrictive beliefs. In this exercise, the therapist
helps a patient identify beliefs, attitudes, and as-
sumptions about life or the world that appear to
limit the patient's ability to adjust to current cir-
cumstances and live as fully as possible. These
may include the need to help others rather than
let others help one, the tendency to find a spe-
cific reason for the illness, a need to minimize
the seriousness of the illness or one's own suf-
fering, or difficulty trusting others. The follow-
ing questions help to put such beliefs in per-
spective:

Exercise 2. Beliefs Exercise

"When was this belief developed? Under what cir-
cumstances did you form this belief?

• How did this belief help you at that time? How
does this belief still help you now?

• How has this belief limited you in the past?
How does this belief limit you at this time?

• What is an alternative belief that would help
you at this time, and would keep the habit be-
lief in check?

• In what situations will the old belief influence
you, and what will help you recall the alterna-
tive belief?"

3. Being in the moment. The following exercise
helps patients live more fully in each moment
they have left in their lives and also serves to
reveal what thoughts and feelings take them "out
of the moment." When working with very dis-
tressed patients, a therapist can notice how dif-
ficult it is for them to consciously "remain in the
room." They may talk excitedly about the past
or the future but rarely say anything about what
is occurring in the moment. Frequently, patients
experiencing pain have an increased sense of suf-
fering because they are attending as much to the
way they were and what the pain means for the
future as they are to the somatic sensation itself.
It can be useful to ask such patients to describe
their present state but not to "leave the room"
in doing so. For many of these patients, it soon
becomes apparent that the problem is that they
are unable to focus on the present and are con-
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tinually pulled away by thoughts of an uncom-
fortable past and future. Patients can be asked
to discuss what they feel in their bodies, what
they see in the room, what sounds come to their
ears, or how they feel in the relationship with
the therapist. Once a highly distressed patient is
able to simply describe the present moment,
most of their discomfort soon extinguishes, and
they are able to consider more calmly and ma-
turely how they wish to address their concerns.
These patients can be told to practice this each
day for one minute and then to use this "pres-
encing" method to become calm whenever they
start "thinking too much."

Support a "Moment of Vision"

From a hermeneutic standpoint, a moment of vi-
sion occurs when patients realize they are more
than their limited view of themselves. They also
come to appreciate that they contain all the re-
sources they have from their entire lives, releas-
ing their full potential for acting. Ways to elicit
these resources include group therapy, where oth-
ers can discuss ways of coping with a problem and
finding meaningful activities to engage in. Ask-
ing about times in the past when a patient was
able to cope with difficult situations or find mean-
ing and value in some purposeful activity can also
be a valuable means of awakening talents and at-
titudes that have been forgotten.

Phenomenologically, a moment of vision oc-
curs when one's habitual assumptions are re-
vealed through the breakdown of normal daily
events. It is important that, following a cata-
strophic illness and the subsequent breakdown of
normal life assumptions, therapists offer support
for this phase of a patient's development. Fol-
lowing such a breakdown, patients usually expe-
rience what would be coded as an adjustment dis-
order with depressed or anxious mood. However,
this can be considered a normal and healthy re-
sult of recognizing that one's assumptions about
oneself and one's life were merely transient phe-
nomena and not the state of the world one as-
sumed it to be. Relinquishing deeply held beliefs
requires a period of mourning, and this mourning
may manifest as internalized or externalized anger
or blame, sadness, or even a sense of despair. Pos-
itive commitment to life only can progress after
one fully accepts the release of inauthentic as-
sumptions. Thus, the grieving phase must be fully
and authentically experienced. Existential matu-

rity can be said to correspond to the extent to
which one can accept one's suffering without
covering up and fleeing into another inauthentic
image. Therefore, the existential psychotherapist
must allow full grieving to occur, supporting this
state of despair, until such time as the patient can
fully accept his condition without attempting to
flee it. From this point the patient can begin
anew, determining what is of maximum value and
purpose in his lives.

From a Buddhist perspective, a moment of vi-
sion occurs when all interpretations of one's life
and the nature of the world are abandoned, al-
lowing one to be more fully present in the mo-
ment. Once one has let go of images of self and
other and has therefore recognized one's images
as conditioned mental creations, one can for the
first time experience true freedom of perception
and action. Freedom of perception comes from
being able to take each moment on its own terms,
rather than continually viewing every event in
terms of an imagined context ("How will this af-
fect me in the future, or Why bother with this
since I have no future?"). The existential psy-
chotherapist can support the suspension of con-
textual vigilance (a state that occurs more fre-
quently as patients become cognitively and
physically weaker) by allowing patients to be
more fully present in the moment (rather than
needing to discuss the future or the past), or by
simply permitting periods of silence and simple
physical contact.

By teaching meditation, the therapist can en-
courage the patient to spend more time letting
go of thought and attending to simple visual, au-
ditory, and somatic sensation, sensations that are
for the most part soothing and effortless. In fact,
the less one tries to think about the future or the
past, the more one can attend to the natural sen-
sations that occur effortlessly in the moment and
have the time to consider what is important for
one's life at that moment.

Hypnotherapy93 can also be used to explore ex-
istential dimensions. By using simple controlled
dissociation, one is able to consider difficult issues
in a relaxed state and in a way that bypasses old
habitual ways of interpreting the situation. How-
ever, hypnosis that merely focuses on comfort and
wishful thinking can be used to cover up rather
than uncover one's existential concerns.

Excess distress can limit the patient's ability
to examine existential issues. Miller et al.94 have
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demonstrated that cancer patients manifest cog-
nitive-affective avoidance when they become
overwhelmed by thoughts and feelings about
events over which they have little control. For
this reason, assisting patients to achieve a mo-
ment of calm clarity is a useful starting place for
existential psychotherapy. Living more fre-
quently in this state is also a goal of existential
psychotherapy. Therefore, concomitant with es-
tablishing rapport, entering into an authentic re-
lationship, and facilitating a breakdown of inau-
thentic assumptions, therapists should support a
patient's "moment of vision."

It must be kept in mind that different patients
will have different capacities for existential de-
velopment in their lives. Thus, therapists must be
sufficiently flexible to support patients in the way
that works best for them. In general, the depth
of insight that is revealed to patients corresponds
to the depth of breakdown that has occurred in
their lives, and this level of insight in turn is re-
lated to the level of authentic commitment they
are able to make. Coming to a new level of com-
fort (through hypnosis or meditation) reveals the
tendency to cling to worry or fear. Being able to
attend more fully to the moment reveals the ten-
dency to flee to the past and the future, which
perpetuates one's suffering. And the experience
of unity (between patient and therapist or spouse
or simple sensation) reveals the tendency to sep-
arate self from other. To the extent the therapist
can facilitate the patient's acceptance of his cur-
rent situation, that is the extent to which a "mo-
ment of vision" will propel the patient into find-
ing greater meaning, purpose, and value in his
remaining life.

Encourage the Pragmatic
Development of Commitment

No matter how much time remains to the pa-
tient, the existential psychotherapist should pro-
mote active strategies to develop meaningful ac-
tions in the patient's life. This could entail
reprioritizing the patient's activities so that he
spends more time on relationships that are of spe-
cial value while minimizing those of less import
and does those activities that he has been wait-
ing to do his whole life or that now have the
greatest value. As in other approaches to exis-
tential psychotherapy, a combination of struc-
tured exercises and Socratic dialogue is highly ef-

fective in helping patients to find ways to engage
in committed activity.

A typical exercise to help patients reprioritize
life activities follows.

Exercise 3. Reprioritizing Life Activities

1. Make a list of activities you spend your time
doing during a typical week.

2. Prioritize this list, with the activities you spend
most time with at the top and those you spend
less time on toward the bottom.

3. Prioritize these activities again, but this time list
at the top the activities that bring more mean-
ing and personal value to your life, with pro-
gressively less meaningful activities toward the
bottom. To this list can also be added any activ-
ities that you wish you were doing, even though
you have not gotten around to them.

4. Examine the last two columns. If the lists are or-
dered differently, then it is important to ask
what you can do to spend more time engaged
in those activities that bring more meaning and
value to your life and less in activities that you
do out of habit.

Simply asking what would bring most value
and meaning to their lives in the time they have
left can be of great importance to patients. Fi-
nally, behavioral counseling, which includes set-
ting goals, developing a reasonable action plan,
and trying out the activity, can be instrumental
in assisting the patient to begin active commit-
ment and provide the confidence boost required
to take bold new action.

In order for one's commitment to stay "freshly
authentic," it is important that the patient be able
to reflect about it from time to time (or "take it
all back," as Heidegger puts it).95 In this way, one
can continue to derive full value from whatever
one commits to, whether it be spending more
time with family, taking a trip, delving into reli-
gion, or doing volunteer work, and avoid having
it become just another unconsciously performed
habit.

Summary of Principles

Highlights of existential psychotherapy for med-
ically ill patients are presented in Table 13.3.

It should be kept in mind that the facilitation
of existential maturity, as presented in this chap-
ter, is not a unidirectional process. Rather, it re-



210 Psychotherapeutic Intervention and Palliative Care

Table 13.3 Principles of Existential Psychotherapy

Existential Psychotherapy emphasizes:
Development of an authentic relationship between therapist and patient, and between patient and others
The value of patient experience, resources, and capacity for development at any point in life
The importance of facilitating the breakdown of conditioned habitual assumptions about life
Assisting patients to accept their suffering and potential for death without attempting to cover up
Helping patients to trust in the present moment as the fullest experience possible in life
Engaging in activities that bring greatest meaning, purpose, and value to one's life

quires a continuous recycling through the vari-
ous stages. While patients may begin to explore
how to live more fully once they have received a
diagnosis of a terminal illness, it is equally the
case that once patients have experienced living
more fully in each moment, they are then better
able to notice the habitual assumptions that have
kept them from examining their options sooner.

"Living in the moment" does not mean ignor-
ing responsibilities or giving into impulses—quite
the opposite. Rather than acting unconsciously
from habitual and neurotically based impulses, and
who lives more fully in the moment can become
more fully conscious of habits and impulses, along
with optimal actions, so that one is free to make
informed choices. This is true responsibility.

FORMATS OF DELIVERY

Existential psychotherapy can be performed in an
individual format, in a group setting, or in com-
bination with other approaches. This approach
works well in the psychotherapy office or by the
patient's bedside (hospital or home). The more
time one has to meet, the deeper the progress that
can be made. However, with a population in cri-
sis, and therefore highly motivated, even one ses-
sion can prove useful. Simply hearing that it is
all right to feel as one does and to have such
thoughts can be a relief and a revelation to a pa-
tient. And letting the family know that showing
its suffering is all right can bring everyone closer.

Whenever possible, group existential psy-
chotherapy is especially useful in facilitating ex-
istential maturity in the patient.96 Hearing about
others experience can provide a "lateral experi-
ence" that allows alternative ways of under-
standing and action to be considered. Relating to
a group also demands that one to some extent
suspend one's own perspective in order to appre-
ciate another's. Both factors aid in facilitating a

breakdown of fixed assumptions about life, aiding
in adjustment to current circumstances, and se-
lecting actions that are truly meaningful for one's
life. The group experience can serve to "normal-
ize" patients' experiences so that they are less
likely to cover up their concerns. However, the
therapist must take care that the group does not
foster a culture in which one way of perceiving
or acting predominates. Rather, each patients' ex-
perience and process must be respected as valu-
able. At its best the group has the potential to
help reveal experience, while at its worst it has
the power to aid in covering up.

Existential psychotherapy uses techniques de-
veloped in other approaches to psychotherapy, as
well as heuristically guiding other psychothera-
peutic modalities, which are all too often devoid
of underlying principles when serving critically ill
populations. For instance, the Socratic method of
questioning assumptions found in cognitive ther-
apy are of value in confronting inauthentic as-
sumptions and stimulating consideration of
meaningful activities for medically ill patients.
Cognitive therapists, on the other hand, may find
the stages of existential psychotherapy presented
here useful for guiding patients' development. Be-
havioral methods can help patients reduce dis-
tress in order to consider their current situation
or develop an effective action plan for engaging
in new meaningful activities. Behavioral thera-
pists may find existential principles useful to en-
sure that they are helping patients to be more
fully present in the moment and in their rela-
tionship with others, rather than merely cover-
ing up distress and consequently any potential for
personal development.

CONCLUSION

Existential psychotherapy provides a framework
for treating persons with serious medical illness.
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It offers an understanding of the difficulties fac-
ing persons whose usual approach to life is in ma-
jor transition. It also offers the therapist guidance
in how to facilitate the transitional period of life
and elicit the maximum meaning, purpose, and
value possible in the time the patient has left.

Persons with a terminal illness naturally fear
losing control at some point and becoming a bur-
den to others. However, most patients with can-
cer and cardiac disease are very functional up un-
til a few weeks before death, and very few are
actually a burden on their loved ones. If you were
to ask a man, "If your wife were sick, and you were
caring for her, would you want your wife to end
her life so that she would no longer be a burden
to you?" the answer would usually be, "Absolutely
not!" Rather than being a burden, this relation-
ship can build a deep and mature caring beyond
what the partners have previously experienced. In
part, this happens because in this novel situation,
all involved must release their prior experiences
of each other and their world and enter into a new
relationship, based on the authentic present mo-
ment that is currently unfolding. Frankly, in such
circumstances, there is really very little choice.
Thus, relationships at the end of one's physical
life offer an excellent opportunity for authentic
intimacy and maturity. By entering into such a re-
lationship with patients, existentially oriented
psychotherapists can facilitate such maturity in
their patients, as well as in themselves.

Many persons who are diagnosed with a termi-
nal illness consider suicide as a viable option. From
an existential standpoint, it is useful to consider
death, even the possibility of taking one's life, since
choosing to live will then have that much greater
meaning and value to it. However, from a Buddhist
standpoint, the ego that decides to live or die is a
small part of one's entire being. One should be care-
ful about making a conscious choice from the stand-
point of the inauthentic self. If considered from the
standpoint of an authentic moment of vision, one's
commitment to life would be such that one would
never consider taking one's life.97 Ending one's life
prematurely simply robs one of the potential for liv-
ing as fully as one ever has. The example of Lynn
might help to demonstrate this point.

Case Example

Lynn was a widow who moved to a new state to en-
joy her retirement years. Soon after arriving she was

diagnosed with inoperable metastatic ovarian can-
cer. Lynn was a very social person, optimistic by na-
ture, and full of energy. She presented for therapy
because she heard "psychotherapy was useful in pro-
longing survival." She was confident she "was go-
ing to beat this thing" and was determined "not to
let it get me down." Her "positive energy," how-
ever, served to cover up important considerations,
such as choice of treatment, arranging for nursing
care in the months ahead, and preparing her fam-
ily and her friends for the likelihood of her dying
in the upcoming year. She was continually pulling
for reassurance that "everything would be all right,"
and incessantly talked about her past life. One time,
early in treatment, Lynn called to say that she had
just been told by the oncologist that there was no
point in continuing chemotherapy, since the tu-
mors were continuing to grow and spread, despite
rigorous treatment. She said that she needed to can-
cer our session for that afternoon, and I responded
that while I understood that she was distressed by
the news, I thought that this would be an impor-
tant session to keep. She agreed about the need for
the session but said that the reason she was
canceling was not because of the bad news but be-
cause the O.J. Simpson trial was on, and she just
"couldn't" miss it! It turned out that this trial was
her only real interest at this time. Needless to say,
this provided fertile material for subsequent ses-
sions.

Over the course of the year, Lynn was gradually
able to tolerate consideration of the fact that she
was going to die (although we could not be sure
when this would be). As we worked to tolerate be-
ing in the moment through meditation and per-
sonal interaction, she reduced her tendency to flee
into the past and became calmer and more reflec-
tive. She was able to reject an experimental treat-
ment that had a small chance of temporarily
reducing tumor size but a high probability of debil-
itating side effects. She made arrangements for
home nursing care, began saying goodbye to her
family and friends, and even choreographed her
own funeral. As she weakened, she let go of irrele-
vant activities (that she eventually realized were
mostly distractions) and began to focus on impor-
tant relationships in her life. She found herself ca-
pable of more intimate relationships than she had
ever been capable of. In our final session at her bed-
side, Lynn told me she was dying well, able to get
from each moment whatever it had to offer. Indeed,
during her last breath, Lynn let go of her idea of
time and space, of self and other. Her last breath
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never stopped for her. And as she drew her friends
into that final breath, we all experienced a moment
of intimate unity with Lynn, and with one another.
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The Supportive Relationship, the
Psychodynamic Life Narrative, and
the Dying Patient

Milton Viederman, M.D.

rTHhis chapter explores the fundamentals of a
JL particular supportive therapy in patients with

cancer and in those confronted with death. The
treatment is to be viewed as a specific treatment,
requiring skill and based on a psychodynamic the-
ory of the mind. It is distinguished from long-term,
expressive, insight-oriented therapies by its goals
and techniques. In general, the supportive thera-
pist utilizes rather than interprets the transference,
does not encourage regressive behavior, and is less
bound to a neutral, anonymous, and nongratify-
ing stance. The aim of the therapy is not to effect
profound personality change (although this may
be possible in situations of crisis1"3 but rather to
help the patient to reestablish a previous home-
ostasis rooted in greater comfort, to ameliorate
dysphoric symptoms such as anxiety or depression,
and to facilitate the establishment of a sense of
hope about what is possible in the context of se-
vere illness. This treatment presumes that a pre-
vious homeostasis has been disturbed by a new
danger situation. This situation reflects a new re-
ality that inevitably evokes unconscious phan-
toms, and amalgams of past and present uncon-
scious fantasies. Appropriate clarification of
aspects of these fears and a view of them as residues
of the past can help to mute and soften them. This
is a reparative therapy that resides in the view that
appropriate knowledge of irrational fears dimin-

ishes them. Of no less importance is the empha-
sis on the relationship with the therapist. If the
therapist is sensitive to what the patient needs and
will tolerate and to the need to support self-esteem
and the expressed valuation of what the patient
admires in himself, the protective soothing of a
supportive human relationship, that is, positive
transference, will be evoked. Central to the es-
tablishment of this relationship is the concept of
appropriate communicated understanding.

Supportive psychotherapy is commonly mis-
understood as handholding or being nice to the
patient or simply caring for the patient. In fact,
it requires the development of skill in elucidat-
ing the personal and idiosyncratic responses of
the patient that reflect his unique life experience.
It is a therapy based on a search for meaning, for
specific understanding of the patient's dilemma
as he experiences it. It involves the translation
of this meaning into terms that the patient can
hear, accept, and integrate. It is this appropriate
communicated understanding that solidifies the
powerful bond with the therapist. This bond de-
creases the isolation and the loneliness of a pa-
tient confronted with a new and fearful reality.

The physician confronted with an ill patient
has multiple tasks. One is to use his or her ex-
pertise and knowledge to diagnose and positively
affect the pathophysiological state we call disease.

215

14



216 Psychotherapeutic Intervention and Palliative Care

A second, equally important goal is to relieve or
at least alleviate the patient's distress, a compo-
nent of the complex phenomenon we call illness,
namely the patient's subjective experience. In
many cases, this relief may be the only positive
good that the doctor can offer, in order to offer
this relief, the physician must establish a partic-
ular type of trusting relationship with the patient,
one that will be therapeutic, both in facilitating
the patient's collaboration with the doctor in the
treatment and in affording relief from concern,
anxiety, and depression. It is unlikely that any
physician would argue with this as a reasonable
goal, although physicians vary considerably in the
attention they pay to this aspect of their role.

The particular ways of conceptualizing the
predicament of the patient and the particular
skills needed to implement this goal are the sub-
ject of this chapter. Being nice to the patient and
reassuring him or her is not an adequate substi-
tute for the application of knowledge with skill.
Reassurance, in particular, is helpful only if di-
rected toward the real source of the patient's con-
cern and not to what the physician infers is a rea-
sonable concern for such a patient with such a
disease. Reassurance about something not of pri-
mary concern to the patient is alienating.

An important principle underlies the ap-
proach to be outlined in this chapter. This has to
do with meaning as an intervening variable be-
tween the disease and the patient's distress. In-
dividuals have highly varied emotional reactions
to illness. The assumption, for example, that de-
pression is a usual and expected response to the
diagnosis of cancer is clearly incorrect, since some
patients become depressed and others do not.
Simple illnesses without apparent serious impli-
cations from the physician's point of view may
still lead to profound anxiety and depression.
Conversely, serious and life-threatening illnesses
may be met with remarkable courage, optimism,
the will to live, and a desire to experience max-
imum pleasure and satisfaction. These varied re-
actions do not reside simply in personality char-
acteristics and attitudes of patients but reflect the
special meanings of the experience in the con-
text of the patient's life, present and past. Does
the cancer or its treatment imply necessary de-
pendence, loss of control, disfigurement, unre-
lenting pain, or abandonment?

Appropriate communicated understanding of
the meaning of the diagnosis for the patient is of

prime importance and powerfully influences the
patient's attitude toward his or her physician.
One may understand much more than one should
appropriately communicate at a particular mo-
ment. Part of how one communicates and what
one decides to communicate is influenced by
one's understanding of the personality of the pa-
tient, an area described by Kahana and Bibring.4

Much depends on the state of the patient at a
given moment. The task of physicians is to con-
vey to the patient that they understand the im-
plications of what the illness means for the pa-
tient in the context of his or her life and to
thereby offer a "presence," establishing a bond
that patients typically do not expect to have with
their physicians. It is in this type of interaction
that the patient feels "noticed" and reciprocally
notices the physician, not simply in the role of
physician but as a person in the life of the pa-
tient. This is of special importance when an in-
dividual is confronted by the crisis of physical ill-
ness.

THE PREDICAMENT OF THE PATIENT

The experience of illness isolates patients, who
are confronted with a bewildering new reality
that demands that they change their perceptions
of themselves in the multiple roles in which they
have functioned—spouse, parent, worker, em-
ployer, and so on. The patient's anticipated life
trajectories and perceptions of themselves in the
world must be altered. If the disease has poten-
tially fatal consequences, they may feel categori-
cally set apart from others—"the healthy peo-
ple"—whose perspective on life they can no
longer share. The illness, the limitations that it
imposes, the treatment demands—these evoke
threatening and fearful fantasies on varying lev-
els of consciousness that have echoes in child-
hood conflicts, fantasies, and concerns. Anxiety
is generated by the breakdown of coherence, or-
der, and predictability. Moreover, patients must
develop new modes of behaving in the world. The
dramatic change in their experience of reality be-
comes a crisis when the psychological demands
cannot be handled adequately by the usual reper-
toire of coping devices. Hence, crisis in this re-
gard may involve the following three compo-
nents: (1) the disruption of the usual psychic
equilibrium that depends on a stable, familiar,
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and predictable world, now no longer present; (2)
regressive tendencies, with the evocation of
childhood fears and wishes, accompanied by the
wish and need to be protected by the parental fig
ures of the past, often defended against; and (3)
an inclination to examine the trajectory of one's
life in an effort to integrate the new experience
and to give it meaning that will permit its inte-
gration in the previous life experience.

THE PSYCHODYNAMIC LIFE NARRATIVE

A psychotherapeutic intervention, the psycho-
dynamic life narrative,5'6 has evolved from work
with the physically ill. It has implications for use
with individuals confronted by other crises, as
well. It is to be understood not only as a thera-
peutic maneuver but as a way of conceptualizing
responses to physical illness and the meaning of
illness to a particular patient. This intervention
is particularly useful for those individuals whos
relatively successful adaptation or homeostasis
has been disrupted by a crisis, specific life event,
or such as a physical illness that has led to anx-
iety, depression, or demoralization.

The psychodynamic life narrative is a thera-
peutic intervention designed to address these
components of crisis. It is a construct offered to
patients to give their current experience mean-
ing in the context of their life histories and to re-
veal their current reactions as logical products of
previous life experience, rather than as an in-
evitable response to illness that is therefore un-
modifiable. It offers coherence, order, and logic
in a situation where patients experience chaos.
Moreover, it gratifies the need for a protective fig
ure. By presenting a narrative that spans the pa-
tient's life, the physician conveys a sense of hav-
ing known the patient over time. Like the good
parent who has a perspective on the child—
where he has been and what he is becoming—
the physician captures in the life narrative the
quality of a shared experience over time and be-
comes, in the crisis situation, a reassuring figur
reminiscent of the good parent. A powerful bond
is generated by this intervention, which gives the
physician a special status in the patient's experi-
ence that remains useful in their continued rela-
tionship.

The narrative may be constructed on different
levels and may be striking in its simplicity if the

proper questions are asked. Following are two ex-
amples of narratives—one only partially formu-
lated, used in the context of a dying patient, the
other used with a seriously ill AIDS patient to fa-
cilitate her acceptance of support.

Cose Example

The patient, a lawyer, was a 7 7-year-old married fa-
ther of three, hospitalized with severe pulmonary
disease secondary to bronchiectasis, who now re-
quired constant use of prednisone. This led to mul-
tiple cervical and lumbar fractures. The patient re-
quested consultation for depression.

Mr. D was an engaging, intelligent, coherent,
and interesting man who spoke spontaneously and
appropriately. He described his life history easily
and with great self-awareness. His engagement, his
general interest in life, his sense of humor, and his
general optimism belied significant depression. It
was pointed out to the patient that he was not de-
pressed but appeared to be experiencing grief about
his impending death. He had been aware of the se-
riousness of his illness and the fact that he was con-
fronted with an extremely truncated life span.

The patient was one of two children born to a
family that included many generations of lawyers.
He expressed considerable anger at his father, who
had insisted that he go into law and give up a
promising career as an English professor. He was an
amateur poet and highly valued his poetry writing,
noting that he had not completed his last poem.
His mother was a strong and appealing woman.

The patient had led a vigorous life with many
close relationships. His second marriage was good,
although not without conflict. Most important to
him was his very special relationship with his three
daughters. He became tearful as he spoke of his im-
pending death and the fact that he would be leav-
ing these daughters behind and bereft. It was at this
point that I presented a narrative to him.

"You are very fearful of what your daughters will
experience when you die. It is clear that your rela-
tionship with them has been central to your life and
a source of great gratification to both yourself and
to them. Clearly you have been able to offer them
something that you had never received from your
father, who was unable to recognize your poetic po-
tential and to resonate with your needs. It is clear
that they will be very pained by your death, but it
is certain that the very positive relationship that
you have had with them over the years will remain
as a very important part of their life experience."
The patient responded with tears and indicated that
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he felt very relieved. He had been aware of the spe-
cial importance of his relationship with his daugh-
ters and recognized the truth of his continuing in-
fluence on them and the special importance that
this had for him in light of his own experience with
his father. He stated that it was a curious thing but
that he had extremely warm feelings toward me and
likened them to those one would have for a men-
tor, an experience he had had in a psychoanalysis
many years before with his analyst. "It is curious,"
he said, "that, although you are many years younger
than I, I can experience you as a good father."

When I visited him shortly thereafter, he ex-
pressed great appreciation for our encounter, indi-
cating that the discussion had been "like lancing
an abscess." He had felt much freer to talk to his
daughters and his wife since then and indicated that
he had not been able to cry before and now felt
that he had gotten a great deal out of his system.
Moreover, he had even felt some desire to eat.

One month later I noted an obituary in the
newspaper that indicated the patient had died. I
wrote a letter of condolence to his family, com-
menting on how important they had been to him.
His wife wrote a letter in response.

Your letter was an enormous gift to us. For us to
hear about D from someone who knew him only
during his illness and for you to give us the land-
scape of the D you saw touches me deeply. He told
me about his first visit with you and how wise and
sensitive you were.

So look what you have done: You helped D dur-
ing his terrible and difficult time, and now you have
helped us. With my thanks.

The intervention described is not a complete
life narrative, but it does make an important link
between the patient's early life experience and
the value he placed on his relationship with his
daughters. In this regard, he was helped to un-
derstand that there was permanence in his rela-
tionship with his daughters. Through this rela-
tionship he had achieved what Lifton7 has
described as "symbolic immortality," the experi-
ence of immortality that resides in one's progeny.
He felt relieved of some of the pain of his ap-
proaching death, particularly as he anticipated
how it would affect his daughters. Moreover, he
spontaneously indicated that a powerful positive
paternal transference had been evoked in which
I played a role for him like that he had played for
his daughters. This brief intervention demon-

strated that the patient's distress was not related
directly to the fear of death itself but had its own
special meaning in the context of his life. Work
with such a patient can be extremely gratifying.

Cose Example

The patient was a 40-year-old woman who had been
diagnosed with AIDS one year earlier and who was
now admitted with pneumocystis, lymphoma, and
a bacterial infection. Consultation was requested
because she appeared to be depressed.

The patient was an attractive, intelligent, artic-
ulate, and spontaneous woman who had had fam-
ily therapy in the past. Although she did not ap-
pear profoundly depressed, she became tearful when
certain important themes were touched.

Information provided by the resident who had
begun an evaluation revealed that the patient had
lived with a boyfriend for 5Vz years. In the context
of her illness, she felt removed from him and feared
abandonment. His dissatisfaction in the relation-
ship related to the difficulty that he had in being
with her and a sense that she was depressed and un-
responsive. A separate discussion with him had re-
vealed, however, that he had no intention of leav-
ing her.

The following is a description of the evolution
of the interview to give a sense of how the infor-
mation was obtained and utilized with the patient.

The interview began with the patient's musing
about why she had not actively confronted her
boyfriend about her fear of abandonment, even
though she had been in family therapy and had
learned that this was the best way of dealing with
such problems. I asked whether she was fearful of
alienating him, and she remarked that she was
afraid that he would abandon her. In response to
the question about whether the fear of abandon-
ment was an important theme in her life, the pa-
tient responded in the affirmative. I asked about this
sense of vulnerability and asked what thoughts she
had about this as it related to her earlier life, sug-
gesting that she tell me whatever thoughts came to
mind without attempting to explain them. The pa-
tient responded by saying that she had been aban-
doned by her beloved father when she was 13. Ap-
parently they had had a very close relationship,
which the mother resented. There had been much
conflict in the family, and the father began to drink
more and more and to leave the family for long pe-
riods of time. The patient felt very hurt about the
father's departures. She was asked whether the fa-
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ther was abusive. "Yes, he was physically abusive
and he attempted to abuse me sexually when he was
in an alcoholic state and I was 16. It was then that
I took flight. I always take flight from things that
bother me." I commented, "This is exactly what you
did in relationship to your boyfriend, as well, by not
speaking to him." "That is certainly the case," she
said. "Moreover, my mother had said, 'What do you
expect when you walk around dressed as you are?'
I had always felt guilty and felt that I was respon-
sible for my father's seductiveness and his having
left. This certainly has a lot to do with what is go-
ing on with my boyfriend. I am amazed that this
has come out so easily." I asked, "But tell me how
this developed. How did he react when you got
AIDS?" The patient initially told a somewhat con-
fused story about being depressed immediately and
not recognizing it. However, with careful examina-
tion she revealed that, although she was very
shocked at the beginning, her boyfriend took a se-
mester off from college and she had felt quite cared
for. I asked when this had changed, and she re-
vealed that it was only the summer before. "What
had happened, then, in August or September?"
"Oh," she said, "I suddenly remember, he returned
to school and I felt that he was betraying me, that
he was leaving me and moreover began to imagine
that he might be having an affair with someone
else." "So once again you expected to be abandoned
and betrayed, and you couldn't talk to him about
it." "I was always afraid of being abandoned, and in
fact at that point I ceased to have sex with him,
believing that he would be at risk. I stayed in bed
and had no motivation to do anything. I must have
been depressed but didn't realize that I was." I com-
mented, "And so in a way you left him before he
left you." "Yes, that is certainly true, and I was afraid
to talk to him about it. This is really amazing, it is
so clear."

I then presented a narrative to the patient.
"Look, it seems so clear how you got into this dif-
ficulty. You were always the beloved daughter of
your father. You had a special relationship, and your
mother may even have been competitive and
moved closer to your older sister because of this. It
must have been a terrible shock to you when your
father betrayed you and could leave for such long
periods of time. The betrayal led to you. You also
felt responsible. You went off and started to drink
and take drugs at this time."

The patient became very tearful as she remem-
bered all of this. She indicated that it was painful
to think about it. I continued, "You stopped taking

drugs 7 years ago and stopped drinking 3 years ago.
You were really pulling your life together and es-
tablishing this wonderful relationship with your
boyfriend, and then the roof fell in. You found that
you had AIDS." The patient interrupted and said,
"I was so bitter and angry. I had done everything
right and looked what happened to me." I contin-
ued, "But nonetheless your boyfriend was very re-
sponsive for these first 6 months and took care of
you and reassured you. Yet it was when he returned
to college that you felt that he was going to aban-
don you, just as your father had done. This was so
distressing, and yet you were afraid to talk to him
about it. As was characteristic of you, you pulled
out before he could do it." The patient said, "I even
thought of moving out of the apartment at that
point. It is so remarkable. It all seems so simple. I
feel very grateful to you."

In this somewhat lengthy case description, the
evolution of the interview is described with a fo-
cus on very active interventions, inferences made
from the material, and decisions made about the
accuracy of the interventions as reflected in the
patient's responses. The patient felt more and
more relieved as the interview progressed and the
narrative was presented. At times she became
tearful, having been touched by the material, and
at the end she felt relieved. In this case, the psy-
chodynamic life narrative was a summary state-
ment of material that had been covered before
but organized and placed in context.

Although the primary goal in the use of the
narrative is to provide symptom relief and to ef-
fect a return to an earlier homeostasis, both of
these patients experienced change in the context
of the encounter. How might one conceptualize
such change?1'2

As we think about human behavior, it is read-
ily apparent that we are motivated to achieve
ideals. The discrepancy between the way we ex-
perience ourselves and the ideal way that we
would choose to behave or be acts as a motiva-
tional system throughout life, directed toward
change to attain the ideal. Especially in time of
crisis, individuals may be motivated to test new
versions of themselves through action in the
world, or the crisis itself may precipitate such a
test. If these actions take place in the presence
of important individuals who support them, a
change can occur in the patient's self-perception.
Part of this change may involve an identification
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with the supportive person. The physician may
be the catalyst for such change, even in a rela-
tively brief contact. The model I propose involves
four elements:

1. A defective sense of self and a lifelong motiva-
tion to modify this self-perception to achieve an
ideal

2. A decision to test a new sense of self through an
action in the world

3. The presence of an important individual in the
person's life who helps to consolidate a new per-
ception of self

4. An identification with this individual

We are motivated to change, and we consol-
idate that change through action in the world.
Positive and negative aspects of our sense of self
are developed in the context of these actions. Ac-
tions can be taken to facilitate the crystallization
of a new sense of self. This is more likely to oc-
cur in the presence of a supportive person who
may be viewed in a somewhat idealized way and
may in the process become the object of identi-
fication. A person who is revealed as being un-
derstanding and supportive at such a moment,
even if previously a stranger, may take on special
status in the patient's eyes and thereby become
an important person in the patient's life.

Transference

The conceptualization of the change process can
be broadened to include the concept of transfer-
ence and the psychotherapeutic stance of enact-
ment. Stated most simply and nontechnically, it
implies that present relationships resonate with
unconscious echoes of earlier important ones and
that this resonance, to a greater or lesser extent,
affects the current relationships. This is of special
importance in the states of regression that have
been alluded to. Much depends on the quality of
early relationships, particularly parental ones. If
these relationships were more benevolent than
malevolent, the substrate for positive influence is
present. As physicians, our greatest external diffi-
culty in establishing trusting relationships with
certain patients resides in their early negative ex-
periences with caretaking figures. In the face of
distrust, if the physician uncovers a story of early
deprivation and communicates to the patient how
this early experience may affect the present rela-
tionship, the patient may well be able to respond.

For those patients who were favored by early pos-
itive experiences, the generous and supportive
presence of a responsive physician will be experi-
enced as supportive even though the roots of this
relationship may never become manifest.

Listening and understanding should be the ba-
sis for the therapeutic intervention but not its
sole components. The passive approach tends to
create, not a neutral field but rather one of a spe-
cial nature. Passivity and inactivity have as pow-
erful an effect on the interaction between two
people as does activity. The model limited to re-
ceptive listening is inadequate as a mode of deal-
ing with terminally ill patients.

Special Considerations When
Dealing with the Dying Patient

The management of denial represents a special
problem for those who treat the physically ill, and
in particular the dying patient.8'9 Denial is defined
as a type of "scotoma" directed toward external re-
ality, in contrast to the defense of repression,
which is directed toward internal impulses, wishes
and fantasies. In general, the extensive use of de-
nial in physically healthy people is considered mal-
adaptive since a relatively accurate perception of
reality is likely to permit a more effective adapta-
tion to it. The situation changes significantly with
physical illness, where denial serves a very useful
function in protecting against distress and anxi-
ety. Intense denial directed against the cognitive
appreciation that one has a disease may be highly
maladaptive if it interferes with the individual's
willingness to seek appropriate treatment. How-
ever, often patients who accept treatment con-
tinue to deny the implications of their disease, if
not the fact of it. Breznitz10 points out that there
is a sequence in denial that involves denial of in-
formation, denial of threatening information, de-
nial of personal relevance, denial of urgency, de-
nial of vulnerability or responsibility, denial of
affect, and denial of affect relevance. This con-
ceptualization is useful, although one might ar-
gue with some of the terminology. It implies that
one can be quite aware of a presence of a disease
cognitively but deny its implications or that one
may attribute affects generated by the awareness
of the disease to other sources, all in the service
of defense. Of importance, however, is the fact
that denial is extremely variable in the same pa-
tient from moment to moment, and the patient's
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acknowledgement of a serious condition in the
morning may be followed by considerable denial
in the afternoon. The psychotherapist works at
the limits of the patient's denial, neither intrud-
ing on it as a defense and evoking anxiety nor
avoiding threatening subjects that the patient is
able to acknowledge.

It is important to distinguish denial from sup-
pression, the conscious pushing away of feelings
and thoughts of which the patient is aware. Of-
ten patients who are fearful of their own predica-
ment and of what the future may bring suppress
their thoughts and feelings in order to "protect"
those around them. In so doing, these individu-
als become isolated and, often, depressed because
of the loneliness that follows their inability to
communicate. It is the physician's task to test the
patient's ability to describe his current predica-
ment by testing the limits of the patient's aware-
ness with questions such as "Are there things that
you fear talking about?" "How do you see the fu-
ture?" "What is the most disturbing aspect of your
current predicament?"

The issue of denial is closely related to recent
research on the question of illusion. Taylor and
Brown11 suggest that unrealistically positive
views of self are extremely helpful in adaptation
to various forms of cancer. Moreover, illusions of
control or unrealistic optimism clearly promote
better states of mental equilibrium and should not
be disturbed. The cognitive concept of "refrain-
ing" may be helpful in this regard. This technique
was used to support a patient who had a brain tu-
mor. Although the first round of treatment
seemed not to be effective, this fact was reframed
as a suggestion that the tumor had not progressed,
a statement that relieved the patient.

The broad principles that underlie any dy-
namic therapy apply to the treatment of the dy-
ing patient, as well. The particular experience of
the patient is what determines the therapeutic
approach. It is to be emphasized that there is no
single way to die. The views of Kiibler-Ross et
al.8 on the sequential stages that precede death—
denial, rage, bargaining, depression, and accep-
tance—is a useful organizing model but it is to be
emphasized that the sequential transition
through these stages is rare, and individuals may
experience none or all of the elements in this pro-
gression. Indeed, there are individuals who ap-
pear to maintain their denial to the very end of
life without excessive suffering.

Clearly, most dying patients do not require
psychotherapy. In general, psychotherapy may be
of help if there are major disturbances in com-
munication between the sick and dying patient
and the family. The role of the psychiatrist may
be to facilitate communication between members
of the family and to overcome anxieties about
meaningful discussion at a level tolerable for the
patient and for other members of the family.9 In
particular, a dying patient requires a psychother-
apist who is "present"—one who is authentically
involved with the patient. A therapist who un-
dertakes such treatment may be obliged to work
with the patient until his or her death, perhaps
including making visits to the patient's home.

The concept of meaning as a variable in de-
ciding on a therapeutic intervention has as much
applicability to work with the dying patient as to
work with any other patient. The presumption
that there is a primary fear of death (questioned
by Freud)13 may or may not be valid, but the
specter of death evoke fears that are unique to
each patient and reflective of his life experience.
These may include the fear of helplessness, de-
pendency, pain, separation, abandonment, lack of
fulfillment, body disintegration, loss of control,
change of self-image, loss of function, and danger
of regression. The use of the narrative may be
helpful in clarifying special meanings to the pa-
tient and in demonstrating their origin in the pa-
tient's life history. Although regression may not
be encouraged in the treatment of the dying pa-
tient, it often occurs, and it may be the therapist's
task to tolerate the regression and to respond to
regressive wishes as the patient approaches death.
Often anticipatory grief is manifest and is to be
distinguished from depression.

CONCLUSION

Patients have certain expectations of doctors, and
they tell their stories in particular ways. The pres-
ence of a physician who actively engages patients
may come as an unexpected surprise and may lead
to a personal dialogue hardly anticipated. The
idea that this type of engagement should be re-
served for the experienced physician or, in the
more extreme case, only for the psychiatrist is in
error. Although there may be lapses in sensitiv-
ity and awareness, physicians who have been
grounded early in the principles of psychological
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medicine often return to such interests later in
their careers, particularly as they anticipate long-
term relationships with patients and feel the need
for establishing a therapeutic alliance. Learning
about this kind of treatment is a lifelong task that
is fraught with difficulty, yet graced with the re-
wards of achievement.
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A Cognitive-Behavioral Approach to
Symptom Management in Palliative Care

Augmenting Somatic Interventions

Dennis C. Turk, Ph.D.
Caryn S. Feldman, Ph.D.

Although medicine has made tremendous
strides in the prevention, detection, and

treatment of diseases, inevitably we ail die. For a
significant majority of people, death is not unex-
pected, more likely, there is a steady decline fol-
lowing a downward course. At some point during
this progression, palliation of symptoms is unfor-
tunately the best that can be offered. Despite the
significant advances medicine has made in the
development of sophisticated pharmacological
and surgical interventions, the range of noxious
symptoms that accompany the process of dying
(e.g., fatigue, disturbances of appetite and sleep,
nausea, dyspnea, and pain) may not be totally
eliminated, and there is a need to provide pallia-
tive care.1"3

Pain, in particular, is dreaded more than any-
thing else about dying. This should not be sur-
prising, since pain has the capacity to negatively
affect every aspect of a person's life. It can and
does affect a patient's mood, will to live, family
relations, social life, sleep, appetite, spirituality,
and ability to participate in physical activity for
self-care or enjoyment. When left untreated, pain
can cause a patient's emotional and spiritual
death long before that the actual end of life.

Sadly, a significant minority of patients report
that their symptoms are not adequately relieved.
Some have argued that the reason symptoms such

as pain are not ameliorated is that the knowledge
we do have about drugs is not adequately applied
or that physicians have not treated pain in a suf-
ficiently aggressive manner.4 Others have specu-
lated that the problem is the patient's failure to
comply with the recommended drug regimen.4

Although these explanations are plausible, it is
also possible that some of the reported pain is as-
sociated with a host of psychological factors that
may exacerbate the perception of and subsequent
reports of pain.5 If psychological factors play a
role in pain perception, then a host of noninva-
sive interventions may be of use in assisting these
patients.

Before we proceed, an important caveat needs
to be stated. Although we will suggest that psy-
chological factors may modify the perception of
pain and other symptoms and augment their ex-
perience, this is not to suggest that psychological
factors cause the symptom. Nor is it to suggest that
the reported symptom is imaginary. Rather, it is
the intention of this chapter to sensitize readers
to the importance of considering the role of psy-
chological factors in pain and other symptoms and
to alert them to a set of strategies that may be use-
ful to complement the usual pharmaco-logical and
surgical modalities already in their armamentar-
ium.6"8 A broader perspective is needed, one in
which psychological concepts, variables, and
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treatment modalities receive greater considera-
tion in keeping with their recognized contribu-
tions to symptom management and the promise
they hold for alleviating suffering.9

Psychological techniques have been devel-
oped and used in conjunction with more tradi-
tional medical interventions to alleviate symp-
toms, disturbed thoughts, mood, and behavior
commonly associated with dying.10 For example,
fears that typically accompany a diagnosis of ter-
minal disease include loss of bodily function, dis-
figuring treatments, loss of autonomy and inde-
pendence, abandonment and isolation, becoming
a burden, financial strain, the end of known ex-
istence, and uncontrollable pain. These fears,
along with the diagnosis of terminal status, con-
tribute to feelings of anger, anxiety, and depres-
sion. Family members' responses run a similar
gauntlet of fears and emotions (see Chapter 19
in this volume).

In this chapter we review the central role that
psychological factors play in the perception of
symptoms, with emphasis on pain as an example.
We describe how these psychological factors may
impact on the quality of life and symptom sever-
ity of patients with advanced disease. Finally, we
describe a set of cognitive and behavioral meth-
ods that can be used with patients during the ter-
minal phase. We give particular attention to
practical suggestions regarding the selection of
treatments and the matching of treatments to pa-
tients' characteristics and disease status.

DIVERGING PERSPECTIVES ON
PAIN IN TERMINAL ILLNESS

A common assumption that is pervasive in pal-
liative care is that pain is directly linked to tis-
sue pathology and less subject to the psycholog-
ical variables that are implicated in other classes
of clinical pain.11 The assumption seems to be
that if terminal patients report pain, these sub-
jective reports are veridical reflection of an ob-
jective state of their anatomy and physiology.
The palliative-care literature has tended to ignore
research on chronic pain and continues to be
guided by sensory models that have been shown
to be inadequate.12 Unfortunately, this sensory-
physiological model is incomplete. It cannot ex-
plain why many individuals with the same extent
of tissue pathology differ so widely in their report

of pain intensity; do not report any pain despite
objective radiographic evidence of bony degen-
erative changes; complain of severe pain in the
absence of significant physical pathology; and,
with the same physical diagnosis and identified
tissue pathology treated with the same interven-
tion, respond in distinctly different ways.

Psychological factors such as anxiety, ex-
pectancy, cognitive appraisal, self-efficacy, and
perceived control, along with principles of oper-
ant conditioning and observational learning,
have been shown to influence reports and expe-
rience of physiological processes, fatigue, appetite
and sleep disturbance, nausea, and pain not as-
sociated with advanced disease. These factors
have been largely disregarded in the palliative-
care literature. The influential gate control model
of pain,12'13 postulating motivational-affective
and cognitive-evaluative as well as sensory-
discriminative contributions to the perception of
pain, appears to have had relatively little impact
in cancer pain. In short, the fund of knowledge
about pain in general seems to be underutilized
in the cancer pain arena.

PSYCHOLOGY OF TERMINAL ILLNESS
AND PHYSICAL SYMPTOMS

Symptom Preoccupation

A physical symptom is the awareness of some as-
pect of an internal state. Note that this defini-
tion does not mean that there necessarily is any
physiological concomitant of the symptom. The
symptom is a perception. A stomachache may sig-
nal indigestion, food poisoning, intestinal flu, ap-
pendicitis, or anxiety.

The very act of monitoring sensations for signs
of change increases the probability that expected
changes (ipso facto exacerbation of pain) will be
perceived. The cancer patient may become in-
creasingly preoccupied with his or her body in or-
der to monitor any changes related to disease pro-
gression. Constant monitoring of the body will
likely lead to identification of bodily signs that in
other situations might be ignored or never even
perceived. Thus, there may be anticipation of
noxious stimulation and reports of such sensa-
tions even in their absence.

Much of the diversity of people's responses to
threatening events or ambiguous sensations is at-
tributable to variations in the appraisal process.
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An individual's appraisals influence emotional
arousal and the behavioral response to a situa-
tion. The more ambiguous the event, the greater
the reliance on subjective interpretations and ap-
praisals and subsequent responding. Cancer is, by
its very nature, an ambiguous disease. It is often
of unknown origin, its course is unpredictable and
erratic, the likelihood of arresting the disease pro-
gression is uncertain, and the physical sensations
created by the disease, treatment, and physiolog-
ical arousal in response to the diagnosis are often
vague and diffuse. When an individual has can-
cer, he or she may become sensitized to, contin-
ually monitor, and become preoccupied with bod-
ily sensations. Physical sensations serve as a
constant reminder of the disease, with all that it
connotes, and are capable of being interpreted or
misinterpreted.14'15 They may also lead to over-
reaction and outright panic.16 Continual vigi-
lance and monitoring of noxious stimulation and
the belief that physical changes signify disease
progression may render even low-intensity noci-
ception less bearable. Nonphysical factors can in-
fluence behavioral communications of distress
and suffering. Overt communications of suffering
elicit responses from health-care providers, as
well as from family and friends. A terminal ill-
ness presents a particular dilemma. When symp-
toms are associated with a nonterminal disease,
complaints of symptoms can result from a range
of possible reinforcers. In these instances, where
continuous reporting of symptoms contributes lit-
tle information that is diagnostically or thera-
peutically useful, treatment efforts are often
directed toward discouraging patients from re-
porting symptoms. In the case of patients with
advanced disease, however, report of symptoms
may signal change in disease status and may be
necessary for proper titration of treatment for
both the disease and pain. Thus, terminal pa-
tients are encouraged to focus on symptoms and
to report exacerbations of symptoms to family
members and medical staff. This attention, how-
ever, may lead to increased reporting. This dif-
ference between symptoms in terminal and those
in nonterminal patients is an important one and
needs to be considered in assessing reports of
symptoms. However, it does not remove the prob-
ability that reinforcement factors can influence
the report. The dilemma is how to differentiate
appropriate reports of symptoms from maladap-
tive illness behaviors. The health-care provider

must acknowledge the symptoms but provide re-
assurance and attention for "healthy behaviors"
(e.g., activity) and support, even in the absence
of symptom reporting, so that complaints are not
consciously used as means for gaining attention
and support.

A range of psychological variables have been
identified that influence patients' perceptions and
reports of symptoms, especially pain.5'17 We high-
light only some findings that carry implications
for symptoms associated with advanced disease.

Fear and Anxiety

Anxiety has been demonstrated to be both a
cause and a correlate of symptom reports. Anxi-
ety can initiate a sequence of physiological
changes, instigating nociception through height-
ened sympathetic nervous system activity that
provokes muscle spasm, vasoconstriction, visceral
disturbances, and release of pain-producing sub-
stances (e.g., substance P, Bradykinin). Further-
more, in an anxious state, patients may not be
able to differentiate signs of sympathetic arousal
from aversive stimulation. Thus, anxiety may ex-
acerbate symptoms by altering the discriminabil-
ity of physical sensations so that a lower thresh-
old is used for labeling sensory events as
noxious.18 Barber19 concluded:

It appears that some procedures that are said to
reduce pain actually reduce anxiety, fear, worry, and
other emotions that are usually intermingled with
pain. For instance, the pain relief that follows the
administration of morphine and other opiates may
be closely related to the reduction of anxiety or fear.
Although the patient who has received the opiate
may still experience pain sensations, the reduction
in anxiety, fear or other emotions apparently leads
him to report that pain is reduced (p. 453)

Symptoms that accompany terminal diseases
may be exacerbated by emotional distress. For ex-
ample, Spiegel and Bloom20 found that mood dis-
turbance and the meaning of pain to a patient
predicted patients' reported pain intensity in a
sample of 86 women with metastatic breast can-
cer. They reported that greater mood disturbance
and the belief that pain signaled a worsening of
their disease were significantly correlated with re-
ported pain intensity. The authors concluded
that since the patient sample was homogeneous
with regard to medical status, the differential pain
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experiences reported were due in large part to the
patients' emotional status.

The influence of the situation in which the
symptom occurs is particularly important in pa-
tients with advanced disease, because of the fear
and anxiety often evoked by their health status.
This is demonstrated by a study of 667 cancer pa-
tients in which pain was perceived as interfering
with activity and enjoyment of life (as reported
by patients) to a greater degree when pain was
perceived to be caused by cancer than when it
was thought to have another cause.21 Ahles,
Blanchard, and Ruckdeschel14 noted that 61% of
patients studied were afraid that pain signified a
progression of their disease. These patients had
significantly higher scores on several measures of
anxiety and depression than did the group that
did not consider pain as indicative of worsening
or progressive disease.

Perceived Controllability

Attribution of control is another factor impli-
cated in symptom reporting.15 Several clinical
studies indicate that perceived control (i.e., the
belief that one has control), whether veridical or
not, is sufficient to produce significant pain re-
lief.22 Hill, Saeger, and Chapman23 used patient-
controlled analgesia (a patient-controlled drug
infusion pump) for cancer patients undergoing
painful bone marrow transplantation. The pain
produced by this procedure is very severe and per-
sists for up to 4 weeks. The authors found that
those with the pump used approximately one-
third as much morphine to achieve equivalent lev-
els of pain control as those whose narcotics were
administered by nurses. Thus, perception as well
as actual ability to control pain appears to be
capable of alleviating the intensity of the pain
experienced.

COGNITIVE-BEHAVIORAL PERSPECTIVE

ON TERMINAL ILLNESSES

The role of cognitive factors has been emphasized
in perception and behavioral response to noxious
symptoms.24 The cognitive-behavioral perspec-
tive has two basic assumptions. First, individuals
are active processors of information, rather than
passive recipients of environmental stimuli. Peo-
ple attempt to make sense of, understand, pre-

dict, and control their lives. The amount of
threat, arousal, or stress they experience is a joint
function of the idiosyncratic appraisals of the
novel stimuli and their adaptive resources. Sec-
ond, cognitions, emotions, behaviors, and the so-
cial environment are to some extent causally re-
lated. Cognitions can elicit feelings, potentiate
emotions, reduce arousal, and serve as an impe-
tus for behavior. Conversely, feelings and behav-
iors can facilitate or inhibit the production of
cognitions, and behaviors and emotions can in-
fluence the type of response from the environ-
ment. Thus, behavior is reciprocally determined
by both the individual and his or her environ-
ment. As Turk and Rudy25 suggest, the cognitive-
behavioral perspective that focuses on individual
appraisals, interpretations, and expectancies, as
well as physiology and environmental influences,
may be more essential to achieve successful re-
sults than any specific technique.

Cognitive-behavioral intervention for adverse
symptoms has three foci: alteration of maladap-
tive behaviors; alteration of ongoing self-state-
ments, images, and feelings that interfere with
adaptive functioning; and alteration of cognitive
schema (tacit assumptions and beliefs) that give
rise to habitual ways of construing the self (i.e.,
as helpless) and cancer (as uncontrollable, in-
evitably causing pain). The objective of the in-
tervention is not necessarily to abolish the symp-
tom altogether but to promote well behaviors
that facilitate health, as well as help patients cope
with varying degrees of discomfort in order to
maximize their quality of life for whatever period
of time remains.

The specifics of treatment as outlined by Turk
and Holzman26 include:

• Reconceptualize the cause of the patient's symp-
tom so that it is consistent with the rationale un-
derlying the treatment.

• Foster a sense of optimism.
• Individualize the treatment to match the needs

of each patient.
• Emphasize active patient participation and re-

sponsibility to the extent possible.
• Provide skills acquisition.

Central to the cognitive-behavioral approach
is the collaborative therapeutic relationship. Fail-
ure of this relationship will doom any psycholog-
ical intervention, no matter how potent. The
therapist is an ally who is primarily the dissemi-
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nator of options and a facilitator of the treatment
process. Treatment is designed to assist patients
to relinquish the passive, helpless victim role and
to accept an active, self-management role when-
ever possible, given their physical status.

Therapists should anticipate that patients hold
sensory views of their symptom. Without chal-
lenging or expanding on this view, it may be fu-
tile to encourage the use of certain techniques
(e.g., relaxation). A brief explanation of the mul-
tidimensional nature of pain and other symptoms
will usually satisfy most patient's questions and
provide a rationale for the involvement of the
therapist. Some patients may feel as if they are
"crazy" (i.e., it's all in their head) for complain-
ing about the symptom, especially if medication
has failed to eradicate the problem. Patients may
thus be exquisitely sensitive to the suggestion
that they meet with a mental health professional
(MHP).

Although they may not ask, many patients will
wonder why such a referral was made. When sug-
gesting the possibility of involvement with an
MHP, the health care provider might say some-
thing like the following: "I know you are suffer-
ing quite a bit with your [adverse symptom], de-
spite your doctor's best efforts at controlling it. I
wanted to make you aware of some additional
forms of symptom management, with which you
may be less familiar. These techniques have been
found to be helpful with many patients, and we
expect that they will be helpful with you, too.

Psychological interventions should be de-
scribed as short term, skills oriented and focused
on the present. In our experience, terminally ill
patients are usually not only receptive to in-
volvement with an MHP but often very appre-
ciative of the opportunity to talk with someone
about whatever problems they might be having.

• To provide the therapist with detailed informa-
tion about the nature of the patient's medical
condition, previous treatments, perceptions of
his or her medical condition, expectations about
treatment, resources, competencies, difficulties
in coping with the symptom, and view of vari-
ous aspects of his or her life (e.g., family rela-
tionships)

• To assist in the establishment of appropriate
treatment goals

• To foster the reconceptualization process by as-
sisting patients and significant others in becom-
ing aware of the situational variability and psy-
chosocial factors that influence the nature and
degree of adverse symptom(s)

• To examine the important role of significant oth-
ers in the maintenance of maladaptive behaviors
and as resources in the change process

For patients with advanced disease, the as-
sessment process may need to be abbreviated, de-
pending on the unique circumstances of the pa-
tient. For example, asking the patient to imagine
the last time that he or she experienced moder-
ate to severe intensity of the symptom and to re-
call the thoughts and feelings experienced at that
time will likely reveal how cognitive and affec-
tive factors contribute to their perception of the
symptom. The patient is then encouraged to use
negative cognitions and feelings as cues to insti-
gate more adaptive strategies. For example, pa-
tients who report thoughts that they are over-
whelmed by their symptoms and have no control
over them are encouraged to become aware of the
times they engage in such thinking and to ap-
preciate how such thoughts may exacerbate their
overall level of distress and become self-fulfilling
prophecies. Alternative thoughts such as realis-
tic appraisal of the situation can instead be
taught.

COGNITIVE-BEHAVIORAL THERAPY IN
PALLIATIVE-CARE PATIENTS

Stage 1: Assessment

The assessment and reconceptualization phases of
cognitive-behavioral treatment are interdepen-
dent. The assessment phase serves several distinct
functions, namely:

• To provide a baseline against which the progress
and success of treatment can be compared

Stage 2: Reconceptualization

A central goal of cognitive-behavioral treatment
is to facilitate the emergence of a new conceptu-
alization of the symptom(s). Reconceptualization
permits problems to be translated into difficulties
that can be pinpointed and viewed as circum-
scribed and addressable, rather than as vague,
overwhelming experiences. The reconceptualiza-
tion process is also designed to help the patient
become more receptive to psychological ap-
proaches to symptom management.
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People are constantly thinking, evaluating,
and appraising information and their situation. It
has been suggested that the thoughts that people
have can greatly influence their mood, their be-
havior, and some of their physiological processes.
Conversely, people's mood, behaviors, and phys-
iological activity can influence their thoughts.
Thus, it is important for patients with advanced
disease to become aware of the thoughts and feel-
ings that are associated with their symptoms. Cog-
nitive restructuring is a method that encourages
people to identify and change stress-inducing
thoughts and feelings that are associated with the
noxious sensations they experience.

It is hard for some patients to accept that their
thoughts and emotions can affect their bodies. In
these instances, it is useful to have the patient
self-monitor the thoughts and feelings that pre-
cede, accompany, and follow symptom exacerba-
tion. When patients monitor their thoughts, a
number of beliefs that might lead to increased
muscle tension and increased emotional distress
are frequently identified. For example, patients
may find that they have some of the following
thoughts:

I feel as if I can't take it any more.

I can't do anything when my pain is bad.

It is terrible to feel so helpless. I feel useless.

These types of thoughts are maladaptive in that
they can increase the individual's perceptions of
symptoms through increased autonomic arousal
and prevent efforts to cope with the situation.

Once specific associations of thoughts, emo-
tions, and symptoms are identified, the patient
can consider alternative thoughts and strategies
that might be used in similar circumstances. He
or she can try substituting these alternative
thoughts and observe the effects.

Helping patients to alter maladaptive thoughts
requires a delicate blend of empathy and reason.
It is helpful to convey that their thoughts are
quite understandable and that most other pa-
tients in similar circumstances have them as well.
It is equally important, however, to have patients
examine the consequences of having these
thoughts. Given their understanding of their
symptom and its relationship to stress, how do
they view their thoughts? Patients are usually able
to see that their responses are not adaptive and
have an interest in modifying them. The crucial

element in successful treatment is bringing about
a shift in the patient's repertoire from habitual
and automatic but ineffective responses to sys-
tematic problem solving and planning, control of
affect, behavioral persistence, or disengagement
when appropriate.

Treatment is a collaborative process by which
the therapist carefully elicits the troublesome
thoughts and concerns of patients, acknowledges
their bothersome nature, and then constructs an
atmosphere in which the patient can critically
challenge the validity and utility of those beliefs.
Rather than suggest alternate thoughts, the ther-
apist attempts to elicit competing thoughts from
the patient and then reinforces the adaptive na-
ture of these alternatives where appropriate. Pa-
tients have well-learned and frequently rehearsed
thoughts about their condition. Only after repe-
tition and practice in cuing competent interpre-
tations and evaluations will patients come to
change their conceptualizations.

A constructive assignment might be to have
patients create adaptive self-statements about
their symptoms. Examples include:

Relax. Focus on your breathing.

Stay calm. Getting upset will only make me feel
worse.

I have coped with the [symptom] before and I
can do it again.

I am getting better at handling this [symptom].

I will not let this [symptom] get the better of
me.

The [symptom] comes and goes. Hold on.

We encourage patients to write these state-
ments down, perhaps along with other inspiring
quotes or passages (e.g., the Serenity Prayer) in a
notebook to use when needed. The patient's fam-
ily members might read these statements out loud
during difficult times, or they may be tape
recorded. The therapist will also encourage pa-
tients in their efforts and suggest that they posi-
tively reinforce themselves for the effort and not
necessarily for the result, as changing habitual
ways of thinking can take time.

A distinct subset of patients may require cog-
nitive restructuring prior to learning other self-
management skills. These patients have histori-
cally been caretakers themselves, either formally
in the type of work they have done or informally
as homemakers, spouses, or children caring for an
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ill parent. It is not uncommon for these patients
to make comments reflecting their difficulty be-
ing in the patient (i.e., dependent) role, no less
in a self-management role. These are the patients
who say they have spent their lives taking care
of someone else and feel uncomfortable or "self-
ish" receiving help.

In order to self-manage adverse symptoms, pa-
tients must be motivated (usually inherent in the
discomfort from the symptom) and value them-
selves and their needs enough that they want to
do something about it. A surprising number of
otherwise motivated patients are initially unre-
sponsive to a self-management approach. We are
not speaking here of patients who are greatly de-
bilitated and simply do not have the capacity for
a self-management approach. Instead, we are
speaking of patients who have the physical and
psychological stamina but who are uncomfortable
with the approach. We have found it helpful in
these cases to explore the etiology of their care-
taker role and their belief that caring for their
own needs is "selfish." Many patients will readily
recognize that these beliefs stem from childhood
roles and experiences.

For example, we had one patient who was very
interested in learning nonpharmacologic ap-
proaches to her pain problem but was dismayed
with herself for not practicing the relaxation on
her own. We reviewed her understanding of how
to practice the relaxation, and it was clear that her
lack of information was not the problem. We then
explored what it was like for her to engage in self-
nurturing behavior, and things became clearer.
She described how she had been taught as a child
that her role in life was to take care of others and
that she was "bad" or "selfish" to do things for her-
self. The patient was amazed at how such beliefs
were still affecting her so many years later, espe-
cially as she very much wanted to help herself. For-
tunately, this awareness led to insights about her
failure to take care of herself, and she was able to
make a conscious effort to change her behavior.

Regardless of the etiology, however, recogniz-
ing that an old belief is not what the patient
would choose to believe at present may be the
turning point toward self-care. Once patients ac-
knowledge that they want more self-control and
that self-management is central to that goal, they
are often amenable to change.

Spirituality should not be overlooked as an im-
portant source of coping. In an excellent over-

view of religion and spirituality as resources for
coping with cancer, Jenkins and Pargament27 dis-
cuss the fact that most clinicians come from sec-
ular backgrounds and may dismiss religion. The
authors explore the multiple reasons that clini-
cians might reject religion and wisely frame reli-
gion and spirituality within the context of belief
systems. In this way, the therapist can then as-
sess the patient's spiritual beliefs as varying along
a continuum of adaptive (active coping with a
higher power as an ally) or maladaptive (passively
deferring to a higher power). It is also important
that, regardless of a clinician's religious or spiri-
tual beliefs, he or she not let personal views in-
terfere with an assessment of the patient's spiri-
tual needs and that the clinician make referrals
to clergy where appropriate. This is an extremely
important issue, as, given a limited period of time
to live, most patients reflect on existential issues
(see Chapter 13 in this volume). We have had a
surprising number of patients who view their re-
ligious and spiritual beliefs as separate from their
distressing symptom and have not yet made the
connection that spirituality can be an important
source of solace for them. It certainly behooves
the clinician to raise these issues for discussion
and exploration.

In sum, cognitive restructuring is a technique
designed to make patients aware of the role cog-
nitions and emotions play in potentiating and
maintaining stress. The process involves eliciting
the patient's thoughts, feelings, and interpreta-
tions of events, gathering evidence for or against
such interpretations, identifying habitual self-
statements and images that occur, and testing the
validity of these interpretations. The therapist
helps the patient identify automatic thoughts that
may set up an escalating stream of negative, cat-
astrophizing ideation and learn how such habit-
ual thoughts may exacerbate stress and interfere
with performance of adaptive coping responses.

Stage 3: Skills Acquisition

The skills acquisition phase begins once the ba-
sic goals of treatment have been established. Dur-
ing this phase, the therapist provides education,
guidance, and practice in the use of a range of
specific cognitive coping skills. Coping can occur
prior to a stressful event (i.e., anticipatory cop-
ing) or in response to a direct stress. In cancer,
some teaching about coping has to be reactive,
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rather than anticipatory. In other instances, such
as the patient who anticipates nausea at meal
time or painful dressing changes, anticipatory
coping is appropriate. Anticipatory coping con-
cerns the way individuals engage in the regula-
tion of emotional reactions, planning, choosing,
tolerating, and avoiding maladaptive thoughts.

Relaxation Techniques

It is helpful to begin relaxation exercises early in
treatment because they can be readily learned by
almost all patients, and most view them as cred-
ible techniques. There are a range of relaxation
strategies that can be used, and there is little ev-
idence to recommend one method over another.
More important is the message to the patient that
relaxation is a skill that can be learned and that
there are a wide range of techniques available.
The therapist can help the patient find one or
more techniques that are most helpful for that
particular individual.

Instruction in the use of relaxation is designed
to teach an incompatible response and to help
patients develop a set of coping skills that can be
employed in any situation in which adaptive cop-
ing is required. The therapist can discuss with pa-
tients how to identify bodily signs of physical ten-
sion, the stress-tension cycle, how occupying
one's attention can short-circuit stress, how re-
laxation can reduce anxiety because it presents
something they can do to exert control, how re-
laxation and tension are incompatible states, and
how unwinding while living with chronic stress
can be therapeutic. Patients are asked to practice
relaxation on a regular basis and in situations
where they perceive themselves as becoming
tense, anxious, or distressed (e.g., when the ad-
verse symptom occurs).

Throughout the practice of relaxation, the
therapist continues to take the collaborator's role.
This is very important for developing the con-
ceptualization of relaxation as a self-management
skill, thereby facilitating self-control of stress, af-
fective distress, and, at times, physical symptoms.
The therapist also should assume a role that fos-
ters the patient's perception of success. All pos-
sible indications and reports of success by the pa-
tient should be reinforced.

All too often, we have found therapists fo-
cused more on the patient's technical proficiency
than on the patient's thoughts with respect to the

relaxation experience. The patient's thoughts re-
garding the relaxation process far outweigh the
importance of technical proficiency. It does little
good for patients to practice diaphragmatic
breathing "correctly" while simultaneously wor-
rying that their nausea has not subsided.

When we teach relaxation, we initially down-
play the importance of technique and emphasize
the importance of the patient's thoughts. Most
commonly, patients are relieved to hear that they
will not be expected to "perform" (i.e., have tech-
nical proficiency) when they are already feeling
depressed, anxious, or fatigued.

When speaking of emphasizing thoughts re-
garding relaxation, we refer to patients' expecta-
tions, the tone of inner voice they take, and the
process by which they learn a new skill. Common
problems we encounter are patients with perfec-
tionistic, impatient, self-critical, pessimistic, and
distractible tendencies. Rather than wait for these
tendencies perhaps to interfere with treatment, we
take a proactive approach. One primary therapist
goal is to help patients focus on thoughts that give
themselves permission to relax. It is this permis-
sion that is often central in letting tensions go.
We might say something like the following:

In our experience, the way that a patient talks
to him- or herself about the relaxation experience
is sometimes even more important than the relax-
ation technique itself. I know that you have a lot
on your mind right now, and we certainly don't
want to add to your stress level by having you worry
about doing the relaxation "perfectly." Instead, all
I'm going to ask that you do is set aside your trou-
bles for the 15-minute period during which time
we'll practice the relaxation.

It's funny, but the way we're wired means that we
can't just simply tell our bodies to relax and have
them fully cooperate! Instead, we almost have to
"trick" our bodies into relaxing. In other words, if
we relax our mind, then the rest of our body typi-
cally relaxes, too. For example, if you take a very
critical or demanding tone with yourself, even if it
is with the instruction to relax, your mind is not
going to relax, because no one likes to be criticized.
Instead, if you take a tone that is supportive and
encouraging, like you might take toward a young
child learning a new skill, your body will, in all like-
lihood, respond in a relaxed manner.

We also emphasize that patients have learned
other skills (e.g., driving a car, acquiring profi-
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ciency with a hobby) through patience, persis-
tence, and faith in their ability to learn. We re-
mind patients that we know of no reason why
they cannot be successful with the relaxation as
well.

For highly self-critical, impatient patients, we
often use the analogy of teaching a young child
how to ride a bicycle. By asking patients how they
could best help that child learn to ride the bike,
we encourage them to see how impatience and
criticism would inhibit the child's learning. Ask-
ing patients what kind of comments they might
make that would be encouraging to the child typ-
ically results in supportive, patient, encouraging
comments that are exactly the kinds of state-
ments they can make to themselves. In other
words, thoughts that interfere with a patient's
ability to benefit from relaxation are typically
amenable to cognitive restructuring.

Controlled Breathing Deep breathing is probably
the most versatile of all the relaxation tech-
niques. It is the simplest to learn, can be used in
almost any situation, is palatable to most patients,
can be helpful for controlling all aversive symp-
toms, and is helpful even with patients with some
cognitive limitations. As simple as the technique
may be, it can be one of the most effective meth-
ods for patients to release tension and focus on
nonsymptom somatic functioning. Deep breath-
ing can be used in conjunction with other tech-
niques, either as a prelude or conjointly.

Certainly, for patients with breathing difficul-
ties this technique may be contraindicated. De-
pending on the patient's level of cognitive func-
tioning, breathing techniques may be either quite
simple or extremely complex. Table 15.1 contains
a sample of a controlled-breathing exercise.

Progressive Muscle Relaxation Progressive muscle
relaxation (PMR) is useful because it has face va-
lidity, it is a concrete procedure and thus easy to
recall and practice, and it is less prone than pas-
sive relaxation techniques to failure because of
distraction by symptoms or cognitive intrusions.
Slight symptomatic exacerbations that often ac-
company muscle tensing clearly demonstrate to
the patient the role of muscle activity in symp-
tom perception and possibly exacerbation. If mus-
cle tension results in increased symptoms, it can
be reasoned that the converse, muscle relaxation,
leads to symptom reduction. Also, the results of
even the first relaxation training session are of-
ten inherently reinforcing because they reduce
generalized arousal. Table 15.2 describes a pro-
gressive muscle relaxation exercise.

In our experience, PMR is more helpful with
symptoms such as insomnia or a mood disturbance
than with pain. Although we certainly find the
technique helpful with many pain patients, we ad-
vise caution in using it. Given that tight muscles
can aggravate pain, the tension phase of PMR runs
with it the risk of increasing pain. We have tried
having patients tense only nonpainful areas or
gently tense all muscle groups, but we have not
had good results. As a result, we tend to use this
approach most with pain patients who are unusu-
ally tense and have a high need for control.

In general, we find PMR most helpful with pa-
tients who have trouble "letting go" or who need
to relax by "doing" and for unusually hesitant or
skeptical patients. By using such a concrete phys-
ical activity, even the most cynical of patients can
usually be convinced of the technique's efficacy.

Autogenic Training Autogenic training is a tech-
nique based on cognitive exercises that involve

Table 15.1 A Controlled Breathing Exercise

1. Have patient sit or lie down in a comfortable, relaxed position.
2. Instruct the patient to inhale slowly and deeply through their nose.
3. Instruct the patient to count up to five at one-second intervals and then to slowly exhale.
4. Instruct the patient to think of a single word such as "calm" or "peace" between each count to help free the mind

of distracting or stressful thoughts.
5. Instruct the patient to hold his or her breath for 5 seconds and then to exhale slowly through the mouth, counting

backward from 5 to 1, and to think of the chosen word. While exhaling, instruct the patient to let his or her chest
and stomach muscles relax and, if the person is seated, to let the shoulders sag.)

6. Repeat this cycle at least 3 times, but continue for 3 to 5 minutes.
7. If patient reports feeling light-headed, suggest alternation of a few shallow breaths and the deep breaths.
8. After the exercise is over, ask patient about the experience and whether he or she experienced any difficulties.

231
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Table 15.2 Sample Progressive Relaxation Exercises

You can ask the patient to perform these exercises either seated or lying down, with their
eyes closed or focusing on a picture of a pleasant scene. As the patient becomes more
proficient in the techniques, the exercises can be performed in different settings. The ex-
ercise may be audiotaped and a copy provided to the patient for home practice.

About 30 seconds should be devoted to each task, 10 seconds for tensing each group
of muscles, 20 seconds for relaxing them. Note that the order of the exercise is not im-
portant, and some may be deleted, depending on the nature of the patient's pain. For
example, you might not have headache patients tense the muscles of the scalp and neck.
Repeat each exercise twice.

1. Curl the toes of your left foot toward the bottom of your foot or the floor. Hold this
tense position. Feel the cramped tightness in your ankle and the sole of your foot that
you have created. Pay attention to how this feels.

2. Now, relax your foot by moving your toes away from the bottom of your foot or the
floor. Let your toes relax. Let the tension drain from your toes. Feel the warm com-
fortable sensations of relaxation that you have been able to produce. Pay attention to
these feelings, and notice how they differ from the cramped tight feeling you experi-
enced when you tensed your muscles.

3. Repeat 1 and 2.

The therapist can then proceed, using the same methods with muscles throughout the
body:

• "Pull the toes of your left foot up toward your face."
• "Tense the muscles in your left thigh by pressing hard against your other leg."
• "Tighten the muscles of your buttocks by pulling them toward each other."
• "Tighten the muscles of your stomach as if you were trying to protect yourself

from being punched."
• "Pull your shoulder blades toward each other."
• "Hunch your shoulders toward your ears."
• "Press the upper part of your left arm against your left side."
• "Make a tight fist with your left hand."
• "Push the back of your head hard against the floor or chair to tighten your neck

muscles."
• "Clench your teeth together, push your tongue against the roof of your mouth,

and smile to expose as many teeth as you can."
• "Squint your eyes tightly shut, and wrinkle your nose."
• "Raise your eyebrows as high as you can to wrinkle your forehead."

focusing on limb heaviness and warmth, breath-
ing, and coolness in the forehead. Patients can
decrease tension and fatigue and improve their
blood flow by generating heaviness and warmth
in their extremities. Patients are given a set of
self-statements dealing with warmth, heaviness,
and mental calm to say to themselves several
times over. Despite its simplicity, this technique
has a powerful ability to produce deep relaxation.
Some autogenic suggestions are as follows:

• My left hand feels heavy.
• My left hand feels heavy and warm.
• My left hand feels loose and relaxed.
• I feel quite quiet.

• My left arm feels heavy.
• My left arm feels heavy and warm.
• My left arm feels loose and relaxed.

Autogenics can be helpful even with those pa-
tients who are distractible, since it involves sim-
ple and concrete statements that a patient could
make repeatedly even when distracted. We have
otherwise found the technique less helpful with
patients who have cognitive limitations.

Meditation Many of the elements of meditation
are similar to those of other relaxation tech-
niques: a quiet environment, an object (word,
sound, symbol) to focus on, a passive attitude, and
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a comfortable position. In meditation, however,
thoughts, feelings, and images drift in the mind
but are not concentrated on and are allowed to
pass.

We have often found that patients naturally
gravitate toward this technique when given a va-
riety from which to choose. Although in many
ways it is very simple, we have found that many
patients have difficulty with it. These patients
tend to be self-critical, goal oriented, and with
higher control needs. Many of these patients can
be successfully guided through discussion of their
frustration-engendering cognitions, but there re-
main those patients for whom the technique is
not appropriate.

Attentional Training

The role of attention is a major factor in per-
ceptual activity, and therefore it is of primary
concern in efforts to change behavior. The act of
attending has both a selective and an amplifying
function. The therapist may note that people can
focus their attention on only one thing at a time
and that, although people can, to some extent,
control what they attend to, at times this maybe
more difficult than others. The therapist may
wish to draw an analogy to television; despite the
simultaneous availability of numerous channels,
a viewer can attend fully to only one channel at
any one time. The therapist might state: "Atten-
tion is like the TV or searchlight; we can control
what we attend to and what we avoid. With in-
struction and practice, you can learn how to more
effectively control your attention."

Guided imagery may be used in order to en-
hance patients' ability to use all their sensory
modalities (i.e., vision, audition, olfaction, gus-
tatory, and kinesthetic) and thereby increase
their absorption of what is around them. The
therapist may ask the patient to imagine such
scenes as a pleasant day at the beach. Such prac-
tice can be of assistance to patients by providing
them with opportunities to try out a range of dif-
ferent scenes so that they can learn to use all their
senses and to generate a set of images that is of
particular use for them. It is important that the
therapist assist the patient to discover personally
relevant attention diverting scenes rather than
impose a specific and predetermined one.

Attempts should be made to involve patients
actively in their own treatment. As with relax-

ation, the data on attentional training do not un-
equivocally support the effectiveness of any one
strategy over any other.28 What appears to be
more important is the extent to which patients
can become actively absorbed in any imaginary
scene.

Distraction Some research has suggested that
preoccupation with one's own body can lead to
increased awareness and overestimation of sen-
sory information. Because it is possible to attend
fully to only one thing at a time, taking one's
mind off pain by attending to something else may
lead to reduced perceptions of pain and reduce
levels of stress arousal. People who have persis-
tent pain or other aversive symptoms often try to
distract themselves by reading books, watching
television, engaging in hobbies, or listening to
music. Using thoughts and imagination can also
help people distract themselves from their bodies
and symptoms.

Cognitive techniques consist of several differ-
ent types of procedures, including cognitive dis-
traction or attention diversion. Terminally ill pa-
tients are often preoccupied with their bodily
symptoms. Every new sensation is seen as an in-
dication of deterioration or a potential new prob-
lem. Cognitive distraction techniques are best used
during episodes where the patient experiences an
exacerbation of symptoms.

A great deal of research on attentional focus
has been conducted on the relative efficacy of
various cognitive distraction techniques. Fernan-
dez and Turk28 reviewed the literature on the
range of different cognitive coping strategies that
have been studied. They classified these into five
groups: (1) those that focus on the environment
rather than on the body; (2) neutral images; (3)
dramatized images where the painful part is in-
cluded in the image (for example, imaging that
one is a spy who has been wounded but is trying
to escape); (4) pleasant images; and (5) rhythmic
activity (for example, singing a song). Each strat-
egy has been shown to be effective for mild to
moderate pain. Fernandez and Turk28 concluded
that no one coping strategy is consistently more
effective than any other.

The therapist might ask patients to close their
eyes and to focus attention on some part of their
body. The therapist then notes some ambient
sound such as the ventilation system and suggests
that while, attending to their body, the patients
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were not aware of the sound of the air condi-
tioning. The therapist may call attention to the
sound of ventilation but then remind patients
that they have stopped focusing on their body.
The therapist also might call attention to some
part of the body that the patients were not at-
tending to, such as the gentle pressure of their
watches on their wrists. The point is that there
is environmental (internal and external) input
that remains out of conscious attention until one
focuses directly on it. The objective is to com-
municate to patients that people commonly em-
ploy various methods to get some degree of con-
trol over the focus of their attention.

Providing patients with education and prac-
tice in the use of many different types of strate-
gies may be the best approach. A variety of cog-
nitive coping images and attention-diverting
tasks may be reviewed in an attempt to find those
that are most appealing to individual patients.

Distraction is one technique that is particu-
larly amenable to family involvement. Not only
can the family members be helpful with describ-
ing relaxing scenes to the patient, but they may
also be distracting in other ways. Playing cars,
word games, or board games, even if only for brief
periods of time, may be useful in breaking the
symptom focus. Listening to music, singing, or
reading the Bible or another book out loud for a
few minutes can also be helpful. One of the au-
thors had a patient who spent her time writing
jokes. She knew that her "material" was not ex-
actly worthy of a standup comedian, but she so
enjoyed herself and thereby kept her frame of
mind positive. Selective use of positive reminis-
cence through stories and/or looking at pictures
may not only distract but also help the patient
and family with their grief process.

Imagery Imagery has a long history of successful
use with patients having advanced disease for a va-
riety of symptom complaints. Indeed, the tech-
nique looked so promising that some advocated its
use as a possible method of eradicating cancer it-
self.29 Although it is still used by some in this ca-
pacity, it is now used primarily for symptom relief.

Imagery techniques are limited only by the
creative imagination of patient and therapist and
may be used with such diverse symptoms as nau-
sea, breathing problems, sleep difficulties, pain,
appetite disturbance, and fatigue. Relief may also
come in surprising packages. One of our patients

who was particularly troubled by fatigue found
that by putting on music and imagining herself
dancing as she loved to do for many years, she
became exhilarated and felt afterward as if she
had a long nap. Another patient with metastatic
lung cancer had trouble accepting relaxation as
a legitimate way to spend her time. Together we
found another method that she deemed more ac-
ceptable. The patient had always been a "doer"
and could not find sitting still relaxing. Instead,
we agreed that she would take a slow walk
through her apartment and imagine how she
would redecorate if money were not an object.
The patient found this to be a very effective dis-
traction and was able to stay focused and calm
for progressively longer periods of time. Imagery
may be used to transform the adverse sensation
(as with hypnosis) or for distraction purposes (as
with attentional training).

We encourage patients who are alert and who
have reasonably good cognitive functioning to
practice on their own. For those who have lower
energy levels or who are more distractible or con-
crete, we might do a guided imagery, using im-
ages that the patient or family member previously
described as a particularly positive memory or fan-
tasy. Taping the guided imagery or having the
family member observe and learn how to relax by
describing the image(s) would also be appropri-
ate in this situation. We might introduce a guided
imagery session this way:

Guided imagery is very much like having a pleas-
ant daydream or fantasy . . . something we are all
familiar with. The only real difference between the
two is that in this situation I will be helping you to
improve your skills at imagining by directing you
through the fantasy. Of course, you are always free
to focus on whatever you choose ... I am here only
as a guide. My guiding you through this procedure
is similar to your listening to a radio program; it al-
lows you to create in your mind the action and im-
ages related to the story to which you're listening.

Allowing yourself to become relaxed and highly
focused on an image is a skill that can be learned
by anyone. And, just like other skills, it requires ac-
tive participation and practice. In many ways you
already have skill in this area. What's different
about today's procedure is that we're actively and
consciously letting go and focusing on an image so
that you have the ability to focus less on [the ad-
verse symptom]. While you will become very re-
laxed, you will not fall asleep. Although your eyes
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will close just as they do when you go to sleep, you
will be aware of what is happening throughout the
entire procedure. If at any time you choose to tune
my voice out and make it like the background hum
of the air conditioning, that is fine, as long as you
are instead allowing yourself to focus on something
pleasant or relaxing. Do you have any questions be-
fore we begin?

Hypnosis Hypnosis has been used successfully
with cancer patients with different types and
stages of the disease, as well as for various symp-
tom complaints. It has been found to reduce anx-
iety, pain, insomnia, nausea and vomiting with
chemotherapy,30'31 alter moods,32 produce local
anesthesia for venipuncture, spinal taps, bone
marrow aspirations, biopsies and injections, and
develop rigidity or flaccidity of the body to allow
for care of wounds during radiology.33

Although it is always good practice to explain
to patients what types of sensations they might
experience with relaxation, we have found this
to be more important when using hypnosis. Per-
haps because of factors such as media exposure to
hypnosis for entertainment purposes (e.g., stage
hypnotists), patients tend to have a number of
misconceptions about the procedure. Several re-
searchers, when examining the use of hypnosis to
alleviate cancer chemotherapy side effects, have
found that not all patients agree to be hypno-
tized.30 Explanations for rejection typically in-
volve misperceptions about the process of hyp-
nosis and potential posthypnotic effects. Whereas
Redd and his colleagues now refer to their hyp-
notic procedure as "passive relaxation training
with guided imagery" and meet with greater pa-
tient acceptance, we handle the situation in a dif-
ferent manner. We might say the following:

The aim of using this procedure is to enable you
to become as calm and relaxed as possible. It is ex-
pected that by becoming relaxed you will find the
experience of [adverse symptom] to be less un-
pleasant. Have you every been hypnotized?

Yes . . . what was the experience like? or No . ..
what have you heard about hypnosis? What do you
expect hypnosis to be like?

Hypnosis is a state of enhanced concentration
that can be reached by anyone who is willing to be
receptive and responsive to suggestions. Allowing
yourself to be hypnotized is very much like learn-
ing any other skill. It requires active participation
and practice. While some people believe that hyp-

notic "sleep" and ordinary sleep are one and the
same, this is not the case. The hypnotic state is
qualitatively different from both sleep and the nor-
mal waking state. Although your eyes will close, you
will be aware of what is happening throughout the
entire procedure. If at some point you experience
unusual feelings like tingling or a floating sensation,
there is no need for alarm. Nothing bad is happen-
ing. On the contrary, such different sensations seem
to be signposts that your muscles are beginning to
loosen and that you are responding appropriately.

One proven characteristic of people who are
hypnotized is that they tend to be more responsive
to suggestion than if they were in the normal wak-
ing state. However, it is clear from research that
when people are hypnotized they cannot be made
to do anything that they wouldn't normally do in
the waking state. You will be undergoing a normal,
standard hypnotic induction procedure, and then I
will make various suggestions to you that you will
likely find to be pleasant. I expect that you will ben-
efit from this experience. Most people who undergo
hypnosis describe it as an enjoyable and interesting
experience, and I see no reason why you should be
different from them.

Do you have any questions? If for any reason you
want to stop the procedure, you are always free to
do so. The procedure is really quite simple. All you
do is listen and just let things happen.

More often than not, we find that with such
explanations and reassurance patients are recep-
tive. If a patient is not receptive, there is a wide
range of other techniques worth using.

The primary purpose of the induction is to fo-
cus the patient's attention. It sets the stage for
the patient to view the hypnosis as a unique time
and carries a mystique that can be very useful.
Although this mystique may bring misconcep-
tions with it, as previously indicated, many pa-
tients view hypnosis as a potentially powerful
technique that may fit with their conception of
what is needed to treat their problem.

Before using hypnosis for symptom manage-
ment, the therapist is well served by eliciting from
the patient what images, in their eyes, would ease
the problem. Asking questions such as "What, in
your wildest imagination, might ease your nau-
sea?" or "What color might you imagine as sooth-
ing to your discomfort?" is typically useful. Gather
as many different ideas as possible from the pa-
tient, as the most meaningful soothing images
will come from the patients themselves. A ques-
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tion like "What do you think is causing your lack
of appetite?" might reveal thoughts that reflect
great misconceptions about a patient's physical
status and for which soothing imagery easily fol-
lows. Asking patients to describe vivid examples
of when they did not suffer with the symptom is
also potentially helpful.

For example, we had some success with a man
who was losing weight secondary to chronic nau-
sea and anxiety. We learned that he longingly re-
called memories of having a healthy appetite,
looking forward to meals and to his wife's cherry
pie. On the basis of his symptoms and imagery,
we agreed to work on suggestions of enjoyable an-
ticipation of the smell and taste of cherry pie,
stomach distension, and enjoyable digestion of
food. We worked on developing his self-hypno-
sis skills, and then he regularly applied them be-
fore meals. His hypnotic suggestions went some-
thing like the following:

Now that you are feeling calm and relaxed and
peaceful, you might begin to notice some addition-
ally enjoyable sensations. Perhaps you do not rec-
ognize these sensations at first, as if they are awak-
ening after a long and pleasant slumber. You may
begin to notice, however, that your mouth is more
moist then usual. At first this may seem a little sur-
prising to you, but you'll probably find that if you
scan your body you're nevertheless continuing to
feel at ease, secure, and calm. And as you notice
this calm, you may find that your mouth is becom-
ing, more moist... almost salivating. And you may
slowly begin to recognize this familiar feeling as
your mouth wanting something ... and as you con-
tinue to feel calm and relaxed you may be able to
smell a familiar smell. The aroma of crust and fruit
blended together that almost reflexively intensifies
your salivating. I don't know if you can recall what
it would taste like . . . anticipating the sensation of
hot pie on your tongue, activating your taste buds.
And again almost reflexively you might begin to
notice your stomach wanting to participate in the
enjoyment of your favorite food. Your stomach may
want to be soothed as it distends and waits to be
sated. Can you anticipate the calming feeling of sit-
ting down at your kitchen table as you have so many
times before? And once you begin to taste that first
bite, savoring each mouthful in an unhurried man-
ner, letting your taste buds relish the sweet and tart
and hot and flaky as you chew and enjoy . . . al-
lowing yourself to swallow and let your stomach,
which has grown large in anticipation of this de-
light, finally begin to be quenched . . . letting your-

self enjoy the feeling of your stomach becoming
more and more comfortably full as you delight in
each bite. . . .

Another strategy for symptom management
with hypnosis includes changing the adverse sen-
sation to a different one. This is most often done
with pain, where a sensation of cramping, for ex-
ample, might be replaced by a sensation such as
tingling. The alternate sensation should not nec-
essarily be a pleasant one, as this may be too great
a leap. For example, we might say:

You may begin to notice that your discomfort is al-
most imperceptibly starting to change . . . a feeling
akin to a slow leak in a tire . . . the unpleasantness
slightly decreasing and in its place a slow spread of
icy cold numbing . . . and as you notice the icy cold
numbing you may begin to experience a sense of re-
lief as any sensation other then your initial dis-
comfort is probably much more tolerable.

Strategies that involve maintaining a certain
degree of discomfort, such as that just described,
should not be used as a first line of attack in the
treatment of adverse symptoms, however. First ef-
forts should invariably involve distracting the pa-
tient from the adverse sensation if at all possible.
However, should the discomfort be diagnostically
useful or if it cannot be overcome with distrac-
tion, the strategy described is appropriate. The
strategies available are varied, and the choice of
one will depend on the patient's adverse symp-
tom, cognitive functioning, physical status, vari-
ous personality characteristics, and level of sus-
ceptibility to hypnosis.

In our experience, the most simple and likely
successful scenario involves a patient with low
symptom levels, no cognitive limitations, and
high susceptibility to hypnosis. We also find this
technique most helpful with patients who have a
relatively lower need for control. Patients who
can "let go" and trust their experience and their
creative imagination seem to respond more fa-
vorably than patients who have a higher need for
control. For these latter patients, we recommend
a technique like progressive muscle relaxation,
where the patient may feel more control.

The most challenging scenario is a patient
with higher symptom severity, some cognitive
limitations (due either to brain metastases or the
obtunding effects of opiate analgesics or other
medications), and poor hypnotic susceptibility.
In this case, we recommend using tape recordings
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of inductions or teaching the patient and a fam-
ily member a less demanding skill, such as deep
breathing.

SUMMARY AND CONCLUSIONS

Psychological principles and variables have been
found to be important in the perception of and
behavioral response to adverse symptoms. How-
ever, these approaches and principles have sel-
dom been systematically and consistently in-
corporated into treatments of patients with ad-
vanced disease. We have argued that this is pri-
marily a result of some misconceptions regard-
ing terminal diseases as unique by virtue of its
organicity and association with impending
death.9 Noxious symptoms, however, as discussed
throughout this chapter, involve perceptions that
are subject to modulation by numerous psycho-
logical variables, prominent among which are
controllability, expectancy, anxiety, appraisal

processes, perceived self-efficacy, and contingen-
cies of reinforcement. The manipulation of such
variables can help patients to reinterpret noxious
sensations as less intense, to relabel physical per-
turbations in other terms, and to engage in cop-
ing and other well behaviors. The successful use
of such techniques also adds to a sense of control
over what many view as an uncontrollable dis-
ease and thus can further alleviate suffering.

Although some patients may initially be hes-
itant to pursue psychological intervention for fear
that it suggests that their symptoms are "all
in their head," it must be emphasized that all
symptoms are multidimensional, with sensory,
cognitive, and affective components. These com-
ponents are affected by environmental contin-
gencies, and each of these needs to be addressed
by a multifaceted approach that gives broader
consideration to both biomedical and psychoso-
cial contributors. It is important to acknowledge
that the association between symptoms and psy-
chological distress in patients with advanced dis-

Table 15.3 Factors to Consider in Selecting Psychological Techniques

Progressive muscle
relaxation (PMR)

Breathing exercises

Autogenics

Imagery

Meditation

Hypnosis

Symptom
Severity

+ Mild pain
- Moderate to severe pain
+ All other symptoms

+ All symptoms
+ All severity levels

+ Mild to moderate
pain

— Severe pain
+ All other symptoms

+ Mild to moderate
pain

+ All other symptoms

+ Mild to moderate
pain

+ All other symptoms

+ Mild to moderate
pain

+ All other symptoms

Patient Control
Needs

+ High control

+ Most patients

+ High control
needs

+ Low control

+ Low control
needs

± High control
needs

+ Low control

+ Low control
needs

± High control
needs

Cognitive
Functioning

— Poor concentration
+ Limited, concrete patients

+ Most patients

± Limited, concrete
+ Low enegy

- Low energy, distractable
± Concrete patients

+ Low energy
4- Distractability

- Low energy
— Distractability
+ Moderate to high

hypnotizability

+ = most useful

— = least useful
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ease may be one of reciprocal causality.34 The oc-
currence of aversive symptoms may contribute to
patients' psychological distress; conversely, the
occurrence of psychological distress may amplify
patients' perceptions of the symptoms. When pa-
tients report exacerbation of symptoms, the wors-
ening symptoms often have several indistin-
guishable causes, including progression of the
disease and an increase in the level of psycho-
logical distress. Both of these contributors need
to be addressed. In the palliative-care literature,
the former has been addressed repeatedly, but the
latter is rarely given sufficient emphasis.

We have described a set of techniques that has
been shown to have promise in alleviating symp-
toms. MHPs need to decide which techniques to
use, depending upon the patient disease status, ca-
pabilities, and preferences. Table 15.3 summarizes
some of the factors that need to be considered in
selecting a specific psychological technique.

We believe that the most appropriate treat-
ment of patients with advanced diseases is by an
interdisciplinary team that includes MHPs, along
with the usual range of other health-care profes-
sionals (e.g., physicians, nurses, physical thera-
pists, social workers, and pharmacologists). MHPs
can play an important role simultaneous with the
use of somatic modalities, as well as assist patients
in understanding the role of appraisal processes,
body preoccupation, and environmental contin-
gencies and how such factors can contribute to
symptom perception and suffering. Therapists can
also teach patients a range of cognitive and be-
havioral techniques to increase their sense of
control over the symptoms they experience, if not
the disease, and thereby reduce the demoraliza-
tion frequently encountered in patients with ad-
vanced disease. Furthermore, MHPs may serve as
consultants to other members of the palliative-
care team by alerting them to the role of cogni-
tive and behavioral factors in the report, main-
tenance, and exacerbation of suffering.
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nPhe emergence of support groups in the care
L and treatment of the terminally ill is a twen-

tieth-century phenomenon. Chronic and termi-
nal illnesses were at one time associated with con-
siderable stigmatization, which in turn reinforced
social isolation and loneliness.1 Diseases were dis-
cussed using vague euphemisms such as "female
trouble" or "stomach problems," rather than the
correct name (i.e., breast cancer or prostate can-
cer). Families and caregivers often made pater-
nalistic assumptions that open discussion of ill-
ness and death would worsen the patient's
psychological state rather than provide relief,
support, and enlightenment.2'3 Support and self-
help groups were originally created to inform pa-
tients with cancer and their families about prog-
nosis and treatment and have evolved into one
of the most important sources of social support
outside the family.1

In recent years, patients have become active
participants in their own illnesses and treatments,
and even in their own deaths. This disease-
related consumer activism has been stimulated,
in part, by the findings that quality of life, psy-
chosocial distress, and even disease progression
may be modulated by interventions such as group
support.

Followers of illness-related psychosocial re-
search find that it is often difficult to distinguish

between "psychosocial adjustment" and "quality
of life." These two interrelated constructs are of-
ten used synonymously, but they exist indepen-
dently. Generally, quality-of-life instruments
contain considerably more physical symptoms
and activities of daily living measures than mea-
sures of psychological distress. In a small but il-
lustrative study of 32 women following radical gy-
necological surgery, Roberts and colleagues
demonstrated that psychosocial adjustment and
quality of life are not synonymous.4 The major-
ity of patients rated quality of life as high, while
simultaneously reporting significant levels of psy-
chological distress on the Symptom Checklist-
90-Revised (SCL-90-R). This finding is signifi-
cant in assessing the impact of support groups,
even though anxiety can be increased when a pa-
tient meets with others who are confronting sim-
ilar problems, such as disease progression and
death, such experiences can have stress inocula-
tion effects, helping members to face what they
fear head on, cope more actively, and reorder
their life priorities. Thus, quality of life can im-
prove even though distress is higher.

We assume that terminally ill patients suffer
from a wide range of disease-related sequelae,
both physical and psychological. In discussing
terminal illness, we refer to the overall process of
a progressive, incurable illness, rather than the
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remaining duration of life or level of physical vi-
tality.

This chapter is designed to familiarize the clin-
ician with the use of group therapies with the ter-
minally ill. The first section is an examination of
the essential components of group intervention
for the terminally ill: social support, emotional
expression, coping, education, and relaxation. In
the second section, we review the growing body
of literature that suggests that stress-reducing
group interventions can improve quality of life
and may even prolong survival time in the ter-
minally ill. The third section explores the spe-
cific issues that should be addressed during group
therapy and related techniques that may assist the
clinician.

THE COMPONENTS OF
GROUP INTERVENTION

Support groups combine a variety of principles:
social support, emotional ventilation, education,
and cognitive restructuring. Some combine all of
these approaches, while others emphasize 1 or 2
of them.

Social Support

Human beings are naturally social animals, and a
number of large epidemiological studies have
found that social isolation increases morbidity and
mortality.5'6 Social support has been estimated in
terms of quality, quantity, and degree of related-
ness. The well-known Alameda County Study ex-
amined social networks of thousands of people in
relationship to their odds of dying. Lack of com-
munity was associated with elevated mortality
from all causes.7 In a reanalysis of the Alameda
County data, Reynolds and Kaplan8 showed that
poor social support in the form of fewer social con-
tacts was related to higher cancer incidence in
women and more rapid disease progression in men.
Similarly, Goodwin and colleagues9 reported that
being married strongly predicted better outcome
among several thousand cancer patients. Other
studies have confirmed the relationship between
the presence of social support and improved sur-
vival in patients with myocardial infarction and
end-stage renal disease as well.7'10'11

These conditions may be replicated in support
groups for cancer patients. Support groups have

been shown to (1) reduce feelings of isolation by
providing a sense of universality among the mem-
bers;12'13 (2) decrease psychological distress
symptoms in both trauma victims and cancer pa-
tients;12'14 and (3) buffer the effects of the stress-
ful conditions.15

The beneficial effects of group support for ter-
minally ill patients can be offset by unsatisfactory
or inadequate relationships within the family.
These may be preexisting conflicts, or they may
be brought on by the demands and side effects of
serious illness. The accessibility of social support,
the quality of relationships, and the ability of the
patient to interact with others may be affected.
For example, Strang16 found that cancer-related
pain led to decreased physical and social activity.
Although patients reported feeling supported by
friends and family, 85% of patients in the sample
reported less self-initiated contact with friends,
and 65% reported that they isolated themselves
due to the intensity of their pain. Lewis and
Hammond17 found that breast cancer patients
who were depressed suffered impaired marital and
family relationships when the depression became
chronic.

Unfortunately, a good relationship with an-
other individual did not compensate for a diffi-
cult or inadequate relationship with one's part-
ner.18 A 1992 study by Ward and colleagues
demonstrated a peculiar thing: For some cancer
patients, increased communication about the
cancer with "supportive" others led to lower self-
esteem.19 This relationship disappeared if the
supportive other was appropriately sensitized to
the emotional and physical needs of the cancer
patient.

This raises three points. First, not all social re-
lationships are supportive, nor are all supportive
relationships consistent in the level of support
provided at all times. Second, relationships may
change after one member is diagnosed with can-
cer. Third, brief interventions within the family
system can often produce large positive effects on
the quality of support received. Thus, construct-
ing new social networks for cancer patients via
support groups and other means is doubly impor-
tant: This intervention comes at a time when nat-
ural social support may erode and when more is
needed.20

Psychotherapy, especially in groups, can pro-
vide a new social network with the common bond
effacing similar problems.21 Just at a time when
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the illness makes a person feel removed from the
flow of life, when many others withdraw out of
awkwardness or fear, psychotherapeutic support
provides a new and important social connection.
This is particularly true among dying patients, for
whom illness is transformed into an admission
ticket to such groups, providing a surprising in-
tensity of caring among members right from the
beginning.

Emotional Expression

Emotional expression in a supportive, empathic
environment is a key component in the reduc-
tion of psychological distress in ill patients.21"23

Depression is a common underlying cause of the
desire for death and requests for physician-
assisted suicide among the terminally ill, with ma-
jor depression affecting as many as 60% of such
patients.25 The expression of emotion is impor-
tant in reducing social isolation and improving
coping. Yet it is often an aspect of patient ad-
justment that is overlooked or suppressed. The
supportive/expressive model of group support en-
courages therapists to facilitate open ventilation
of fears of dying and death, anxiety about the fu-
ture, and sadness regarding life losses.21 Even
grieving the deaths of other members can be re-
assuring by helping those who are dying experi-
ence the depth of feeling others will have for
them when they die. Some also feel fortunate,
reappraising their situation as more fortunate
than that of someone else in the group who has
died of the same illness.26 Emotional suppression
and avoidance inhibit active coping and are as-
sociated with reduced intimacy among family
members. Those who are able to ventilate strong
feelings directly cope better with illness, perhaps
through improved support.21'27"31

The act of disclosure as a component of ex-
pression also appears to be "good for one's
health." Subjects who disclosed personal trauma
in journal form as part of a study design had both
fewer doctor visits and improved immune func-
tion.32 Recent studies have begun to explore the
relationship between nonexpression of strong
emotion and cancer progression. Women with
more advanced breast tumors at the time of di-
agnosis demonstrated a tendency to suppress
emotion, to trivialize, and to display self-pity.33

In a study of 2,000 women seen in a breast can-
cer screening clinic, the correlation between ma-

lignancy and a recent single acute life stressor was
strongest in those women who were unable to ex-
press their emotions.34

There is much that can be done in both group
and individual psycho therapies to facilitate the
expression of emotion appropriate to the illness.35

Disease-related dysphoria may be amplified by the
patient's perception of isolation or alienation.
The psychotherapeutic setting provides an orga-
nizing context for the individual's experience of
illness or dying. This benefit can extent to social
and family interactions and communications
with health-care providers, as well as to manage-
ment of intrusive or distressing thoughts. Many
patients are able to "shelve" painful affect when
there is a specified time and place reserved for ex-
ploration. Being in a group where many others
express similar distress normalizes their reactions,
making them less overwhelming.

Education

Some groups emphasize imparting medical and
psychosocial information about a disease and its
treatment. They are structured as a series of lec-
tures, with health-care professionals discussing
the nature of the illness, its course and progno-
sis, and the varieties of available treatments.
Meetings tend to be highly structured, with a
schedule similar to a class syllabus. They are usu-
ally time limited, with a series of 5 to 10 weekly
or monthly meetings. Educational forums gather
larger audiences and are often the first group con-
tact for newly diagnosed persons. Psychoeduca-
tional groups combine education with psy-
chotherapy in brief, time-limited series directed
at improving coping and quality of life.36

Cognitive Restructuring

Many treatment approaches involve teaching
cognitive techniques for managing disease-
related psychological distress. These include
learning to identify developing emotions, under-
standing sources of emotional response, and shift-
ing from emotion-focused to problem-focused
coping. These approaches help the patient take
a more active stance toward the illness. Rather
than feeling overwhelmed by an insoluble prob-
lem, they leam to divide problems into smaller
and more manageable ones. If I don't have much
time left, how do I want to spend it? What effect
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will further chemotherapy have on my quality of
life?

Following a diagnosis of cancer, patients can
invoke a variety of coping strategies, including pos-
itive reappraisal and cognitive avoidance.37 How-
ever, denial and avoidance have their costs, in-
cluding an increase in anxiety and isolation. Facing
even life-threatening issues directly can help pa-
tients shift from emotion-focused to problem-
focused coping.38'39 When worked through, life-
threatening problems can come to seem real but
not overwhelming.21 For example, most termi-
nally ill patients are more afraid of the process of
dying than they are of death itself. Discussion of
these issues can lead to further specification of
sources of anxiety: being in pain, losing control
of treatment decisions, being isolated from loved
ones. Identification of these specific concerns in
group therapy can lead to more active strategies
to cope with them, ameliorating the situation if
not eliminating the problem.

Many group and individual psychotherapy
programs teach specific coping skills designed to
help patients reduce cancer-related symptoms
such as anxiety, anticipatory nausea and vomit-
ing, and pain. Techniques used include specific
self-regulation skills such as self-hypnosis, medi-
tation, biofeedback, and progressive muscle re-
laxation.38-40-46

PSYCHOSOCIAL INTERVENTIONS:
IMPACT ON DISEASE PROGRESSION
AND SURVIVAL

There is now clear evidence that various psy-
chotherapies for cancer patients are effective in
reducing anxiety and depression,9'12'20'40'47-49

improving coping skills,22'50 and reducing symp-
toms such as pain and nausea and vomit-
ing.43'51-52

There is provocative evidence that psy-
chotherapy may affect not only adjustment to
medical illness but survival time as well. Three
of six published studies have demonstrated that
both the psychosocial and the physical sequelae
of progressing malignant disease can be modu-
lated by psychosocial interventions. The three
studies that demonstrated improvement in both
disease progression and overall survival all had
strikingly similar interventions. In these studies,

patients were provided with social support, an
arena for emotional expression, and direction in
facing and coping with life-threatening illness.

Spiegel and colleagues randomly assigned 86
women with metastatic breast cancer, all receiv-
ing standard medical care, to conditions of either
treatment (weekly group therapy) or control
(nonintervention).24 The intervention tech-
nique, supportive-expressive group psychother-
apy, consisted of a weekly support group designed
to encourage expression of strong emotion, deal
with fears of death and dying, intensify mutual
support, improve relationships and doctor-
patient communication, and manage pain
through self-hypnosis. Women assigned to the in-
tervention group showed reduced mood distur-
bance and pain over the initial intervention year
and lived an average of 18 months longer than
those in the control group. By 48 months after
the study had begun, all of the control patients
had died, whereas one-third of the intervention
subjects was still alive.

Richardson and colleagues randomly assigned
lymphoma and leukemia patients to one of two
conditions: (1) an active intervention consisting
of home visiting by a professional trained to de-
liver both education and empathic support or (2)
a control group that received routine care.53-54

Not surprisingly, the intervention group demon-
strated significant improvement in adherence to
medical treatment. However, independent of
that effect, the intervention group had signifi-
cantly longer survival time. This suggests that an
enriching patient-caregiver relationship that in-
cluded support, coping, and empathy extended
the educational benefits. Neither the duration of
intervention nor the method of delivery (indi-
vidual versus group) appears to negatively influ-
ence the beneficial effect on both psychological
outcome and prolonged survival.

Fawzy and colleagues22 randomly assigned 80
malignant melanoma patients either to routine
care or to 6 weeks in intensive group psy-
chotherapy that included expressive and sup-
portive components, cognitive restructuring, and
education. They found that at the 6-month
follow-up, the intervention patients had signifi-
cantly better alpha- interferon-augmented natural-
killer-cell activity.23 This effect was not evident
at the 1-year follow-up. However, at the 6-year
follow-up, the intervention group had fewer re-
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currences and significantly fewer deaths.55 In this
study, intervention status correlated with med-
ical outcome, while baseline natural-killer-cell
activity predicted rates of recurrence. This raises
the question whether the timing of intervention
(i.e., the time from diagnosis or treatment) may
influence outcome years later.

Three published studies of psychosocial inter-
vention in cancer patients demonstrated no sur-
vival benefit in the intervention groups.56"58 In an
early study by Linn and colleagues,56 terminally ill
patients (primarily with lung and gastrointestinal
cancers) were randomized to counseling that fo-
cused on quality-of-life issues. Despite an im-
provement in quality of life, there was no differ-
ence in either functional status or survival between
the 2 groups: Most of the patients died within a
year. One possible explanation is that psychoso-
cial intervention cannot alter cancer progression
in the setting of overwhelming tumor burden.

In the two other studies, however, the psy-
chological intervention was problematic. Gellert
and colleagues followed up on the Exceptional
Cancer Patient Program developed by Dr. Bernie
Siegel by matching participants with breast can-
cer in the Exceptional Cancer Patient Program
to others receiving routine care at 10-year follow-
up.57'59 There was no difference observed in sub-
sequent survival time. In the three previously
cited studies with survival advantage,22'24'53 the
expressive components of the interventions con-
sisted of open patient expression of "negative
thoughts" (such as fear of dying, anger, hopeless-
ness). In the Gellert study, the intervention,
which centers around the use of "positive"
thoughts, places much of the "work" of fighting
cancer in the patient's own internal psyche. This
may potentially increase rather than relieve the
individual's stress response by making the patient
feel responsible for the occurrence or progression
of her cancer.

The third study without survival advantage
was a randomized trial in which breast cancer pa-
tients received a poorly defined assortment of
group therapies led by a mixture of trained and
untrained therapists.58 The patients received no
psychological benefit; thus, it is not surprising
that there was also no survival advantage. These
results suggest that the skill and training of the
therapists in conducting the psychotherapy also
play a role in outcome.

There are currently two major randomized tri-
als under way with metastatic breast cancer pa-
tients to examine whether longer survival time is
associated with participation in supportive/ex-
pressive group therapy, one in our laboratory at
Stanford,21'60 the other in Canada.61 Trials in
Australia and Europe are also being developed.

Mechanisms for Prolonged Survival

There are four classes of possible mechanisms that
may account for the relationship between social
support and expressiveness and prolonged
longevity as illustrated in the studies discussed in
the first section. The mechanisms underlying
such an effect may involve influence on daily ac-
tivities such as diet, exercise, and sleep or on ad-
herence to medical treatment, or they may in-
volve changes in endocrine and immune
function.62 Various psychotherapeutic stress
management techniques have effects on the en-
docrine63'64 and immune systems.65"67

Diet, Sleep, and Exercise

For the patient who feels isolated, depressed, or
withdrawn as a result of a terminal illness, group
support may provide emotional nurturing. As a
result of improved psychological well-being and
active coping and improved symptom manage-
ment, patients may eat better, sleep better, and
exercise more than those with similar disease who
feel demoralized and unsupported. While studies
of dietary manipulation do not demonstrate enor-
mous differences in the survival of all cancer pa-
tients,68 it is certainly possible that these vari-
ables, taken as a whole, play a role in mediating
the effect of psychosocial support on illness.

Medical Treatment Utilization

Another possibility is that patients who have the
benefit of better support seek, adhere to, or re-
ceive more vigorous treatment.54 They may be
more assertive in getting their doctors to detect
disease progression earlier and respond to it more
quickly. They may comply better with adminis-
tered treatments because they feel more like part-
ners and more in control of their health care. It
is also possible that they elicit more vigorous in-
tervention from their doctors. Patients who ap-
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pear vigorous and determined to live their life
fully may seem more capable of sustaining con-
tinuing arduous treatment.

Psychoneuroendocrinology

It is well known that stress has complex effects
on the body, ranging from elevations in heart rate
and blood pressure to excess secretion of stress
hormones such as cortisol and prolactin. These
hormones in turn have many effects on body
function, including metabolism, immune func-
tion, and the control of mood, including depres-
sion and anxiety. Depression has in fact been
found to be associated with high levels of corti-
sol that are not easily regulated and appear to lose
their reactivity.63'69 Medical illness is in and of
itself stressful. One theory holds that a cycle of
stress response is set up that in turn damages the
body's ability to fight the illness.

A secure social environment may reduce an
individual's full neuroendocrine response to stres-
sors such as loneliness and isolation. In order to
achieve a beneficial effect, the social support must
be adequate in quantity and nonconfrontational
in quality and must add the elements of com-
monality and stability within the group. For ex-
ample, squirrel monkeys subjected to an aversive
conditioned stimulus had a reduced cortisol stress
response when accompanied by another animal
during administration of the stressor.64 The cor-
tisol increase disappeared entirely when 5 such
"friends" surrounded the monkey.

Psychoneuroimmunology

It is now recognized that there is a complex and
important relationship between the two memory
systems of the body, the brain and the immune
system.67 There is a growing body of research that
demonstrates the transduction of psychosocial
stress and/or support into altered immune func-
tion and therefore disease vulnerability and pro-
gression.70 The effect of psychosocial stress on
immune function appears to be modulated by so-
cial support and emotional expression.15'32'71"73

In studies of heterogeneous cancer patients, in-
creased mood disturbance, decreased life ex-
pectancy, and decreased natural-killer-cell activity
all correlated with a lack of social support.70'74"77

These findings are corroborated by Fawzy and col-
leagues in their study of group intervention in pa-

tients with malignant melanoma. Improvement
in mood disturbance on the Profile of Mood
States in the intervention patients was related to
increases in alpha-interferon-induced natural-
killer-cell activity, suggesting that the psychoso-
cial intervention positively influenced immune
function.22'23'78

SUPPORTIVE-EXPRESSIVE CROUP

PSYCHOTHERAPY FOR THE

TERMINALLY ILL

Supportive/expressive group therapy for metasta-
tic breast cancer patients has been shown to re-
sult in better mood, fewer maladaptive coping re-
sponses, fewer phobic symptoms,12 and reduced
pain.40 This treatment model12'24 has been com-
pared in a randomized prospective trial to cogni-
tive/behavioral treatment in a sample of HIV-
infected patients79 and was found to be more ef-
fective in reducing mood disturbance. Two
trained facilitators emphasize seven themes in
weekly 90-minute sessions.

1. Encourage mutual support. The first goal in-
volved in group psychotherapy is to help patients
establish a new social-support network. Most pa-
tients experience some degree of bidirectional
isolation: As a result of their illness, they may feel
removed from the flow of life and may also be
avoided by friends and family.38'80 In the group
setting, the illness that sequesters them from one
social network serves to unite them in the new
one. Group members come quickly to care deeply
about one another, visit one another in the hos-
pital, make phone calls, accompany one another
to physicians' offices. They are no longer help-
less; they gain in self-esteem by providing con-
crete help to others.

2. Detoxifying dying. Death anxiety and de-
pression are common among cancer patients,
even those with a good prognosis.25'81 There is
understandable concern that confrontation with
disease progression and death in the group might
demoralize patients. In our study, 27% of the sam-
ple died during the initial year, and yet mood dis-
turbance decreased in the treated group.12 For
many terminally ill patients, however, it is the
process of dying that is threatening, rather than
death itself. Direct discussion of death anxiety
can help to divide the fear of death into a series
of problems: loss of control over treatment deci-
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sions, fear of separation from loved ones, anxiety
about pain. Discussion of these concerns can lead
to means of addressing if not completely resolv-
ing each of these issues. Thus, even facing death
can result in positive life changes. When they can
observe someone coping with the process of dy-
ing, they can identify not simply with their dy-
ing but with their adaptive abilities in coping
with the fear of death.

3. Reordering life priorities. The acceptance of
a progressive terminal illness carries with it an
opportunity for reevaluating life priorities, which
can be usefully discussed in groups. Exercises are
conducted in which patients imagine giving up
attributes they value (e.g., teacher, hiker, skier)
and ponder what remains of importance to their
identity.82 Patients who are able to face their fu-
ture death and reprioritize realistically may gain
precious time for accomplishing life projects,
communicating openly with family and friends,
and setting affairs in order. Facing the threat of
death can aid in making the most of life.12 This
can help patients take control of those aspects of
their lives they can influence, while grieving and
relinquishing those they cannot.

4. Realign social networks. Serious illness
changes most relationships, including friends and
family. They either improve or get worse. Social
relationships require a great deal of energy from
the individual, and troubled relationships may be
particularly draining to the very ill. The group is
a protected arena for examining the rewards and
demands of current relationships, talking through
how to improve some and dispense with others.
Group members become adept at conserving in-
formation sharing, obtaining needed social sup-
port, and also insisting on privacy when desired.
They learned greater empathy for the sense of
helplessness that often afflicts their friends and
family. They learn to identify and assign tasks to
those who want to help but may not know what
to do. One husband suggested using voice mail to
spare his wife the constant reporting of her con-
dition: "Press 1 if you want to know how Martha
slept; press 2 if you want to know the results of
her bone scan. . . . " While tongue-in-cheek, this
example points out that information sharing can
be burdensome, and selecting those who should
know is important.
5. Communication with physicians. Support groups
can be quite useful in facilitating better commu-
nication with physicians and other health-care

providers. Patients often leave doctors' offices
with more of their questions unanswered than an-
swered. Treatment adherence can be enhanced
when patients feel like partners in their care and
understand and agree with treatment protocols.
Groups provide mutual encouragement to get
questions answered, to participate actively in
treatment decisions, and to consider alternatives
carefully. Among patients who have treatment
alternatives, those who are involved in the deci-
sion-making process are more satisfied with the
results.83 Such groups must be careful not to in-
terfere with medical treatment and decisions but
rather to encourage clarification and the devel-
opment of a cooperative relationship between
doctor and patient.

6. Enhancing family support. Psychotherapeu-
tic interventions can be helpful in improving
communication among family members by iden-
tifying needs, increasing role flexibility, and aid-
ing in adjustment to new medical, social, voca-
tional, and financial realities. There is evidence
that an atmosphere of open and shared problem
solving in families results in reduced anxiety and
depression among the terminally ill.84 Thus, fa-
cilitating the development of open discussion of
common problems is a useful therapeutic goal.
The group format is especially useful for such a
task; members can use the group as rehearsal for
clarifying how they can best communicate their
needs and wishes within the family.

Cancer afflicts families as well as patients.
Group participants are encouraged to develop
role flexibility within the family, a capacity to ex-
change roles or to develop new ones as the pres-
sures of the illness demand. One woman, for ex-
ample, who became unable to carry out her usual
household chores wrote an "owner's manual" for
the care of the house so that her husband could
better help her and carry on after her death.

Direct and open communication with impor-
tant family and friends reduces the strain that
comes with maintaining secrets, increases inti-
macy and empathic understanding of what the ill
person is going through, and increases coopera-
tive problem solving. The natural desire to pro-
tect one another from bad news becomes impos-
sible in the setting of progressive, terminal illness.
Sharing information enhances mutual caring and
coping.

For children, feeling included may be more im-
portant than actively caregiving. Younger chil-
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dren who are isolated or excluded from the pa-
tient's illness may believe they have contributed
to the illness in some way. Providing clear ex-
planations and allowing them to help in some
way can reduce their anxiety and guilt and en-
able them to anticipate each step as it occurs.

Family members often suffer separately rather
than together. In addition to patient therapy
groups, monthly group meetings can be held for
family members. In these groups, husbands, chil-
dren, and parents of cancer patients may express
their sadness and fear about the effects of the ill-
ness, their anxiety about managing family re-
sponsibilities, anticipated losses, and their frus-
tration at the burdens imposed upon them. Many
family members of terminally ill patients have a
natural reticence to express such feelings. Some
believe that taking time to examine their own
pain is selfish or a sign of weakness or may un-
leash uncontrollable anger. By bringing family
members together, group therapy can help nor-
malize unwanted or threatening feelings. Group
interventions for family members can be very
helpful, teaching them to be flexible about fam-
ily roles and giving family members a place to
work through their own anticipatory or postloss
grief. As one husband of a breast cancer patient
put it, "This is a place where I come to feel bet-
ter about feeling bad."

7. Symptom control. Physical complaints re-
lated to either disease progression or treatment
are common problems among up to 90% of ter-
minally ill patients and may markedly alter qual-
ity of life.85 Pain afflicts more than two-thirds of
advanced cancer patients and often coexists with
depression and anxiety.16'86"90 The presence of
pain may cause the individual to become isolated
and withdraw from social contacts.16 Fifty-seven
percent of our sample of metastatic breast cancer
patients reported significant pain, which was not
associated with site of metastasis.91 The pain was
associated with two factors: their mood distur-
bance scores and their belief that worsening pain
directly reflected worsening disease. This under-
scores findings that cognitive and affective fac-
tors are major determinants of pain intensity.92-93

Pain can be both exacerbated by and reinforced
by depression, anxiety, and fears of worsening dis-
ease.

At the end of each of our support groups,
we teach patients to use a simple self-hypnosis
exercise, inducing physical relaxation and anal-

gesia. Hypnosis is a simple form of focused con-
centration with a relative suspension of periph-
eral awareness, something like the experience of
being so caught up in a good novel or a movie
that one enters the imagined world.94 Patients in
pain can learn to direct their attention away from
pain stimuli by focusing on pleasant sensations
such as a feeling of floating, a sense of warmth or
coolness or lightness or heaviness, or sensations
in a nonpainful part of the body.

Limitations of Support Groups

Many of the psychotherapies that have shown
promise in improving emotional adjustment and
influencing survival time involve encouraging
open expression of emotion and assertiveness in
assuming control over the course of treatment,
life decisions, and relationships.12'22'24'80 Recent
research has shown that belief that one has con-
trol over the course of the disease leads to better
outcome, whereas belief that one had control
over the cause of the disease leads to poorer out-
come.95

One limitation of some support groups is their
desire to maintain an optimistic atmosphere by
avoiding confrontation with the risks and prob-
lems associated with many medical illnesses. In
some support groups, a member who suffers pro-
gression of disease can be made to feel unwel-
come, as if the member were "bad example" to
the others.96 This is doubly unfortunate: It makes
the member who is not well feel excluded at a
time when he or she needs extra help,21 and it
conveys to the other members an uncomfortable
message—recurrence of disease is too terrible to
be faced and will lead to the individual's being
isolated and rejected by the group.

Other support groups emphasize having the
"right mental attitude" about illness, instructing
members to visualize their white blood cells
killing cancer cells or convincing them that ill-
ness can be cured only when one believes that it
will be cured. For example, one popular book on
the relationship between mental attitude and
cancer recommends that each person with can-
cer be asked: "Why did you need the illness?," im-
plying that the cancer occurred or progressed to
fulfill an emotional need for it.59 While having a
positive outlook and believing in one's medical
treatment is helpful, it is not a cure for disease.
Thus, what may seem initially to be harmless, if
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unsupported, optimism may have the adverse
consequence of making medically ill patients, es-
pecially those with terminal illness, feel even
worse by blaming them for a disease that they do
not control.

CONCLUSION

Support groups are an effective means of helping
the terminally ill and their families confront and
work through issues related to dying and death.
The very aspect that might seem most frighten-
ing about such groups, witnessing others die of the
same illness, can be the most reassuring. Patients
in well-run groups learn that others can resolutely
face their deaths and die with dignity. They learn
through firsthand experience the sense of grief
that others will feel for them and understand more
deeply the responsibilities they have to their loved
ones up to the moment of their death. They also
learn skills to help with pain and anxiety control,
to better manage and participate in medical deci-
sion making, and to get the most help from their
support networks. Such groups provide much-
needed social support at a time when our social
denial of death often leads to increased isolation
of patients. Support groups can improve the qual-
ity of both living and dying.
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Psychiatric Care of the Terminally III Child

Margaret L. Stuber, M.D.
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nT"1 he dying child evokes powerful emotional re-
1 sponses from many caregivers. Some may feel

a sense of injustice about a life so prematurely
ended. Others may withdraw from the reminder
of the vulnerability of their own children. Even
experienced hospice workers who move from the
care of adults to children may find the transition
emotionally trying.

In addition to the emotional issues, however,
there are a number of practical issues that differ-
entiate the needs of a terminally ill child from
those of adults. Age and developmental stage are
significant variables for children, who change
dramatically, physiologically and cognitively, as
they mature. These variables have implications
for their ability to understand what is happening,
as well as for their response to medications and
other interventions. Developmental concerns
also change as a child grows from someone de-
pendent on family to an adolescent who is prepar-
ing for independence. Thus, although many of
the same issues arise in palliative care of children
and of adults, one must always consider the age
and developmental stage of the child in planning
appropriate interventions.

The authors acknowledge the assistance of Edward Chen.

An additional issues to be considered is the
role of the family. Although good palliative care
of adults also requires consideration of the fam-
ily's experience and wishes, work with the fam-
ily is both essential and unavoidable when car-
ing for children. Parents are usually functioning
as the primary decision makers for young children
and often are very involved in the day-to-day
care. Although adolescents have more of a say in
the decisions made about their care, the parents
remain the legal decision makers while the ado-
lescent is a minor. Siblings who live in the home
also require consideration in many of the choices
made about palliative care. Interactions with the
families of terminally ill children often constitute
a large part of the work of the palliative-care
provider.

These basic issues of development, family con-
cerns, and emotional impact on caregivers are
major considerations in the psychiatric care of
terminally ill children. In this chapter we discuss
a number of practical issues raised by the devel-
opmental level of the terminally ill child or ado-
lescent and the interaction of these issues with
parental and sibling concerns. We then examine
specific diagnostic and treatment approaches
appropriate for palliative care of children and
adolescents.
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THE CHILD'S UNDERSTANDING
AND CONCERNS

As Kastenbaum and Costa1 note, until relatively
recently it was believed that children did not
comprehend death and that, even if they could
understand, it would be harmful to them to at-
tempt to discuss it with them. These beliefs
formed the rationale for the general practice of
hiding poor prognostic information from chil-
dren.2 Eventually, clinicians and researchers be-
gan investigating these beliefs and found that
children appeared to sense the concern and anx-
iety of their doctors and parents, despite the
adults' attempts to be cheerful.3 It appeared to be
the parental discomfort rather than a failure to
understand that prevented seriously ill children
from discussing death.4 Spinetta5 found that even
children as young as 6 years understood the mean-
ing and possible outcome of their leukemia.

Also contrary to the initial assumptions, open
communication about death appears to be bene-
ficial to children. Many concerns can be voiced,
eliciting support, reassurance about unwarranted
worries, and practical assistance with the imme-
diate issues.6 Such communication appears to
help prevent depression7 and reduce isolation.3

Most clinicians now recommend open commu-
nication with children about their condition.
While taking care not to force the children to
deal with more than they are ready to handle,
parents and caregivers are encouraged to bring up
the topic rather than wait for the child to initi-
ate questions, as was previously recommended.8'9

Making it clear that these topics are open to dis-
cussion allows children to express their fears and
to talk openly with their loved ones about their
thoughts and feelings, without the constraints
imposed by the supposedly protective silence.
(For specifics on how to talk with children about
death, see Spinetta8 and Koocher.9)

However, it is true that the ability to discuss
death in the way that adults understand it may
be limited in very young children. A child's un-
derstanding of the meaning of death normally
varies significantly with the age of the child.
Koocher10'11 found that the Piagetian framework
of cognitive development provides a reasonable
explanation of the progression of the way a child
thinks about death. Preschool-age children, in
the preoperational or prelogical phase of think-
ing, are unlikely to see death as permanent and

have a magical sense of things coming back to
life. As children progress to the concrete opera-
tional thinking in their first years in school, they
are more able to understand the permanence of
death and begin to understand that death can be
a consequence of serious injury or illness. Only
in adolescence, when abstract thinking is ob-
tained, is death understood in the ways that adults
comprehend it.

The meaning of death and the child's concerns
also vary significantly with age. Younger children
focus on separation from parents and physical dis-
comfort. School-age children are aware of being
different from other classmates and unable to par-
ticipate in the usual activities. As children reach
junior-high or middle-school age, Piaget's stage
of formal operational thinking, they may raise re-
ligious and philosophical concerns, which can
sometimes be quite distressing or baffling to the
parents and caregivers.

The loss of control is especially difficult for
adolescents, who are trying to differentiate from
their parents and establish an independent iden-
tity. The dependence inherent in palliative care
is often extremely trying for these adolescents and
difficult for their families. Allowing adolescents
to make as many of their own decisions as possi-
ble (and as is appropriate to their medical status
and their own wishes) while getting their input
on other decisions helps them to feel more inde-
pendent and less depressed.12

Assessment should thus include conversations
with both child and parents, to ascertain both the
level of understanding of the child and the types
of communication that are going on between
child and parent. Some education of the parent
can be done at this point if parents are being un-
realistically secretive or overwhelming the child
with information. Such assistance generally is a
relief to all parties and simplifies the task of the
caregiver, as well as improving the quality of life
for the child and family. Similarly, the amount
of involvement of the child in decision making
should be assessed and modified if it is inappro-
priate to the developmental level and medical
status of the child.

In certain cases there may be significant dis-
agreements as to the amount of medical inter-
vention that is desired by the parents and by their
child. With younger children, it is generally clear
that, although the child has input, the decision
is the parents'. However, as they approach the
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age of majority, the wishes of adolescent patients
are typically given more weight, even when they
involve choices about possibly life-sustaining
treatment.13 Palliative caregivers may wish to
have psychiatric or even legal assistance under
such circumstances, if the disagreements are se-
rious.

FAMILY NEEDS IN

PALLIATIVE-CARE SITUATIONS

The response of the family to a child's terminal
illness depends on a number of factors.14 One is
the meaning the illness has for the family. If the
family feels guilty about the illness, this greatly
complicates their responses to the terminal phase.
Guilt can be the result of a realistic (or unrealis-
tic) appraisal that earlier intervention would
have resulted in less suffering or even an in-
creased chance of survival for the child. Often
the guilt stems from a belief that justice demands
that such an unthinkable event happens for a rea-
son and that the parents must have done some-
thing deserving of punishment. This interpreta-
tion is more likely if the family comes from a
culture or religious background that encourages
this way of understanding life events.

Prior experiences with death also influence the
family's response to palliative care. Parents may
be terrified that their child will suffer, as they may
have seen others do in the terminal stages of ill-
ness. It is useful to inquire about other experi-
ences early on so that misunderstandings or un-
warranted assumptions can be addressed before
they lead to conflict between parents and care-
givers.

Secondary adversities, additional problems
that complicate the situation, are common.
These include the financial strain of the medical
expenses and lost income if one parent must re-
duce hours worked or leave a paid position. Loss
of enjoyed activities or even of the family home
may result. There also may be significant strug-
gles with insurance or with employers over the
needs of the child, causing anxiety and stress for
the parents. At times, practical assistance with
these issues, such as recommending legal consul-
tation with a parent advocate, may be indicated.

Balancing parental needs and the care of the
child may at times be complicated. For example,
the parents may be emotionally distraught if they

are unable to interact with their child, but good
pain management may cause the child to sleep
for extended periods during the day. Palliative
care often requires caregivers to balance sedation
and pain control, but parents add an additional
factor to consider in this titration.

The decision as to whether the child's final
days will be spent in the home or hospital can
arouse potentially conflicting needs. The child
may prefer to remain in the comfortable and fa-
miliar surroundings of home, while the family
may be apprehensive about managing the care
themselves.15 Some parents wish to protect their
other children from the death, while others are
frightened by the responsibility. Very few inpa-
tient child hospice programs are available, and it
is sometimes difficult to provide truly palliative
care in a hospital setting. A good hospice home
program can often allow family members to deal
with their fears, while providing some time at
home for the child.16

It is also difficult to balance the need for close-
ness and the need for protective withdrawal dur-
ing the terminal period. Both parents and chil-
dren will at times crave intimacy as they
anticipate the upcoming separation, while at
other times they will feel overwhelmed and need
some time alone. Synchronizing these wishes is
sometimes difficult and can create conflict within
the family. This is also true for parents who find
that their coping styles are not in synch, with one
parent wishing to talk about the situation while
the other prefers to concentration on the day-to-
day tasks. Normalizing this type of conflict is of-
ten useful, helping parents understand that their
marriage is not bad or unusual.14 It is also useful
to provide someone with whom parents may talk
if they wish, such as the hospice social worker.

It has recently been recognized that learning
of the life-threatening illness of yourself or your
child is a traumatic event, capable of inspiring a
posttraumatic stress response.17 Symptoms typi-
cal of posttraumatic stress have been reported by
survivors of life-threatening illnesses and their
parents.18'19 Parents as well as children may find
that they are haunted by memories or reminded
of the imminence of death by seemingly innocent
objects or events, causing them distress. Others
may feel numbed or blunted in response to the
stress. Such responses are very normal but can
lead to significant misunderstandings and conflict
within the family. Facilitating communication
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about the types of things that stimulate anxious
or painful memories can greatly aid the ability of
family members to help each other during this
stressful time.

Siblings often feel neglected in the midst of
all the care that must be given to the sick child.
Parents may expect the other children to take on
responsibilities for which they are not yet ready
or underestimate what the siblings are capable of
comprehending. Either situation can cause diffi-
culties and resentment. Siblings may rebel, lead-
ing to frustration from their already overburdened
parents. Alternatively, siblings may attempt to
accommodate, losing out on normal develop-
mental processes, such as adolescent individua-
tion. Palliative caregivers can assist parents to see
that the siblings are usually not purposefully
adding to their burden but are most often re-
sponding in developmentally normal ways to a
highly stressful and demanding situation.

Preexisting family or marital conflict compli-
cates all of these normal balancing problems.20

Parental character pathology is especially chal-
lenging, as parents struggle with the narcissistic
injuries of the loss of control or the symbolic
meaning of the child, as well as the usual grief
and mourning. Parents who devote their lives en-
tirely to the dying child may lose not only the
child but the rest of their family if they are emo-
tionally unavailable for an extended time. Psy-
chiatric intervention is usually warranted in such
cases.

SPECIFIC DIAGNOSTIC AND
TREATMENT APPROACHES

Although the basic psychiatric problems of ter-
minally children and adolescents are similar to
those of adults, the developmental and family
considerations we have discussed result in the
need for some modification of diagnostic criteria
and treatment approaches. These are detailed in
this section.

Anorexia

Common causes of anorexia include altered taste,
pain, oral candidiasis, difficulty swallowing,
chronic constipation, uninteresting food, meals
not offered when the patient is hungry, unpleas-
ant odors in the environment, nausea and vom-

iting, excessive medication, depression, meta-
bolic problems, feelings of being full, and radia-
tion therapy.21'22 If eating is a topic of significant
disagreement between the child and family, the
anorexia may be an expression of independence
or aggression by the child.

Assessment of the underlying cause of the
anorexia requires inquiry into the various possi-
ble causes. General approaches to treatment in-
clude treating physical and emotional symptoms,
providing a variety of the child's favorite foods as
requested by the child, having small amounts of
food available at all times, making meal time fun
and free of tension, eliminating offensive odors,
and offering foods that are an acceptable tem-
perature. As patients approach death, they often
enjoy foods that are cold, such as ice chips and
ice cream,22 and the types of food they want may
change dramatically. It is sometimes necessary to
coach parents regarding appropriate expectations
for their child's food intake and/or ways to help
their child express anger or independence in
other ways. Such coaching can help reduce par-
ents' disappointment, embarrassment, and feel-
ings of guilt when their child does not eat. Fi-
nally, steroids may be used to stimulate the child's
appetite if deemed worthwhile and when other
methods have failed. If oral intake becomes too
difficult, adequate hydration and nutrition may
be maintained via nasogastric or intravenous
methods.

Anxiety

Symptoms of anxiety among terminally ill chil-
dren are not uncommon. Anxiety disorders re-
quiring pharmacological intervention are less fre-
quent. Many factors contribute to symptoms of
anxiety in a dying child, including alarming phys-
ical symptoms, hospital environment, separation
from parents, emotional response of parents, fear
of death, dyspnea, and/or lack of accurate, age-
appropriate, and consistent information. Extreme
restlessness during the final 12 to 24 hours of life
can result from unrelieved physical symptoms
such as pain or hypoxia, with agitation being the
only available means to communicate.23

Typically, the most effective treatment for
symptoms of anxiety is intervention aimed at the
cause of the anxiety. Such intervention can in-
clude explanation and treatment of physical
symptoms, introduction of activities and personal
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belongings that make the environment more fa-
miliar, scheduling of predictable time to be spent
with parents, ensuring continuity of medical care
providers, offering support and education to the
parents to aid in their coping, and providing con-
sistent communication geared to the needs and
abilities of the child. If it appears that these in-
terventions are not sufficient or if the anxiety is
acute, anxiolytics with the shortest half-lives
should be prescribed. If pain is a central feature,
effective pain management can also provide sig-
nificant relief of anxiety if the pain medication is
chosen with this dual goal in mind. For example,
morphine can act as an analgesic, euphoriant,
and anxiolytic.22

Delirium

Confusional states may be triggered by many
physiological causes, including infectious pro-
cesses, drug withdrawal, acute metabolic distur-
bances, trauma, increased intracranial pressure,
CNS pathology, hypoxia, vitamin deficiencies,
endocrinopathies, acute vascular incidents, tox-
ins, medications, and heavy metals.23'24 Addi-
tionally, children who have preexisting brain
damage, who are drug addicted, who have been
sleep deprived, or who have experienced sensory
overload are at higher risk for a delirium. Mild
delirium may be mistaken for regressive behavior
in children and tends to be underrecognized.

Treatment of delirium depends on the cause
of the syndrome. If a suspected etiology exists, as-
sessment and intervention may be specifically tar-
geted.23 In general, the presence of familiar and
soothing people who can reassure and orient the
child can be very helpful. Family education re-
garding delirium may reduce family distress and
support the family's efforts to provide the child
with a soothing environment. Pharmacological
intervention may be indicated, especially if the
child is distressed by the delirium. Haloperidol
and droperidol have been used successfully for
delirium.24 Both of these agents have negligible
anticholinergic and hypotensive properties com-
pared to the low-potency neuroleptics. When
given intravenously, they also have minimal ex-
trapyramidal side effects but must be carefully
titrated. Steroids can be useful for delirium caused
by increased intracranial pressure.23 Benzodi-
azepines, while frequently used to manage the ag-
itation of delirium, are contraindicated, as they

can exacerbate the confusional state by sedating
or disinhibiting the child.

Depression/Suicidality

While terminally ill children may become de-
pressed, few suffer from a major depressive disor-
der or require antidepressant medication. De-
pressive symptoms are appropriate and expected
responses to progressive disease and impending
death23 and may most accurately be viewed as
grieving. Considering the enormous number of
losses faced by a dying child and his/her family,
one would expect a significant grief response that
includes periods of depression and even thoughts
of suicide.

The diagnostic criteria for a depressive disor-
der are the same for a terminally ill child and for
a healthy child. Generally, the child must pre-
sent with a depressed or irritable mood or with
diminished interest or pleasure in almost all ac-
tivities for at least a 2-week period. Additionally,
the child must have four of the following symp-
toms during the same time period: significant
weight loss or change in appetite; insomnia or hy-
persomnia; psychomotor agitation or retardation;
fatigue or loss of energy; feelings of worthlessness
or inappropriate guilt; diminished ability to think
or concentrate; or thoughts of suicide.17 The most
difficult diagnostic criterion to evaluate is that
the requirement that the symptoms not be due to
a general medical condition. Some argue that this
criterion should be disregarded in order to avoid
undertreating depressive disorders in physically ill
children. Others suggest using the nonsomatic
criteria to evaluate depression in the physically
ill.

As with other children, assessment of suici-
dality includes inquiry into suicidal fantasies or
actions, concepts of what the child thinks would
happen if suicide were attempted/achieved, pre-
vious experiences with suicidal behaviors, cir-
cumstances at the time of the suicidal behavior,
motivations for suicide, concepts and experiences
of death, depression and other affect, family sit-
uations, and environmental situations.25 Other
risk factors include the child's being an adoles-
cent, suicidal intent and plan, family history of
suicide, the presence of a comorbid psychiatric
disorder, intractable pain, persistent insomnia,
lack of social support, inadequate coping skills, a
recent improvement in depressive symptoms,
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and/or impulsivity. A recent study of suicide in
childhood cancer patients failed to find any evi-
dence that children are likely to commit "ratio-
nal suicide," or suicide as a means to control the
dying process.26

Treatment approaches should include oppor-
tunity and support for the patient and family to
process their grief about the many losses imposed
on them by the child's terminal condition.23

Some children welcome the opportunity to dis-
cuss their thoughts and feelings about dying,
death, and suicide. This is often true if the child's
family is uncomfortable discussing these topics
with the child. For some, the idea of suicide is an
important source of control in the face of an un-
known and uncontrollable illness course. Sup-
porting the use of this coping device, while also
abiding by legal and ethical mandates to protect
the child, requires direct communication regard-
ing one's obligation to protect and ongoing dis-
cussion and evaluation of suicidal ideation and
plans. Social support systems should be activated
as deemed helpful by the patient and family.

If a major depressive disorder appears to be pre-
sent, pharmacological intervention should be con-
sidered. Current medications should be reviewed
to ascertain whether pain management is optimal
and whether any of the child's medications could
be causing or exacerbating the depressive symp-
toms. Antidepressive medications have not proven
to be very effective with young and latency-age
children.27'28 Special attention should be paid to
the potential side effects of specific medications
given the existing physical symptoms and vulner-
abilities of the child. Tricyclic antidepressants can
have significant cardiovascular side effects, as well
as uncomfortable effects such as dry mouth or dif-
ficulties with urination. Monoamine oxidase in-
hibitors should generally be avoided because of
their many potentially dangerous adverse interac-
tions with foods and medications.23 The specific
serotonin reuptake inhibitors (SSRIs) appear to be
the safest choices, although the data are primarily
from experience with adults and may not be gen-
eralizable to children.

Fatigue

Fatigue can be a disturbing symptom as it is often
the first visible sign of physical deterioration to pa-
tients and families.23 Causes of fatigue include ad-
vanced disease, inactivity, poor nutrition, dehy-

dration, anemia, pain, depression, insomnia, med-
ication side effects, and radiation side effects.

Fatigue can be minimized early in the termi-
nal phase by ensuring that the child is as active
as possible and desired, nutrition and hydration
are maintained, physical and emotional symp-
toms are well controlled, side effects are mini-
mized, and insomnia is reduced. Physical therapy
can help maintain functioning by increasing ac-
tivity and reducing muscular atrophy. The use of
steroids is sometimes useful to elevate mood and
stimulate appetite.23 As functioning decreases
due to fatigue associated with advanced illness,
assistance should be given to the patient, with at-
tention given to maximizing the child's appro-
priate level of independence and control in other
domains. Naps and the use of a stroller, walker,
or wheelchair can help the child conserve energy
for important activities.29 Blood transfusions can
be useful to temporarily increase energy level for
a special event.23 As the child approaches death,
he or she may have a sudden burst of energy that
can last for hours for an entire day.29 Predicting
this for the parents can be both reassuring and
prevent unrealistic hope for a miracle.

Insomnia

Difficulty sleeping can be the source of much dis-
tress to both the patient and the patient's family.
There are many potential causes of insomnia, in-
cluding physical symptoms (particularly pain), anx-
iety (often subclinical), depression, reversal of the
sleep pattern, bladder or bowel distention, frequent
urination, night sweats, or withdrawal from barbi-
turates or benzodiazepines.22'23 Environmental fac-
tors such as the position of the bed, noise, lighting,
and room temperature should also be considered.

Because it is often difficult to identify the
cause of insomnia, each of the possible factors re-
quires investigation and attention. Treatment ap-
proaches include treating physical and emotional
symptoms and altering potential environmental
contributors to the insomnia. Subclinical anxiety
may be treated simply by allowing the child to
discuss his or her fears or nightmares, leaving a
light on or a door open at night, or instituting
another measure that was helpful to the child at
a younger age. An intercom is sometimes helpful
to reassure the child that the parent is within ver-
bal contact.29 Medication withdrawal symptoms
may be addressed by resuming use of the agent,
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if not contraindicated. Interference with a rever-
sal of sleep pattern (with daytime sleeping and
nighttime wakefulness), is not always indicated,
particularly if the patient and family can be re-
assured. If medication is prescribed to assist the
patient with sleeping, long-acting benzodi-
azepines should be avoided. Some advocate the
use of low doses of tricyclic antidepressants for
children suffering from insomnia due to pain.30

Other Behavior Changes

Other common behavioral changes that may oc-
cur with terminally ill children include unchar-
acteristically negative, oppositional, aggressive,
energetic, or emotional acting out and/or apathy
and withdrawal from family and friends. As they
approach death, they may talk more about death,
carry on conversations with someone who has
died or with God, or start picking at their bed or
clothes.29 Most of the time, these behaviors may
be interpreted as the child's attempts to process
what is occurring to them. Some children become
very industrious, perhaps in an attempt to make
the most out of their remaining time. Others
withdraw from friends and family, perhaps to
make the final good-byes easier. Negative, oppo-
sitional, and aggressive behavior can easily be
viewed as the child's processing of anger. How-
ever, some behavior changes may be the direct
result of physiologic changes in the child's body,
particularly neurological changes.

Treatment of behavior changes is naturally de-
pendent on the etiology of those changes. Phys-
ical contributions to undesirable behavior
changes may be treated palliatively. Psychosocial
approaches focus on helping the child emotion-
ally process what is happening to him or her.
They include providing opportunities to express
feelings and fears through play, drawing, or other
activity and allowing the child to talk about fears,
concerns, losses, death, and beliefs. Some chil-
dren benefit from completing unfinished business,
such as saying goodbye, making amends, being
absolved of perceived transgressions, writing let-
ters, planning their memorial service, or deciding
who gets particular belongings.29

Pain

Pain can be illness related, treatment/procedure
related, or incidental to the illness. A thorough

pain evaluation involves assessment of etiology,
location, intensity, duration, and prior treatment
of pain. The assessment of pain in children may
be more complicated than in adults.31 It is im-
portant to remember that children may not be-
have in the ways that we interpret as "pain be-
havior" in adults. Children are particularly good
at distracting themselves with play or withdraw-
ing into sleep when in pain. Children who lack
verbal skills may be unable to express that they
are in pain. Adolescents may not complain of
pain because they assume their pain is being man-
aged as well as possible, do not want to admit
they have pain, and/or do not have the skills of
assertion in the presence of adult strangers. Fi-
nally, children's exposure to antidrug campaigns
can result in their reluctance to admit they are
in pain for fear that they will become addicted to
pain medication.

There are many psychosocial approaches to
pain management. In general, those techniques
that have been found to be soothing to the child
in the past are helpful for pain reduction. This is
true, in part, because of the relationship between
anxiety and pain, with anxiety exacerbating per-
ceptions of pain. Examples of techniques that are
soothing to some children include increasing the
child's sense of control/mastery over the experi-
ence, holding the child, encouraging the child to
use distraction techniques (play, story telling, so-
cializing), providing the child with activities and
personal belongings that make the environment
more familiar, arranging for predictable time to
be spent with parents, providing consistent com-
munication geared to the needs and abilities of
the child, or engaging the child in physical
activity. Procedural pain may be reduced by the
cognitive-behavioral techniques of modeling,
performing breathing or imagery/distraction ex-
ercises, and offering positive incentive and be-
havioral rehearsal.32 Offering the child his or her
choice of injection locations and the use of ice
or another skin coolant is helpful for needle
sticks.

The use of analgesics is determined by a num-
ber of factors associated with the patient's con-
dition. In general, medication therapy should be
provided along with introduction of physical and
psychosocial approaches to pain reduction. Anal-
gesic therapy should reflect the severity of the
pain, with acetaminophen being used for mild
pain, codeine or a nonsteroidal anti-inflammatory
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agent being added for moderate pain (minor
surgery or trauma), and pure opioid agonists be-
ing added for acute pain. For cancer pain, post-
operative pain, posttraumatic pain, and other
acute pain, a stepwise approach called an anal-
gesic ladder is recommended. This approach rep-
resents the standard of care followed by most pain
teams. It is preferable to use the oral route of ad-
ministration whenever possible. This may not be
possible if the patient cannot take medication
orally or at the dose and frequency required for
pain control. Oral medication can be made to
taste better if mixed with something sweet, such
as honey, or when preceded by something cold,
such as ice.29 Medication for ongoing or chronic
pain should be titrated for an effective dose
schedule and then provided around the clock, at
regular intervals, rather than on an "as needed"
or PRN basis. Long-acting medications require
less frequent dosing and result in better patient
compliance.30 Acute or procedural pain may re-
quire additional medication, which can be given
PRN.

Preexisting Psychopathology

Typically, parents of children with preexisting
psychopathology are aware of the psychopathol-
ogy and effective modes of treatment. The
primary things to remember for the family of a
terminally ill child with preexisting psycho-
pathology are that their emotional reserves may
already be quite depleted, that the child's emo-
tional or personality problems may become more
pronounced, and that the parents may have a
more difficult time with feelings of guilt about the
condition of their child. Adding to the com-
plexity is the higher likelihood that at least one
parent also has preexisting psychopathology. Of
course, some parents who have already had a dif-
ficult course with their child have acquired ex-
cellent coping skills, resulting in a more hardy
and flexible ability to parent a terminally ill child.

Previously effective methods of the treating
preexisting psychopathology should be used un-
less contraindicated. Previously undiagnosed psy-
chopathology should be assessed and treated, if
possible. The potential added impact of a co-
morbid psychiatric diagnosis on the child's illness
course should be considered when responding to
problems and making plans for the child and fam-
ily. For example, a family with such a child may

require more frequent respite, the child may re-
quire a more structured environment, or the med-
ical team may need to alter its manner of com-
municating to better meet the needs of the child
or family.

CAREGIVER ISSUES IN

PEDIATRIC PALLIATIVE CARE

Even for the most experienced caregivers, caring
for a terminally ill child can be very stressful and
emotionally challenging. Although dying chil-
dren have the potential to evoke the greatest an-
guish in their caregivers, relatively little litera-
ture and few social structures are focused on the
care of the terminally ill child.32'33 Perhaps two
of the most difficult caregiver issues are how to
make the transition from curative to palliative
care of the child and how to deal with the oc-
currence of a terminal or life-threatening iatro-
genic illness after another life-threatening med-
ical condition has seemingly been treated
successfully.

Making the Transition to
Palliative Care

Anselm Strauss34 describes seven critical junc-
tures in the dying trajectory. These junctures are
the patient is defined as dying, staff and family
make preparations for the death, there seems to
be nothing more to do to prevent death, the final
descent, the last hours, the death watch, and
death. Often, one of the most difficult junctures
occurs when there seems to be nothing more to
do to prevent death. There are several reasons why
this juncture is particularly difficult. First, there is
often much disagreement about whether or not
the child is at this juncture. In general, the more
caregivers the child has, the less agreement there
is about this juncture. Second, even if there is
agreement that there is nothing more to do to pre-
vent death, it is extraordinarily difficult to do
nothing, especially if the patient is a child.
Strauss34 suggests that when critical junctures oc-
cur unexpectedly, staff and family members are
unprepared. Clearly, the realization that a child
will die and that there is nothing more to be done
about it is not the typical dying trajectory in de-
veloped countries. Added to the difficulty posed
by this unexpected trajectory is the philosophy of
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traditional medicine, which is very action ori-
ented, with the primary goal to save lives.

As the hospice movement has demonstrated,
there is actually much to be done to optimize
one's quality of life during the terminal phase of
life. If staff and family can successfully focus on
quality rather than length of life, feelings of help-
lessness can be somewhat attenuated. In fact, for
some families, this period may be perceived as a
relief because they and their child can stop "fight-
ing" the dying process and focus on life. It is im-
portant, however, that the family's perception of
which juncture their child is at be taken seriously
by treating staff who may have differing opinions
on the matter. For example, even if the staff be-
lieves nothing more can be done, family mem-
bers will be unable to shift to palliative care and
quality-of-life interventions if they do not share
the staffs view. Some families need to "go down
fighting" in order to feel that they have been good
parents. Although it is important for families to
be given accurate information about their child's
condition and support as they cope with the in-
formation, active attempts to move families away
from their desire for curative treatment can re-
sult in significantly strained provider-family rela-
tions and is not recommended.

Facing Life-threatening
latrogenic Illness

Not often discussed, but becoming more of a
salient issue, is the occurrence of a terminal or
life-threatening iatrogenic illness following treat-
ment of another life-threatening medical condi-
tion. It is devastating for parents to learn that
their child has a life-threatening illness. Ab-
stractly, however, most parents are aware that
such illnesses occur and that there is a remote
possibility that it could happen to their child. It
is not usually seriously considered, or even known
by most parents, that a second life-threatening
illness may occur as a result of treatment. Nev-
ertheless, the increasingly intensive treatments
that have proven so successful in prolonging life
for many pediatric illnesses can have serious long-
term toxicity, much to the distress of both staff
and families. Examples include secondary malig-
nancies after intensive treatment for pediatric
cancer and lymphomas that occur in response to
the chronic immunosuppression needed by organ
transplant recipients.

As questions are being raised regarding qual-
ity of life for children who go through life-saving
or life-prolonging treatment protocols, the im-
pact of life-threatening iatrogenic illness on the
child and family must be examined. Both family
and staff are likely to question prior decisions to
treat the child and experience significant grief re-
sponses. It is also likely that these families and
staff will be more vulnerable to effects of stress,
given the number of losses, prolonged course, and
unexpected nature of the child's trajectory.
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Psychotherapy with the Dying Child

Barbara M. Sourkes, Ph.D.

I was brought up to believe that life is a gift. God gives life as a gift
with no strings attached. It should be a given, just to live. Then if
you want to work to be different things, you work for that. But you
shouldn't have to struggle just to live.

—adolescent

THERAPIST: Are you in any pain? Does anything hurt?

CHILD: My heart.

THERAPIST: Your heart?

CHILD: My heart is broken. . . . I miss everybody.
—Sourkes1(P153)

nP'he distillation of anticipatory grief to its
L essence marks the imminence of death. At

times imperceptibly, at other times dramatically,
the child who has been living with a life-threat-
ening illness is transformed into a dying child. He
or she faces the ultimate leavetaking, the depar-
ture from all that is familiar and loved. A child
or adolescent who is dying throws an assumed se-
quence out of order. In the normal course of
events, there is the expectation of a period of role
reversal when children will care for their dying
parents. When parents instead find themselves
watching their child face death, an overwhelm-
ing sense of tragedy prevails. Not only is time
shortened, but its order is shattered. The dying

Much of this chapter is adapted from Armfuls of Time: The
Psychological Experience of the Child with a Life-threaten-
ing Illness, by Barbara M. Sourkes, © 1995, by permission
of the University of Pittsburgh Press.

child represents a premature separation to the
family. Even before the child has become a dif-
ferentiated individual through a natural develop-
mental sequence, that child is wrenched away.
There is little preparation for separation by death
when a psychological separation has not yet been
effected. The adolescent, who is just beginning
to negotiate an independent existence, is often
the hardest to face when that "moving forward"
is disrupted and then halted. A child has not even
had the chance to form life goals.2^27*

Throughout the terminal phase, the child is of-
ten aware of the diminishing, or nonexistent, op-
tions that he or she faces. A 6-year-old child pro-
vided the following explanation for the death of
another patient: "The doctors ran out of medi-
cine, and when they ran out of medicine, they lost
control of his disease." Although this child may
have understood the loss of options in a concrete
way (as if there were no bottles of medicine left
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on the shelf), he nonetheless captures a night-
marish experience. It is at this time that the child
may ask anxiously: "What if this medicine doesn't
work? What will you give me next?" The child
experiences a profound sense of loss of control.

An 11-year-old boy explained to the therapist:
"One side of my head says: 'Think optimistic.' The
other side says: 'What if this treatment doesn't
work?'"

Decisions during the terminal phase are diffi-
cult, since there can no longer be any promise of
prolonged time. The parents do not want their
child to suffer more, yet they often cannot toler-
ate the thought of ending treatment, of "leaving
any stone unturned." The physician's and the
team's roles shift from leadership in recommend-
ing a treatment plan, to the clarification of re-
maining options and consequences. The choice
between experimental treatment and cessation of
treatment usually revolves around the child's
quality of life and the family's comfort with the
idea of terminating treatment. In most instances,
the parents make the decision; however, to vary-
ing degrees, the child may be involved in such
discussions.

An 11-year-old girl was offered the option of radi-
ation therapy for pain control. She confided to the
therapist: "I'm scared because I'm not so good at
making decisions. My parents want me to have ra-
diation, but a little voice in me tells me not to. ...
My mother always said that if I die, she wants me
to die happy and at home. If I had radiation, I'd
have to come into the hospital every day. And I
don't know if radiation will really help, or if I would
die anyway."

A 7-year-old girl told her parents that she was too
tired to fight anymore and that she wanted to give
up. She added: "If I have to continue suffering, I
would rather be in heaven." She repeated her words
calmly in a session with a therapist. These state-
ments were major determinants in the parents'
choosing a palliative-care plan without any further
treatment for her.

A 17-year-old boy cried: "Why don't you just tell
me I'm dying—or tell me I'm living. . . . I have to
have more treatment, or I'll die for sure, and I want
to go to medical school."

The parents need information about how the
child is likely to die and, in some instances, sup-

port in coming to a decision about a home or hos-
pital death. Effective symptom control is a criti-
cal concern. The parents may be frightened at
the prospect of the child dying at home and
choose the security of the hospital, or, with suf-
ficient preparation, they may want to keep him
or her at home. The child may also express a pref-
erence in general terms about where he or she
feels safe or likes to be, even if not referring ex-
plicitly to death. All these factors must be taken
into consideration. Whatever the setting, the
parents' presence and contribution to the child's
care and comfort are crucial.

REVIEW OF THE LITERATURE

Discussion of psychotherapy with the dying child
is still somewhat uncharted territory in the liter-
ature. There is a body of literature that identifies
the clinical issues faced by the child with cancer
and the family, providing a foundation for un-
derstanding the universalities of the entire illness
experience. Coping strategies for particular mile-
stones and stressors are delineated. However, in
general, psychotherapy is not considered as a con-
text for the child's adaptation.3"11 Other authors
focus more on psychological/psychiatric issues in
the child with implications for psychotherapeu-
tic or consultative intervention. To varying de-
grees, the vicissitudes of the therapeutic process
with this population are addressed.12"19 A few au-
thors focus specifically on the psychotherapy of
the child facing death.20"22

PSYCHOTHERAPY—A

CONCEPTUAL FRAMEWORK

THERAPIST: Do you remember what we talked
about last time?

CHILD: (without hesitation) About dying.... (A
few minutes later) If I don't feel like talking about
dying today, there will be other days.

Psychotherapy for the child or adolescent who
is dying can provide the opportunity for the ex-
pression of profound grief and for the integration
of all that he or she has lived, albeit in an ab-
breviated lifespan. Furthermore, even for a young
child, considerations about remaining quality of
life may be discussed. In working with a child fac-
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ing death, the therapist must be able to enter the
threat with the child, accompanying him or her
down the road toward ultimate separation. The
shared "knowledge" of the fine line that separates
living from dying, whether implicit or explicit,
becomes the containment of the psychother-
apy.23 The child can derive profound comfort
from the safety and "ongoingness" afforded within
the framework of the therapy. (For a detailed dis-
cussion of the psychotherapeutic framework and
techniques, see Sourkes1'2).

The therapist had seen a hospitalized 15-year-old
girl for a session just prior to her receiving heavy
sedation. When the therapist returned the next day,
the girl said: "I've been asleep for a full day. I feel
as if you were just here a few minutes ago, although
I know it was really yesterday. It's as if you never
left!"

A comment by Lindemann (in Coles24^p101^)
referring to the polio epidemic of the 1950s, at-
tests to the role of the therapist for the child fac-
ing death:

These are young people who suddenly have become
quite a bit older; they are facing possible death, or
serious limitation of their lives; and they will nat-
urally stop and think about life, rather than just live
it from day to day. A lot of what they say will be
reflective—and you might respond in kind. It would
be a mistake, I think, to emphasize unduly a psy-
chiatric point of view. If there is serious psy-
chopathology, you will respond to it, of course; but
if those children want to cry with you, and be dis-
appointed with you, and wonder with you where
their God is, then you can be there for them . . .

Lindemann thus reminds the therapist to "bear
witness" to the child's extraordinary situation and
to respond within the context of that reality.

With a psychodynamic conceptualization as
the overarching framework, the concept of psy-
chic trauma lends itself to understanding the ex-
perience of life-threatening illness in childhood.
Terr25 offers the following definition: " 'Psychic
trauma' occurs when a sudden, unexpected, over-
whelmingly intense emotional blow or a series of
blows assaults the person from outside. Traumatic
events are external, but they quickly become in-
corporated into the mind. A person probably will
not become fully traumatized unless he or she
feels utterly helpless during the event or events
(p. 8)." This description certainly relates to the
indelible imprint of the sustained assault on the

body and psyche, and the overwhelming loss of
control that the dying child has experienced
throughout the course of the illness.

Winnicott (in Davis and Woodbridge)26(p44)

defined trauma as "an impingement from the en-
vironment and from the individual's reaction
to the environment that occurs prior to the
individual's development of mechanisms that
make the unpredictable predictable." While life-
threatening illness does not literally originate in
the environment, its devastating impact on the
child more than qualifies it as trauma. In fact, the
illness goes beyond what Winnicott referred to as
"unthinkable anxieties" in its actual threat of
death.26(p44) Winnicott further stressed the im-
portance for the young child of the "presentation
of the world in small doses . . . the preservation
of a certain amount of illusion—an avoidance of
too sudden insistence on the reality princi-
p|e »26(pi08) Certainly the experience of the dy-
ing child defies this recommendation: He or she
stands unshielded from the terror of the ultimate
reality principle—the recognition that life must
end.

In child psychotherapy, play is the crucial ve-
hicle of communication. Winnicott27^47) differ-
entiated between "to play at (thus coping with)
rather than to be in the frightening fantasy."
While the dying child is confronting reality
rather than fantasy (or, reality in addition to fan-
tasy), Winnicott's distinction highlights a defin-
itive function of play. He further stressed that en-
joyment of the play is an a priori condition of
entering into the depth of the psychotherapeutic
process. For the child whose very existence is suf-
fused with gravity, such pleasure is intrinsically
valuable.

The overwhelming nature of the illness can-
not be approached by reality alone. Paradoxically,
the illusion afforded by play is what allows real-
ity to be integrated. Through play, the child can
advance and retreat, draw near and pull away
from the intense core. These tentative forays al-
low the child to contain and master the experi-
ence. Illusion is not to be construed as avoidance;
on the contrary, play is the essence of a child's
expression. Furthermore, illusion is translucent,
if not transparent, and thus reality shines through
for both the child and the therapist even when
not addressed directly by either.

Inextricably linked with play is the child's use
of symbolic language and images. The words
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themselves (not simply the thematic content) of-
ten reveal images that are idiosyncratic to a par-
ticular child, and consistent over time. They pro-
vide windows into his or her experience.

During the previous night, a 6-year-old boy's tem-
perature and blood pressure had dropped precipi-
tously. Although he was revived quickly, he had
been blue, hard to rouse, and very cold. In a ses-
sion the next day, the child reported that: "Poly Po-
lar Bear [his "therapeutic stuffed animal"1] is very
sad now because he didn't swim. The water was ice."
Through this image, the child reiterated his own
traumatic experience of being "cold." From then on,
he always associated images of cold with death. For
example, in a story about an alligator, he recounted:
"The alligator died. The ice came. The ice ages

AWARENESS OF IMPENDING DEATH

During the terminal phase, the child's awareness
of dying becomes more focused. No longer an ab-
stract threat in the distance, death takes on an
identity of its own. Rather than being a possible
outcome, death is the outcome, its time of occur-
rence the only unknown. References to its prox-
imity can be quite direct and explicit. If an open
climate has been established from the beginning
of the illness, it will be reflected in how the child
talks about death.

An 11-year-old girl commented matter-of-factly:
"Some of my friends have died. I wish I could talk
to those kids' parents to see what their symptoms
were, so that I would know what is happening to
me."

The awareness may also be expressed symbol-
ically, although no less powerfully, through
words, play, and art (examples of children's draw-
ings may be found in Sourkes1).

A 13-year-old girl with widespread disease re-
counted to the therapist: "I know how to read
palms, and I read my own. I'll be famous. I'll be
married once. I see a break in my life when I'm
about 17. I wonder what that is. ... "

A 3-year-old boy played the same game with a
stuffed duck and a toy ambulance each time he was
hospitalized. The duck would be sick and need to
go to the hospital by ambulance. The boy would
move the ambulance, making siren noises.

THERAPIST: How is the duck?

CHILD: Sick.

THERAPIST: Where is he going?

CHILD: To the hospital.

THERAPIST: What are they going to do?

CHILD: Make him better.

THERAPIST: Is he going to get better?

CHILD: Yes, better.

During what turned out to be the boy's terminal ad-
mission, he played the same game with the duck.
However, the ritual changed dramatically in its out-
come:

THERAPIST: How is the duck?

CHILD: Sick.

THERAPIST: Is he going to get better?

CHILD: (shook head slowly) Ducky not get
better. Ducky die.

Catastrophic images often emerge in the
child's language and stories during the terminal
phase. Fear, desperation, and the sense of disas-
ter are all evident, even if in derivative form.

A 6-year-old boy recounted the following story to
the therapist in the months before his death: "The
TV fell off the wall and the IV pole crashed on the
dinosaur and then the lights turned out and then
the bed turned back to the wall. The door slammed,
the walls fell, and the hospital broke down on the
dinosaur."

ANTICIPATORY GRIEF

Loss of relationships, expressed through fears of
separation, absence, and death, is paramount in
anticipatory grief: "grief expressed in advanced
when the loss is perceived as inevitable."28 An-
ticipatory grief may show itself as the child's in-
creased sensitivity to separation, without any spe-
cific reference to death; comments or questions
related to death that may be seen as a type of
preparation or rehearsal; and the undiluted and
unmistakble grief of the terminal phase of the ill-
ness.

THERAPIST: What does it mean to be alive?

CHILD: That your family doesn't miss you.
They miss you if you die. When you're alive, you
don't miss people because they are right here.
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I don't want to be out of the picture.
—adolescent

Themes of presence and absence, disappear-
ance and return, may be evident in the child's
play, mirroring the concerns of "not being here,"
the crux of anticipatory grief. The child is also
testing whether his or her absence will be noticed
and whether he or she will be missed.

A 6-year-old boy proposed a game to the therapist:
"When I snap my fingers, I'll disappear." He would
hide somewhere in the office with several small toy
animals. While the child was "invisible" to the ther-
apist, she would do a monologue wondering where
he could be, progressing from innocuous to more
threatening possibilities: "I wonder whether he is
in school and that's why I can't find him.... Maybe
he went down to the cafeteria. . . . Maybe he's not
feeling well. . . . I wonder whether something hap-
pened to him. ... I would be sad if something hap-
pened to him. . . . Everyone would miss him. . . . "
The child would listen intently to her words, with-
out answering. At a certain point he would throw
a small animal out of his hiding place for the ther-
apist to question about his whereabouts. Eventu-
ally, one of the animals, through the therapist's
voice, would "tell" where the child was hiding. He
would reappear with a bound, and the therapist
would greet him with enthusiasm and relief. The
child played this ritual over many sessions.

In another manifestation of anticipatory grief,
the child projects concern about him or herself
onto a significant adult, usually a parent or the
therapist. On one level, the child recognizes his
or her extreme dependence on the adult and pan-
ics at the thought of something happening to that
person. This reaction may be particularly pro-
nounced in the child of a single parent. On an-
other level, the child is expressing fear about his
or her own situation through this mirror image.
At least initially, the projection is best left un-
touched, as the child is clearly communicating
extreme vulnerability.

After a discussion about his bad dreams, the ther-
apist asked a 6-year-old child what else he felt
scared about.

CHILD: I am scared of what if my mother
dies. Then there will be no one to take care of me.

THERAPIST: I know that your mother takes good
care of herself and is healthy so that she can take
good care of you.

CHILD: Yes. She is trying very hard to stay
alive. She eats all the time and she kisses me a lot.

THERAPIST: What else are you scared about?

CHILD: I am scared that when I come back
to the hospital, you will not be here.

The child's grief related to the possibility of
his or her own dying may be cloaked in symbolic
terms or in questions about others. As in all other
communications, the therapist must stay close to
the immediate concern, leaving the child in con-
trol of how far to pursue the topic. Often he or
she will make an isolated statement or pose one
question and then, without further comment,
turn to other subjects. The most powerful disclo-
sures are those in which the child makes refer-
ence to the possibility of his or her own dying.
Whether through the weight of the sadness or
through the actual words or images, the dying
child's anticipatory grief is palpable, as he or she
lives the intensity of separation in its ultimate
form.

A 5-year-old child animatedly told the therapist:
"Wally Skubeedoo Walrus's [one of his stuffed an-
imals] birthday is November 14." The therapist
asked the child the date of his birthday. He an-
swered: "November 14. All my animals' birthdays
are on November 14. Too bad you're not also." The
therapist then asked him how old he would be on
November 14. The child's affect changed markedly,
and he responded very quietly: "Six. . . . " His ex-
cited anticipation collapsed into sadness when the
birthday was personalized to his own growing up
into the future.

An 18-year-old boy was dying in the hospital. His
parents had a long history of marital problems. Nor-
mally quite taciturn, he responded explosively to
the therapist's question about how he felt about his
parents' conflict: "That's what's killing me—not the
disease. I don't want to live if they aren't together.
Some nights I cry all night."

—Sourkes23

The fear of being replaced looms for the child
and may find expression either directly or through
play. To replace makes explicit the fact that
something has been lost or has ceased to exist.
Thus, for the child, replacement carries with it
the recognition of his or her own mortality. The
fear is often manifested through an upsurge in re-
sentment toward a younger sibling perceived as
being in line to take his or her place.
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Some parents, recognizing the hopelessness of
their own child's situation, demonstrate an in-
tensified interest in another patient, particularly
one who is "doing well." This is a manifestation
of anticipatory grief gone awry and causes inor-
dinate suffering. In the eyes of the child, being
replaced by another patient is the ultimate be-
trayal. Furthermore, the child feels that in "fail-
ing" the treatment, he or she has failed the par-
ents, and thus the replacement is perceived as
punishment.

As the child confronts impending death, he or
she may show signs of preparation. The child's
actions or words are often quite matter of fact;
their significance is not necessarily elaborated.

A 7-year-old girl had a recurrent dream: "In the
dream, I want to be with my mother, and I can
never quite get to her." The girl recounted the
dream in a joint therapy session with her mother.
Whereas the mother found the dream "excruciat-
ing," her daughter stipulated that "even though the
dream is very sad, it's not a nightmare." The dream
eventually provided the focal image for mother and
child to work through the anticipatory grief process.

The endpoint of the terminal phase is often
marked by a turning inward on the part of the
child, a decathecting from the external world.
Cognitive and emotional horizons narrow, as all
energy is needed simply for physical survival. A
generalized irritability is not uncommon. The
child may talk very little and may even retreat
from physical contact. Although such withdrawal
is not universal, a certain degree of quietness is
almost always evident. The child is pulling into
him or herself, not away from others. If the par-
ents understand this behavior as a normal and ex-
pectable precursor to death, they do not interpret
it as rejection. In certain instances, the therapist
can play a crucial role in turning around the
child's withdrawal and thus "returning" him or
her to the parents.

A 6-year-old boy had been exceedingly withdrawn
over several days. He hardly talked, except to say,
"I am in such discomfort," and lay with his back to
everyone. The parents and therapist talked in his
room about this dramatic change from his usual out-
going behavior. The child yelled: "Get out if you
are going to talk." The therapist told him that it
was important that he hear the discussion, even if
he didn't feel like joining in. The therapist then be-
gan a monologue: "I wonder if you are just fed up

with all this hospital stuff and treatments and that
you still don't feel well. . . . I wonder if you feel
kind of angry that nothing seems to be really help-
ing you to feel mucb better...." After making sev-
eral more statements about how he might possibly
feel, and how children in general feel, the therapist
asked casually: "Do you think you feel a little like
that?" The child said: "I guess so." The parents were
startled and immediately pleased by his verbal ac-
knowledgment. The therapist continued: "Kids
sometimes feel mad... mad at doctors, nurses, even
their psychologist, and even their mother and fa-
ther. . . . I wonder if you feel a little like that. . . ."
The child said clearly: "Yes." The therapist was then
called out of the room for a few minutes. On her
return, his mother reported that he had reached
over and hugged her for the first time in days.

Withdrawal from the therapeutic relationship
is also common. The child may not want to see
the therapist or may be content simply for the
therapist to stay with him or her, without much
interaction. Frequently, at this point, the thera-
pist sees the child only in the presence of the par-
ents. Therapeutic intervention can be critical at
this ultimate point. The therapist may invite the
child to say or ask anything that has remained
unspoken. An adolescent's statement to her par-
ents illustrates the power of this simple and un-
obtrusive intervention:

I don't want to leave you. I'm not supposed to have
cancer at my age. You both took such good care of
me at home. You came faster than the nurses when
I called. Everyone is crying—why is everyone cry-
ing here? Something very tragic must be happening.

While such a dramatic epilogue is rarely forth-
coming, the opportunity for disclosure should be
made available if the child is alert. However, un-
der no circumstances may the therapist ever at-
tempt to force the expression of "final words".

WORK WITH PARENTS

My parents and I are in this together.
—adolescent

With the intrusion of the illness, from the mo-
ment of diagnosis, the relationship between the
child and parents organizes around the pivot of
potential loss. Thus, it is critical that the thera-
pist not intercede as a divisive wedge between
them. From the outset, an ongoing alliance be-
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tween the child's therapist and the parents di-
minishes this threat and optimizes the outcome of
the work. The nature of the alliance will of course
differ depending upon the age of the child.
jerr25(P30) in kg,. wor]lC witn traumatized children,
comes to similar conclusions: "It is almost impos-
sible for a ... [therapist] to treat a child without
providing some access to parents . . . who
participate in the child's life." Without the respect
of an established alliance, the therapeutic work
with the child will be compromised and, during
the terminal phase, probably rendered impossible.

During the terminal phase of the illness, the
therapist must be vigilant about the danger of
overinvolvement with the child. In such circum-
stances, the parents can begin to feel estranged
and supplanted just at the time when they are
desperately trying to "keep" their child. Parents'
pervasive guilt about their dying child (whether
conscious or unconscious) will only be exacer-
bated if they feel that the therapist is "better"
than they are at achieving closeness with the
child or at eliciting secrets that cannot be shared.

The child may become frightened by an inor-
dinate amount of closeness to the therapist, while
simultaneously needing the relationship. During
this critical time, a sense of threat arises from the
child's guilt at being close to an adult other than
the parents. He or she may feel trapped: "having
to choose" between parents and therapist, with
the simultaneous fear of alienating either. How-
ever, if the child senses a strong alliance between
the therapist and parents, he or she can feel se-
cure in the therapeutic relationship.

Throughout the illness, the range and depth
of work with parents can vary greatly, from a con-
centrated focus on child-management issues to
more traditional psychotherapy of the individual
or the couple. Whatever the framework, the par-
ents' reactions to the child's illness and the im-
pact on their marriage and family are the orga-
nizing themes. A focus on the well siblings must
be an aspect of the work, including, at times,
meetings between the therapist and these chil-
dren. Too often, the siblings stand outside the
spotlight of attention, even though they have
lived through the illness experience with the
same intensity as the patient and parents.29'30 Al-
though these parameters do not change once the
child is dying, they do intensify and come into
even sharper focus. The therapist can also en-
hance the parents' understanding of and compe-

tence with their child so that they can become
associates in the therapeutic process. Any means
of intervention that the therapist can provide for
the parents to use with the child is an antidote
for their helplessness.

The therapist can facilitate and empower the
parents' interaction with medical professionals.
In addition, and with the parents' consent, the
therapist may share selective aspects of the ther-
apeutic material that bear directly on the care of
the child. In promoting the parents' interactions
with the medical team, and through these direct
communications, the therapist plays a pivotal
role in the integration of the child's total care.
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Family Issues and Palliative Care

David K. Wellisch, Ph.D.

T)atients with terminal cancer are profoundly
JL influenced by their family relationships and
interactions; conversely, patients are major
sources of influence on the lives and interactions
of their family members, especially as they be-
come more gravely ill. This chapter is an attempt
to look at some of the issues, themes, mutual in-
fluences, and potential interventions in relation
to the family of the end-stage cancer patient.

This chapter focuses on one family with a
member who had metastatic breast cancer and
presents it as a model for many of the themes, is-
sues, and interventions that may be relevant for
families dealing with terminal cancer. Of partic-
ular importance for this chapter and for work with
all such families is the consideration of the "fam-
ily" as a series of subunits and not simply as a uni-
tary entity. In practical terms, this may mean
assessing the interactions, functioning, and con-
flicts of the marital unit, the parent-child unit(s),
the sibling subsystem, the grandparent-grand-
child unit, and the complex system formed by the
health-care-provider team and the family. In the
family to be discussed in this chapter, every one
of these parts had a distinct life of its own that
required understanding, consideration, time, and
separate as well as overlapping interventions. To
have evaluated them as a whole entity or to have
intervened with them only as a whole group

would have essentially missed or circumvented
the emotional life of this family.

THE PATIENT

The patient in the family, Mrs. S, was 65 years
old by the time she died. She had metastatic
breast cancer. She died in October 1994. She had
been diagnosed in 1986 with infiltrating lobular
carcinoma, with 17 of 22 lymph nodes positive
for tumor involvement at diagnosis. She under-
went a complete mastectomy and subsequently
was treated with adjuvant chemotherapy. She
had a course of radiation therapy and was also
placed on Tamoxifen for period of 24 months.
The patient was referred to me for treatment of
depression late in 1989. By that time she had
bony metastases and was undergoing periodic
"spot" radiation courses. Pain ranged from mild
to profound, depending on the progression of her
disease. Early in 1991 she was admitted to UCLA
for intractable pain, as well as for severe nausea
and vomiting possibly related to narcotics. She
was treated with intravenous Dilaudid and with
intravenous Compazine, with satisfactory results.
She was soon readmitted with fevers and chills
secondary to external jugular thrombophlebitis.
In that hospitalization, MRI studies showed mul-
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tiple skull metastases but no brain metastases. In
the summer of 1991 she was then readmitted with
dyspnea and found to have bronchitis. She was
treated systematically during that period with a
variety of agents, including 5-FU, Leucovorin,
Megace, and Tamoxifen. None of these stemmed
the slow progression of her disease. She was not
readmitted to the hospital until early in 1993. At
that time she had chronic obstructive pulmonary
disease, as well as further progression of her
metastatic disease. Her next hospitalization, in
fall 1993, was for lethargy, fatigue, and agitation.
No brain metastases were found, nor did a lum-
bar puncture show malignant cells. Her last hos-
pitalization occurred late in 1993 for severe bony
pain. CT scan of the pelvis at that time revealed
a healed right pubic fracture and a more recent
extra-articular right iliac pathologic fracture. A
diffuse series of osteolytic metastases were also
seen in the pelvis and proximal femurs. She was
placed in a brace and once again given a course
of radiation therapy. She was never readmitted
to the hospital after that admission and was main-
tained at home for the next 11 months by li-
censed vocational nurses and, later (from May to
October 1994), a home hospice agency. For pur-
poses of this chapter, the period of time from the
last hospital stay until her death (November 1993
to October 1994) will be the main focus. It should
be understood that the preceding medical report
is a summary and focuses mainly upon her hos-
pitalizations. The main issue is that she was ill
and under continuous treatment with a large va-
riety of interventions from the time of her diag-
nosis until home care began. The types of inter-
ventions changed in the final 11 months, but the
expense, intensity, and stress related to the in-
terventions did not change for her or for the fam-
ily. Thus, by the time palliative care formally be-
gan, Mrs. S had been treated continuously for
almost 1 years. Additionally, by the time of her
death, her psychotherapy with me had continued
at least weekly for almost 5 years. Treatment for
depression and associated stresses, including
chronic anxiety, occasional panic attacks, and
sleep disorder, involved extensive psychophar-
macological interventions plus psychotherapy.
The psychotherapy included elements of support,
relaxation training, cognitive-behavioral inter-
ventions, and ultimately family therapy. The fam-
ily therapy largely occurred in the last 11 months
of her illness, in the homebound palliative phase.

The psychopharmacological interventions were
coordinated by a psychiatric colleague who made
a series of home visits to reassess Mrs. S over the
last 11 months of her life at home.

THE FAMILY

The extended family unit consisted of a total of
13 people in three generations (Figure 19.1). In
the process of family therapy interventions, I
came to know and interact with virtually every-
one in this family system except one person.
These interventions/interactions were more fre-
quent with some members and subunits than with
others.

In the patient's generation were three mem-
bers, plus the patient herself. One sister (sister
#1), age 75, who lived in an eastern city, visited
at least four times per year, was an extremely suc-
cessful businessperson, and clearly was in a
matriarchal/maternal role for the entire family.
She inspired a mixture of respect, fear, and anx-
iety in the family system. A second sister (sister
#2), age 70, who also lived in an eastern city, vis-
ited at least four times per year, was primarily a
homemaker, and had a "softer," more relaxed
presence than sister #\. Mr. S, the husband of the
patient, had been married to her for 40 years. He
was a highly successful sales representative who
was affable but was anxious and compulsive about
many aspects of his life, including work, alcohol
use, and smoking. He lived a high-pressure exis-
tence and continually complained about being
harassed and bedeviled by work pressures and pa-
perwork requirements. The patient was the
youngest child of the three sisters. She had been
a successful businesswoman in her own right for
several years. Her parents were both dead, with
her mother also having died from breast cancer.

In the children's generation, there were four
members. Daughter #\ had been married for
about 20 years to a man who had had a steady se-
ries of business failures. During the patient's ill-
ness, Daughter #\ decided to separate and divorce
her husband. As I closely evaluated her circum-
stances, it became clear that she had lived in gross
denial and that her family's finances were a sham-
bles. In the midst of her mother's dying process,
she and her three children were forced to turn to
Mr. and Mrs. S for economic survival. This ne-
cessity was understood and embraced by Mr. and
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Mrs. S, but added considerably to family stress.
Daughter #\ had always had the role of "over-
competent" child, which shifted substantially
during this period to "harassed" child. During this
period she returned to work and vigorously pur-
sued a sales business. The husband of Daughter
#1 was the only family member that this writer
never met. He was a peripheral figure during this
time but one who nevertheless commanded sub-
stantial family attention and affect, mainly of a
hostile, negative nature because of his inadequate
and manipulative behaviors. Daughter #1 had
been married about 8 years to a professional man
who worked enormously hard, only to achieve
modest success. It was a work pattern strikingly
similar to that of Mr. S, but with less material
success. Daughter #1 had a life history of separa-
tion anxiety with regard to her mother and had
a role in the family as "anxious, undercompetent
child." This role shifted dramatically during her
mother's dying process, where this daughter's
coping was far steadier and more competent than
she or the family ever expected. Much to her sur-
prise, she essentially changed roles with her sis-
ter during this period. She was not elated by this,
however, as it left her without the big sister to
lean on as a future maternal substitute. The hus-
band of Daughter #1 had a warm, quiet, steady
presence and was close to Mrs. S in the same re-
assuring fashion he was close to his wife.

There were five members in the grandchil-
dren's generation. Daughter #l's children were
faced during this period with parental separation
and changes in their living environment, as well
as in the dying process of their beloved grand-
mother. They were also faced with their mother's

being split among earning a living, parenting, try-
ing to have a social life, and spending time with
her mother. Clearly, these conflicting demands
imposed almost overwhelming stress on this fam-
ily unit. Grandchild #1, a teenage girl, took over
many maternal functions and partially parented
her brothers. Grandchild #3 had a severe reading
disability, which became a major concern for the
patient, Mrs. S, and for the whole family during
this period.

Daughter #2's children had a steadier family
course and a more stable family unit during this
period. Grandchild #4, a boy, was the most sen-
sitive, articulate, and reactive of the grandchil-
dren. Although all were close to the patient, he
was perhaps the closest. Grandchild #5 was the
youngest, named after her grandmother. Con-
ceived and born during her grandmother's illness,
she was less articulate than her brother (mainly
due to her age/developmental level) but highly
reactive to the situation, especially to separations
from her mother and her mother's attention to
and preoccupation with Mrs. S.

FUNDAMENTAL FAMILY ISSUES

Three key family system interactional concepts
have been presented as fundamental in the as-
sessment of the family with a terminally ill can-
cer patient. These include homeostasis, bonding,
and basic type of family system.4'5

Homeostasis reflects the relative constancy of
the family internal emotional environment and
the ability of the family to maintain that con-
stancy when presented with severe and destabi-

fIGURE 19.1 tHE s fAMILY
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lizing stresses, such as the terminal illness of a
member. I tend to rate families grossly as "good,"
"fair," or "poor" in this area. The S family was
fair. It had enjoyed good family stability in the
past, but by the time Mrs. S. was in her pallia-
tive phase, two factors threatened the family's
usual stability besides her illness. One was Daugh-
ter #Vs marital crisis, which competed for re-
sources, time, and support with the cancer. A sec-
ond was Mr. S's fatigue, burnout, and depression
in relation to his job performance, which he
brought into this phase. His insecurity about his
earning capacity also competed for family re-
sources, time, and support. Family homeostasis in
the S. family was bolstered, however, by the
strong attempts to maintain continuity and
homeostatic interactional balance in continuing
family situations such as Friday night dinners, so-
cialization with friends at members' homes, and
family planning and participation in important
events such as Grandchild #l's Bas Mitzvah.
These things were important counterbalances in
this process. The maintenance of family rituals
and usual interactions such as these can be very
important interventions to restore family emo-
tional/interactional homeostasis.

Bonding reflects family maintenance of its ter-
ritory within the larger community space by reg-
ulation of incoming/outgoing people, objects, and
ideas.5 Here again, I rate family capacities grossly
as "good," "fair," or "poor." The S family was good
in this respect. For example, members quickly in-
tegrated the licensed visiting nurse (LVN) into
their home and interactions. They also integrated
equipment such as Mrs. S's hospital bed, her mor-
phine pump, and her oxygen tank. They ac-
cepted, worked with, and benefited from the con-
cept of the hospice team model. Some families
feel "invaded" by such professionals and equip-
ment and are continuously stressed by the in-
ability to feel like a family when surrounded by
such people or things. The S family was the op-
posite and optimized such resources.

The concept of family system is closely related
to the concept of bonding. Kantor and Lehr have
identified three styles of basic family system, la-
beled "opened," "closed," and "random."5 The
closed family is characterized by a strong need for
fixed space, regular time, and steady interactions.
The open family has relatively stable structure,
yet has the flexibility of moveable space, variable
time, and flexible energy. The random family has

dispersed space, irregular time, and fluctuating
energy as an interactional style. These are char-
acteristic styles of functioning, and no one style
is better or worse in an absolute sense than the
others. The S family was a blend of open and ran-
dom. It was able to move schedules, structure, and
space and even to cope with variable spaces and
times for interaction. For example, Mr. S was able
to continue necessary business trips during Mrs.
S's palliative period, with her sisters entering and
leaving their home to replace his functions with-
out conflict or crisis. The family often included
members of the home-care team at the dinner
table if they were present, seeing them as an en-
hancement rather than as an intrusion or inva-
sion. Mr. S was able to cycle between his own
and another bedroom to sleep when he was awak-
ened by Mrs. S too many nights in a row. In this
writer's experience, some families are not nearly
as able to accept these modifications in their
structure and routines. With less flexible families,
a type of cognitive-behavioral family interven-
tion has seemed helpful in which the family may
be helped to evaluate whether a certain change
is as frightening or disastrous as it seems. For ex-
ample, a well spouse commonly must sleep in a
separate room for respite when a partner is ter-
minally ill. This can be perceived as "the end" of
the relational intimacy, or it can be used as a stim-
ulus to increase quality time and emotional inti-
macy at other times. Mr. and Mrs. S faced this
fear and did learn to have structured quality time
together during the evening.

I would add two other concepts to the three
already mentioned for basic assessment purposes.
They are mutuality and joint problem solving.

Mutuality has been defined as the flexible,
adaptive pattern of relational continuity that in-
corporates change.6 This involves the ability to
communicate and the ability to cope with dis-
tancing, disengagement, and reengagement in a
constructive fashion. Mrs. and Mrs. S were sea-
soned veterans at this process, having moved sev-
eral times to different cities and reestablished
themselves. They also had tolerated Mr. S's
countless lengthy business trips, after which they
constructively reengaged. This writer has seen
several couples, by contrast, who lacked the com-
municational skills or the ability to come back
from periods of distancing or disengagement.
Cancer for these couples leaves them isolated and
increasingly insecure with each other. A basic
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and important intervention for such couples is fa-
cilitation of basic communication about shared
aspects of cancer so that reengagement is possi-
ble after an episode of hospitalization or after the
crisis is over.

Joint problem solving involves shared engage-
ment in tasks that create the potential for rela-
tional growth.7 Cancer usually presents a series
of couple and family problems to solve, both in
technical areas (i.e., pain management) and in
situational areas (i.e., redistributing family tasks
such as bill paying or other chores). A basic in-
tervention can have the family participate in
such technical and/or situational areas and feel a
sense of joint participation and mastery. The ben-
efits of this participation are enhancement of feel-
ings of relatedness and reduction of family-based
anxieties over the experience of helplessness. The
S family ceded areas such as pain management to
the home-care staff but persisted up to the end of
Mrs. S's life in working on other problems, such
as Grandchild #3's reading disability. This grand-
child, two weeks before Mrs. S's death, came to
her home and read to her at her bedside.

In assessing a family with an end-stage cancer
patient for interventional possibilities, a few ba-
sic questions are relevant.1 These might include:

1. Who is in the family, and who constitutes the
family unit? In the S family, the 13 people in
Figure 19.1 constituted the unit. However, sev-
eral friends were significant participants and sup-
porters in the unit; they helped as much or more
than Mrs. S's sisters. Thus, the unit was actually
larger than the 13 people in Figure 19.1.

2. What is the ethnic, cultural, and religious back-
ground of the family? Cultural beliefs may char-
acterize and influence patterns of grief and
mourning as well as styles of expressing other af-
fects. The S family was Jewish, with strong links
to the network of their temple. The temple fam-
ily network was highly important in providing
social and emotional support during the long pe-
riod of this patient's illness. I have seen other
families and couples who had no such network
and who consequently were significantly more
isolated, stressed, and depressed. The presence
of social support in dealing with cancer has been
shown to be a buffer to stress; lack of social sup-
port reduces support coping8.

3. Where is the family in the developmental life cy-
cle? The problems of a young adult couple in
which one partner has cancer are potentially very

different from those of an elderly couple where
one partner has cancer. It has been shown, for
example, that the younger couple is more likely
to experience relationship stresses stemming
from the psychodynamic shifts in dependence/in-
dependence imposed by cancer. By contrast,
older couples experience stresses from situational
factors such as exhaustion, fatigue, and guilt (e.g.,
the patient's feelings of being a burden).9 The S
family was complicated in this regard. Although
there were two adult children, at a deeper level
both children still had financial and emotional
dependencies on the parents that presented im-
portant issues to consider and understand. These
were some of the key stresses within the family
system besides the cancer itself.

4. How does the family communicate? Communi-
cation patterns affect family members' ability to
discuss the diagnosis, make decisions jointly, and
ultimately support one another. Assessment can
involve probing the following questions: Who
talks to whom? Is communication direct or in-
direct? Is communication partially or heavily
nonverbal? Is one member a "go-between" or
"gatekeeper" in the family in regard to commu-
nication?10. When there is a "go-between," com-
munication moves from a health-care team
member through one member of the family to
the rest of the family. This, to a degree, was the
process in the S family, where communication
went through Mrs. S to the children and the
grandchildren, with Mr. S being more periph-
eral. As Mrs. S became more ill, Mr. S learned
gradually to step in and communicate directly
with his family. This was an important and adap-
tive shift in this family, one that became a fo-
cus of family therapy interventional efforts dur-
ing this period. Closely tied to communication
is the family's ability to make decisions as a unit,
rather than have one person make decisions.
This is linked to the concept of joint problem
solving, If families are communicating and mak-
ing joint decisions, they are then likely to cope
more effectively. An obviously high-risk family
situation is one in which the sole decision
maker, on whom the rest of the family has al-
ways depended to make decisions, now has ter-
minal cancer. Such a family may rise to the oc-
casion and begin to take on the decision-making
responsibilities, or it may not, thereby requiring
very intensive professional intervention and re-
sources.

5. What was the role of the ill member, and what
is it now? All family members have various in-
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dividual roles and tasks. Some families are more
rigid and inflexible about these roles and tasks;
others are more flexible and adaptable. It has
been shown that families with mid-range (rather
than high or low) adaptability experience less
global distress in coping when a member devel-
ops cancer.11 Families that are too low on this
variable are likely to be rigid, and those that are
too high are likely to be chaotic in their attempts
to adapt. An analysis of the ill member's activ-
ities of daily living and his or her emotional tasks
and meaning in the family will reveal how much
distress and anxiety the illness is likely to bring
to the family. In the S family, Mrs. S was the
"pivot" or emotional hub of the family. While
she was not the chief wage earner, her illness
had a significant effect on the capacities of the
family to organize, plan, problem solve, and in-
teract.

THE MARITAL RELATIONSHIP

The functioning of the spouse of an end-stage
cancer patient is related to many variables, some
current and some historical in the marriage. Gen-
erally, the majority of spouses, possibly as many
as 80%, are able to be supportive and persist in
this supportive role throughout the patient's ill-
ness.12 Differences have been found in what af-
fects husbands and wives when their partners are
ill with cancer. When the wife is the ill partner,
the husband's distress is almost completely related
to her condition; his individual characteristics
(e.g., socioeconomic status, and own health) do
not contribute or explain his distress. When the
husband's the ill partner, the wife's distress is af-
fected by and moderated by his condition as well
as by individual factors such as her own health
(if it is poor, she will feel more distress) and level
of outside social support (less support leads to
more distress). However, the more distress she
feels, the more likely the wife is to seek support
outside the family.13 Studies of the relationship
between stage of disease and spousal emotional
distress have consistently shown that an ad-
vanced or metastatic stage of disease has been as-
sociated with greater mood disturbance, depres-
sion, and feelings of being overwhelmed than
localized disease. 14~17 It is cautioned, however,
that stage and prognosis alone may not totally
predict spousal distress or even match spousal per-
ceptions. Variables such as patient restrictions in

role performance, increased patient demands re-
lated to the illness, and severity of symptoms (es-
pecially pain) may better predict spousal distress
than objective medical data alone.17 Several
studies have shown that spousal emotional dis-
tress, especially for spouses or breast cancer
pateints, is correlated with the patient's level of
emotional distress.18'19 The overall conclusion is
that spouses of patients with compromised psy-
chological functioning appear to be at higher risk
of poor adjustment. This may actually be an old
pattern of the relationship that is now being
played out in the cancer arena. Nevertheless, re-
search suggests that affective states, especially de-
pression, may be "contagious" and that depressed
patients will generate depressed spouses, who
then have less to give, further deepening the de-
pression and guilt of the patient. This argues
heavily for joint treatment, or at least serious con-
sideration of the spouses' coping status and symp-
tomatology.

Turning to Mr. and Mrs. S, it was evident that
Mr. S was represented in the 80% of spouses who
manage to be supportive. This is not to say, how-
ever, that his ability to cope was robust. In fact,
it grew quite strained at times. As the literature
suggests, he was very responsive to his wife's med-
ical and psychological condition. For example,
ongoing difficulties with her pain management
were clearly distressing to him, so much so that
he asked various members of the team, "When
will this be over—can't it be sooner rather than
later?" Difficulties in managing Mrs. S's depres-
sion also appeared to depress him. He felt, at
times, that no amount of giving on his part was
enough to bring her "out of the dumps." One of
his characteristic modes of self-regulation was to
use alcohol. He periodically drank more as her
illness wore on, particularly in the final 11
months. As he drank more, his functioning de-
clined, and his irritability and sleep problems pre-
dictably worsened. The dam burst when he be-
came enraged at one of his grandchildren one
evening over a relatively minor provocation. The
entire family then insisted that he accept anti-
depressant medication and urged that he undergo
formal alcohol treatment. Mr. S was willing to
accept the medication immediately but felt he
needed to defer the alcohol treatment. He did
recognize and acknowledge the reality of his
problems with alcohol but felt overwhelmed by
his wife's illness and argued that he could not take
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on a major treatment involvement in the midst
of her terminal illness period. He did have con-
sultation for psychopharmacologic treatment by
a specialist, who prescribed the selective sero-
tonin reuptake inhibitor (SSRI) Zoloft. Several
things changed when he started taking Zoloft. He
was less irritable; had a reduced feeling of being
in chaos; was more able to work, organize, and
get paperwork done; and felt a modest elevation
in his mood state. He promised to and did limit
his alcohol consumption for the remainder of his
wife's illness. Of note, he did enter an outpatient
alcohol treatment program after his wife's death.
In the program he stopped his use of alcohol and
tobacco. He has continued to abstain from smok-
ing and now drinks in moderation.

Mr. S changed his familial role dramatically
during the period of Mrs. S's terminal illness. He
became a central rather than a peripheral mem-
ber of the family. Behaviorally, he coordin-
ated the LVNs, did cooking (especially in the
evenings), and was directly involved with and re-
sponsive to his daughters' emotional concerns.
All of this had previously been the domain of
Mrs. S. More important, he changed in his emo-
tional reactivity to the situation. Whereas previ-
ously he had used hyperactivity as a coping mech-
anism and defense against his feelings, at this
point he could not and would not do this. Rather,
he began to openly grieve his wife's illness and
imminent death through bouts of crying. This was
totally uncharacteristic of his previous mode of
functioning. On several occasions when I was at
the family home in the evenings, he went into
the backyard, either alone or with a daughter, and
wept openly. In a sense, the disequilibrium of the
relationship homeostasis allowed him to change
to other modes of functioning. Mrs. S did not ever
really withdraw from the family interaction, but
she became increasingly less central and pivotal.
This allowed Mr. S to shift to a more central role
and to increase his competence in the family
arena. It seemed as if family members had previ-
ously cooperated to make Mrs. S overcompetent
in the family arena and less so in the work arena;
Mr. S's role had been the opposite. Now this sit-
uation was reversed, and Mr. S became much
more competent in the family arena and actually
lost one of his major sales lines during this pe-
riod. In our work, he was facilitated in reassess-
ing whether this loss was truly catastrophic. He
decided that he would regroup after Mrs. S's

death, without being absolutely sure he wanted
to remain in his field of sales. Thus, the sense of
catastrophic change was reconceptualized as a pe-
riod of semiretirement, necessary to apply his at-
tention to the family, and as a time to reconsider
the future. After Mrs. S's death, he entered al-
chol treatment, recommited to his sales area, en-
tered a new relationship (within 6 or 8 months),
and again became semiperipheral to his daugh-
ters and grandchildren. When he met for a fol-
low-up with this writer, 6 months after Mrs. S's
death, he looked 10 to 15 years younger than he
had previously.

Several key decisions must be made when a
therapist is beginning family intervention with
the spouse of a terminally ill cancer patient. The
clinician must answer these questions:

1. Would it be preferable to see the spouse together
with the dying partner or separately, or would
some combination be best? In the case of Mr. and
Mrs. S, doing both seemed reasonable. Some joint
counseling around communication and stress re-
duction needed to be facilitated. This was espe-
cially true when Mr. S needed to sleep separately,
inducing separation anxiety in Mrs. S. However,
Mr. S was more likely to vent his feelings, pres-
sures, and fears in individual counseling sessions.
This required a shift for Mrs. S and this writer, as
I had been her therapist alone for several years.
She was able to handle this and give Mr. S the
time with me, recognizing that she would get back
what she was giving as Mr. S settled down.

2. Is the spouse as depressed or perhaps more de-
pressed than the ill partner and therefore in need
of antidepressant medication to "go the dis-
tance"? In a study that systematically evaluated
emotional symptoms of couples who had been
together before, during, and since the male part-
ner's cancer, depression was found to be the only
symptom that in which there was a significant
correlation between the spouses. In addition,
partners experienced a level of depression 64%
higher than the patients two years after the pa-
tients' initial diagnoses.20

3. Is the level of communication and support ade-
quate for the patient's need? If it is not, joint in-
tervention is necessary. However, the clinician
must carefully determine whether this couple
was able to communicate and be mutually sup-
portive in the past. If the answer is no, then ex-
pectations for couples therapy need to be dras-
tically reduced. Some relationships can grow in
the face of such a stimulus; others cannot.
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4. What are the well spouse's obligations and com-
mitments? A detailed inventory, including eco-
nomic, parental, business, and social responsi-
bilities, should be compiled and, if necessary,
revised and negotiated. The well spouse can
rarely keep all his or her external responsibili-
ties while the ill spouse is dying, but some re-
tention of external ties and obligations is an-
choring for the well spouse. These indicate a
continuity, a future, and a capacity to avoid be-
ing totally immersed in the partner's illness. For
elderly spouses, this may be difficult as most or
all external ties may have already been relin-
quished. Reestablishing a few of these may be
vital for the elderly well spouse.

5. Is the well partner able to tolerate the emotional
and sexual deprivation that comes with having
a dying partner, or has the spouse looked else-
where to have these needs met? If the well spouse
has gone outside the mariage before the ill
spouse's death, he or she may feel intense shame,
guilt, and even self-loathing but need to do it
nevertheless. The therapist's maintenance of a
nonjudgmental stance is crucial in such situa-
tions. For the spouse to admit this kind of ac-
tivity to the therapist indicates a high degree of
pain and potentially a high degree of trust in the
therapist. This writer explores at least three
questions when this arises, which include:

• Does this behavior seem to be part of an histor-
ical pattern in the relationship for one or both
spouses, or was it generated by the illness?

• Does the well spouse feel that the behavior im-
pacts on his or her ability to give to and support
the ill spouse?

• Does the well spouse feel that the behavior may
impact his or her own self-appraisal in the be-
reavement period or beyond? The spouse needs
to be reminded that he or she will have to con-
tinue to live with this self-appraisal and that
there will be no opportunity to "edit" or "redo"
interactions with the spouse. (This is the central
theme of a recent stage play, titled Skylight, by
David Hare, in which the male protagonist is tor-
mented by his dying spouse's discovery of his af-
fair during her terminal phase.) If the well spouse
is conflicted about such an affair, it is likely that
the conflict will prolong and complicate the be-
reavement process, with attendant problems of
depression, guilt, and inability to enter into a re-
lationship with a new partner after the spouse's
death. Thus, such a revelation by a well spouse
can be understood, but it is a complicated mat-
ter to discuss in the therapeutic relationship.

PAIN AND THE FAMILY OF
THE DYING CANCER PATIENT

The family relationship to pain management is
complex and intense and has an effect on both
the patient and the family. Professional, family,
and even patient ignorance about pain manage-
ment and fear of addiction can present a signifi-
cant barrier to good pain management.21"22

Closely tied to this is the issue of patient pain
ratings by caregivers. It has been found that con-
cordance of ratings between caregivers and pa-
tients is good at low and moderate levels of pain
but this agreement breaks down at high levels
(above 7 on a visual analog scale of 0 to 10).23

Thus, the possibility of undermedication for pain,
especially when it is most needed, arises. Even
experienced professionals have a hard time per-
ceiving accurately the need for medications; fam-
ily members may find it close to impossible. It
may therefore be unwise for family members to
have sole responsibility for pain management, es-
pecially if the patient is dying at home.

Associated with this function is the often com-
plex interplay of denial by both the well spouse
and the ill spouse. I once saw a couple where the
wife was very ill and was obviously in pain. The
husband had assumed the role of dispensing her
pain medication, including determining when
and how much medication she should get. He was
terrified that her illness would progress, she would
die, and he would be left alone. She recognized
this and tried to soothe him by cooperating with
his need to deny. He reasoned that if her disease
was not progressing, she could cope without an
increase in the pain medications. She tried to co-
operate with this contorted reasoning by not ask-
ing for medications and living (however uncom-
fortably) in chronic pain. This interaction, based
on the husband's need to deny reality, required
urgent couple-based interventions. He required
more help and support with his fears; she had to
learn to be appropriately assertive; and the treat-
ing physician was required to step in and take
more control of the pain management function.

Associated with these issues are family (and
sometimes professional) fears about hastening
death by increasing patient narcotic levels. These
matters are worth exploring with the family. The
family may be in denial about where the patient
is physically and psychologically. In addition,
family members may feel they are not being ad-
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equately supported by the physicians and nurses
in terms of education and direction about pain
management. All too frequently, when the pa-
tient is dying at home, the physician becomes a
distant, isolated, seemingly inaccessible person
who communicates only through the home-care
nurses, leaving the family feeling adrift and aban-
doned. Reconnecting the family directly to the
physician can reverse this feeling for the family.
A third issue is the question of whether the con-
cerns about killing the patient are a defense
against underlying wishes that the patient hurry
up and die. Such underlying wishes are usually
unacceptable to the family and are therefore un-
able to be tolerated or discussed. The normaliza-
tion of such feelings and thoughts can sometimes
help normalize the pain management situation
for the family and the health-care deliverers.

The S family was happy to turn the pain man-
agement function over to the hospice nurse
agency. They did not express conflicts about es-
calating Mrs. S's narcotics level. In fact, Mr. S,
when his depression level was high and his cop-
ing ability was low, expressed a wish to hasten
the process of her dying. This request ceased
when he became restabilized himself. Mrs. S was
placed on a morphine pump a few months prior
to her death. It always worked well, with one
noteworthy exception. One Saturday the pump
repeatedly malfunctioned despite numerous at-
tempts to fix it and numerous hospice nursing vis-
its. Needless to say, Mrs. S was in acute distress
during this day. I received multiple phone calls
that day from the family, starting at 9:00 A.M. and
continuing until 11:30 P.M.. Visiting the family
home the next day, I found family members ex-
ceedingly exhausted and the children regressed in
alarming ways. There was no question that lack
of pain management in the patient dramatically
affected the family system in direct, observable
ways. In all three generations of the family, cop-
ing was not possible until pain management was
restored. The problem with the pump was a pin-
hole-size leak in the tubing leading into the pump
itself. That pin-hole-size leak put a massive hole
in the family structure around coping with anxi-
ety. Thus, for the family as well as for the patient,
pain management is a first-order priority to sup-
port coping and to reduce psychological sympto-
matology. One study showed that a patient in sig-
nificant pain was twice as likely to have a
psychiatric diagnosis as a patient without signif-

icant pain.21 This finding probably extends to
family members as well, to extrapolate from pre-
viously cited data.20

CHILDREN IN THE FAMILY OF
THE DYING CANCER PATIENT

The category "children" includes both adult chil-
dren and dependent children, a category that it-
self encompasses a wide range of developmental
levels. For example, in the S family, there were
two adult children and five grandchildren, rang-
ing from a toddler to an early adolescent. This
section focuses on the impact of a dying cancer
patient on both adult and dependent children.

For adult children, at least four issues are pre-
eminent, while many others remain in the back-
ground. First is the issue of rok fragmentation.
Adult children are pulled simultaneously in many
directions, a result of their multiple roles as
spouses, parents, friends, and wage-earners. In
this writer's experience, the role of caretaker/or-
ganizer for the ill parent usually (not always) falls
on the female adult children. This caretaker role
becomes a priority, thus capturing the very
essence of "role stress."

A second issue is that of role reversal. Adult
children are likely to reverse roles with the sick
parent, and possibly with the well parent as well.
For some adult children this may hardly be a
novel experience, while for others it may be the
first time such a reversal has occurred. The key
issue is that it is occurring just exactly when the
adult child is also probably most frightened and
in need of some bolstering and parenting. This is
especially true during the acute dying process,
when the ill parent becomes totally dependent
on the significant and professional others. Some
parent-child relationships have the flexibility to
incorporate role reversals, while others cannot.
Role reversal can precipitate role tensions and
struggles with the well parent.

A third issue is that of sibling rivalry, growing
out of a "sealed-over" conflict that may or may
not have reached true resolution in earlier years.
The imminent death of a parent may powerfully
reactivate these conflicts. One stimulus, as noted,
may be a role reversal, which can raise the ques-
tion of which adult child has more power and au-
thority and receives the most respect. Another
stimulus can be a frantic attempt to grab the last
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fragments of parental attention, approval, and af-
fection as the ill parent is dying. Such a parent
may have little energy to give, setting off an acute
struggle for some precious last moments. Mixed
up in this rivalry may be old or renewed conflicts
about equal sharing of responsibilities; less com-
petent adult children can feel pushed aside or
denigrated by siblings for failing to "do the right
thing," while more competent children can feel
overburdened and unappreciated by their sib-
lings. If these tensions erupt at the dying parent's
bedside, they are likely to make the parent feel
desperate; the parent may feel like a failure and
be anxious about dying before these issues are un-
resolved.

A fourth issue is that of bum out. The role
stresses when a parent is dying are so intense that
they pose the threat of overload, burnout, and
psychological withdrawal. This can come in the
form of detachment, doing things in a robotic
fashion without genuine emotional involve-
ment.25 To avoid burnout, siblings must interact
functionally enough to have a schedule, coordi-
nate responsibilities, and share the burden. When
there is only one adult child, the likelihood that
burnout will occur reaches nearly 100%, in this
writer's experience.

For adult-daughters of the S family, all four of
these issues were in evidence, some more than
others. The daughters were severely fragmented,
with one setting up a new business to support her-
self and her children and the other having two
children under 6 years of age. I was present one
evening when the younger daughter had to
choose whether to go home with her children or
to stay with her mother (who was less than 2
weeks away from dying). She chose to stay with
her mother, and we witnessed her children liter-
ally screaming for her as they were taken to the
car by their father. We reasoned together she
would have a lot more time with her kids but lit-
tle left with her mother. She, however, looked
literally stricken by the pull between these two
immutable forces. Facilitating some balance and
resolution between these forces can be a vital
function of a mental health professional at such
times.

Both daughters did well and were graceful in
the role-reversal process. I sat with the daughters
at Mrs. S's bedside in her final days, balancing
support and resolution of "unfinished business."
A great deal got accomplished in the context of

Mrs. S's severely limited energy and emerging
delirium. Mr. S, without feeling threatened, gave
his daughters space to become their "mother's
mother" during this time.

Sibling rivalry between the sisters was actually
minimal at this point. The younger sister faced
the reality that her older sister would not become
a maternal substitute, and the older sister ap-
peared to respect the competence of her sister to
perform all the functions with their mother that
she consistently did perform. This allowed the
older sister to see to the development of her busi-
ness, which was so essential to her survival. The
sisters were able to seal over their several unre-
solved conflicts during this period. Each also
seemed gratified by what she got from her mother
during this time.

Both daughters struggled with burnout and
were successfully able to coordinate their sched-
ules together and with the heath-care staff. Each
struggled with multiple role demands; on follow-
up, this writer found that the struggle remained
a major factor in both sisters' lives.

Dependent children face a variety of issues
when a parent or a grandparent is dying of can-
cer. Some of the issues reflect the child's age and
developmental level. A key variable in achieving
a healthy adaptation to parental loss in dependent
children is familial relationships characterized by
sharing of information.26 This includes allowing
open expressions of guilt, anger, and sadness,27 as
well as preparing the child for the death and pro-
viding the opportunity for the child to ask ques-
tions.28 In some families, communication about
death is avoided, unrealistic, or inadequate. This
pattern has been shown to produce children who
have unresolved and pathological mourning or
acting-out behaviors, which lead to emotional
complications later in adult life.29"31 It has also
been suggested that children take their cues about
talking about difficult issues from parental behav-
iors and that some families may avoid talking
about them so as to avoid questions that will force
them to deal with them before they themselves
are ready.32'33 In a recent study of 91 families, with
136 children, in which one parent was terminally
ill, several conclusions were reached:

1. In the vast majority of families (95%), discus-
sion regarding the parental illness did occur.

2. The length of time between parental diagnosis
and the first discussion varied, with two peaks,
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at 2 months or less (34%) and more than 1 year
(44%).

3. Disclosure about the possibility of parental death
was split (44% no, 56% yes), with the well par-
ent being the most likely discloser of this infor-
mation (43%) and the length of time from first
discussion of probable death to actual death be-
ing relatively short (67% within 2 months or less
of the death).

4. The age of the child was related to the proba-
bility of discussing possible death, 50% of chil-
dren ages 7-11 were told; 61% ages 12-18 were
told).34

I have noted certain implications of parental
death for children at different developmental
ages. Role reversals, the end of childhood, and
increased child care/homemaker responsibilities
are more likely for adolescents, especially for ado-
lescent girls. Teenagers are sometimes treated as
(young) adults who no longer have childhood
needs. Latency-age children may not be attended
to unless they begin a pattern of acting out.35

Prelatency-age children are faced with separa-
tion-anxiety problems of a fundamental nature,
which can induce alarming levels of regression
(this is also true for older children, but usually
with less profound levels of regression). Separa-
tion anxiety is a ubiquitous issue, but is especially
prominent in dependent children.

In the S family, many of these issues were pre-
sent for the children. For the adolescent grand-
daughter, her mother's role fragmentations left
her frequently in charge of her two latency-age
brothers. One of her brothers had a long-term
reading disability. This drew and held family at-
tention, especially from Mrs. S, even during her
terminal period. When he sat at her bedside and
read to her shortly before her death, it seemed to
visibly release her from a chronic worry and help
reduce her death anxieties. Perhaps the most ex-
pressive grandchild of all (Grandchild #4, Figure
19.1) was Daughter #2's 6-year-old son. The day
after Mrs. S's morphine pump malfunctioned, I
visited with the family and found this boy in a
frankly regressed, clingy state with his parents. He
was uncharacteristically uncommunicative and
was asked to draw a picture of anything to begin
the process of communicating. He drew a picture
(see Figure 19.2), which he described as "a thin
woman with a fat dress and huge feet getting
ready to go on a very long trip." When asked to
say who the woman was or to tell more about the
picture, he had no idea. This took place as we sat
in his grandparents' living room with one wall
separating us from Mrs. S's sick room. I inter-
preted to him that the woman might be his grand-
mother and that he had felt helpless to help her
yesterday and that she was much sicker and pos-

Figure 19.2 6-Year-Old Grandson's Drawing
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sibly would die and therefore take "a long trip."
This appeared to decrease his agitation, and he
was able to open up a bit and talk about yester-
day's disturbing events. What came through as
especially troubling was seeing his own parents in
a helpless state. For me, the bottom line in this
interaction was that all family members, includ-
ing very young children, need to feel some sense
of control and some sense of empowerment. This
child's solution was to equip his emaciated grand-
mother with huge shoes to help her on her big
trip from life to death.

Two years after Ms. S's death, this child wrote
his grandmother a note, which his mother shared
with me. In the letter, at age 8, he wrote:

Dear Grandma,

I want to know if you can see me right now because
I would like to know if you are looking at me. I
yoused to tell you this after you died and slowly
stopped. . . . I would also like to say that I wish I
would go to your funirle because I wasn't there for
you when you died and Mommy was. I wasn't there
for your funurle either, but I know I was younger
but I still think it is unfair. But right know I am
taking trumet [trumpet], piano and tennis lessons.
In the future I hope to be a chemist, a cemedian,
and the president of the USA. I think the part of
me that makes me redd [haired and complexioned]
comes from you. . . . We miss you, send you love.
Did you meet god yet?

This letter highlights several important aspects of
childhood grief resolution, including these:

1. Because of the presence of necessary and pow-
erful repressive and suppressive defense mecha-
nisms, grief resolution in children proceeds
slowly and takes years to process.

2. Children can maintain strong bonds and iden-
tifications ("that the part of me that makes me
redd") with the dead relative, even while mak-
ing slow progress in separating ("I yoused to tell
you this after you died and slowly stopped").

3. Adult wishes to protect the child may create bar-
riers to working through childhood grief ("I was
younger [at the time of your death] but I still
think it is unfair" [that I wasn't allowed to at-
tend your funeral]).

4. Children may exhibit a continuing need to
please the lost figure possibly out of unresolved
guilt over perceived unmet expectations, espe-
cially around the time of death ("I wasn't there")
("I hope to be ... president of the USA").

5. Children continue to feel an ongoing attach-
ment to the perceived power of the lost figure;
for example, Mrs. S was actually powerful and
central to the family and is still obviously pow-
erful in her grandson's emotions ("Have you met
God yet?").

THERAPIST COUNTERTRANSFERENCE
ISSUES WITH TERMINAL PATIENTS
AND FAMILIES

A classic definition of countertransference is:
"Countertransference reactions arise in the ther-
apist as a result of the patient's influence on the
therapist's unconscious feelings and have their
origin in the therapist's identification and pro-
jections."36 Shneidman, in bringing this into the
psycho-oncology context, comments:

There is a well-known caveat: Where there is trans-
ference there will37 be countertransference—the
flow of feeling from the therapist to the patient.
The therapist invests himself in the patient's wel-
fare and is thereby made vulnerable. When the pa-
tient dies, the therapist is bereaved. And during the
dying process the therapist is anguished by the
prospect of loss and sense of impotence. . . . The
therapist would be well advised to bave good sup-
port systems in his or her own work life—loved
ones, dear friends, a congenial work situation, and
peer consultants."37

The mental health professional, in working with
the patient, family, and health delivery team, can
be expected to be barraged with emotions, trans-
ference reactions, and demands from any or all of
these people. The therapist, in turn, may respond
in ways that range from the reasonable to the ir-
rational, depending, at least partially, on the ef-
fect of countertransference issues. Holland sug-
gests several aspects of the work life of the
psycho-oncologist that must be examined, in-
cluding:

1. Isolation from colleague peers, tbe very thing
that Shneidman34 offers as a primary necessity
in this area of work

2. Role ambiguity
3. Absence of a primary "tool" other than psycho-

logical support
4. The wish to solve what are sometimes unsolv-

able problems
5. Maintenance of functional distance
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6. Personal loss history reactivated by the present
•30

situation. °

I view all six of Holland's concerns as important
in work with families of dying cancer patients but
would particularly emphasize role ambiguity,
maintenance of functional distance, and personal
loss history in the context of the S family. Role
ambiguity played an unexpected and dramatic
presentation during work with the S family after
the introduction of the home-care hospice team,
particularly the hospice RNs. When they came
into the S family home, they defined their role
as including mental health care, in fact all men-
tal health care. They then proceeded to create a
boundary between Mrs. S and me, essentially ig-
noring the fact that we already had a 5-year ther-
apeutic relationship. The conflict came to a head
when one RN saw herself as needing permission
to discuss "confidential" information about Mrs.
S with me. Although I wished to work as a team
with the hospice nurses, seeing them as cothera-
pists, clearly they did not reciprocate. The nurse
related that she could share such "confidential "
information only with the approval of the pa-
tient's medical oncologist. I felt quite irritated by
this behavior. I saw it as a systems problem cre-
ated by a blurring of role functions and work-
group boundaries. A significant concern for me
was that this problem not become a problem for
the S family, so I immediately discussed the sit-
uation with Mrs. S's oncologist (to whom I had
initially referred Mrs. S). He immediately clari-
fied the situation for the home-care hospice
agency. The net result was a level of coexistence
between me and the RN team, which did accept
my suggestions but certainly did not engage in a
collegial or cotherapy relationship. I was told that
the agency staff had never previously had an on-
site mental health professional engaged in ther-
apeutic work with a dying patient and family.
Thus, the potential role ambiguity suggested by
Holland became inevitable.35 In retrospect, it ap-
pears that these team conflicts did not become a
problem for the family. Rather, the professionals
agreed to provide two avenues of psychological
support to the patient and family.

I view the maintenance of functional distance,
Holland's fifth concern, as a fundamental prob-
lem, heavily complicated and reinforced when
the therapist is working in the family home di-
rectly with all of the family members. I dined with

the family at least twice during the end-stage pe-
riod of Mrs. S's illness. Such a wide departure
from usual therapeutic activities requires careful
thought and self-scrutiny to determine whether
one has become more like a family member than
a therapist. I was not asked by the family about
personal reactions or feelings about Mrs. S's ap-
proaching death, nor did I discuss them. I thus
avoided looking to the family for support. I am
in fundamental agreement with Shneidman that
spousal and (not or) peer support are essential for
the therapist in such stressful and potentially con-
fusing circumstances. However, in this case, my
working in the family home was necessary to the
family and the patient during the phase of end-
stage care.

Issues surrounding the reactivatin of the ther-
apist's personal loss history by the present situa-
tion seem to emerge directly from the need to
maintain functional distance. Working with the
entire family, in the home setting, makes family
reactions and interactions far more intense than
they would be in an office or even an inpatient
hospital setting. This increases the likelihood
that unresolved therapist losses and unresolved
mourning will be reactivated. The therapist may
need to "make things right," as may well have
been impossible in the therapist's own family, and
the therapist may push family members too hard
out of his or her own unresolved countertrans-
ferential feelings. In another powerful potential
therapist countertransference issue, the therapist
may compete with the spouse and/or the adult
children to be the most supportive, best spouse,
or best child.

Holland presents isolation from peers as a ma-
jor issue. This too is magnified in a home-care set-
ting where the psycho-oncologist is ostensibly
physically removed from his or her peers. Group
case discussion and/or peer individual supervision
are essential components of work done in such a
context. Additionally, therapists who are consid-
ering working in such a setting should give strong
consideration to personal therapy to work through
their own losses.

Finally, the wish to solve what are unsolvable
problems must be carefully considered in such
work. Coming into a family milieu at a time of
terminal illness creates a strong impetus and a
sense of urgency to finish up all "unfinished busi-
ness" in the family. Some unfinished business is
unfinished precisely because it is unfinishable.
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Supervision may help the therapist stay targeted
on reasonable primary goals and objectives, and
to avoid trying to manage his or her sense of im-
potence or desperation about the dying process
by attempting to solve age-old family problems.
This allows maximum energy to remain with the
key issue—that of increased family and patient
comfort with the immediate problem of the dy-
ing process. This remains the bottom-line man-
date with family interventions with dying cancer
patients.
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Communication with Terminally III Patients
and Their Relatives

Peter Maguire, M.D.

Recent research has emphasized the impor-
tance of effective communication in ensur-

ing the adequate care of cancer patients, includ-
ing those with terminal illness, and their
relatives. However, it has also found that serious
deficiencies in communication occur in practice.
The nature of these deficiencies and the reasons
for them are described in this chapter, along with
possible solutions.

COMMUNICATION AND
PSYCHOLOGICAL ADAPTATION

Longitudinal studies of the psychological reac-
tions of patients with cancer have found that two
aspects of communication best predict later psy-
chological adjustment. Patients who perceive
that they are given too little or too much infor-
mation about their diagnosis and treatment are
more likely to develop a major depressive illness,
generalized anxiety disorder, or adjustment dis-
order than are patients who feel that their infor-
mation needs are met appropriately.1 Similarly,
patients who experience a recurrence of their
cancer and feel that the information offered is
confusing or inadequate are also at risk of devel-
oping these affective disorders (Fallowfield, Hall,
Maguire, and Baum, personal communication).

A recent 2-year follow-up study of more than
600 patients with newly diagnosed cancers found
a strong relationship between the number and
severity of patients' concerns about their predica-
ment and the later development of an affective
disorder. Patients who had more unresolved con-
cerns, both moderately severe and severe, were
much more likely to become clinically anxious or
depressed.2 Patients most at risk were also more
likely to perceive that there was nothing they
could do to resolve their concerns.

A major question, then, is how successful
health professionals are in identifying and re-
sponding appropriately to cancer patients' needs
for information at key phases in their illness and
how well they elicit their patients' concerns,
whether physical, social, psychological, or spiri-
tual in nature.

Problems with Giving Information

Objective study of consultations between doctors
and patients when the doctor had to impart bad
news found that, regardless of disease status, doc-
tors made little attempt to tailor information to
patients' needs. Instead, doctors tended to assume
that they knew what patients wished to know
about their disease and possible treatments and
responded accordingly.3 This often conflicted
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with patients' needs for information. Moreover,
doctors tended to assume that they knew what
the patients' resultant concerns would be. Imme-
diately after breaking the bad news, they gave ad-
vice or information about diagnosis and treat-
ment in a bid to reassure their patients that
something could be done. When faced with pa-
tients with terminal illness, they assumed that pa-
tients were preoccupied with fears of suffering, es-
pecially pain. They tried to reassure them that
the doctors should be able to alleviate the pain.

Patients given bad news usually have some
idea of the nature of their predicament and are
appropriately concerned. The giving of bad news
often provokes additional concerns. Instead of
identifying these concerns and giving patients the
chance to talk about them, most doctors move
into advice and information giving immediately.
Consequently, as doctors are giving information
about what might be done to treat or palliate the
disease, patients remain preoccupied with their
preexisting and new concerns. They register lit-
tle of the newly offered information and attend
selectively to negative aspects of the communi-
cation. Thus, a patient who was informed that
her cancer had recurred and was metastatic but
that it could be controlled for some time re-
membered only the word "metastatic." She con-
tinued to be plagued with thoughts that she was
dying.

Scale studied relatives of adults dying in Eng-
land in 1987 to determine their perceptions of
what cancer patients knew about their diagnosis
and prognosis. In a fifth of cases4 relatives were
confident that patients did not know they were
terminally ill at the time of death. Some 12% of
doctors admitted they avoided discussing the
prognosis with patients; instead, they put the bur-
den on the relatives. Overall, health-care profes-
sionals thought that only half of the patients re-
alized their true diagnosis and prognosis. Yet, in
the west it is estimated that 80% or more of pa-
tients who are dying are aware of their predica-
ment and would welcome information about
what is happening, along with the opportunity to
disclose and discuss their concerns.

Problems in Identifying
Patient Concerns

Wilkinson5 tape-recorded assessment interviews
between 57 cancer nurses and three types of

newly admitted patients: those with newly diag-
nosed cancer, those with recurrent disease, and
those with terminal illness. Coverage by the
nurses of psychological or social concerns was
judged to be very poor or absent. Even assessment
of important physical problems like pain was of-
ten poor. The nature, severity, and duration of
any pain often remained vague. The nurses were
least confident in talking to patients with recur-
rent disease.

Higginson, Wade, and McCarthy6 asked sup-
port teams looking after terminally ill patients in
the community to complete an assessment sched-
ule to determine patients' needs. In the last as-
sessment before death, 50% of patients reported
uncontrolled pain and 70% of patients had prob-
lems with anxiety. Anxiety in family members
was also considered to be a major problem. Yet,
these concerns were not known beforehand to
the support team.

Hockley et al.7 examined the care given to 26
patients dying in a hospital without a palliative-
care team. They used a 16-item checklist to de-
termine patients' current needs. Patients reported
needs in many physical areas, including anorexia
and pain. Nineteen of the 26 had depression but
had not disclosed this. Bergen8 evaluated the care
given by 18 district nurses to nine terminally ill
patients. All the nurses identified pain as being a
problem, but patients' concerns about mobility,
tiredness, swelling, and constipation were under-
reported by the district nurses. There was also se-
rious underreporting of mood disturbance.

Heaven and Maguire9 assessed the ability of
hospice nurses to elicit the concerns of newly ad-
mitted terminally ill patients. They recorded each
of the nurses' interviews to permit later rating of
the concerns elicited from the patients. An inde-
pendent research nurse then used a checklist to
elicit patients' concerns. Only two in every five
of patients' main concerns (a sum of those elicited
by the nurse and the research nurse) were elicited,
although most of the patients had only a few
weeks to live. Patients who were clinically anx-
ious and depressed as judged by their scores on the
Hospital Anxiety and Depression Scale were least
likely to disclose their concerns to the nurses.

Current evidence suggests, therefore, that doc-
tors and nurses involved in caring for the termi-
nally ill have difficulty determining the informa-
tion needs of patients, eliciting their concerns,
and responding to them appropriately. Recent
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work also indicates that relatives' concerns often
go undisclosed.10 The reasons for these deficien-
cies need to be considered.

REASONS FOR DEFICIENCIES IN
DOCTOR-PATIENT

COMMUNICATIONS

Patient-Led Reasons

Patients do not disclose their concerns because
they believe that any problems that develop are
an inevitable consequence of their disease and
treatment3 and that nothing can be done to rem-
edy them. Hence, there is no point in mention-
ing them to a doctor or nurse.

Paradoxically, the more patients grow to like
and respect the health-care professionals looking
after them, the more they are concerned about
burdening them and upsetting them unnecessar-
ily. So, they actively avoid disclosing problems.
They fear that they will be judged inadequate if
they admit that are struggling to cope with their
predicament. They claim that they would have
disclosed their problems if the health professional
had talked to them in a way that indicated it was
legitimate to disclose their concerns. They re-
ported that questions about how they were feel-
ing and reacting to their predicament were asked
only rarely. When faced with this lack of appro-
priate questioning, some patients tried to give
verbal and nonverbal cues about their concerns.
They said that their cues were met by responses
that made them feel that health professionals
were not interested in pursuing these concerns
any further (i.e., by distancing strategies).

Relatives give similar reasons for nondisclo-
sure. They also feel that their concerns have less
priority than those of the patients and that they
have no right to bother anyone with their con-

10cerns.

Health Professionals—Led Problems

Doctors and nurses admit readily that they are re-
luctant to ask cancer patients questions that
would encourage patients and relatives to disclose
their concerns.3 In a longitudinal study of 186
mastectomy patients, no doctors or nurses asked
any woman how she had felt about losing a breast.
Faced with this lack of inquiry, the women be-

lieved, albeit wrongly, that doctors and nurses
were not interested in their reactions to surgery.
This reluctance to ask appropriate questions has
also been found in terminal care.9 Nurses work-
ing in two hospices were loathe to ask the kinds
of questions that would educate patients that it
was legitimate to mention concerns about psy-
chological or social issues. Patients were reluctant
to disclose problems that they believed lay out-
side the areas the nurses were interested in. Pa-
tients believed that the nurses were primarily in-
terested in hearing about physical symptoms like
pain and bowel function. They actively withheld
giving information about problems like anxiety
and depression and concerns about the future,
how they might die, becoming a burden to the
family, loss of role, and changes in body image.
They explained that they wished they could have
discussed their concerns and the associated feel-
ings, even when they realized that their concerns,
like the fear of dying, were not resolvable.

Wilkinson5 examined the ability of cancer
nurses to determine patients' concerns. She found
that more than half of the nurses' utterances had
the function of blocking patient disclosure and
avoiding getting into patients' feelings. These
findings applied as much to patients who were
terminally ill as to patients with good prognoses.

To determine how well they could elicit pa-
tients' problems,11 206 doctors and nurses at-
tending workshops in communication and coun-
seling skills were asked to interview patients.12

Their interviews were tape-recorded to permit
rating of their interviewing behaviors. They used
a high proportion of blocking strategies and asked
few of the kinds of questions that encourage pa-
tients to disclose their concerns. The use of block-
ing strategies and other inhibitory behaviors bore
no relationship to the health professionals' age,
experience, or prior training unless that training
had addressed specific communication skills di-
rectly. Doctors and nurses working in palliative
and hospice care exhibited the same profile of
interviewing behaviors as doctors and nurses in-
volved in general cancer care. They used inter-
viewing behaviors that inhibited patient disclo-
sure as much or more often than behaviors that
promoted it. There are a number of such in-
hibitory behaviors that discourage patient com-
munication, including normalization, premature
reassurance, switching the topic, selective atten-
tion, and avoidance.
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Inhibitory Behaviors

Normalization. In normalization, the health pro-
fessional may note correctly that a patient is dis-
tressed but, instead of acknowledging the dis-
tress and exploring the reasons, dismiss it as
understandable and claim it will lessen over
time. For example, a 32-year-old mother of two
children who was dying of breast cancer was ad-
mitted to a hospice for respite care. While the
nurse was taking her history, the patient became
very distressed and started crying. The nurse re-
sponded by saying "You are bound to be dis-
tressed. Most people are when they come here
at first. I'm sure you'll settle in over the next few
days." Her response prevented the patient from
disclosing her terrors of how she might die and
concerns that her children and husband would
be unable to cope without her. This intensified
her emotional distress and interfered with pain
control.

Premature reassurance. Most doctors and nurses
enter their profession because they wish to re-
duce patients' suffering. They like to "fix" any
problem they elicit by offering advice and in-
formation immediately. However, if they offer
advice and information before they have iden-
tified the nature and extent of their patients'
current concerns, this will be inappropriate and
unhelpful. For example, a woman with terminal
cancer explained that she was very worried that
her cancer had recurred so soon and spread. She
realized that it meant she was dying. She was
frightened she might not be able to cope. She
was told by a doctor in a hospice, "There is every
chance we can keep your disease at bay for some
years." The doctor said this because he wished
to help the patient feel better in what he per-
ceived to be a terrible predicament. His reas-
surance was premature and ineffective because
he did not first find out what she was worried
about. She remained very frightened.

Switching the topic. Objective scrutiny of consul-
tations has shown that health professionals
sometimes switch the topic when a patient asks
an important but potentially distressing ques-
tion. Sometimes, this switching is automatic.
The health professional is unaware that the
topic has been switched. More commonly,
health professionals are aware that they changed
the subject deliberately. In this example, a so-
cial worker met a patient some weeks after she
had undergone a mastectomy. When she asked
the patient how she was feeling, she said she

"felt terrible." The social worker clarified what
she meant by "terrible." The woman said that
she could not tolerate the loss of a breast. It had
made her feel "ugly and repulsive." It had caused
serious problems in her relationship with her
husband. Instead of exploring these issues fur-
ther, the social worker asked the patient, "Have
you told your children about your mastectomy?"
Although the consultation continued for an-
other 15 to 20 minutes, the social worker did
not return to the subject of the patient's body
image problems. Consequently, when her dis-
ease recurred and became progressive, her body
image problems remained.

Selective attention. When patients are asked how
they are coping with their predicament, they give
verbal and nonverbal cues about any current
problems. Health professionals tend to selectively
hear and register cues related to physical symp-
toms that they feel confident they can deal with.
When patients also disclose important informa-
tion about social, psychological, or spiritual prob-
lems, these are not heard and recorded.12

Avoidance. Health professionals may worry so
much about the problems they may encounter
if they communicate effectively with dying pa-
tients or their relatives and about the distress
frank talk might cause that they put off seeing
them for as long as possible.

If communication between health profession-
als and terminally ill patients and their relatives
is to be improved, we need to understand why
professionals use these distancing strategies so fre-
quently and find other approaches.

REASONS FOR

DISTANCING STRATEGIES

Health professionals involved in cancer care have
been interviewed to establish why they avoid ask-
ing questions that would elicit patients' concerns
and information about the impact of the disease
and treatment on patients' daily lives, relation-
ships, and mood.13'14 Three main factors were
identified: fear of harming patients psychologi-
cally, inadequate training in how to assess pa-
tients' concerns and feelings, and lack of avail-
able practical and emotional supports.

Fear of harming a patient. Health professionals
worry that if they ask questions about how pa-
tients feel about their diagnosis and treatment,
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how the illness is affecting them, and how they
see things working out, it will cause psycholog-
ical harm from which patients will not recover.
They fear that patients will become so distressed
that the professionals will not be able to help
the patients "put the lid back on." They also fear
that it will take up too much time and interfere
with the smooth running of clinics and wards.
Establishing an effective dialogue with patients
could lead patients to trust professionals with
difficult questions like "Am I dying?," "Will I
suffer too much pain?," or "Why was my cancer
not diagnosed sooner?" Professionals are also
concerned that if they elicit information on the
impact of the diagnosis, treatment, and progno-
sis on patients, this will reveal how much the
patients are suffering in their daily lives. This
could impair their ability to make crucial deci-
sions about treatment and survive emotionally.

Lock of training. Health professionals involved
in palliative and terminal care often acknowl-
edge that they have had little training, if any,
in how to assess patients' concerns, perceptions,
and reactions. They also feel ill equipped to deal
with common but difficult communication tasks
like breaking the news that the cancer is incur-
able, dealing with denial, handling angry pa-
tients or relatives, communicating with with-
drawn patients, and trying to break collusion
when a relative has insisted that the patient
should not be told the truth.15 Few medical
schools include formal training in these inter-
viewing skills and communication tasks at ei-
ther the undergraduate or the postgraduate
level. Consequently, health professionals have
relied on role models who had no formal train-
ing in communication skills.

Lack of practical and emotional support. Wilkin-
son5 sought to determine what factors determine
whether or not cancer nurses use blocking
strategies. Blocking was used significantly less
when nurses felt they were being given practi-
cal and emotional support by their supervisors.
Nurses needed to feel cared for as persons before
they were willing to fully assess their patients'
problems and associated feelings.

Booth and Maguire,14 in their study of how
well hospice nurses assessed patients, also con-
firmed that nurses' perception of the support they
were receiving was paramount. Unless nurses felt
valued as persons by those supervising them, they
avoided communicating effectively with patients,
even if they had the relevant interviewing skills.

Thus, it can be concluded that if health pro-
fessionals involved in terminal care are to be ef-
fective in identifying patients' and relatives in-
formation needs, eliciting their concerns and
feelings, and dealing with the difficult situations
they encounter, they need help to reduce their
fears, relinquish their distancing strategies, ac-
quire the relevant interviewing skills and com-
munication strategies, and know that they will be
supported in their endeavors.

IMPROVING PROFESSIONALS'
COMMUNICATION SKILLS

Workshops were established to help doctors and
nurses involved in cancer, palliative, and hospice
care acquire the relevant communication skills
and relinquish distancing behaviors.15 These
were limited to 16 to 20 participants and were
multidisciplinary in nature. It was hypothesized
that helping different health professionals train
together would allow barriers resulting from poor
communication between members of different
disciplines to be discussed and resolved. The
workshops were of 3 or 5 days' duration and were
residential so that health professionals could de-
vote all their attention to communication.

After the inception of these workshops, par-
ticipants questioned whether specific communi-
cation skills were as important as a nonspecific
caring attitude. A study was, therefore, conducted
to test hypotheses about which specific skills pro-
moted patient disclosure and which behaviors in-
hibited it.11 Those doctors and nurses who were
best able to promote patient disclosure could be
distinguished from those who obtained the least
disclosure on the basis of the number of open di-
rective questions they asked ("How have you
been feeling since you have been in the hospi-
tal?"); their use of questions with a psychological
focus ("How do you see things working out from
here?," "How do you feel about being in the hos-
pice?," "How has all this been affecting you in
yourself?"); their efforts to clarify cues given by
the patient ("You say you are devastated that no
more active treatment is available; could you tell
me exactly what you mean?"); their expressions
of empathy ("No wonder you are so frightened.");
and their use of educated guesses ("As we are talk-
ing I get the feeling you are much more distressed
about knowing your disease is back than you are
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willing to admit; could I be right?")- In response
to such educated guesses the patient can confirm
("Yes, you are right."), refute ("No, that is not
right."), or correct ("It is not so much distress as
anger. I blame the doctors for not diagnosing it
sooner."). Behaviors like offering advice and re-
assurance before all problems had been elicited
and understood were confirmed as inhibiting pa-
tient disclosure of key concerns.11

While these workshops helped health profes-
sionals acquire positive skills and relinquish in-
hibitory behaviors, they did not eradicate block-
ing behaviors. While participants obtained much
more significant information about patients'
problems and feelings, they responded to patients'
greater disclosure of concerns and associated feel-
ings by using blocking strategies.16

When the reasons for this further blocking
were explored in interviews, participants sug-
gested that insufficient attention had been paid
to their fears and attitudes about exploring pa-
tients' concerns. They remained unconvinced
that active inquiry about patients' perceptions
and reactions would enhance patients' psycho-
logical adjustment. They still worried that it
would take up too much time and prevent them
giving effective care.13

The workshops were modified, therefore, to al-
low participants more opportunity to practice their
skills by reducing the group size to four or five par-
ticipants plus a trained facilitator. They focused on
their feelings and attitudes when blocking and on
how to integrate questions about physical and psy-
chological aspects. It has been found that the
longer a doctor or nurse spends asking questions
about the physical aspects of illness (for example,
pain) before asking a question focused on the psy-
chological aspects, the more patients assume that
the doctor or nurse is not interested in hearing
about psychological, social, or spiritual aspects.

This new style of workshop proved more ca-
pable of changing skill levels, attitudes, and feel-
ings in the desired direction than the original for-
mat. Feedback from participants at 6-month
follow-up confirmed that the strategies being
taught worked in daily practice. However, their
feedback also highlighted the importance of prac-
titioners' receiving personal and practical support
in their work setting if they were to apply their
newly acquired skills with patients and relatives.

Razavi and colleagues have also developed
communication skills workshops. They restricted

members to one discipline (cancer nurses) and
paid particular attention to participants' attitudes
and feelings about dying. They were able to im-
prove the attitudes of those with negative ideas
about dying patients but had little impact on their
communication skills.17 The key question, there-
fore, is what should be the optimal balance be-
tween the attention paid to skills and the atten-
tion paid to participants' fears and feelings in
communication skills training.

Bandura's theories about changing behavior
have suggested that two specific variables merit
attention.13 "Self-efficacy" refers to health pro-
fessionals' belief that they have the skills to deal
with the task. "Outcome expectancy" refers to the
belief that using the skill will have a helpful or
harmful outcome. Training should, therefore,
seek to increase both self-efficacy and outcome
expectancy. It should do so by helping health pro-
fessionals learn strategies that will enable them
to deal effectively with the main communication
tasks that arise within palliative care.

Key Strategies for
Effective Communication

Checking patients' awareness. Most patients with
advanced and terminal disease realize the seri-
ousness of their predicament. But it is impor-
tant, while taking a history of their presenting
problems, to check what they perceive to be go-
ing on. Thus, you might ask the patient, "Have
you any thoughts about what might be the cause
of your symptoms?" It is useful to doublecheck
by asking "Are there any other reasons why you
should think that?" This allows patients who
find it too painful to admit that they are aware
of their predicament to move back into denial.
Most will signal that there are other good rea-
sons why they believe they have a terminal ill-
ness. Your task is then to confirm that the pa-
tients' perceptions are correct.

From 10% to 20% of patients with a recur-
rence of cancer or terminal disease are unaware
of the gravity of their situation. They may have
been misled deliberately about the prognosis by
family or professional careers, or they may be in
denial. The key task is to decide whether a pa-
tient is willing to face the truth without push-
ing him or her into denial or overwhelming dis-
tress. You should proceed, therefore, with the
truth-telling process as far as patients indicate
they can tolerate it.
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Using a hierarchy of euphemisms. First, you can
fire a warning shot ("I am afraid that it looks as
though things are not so straightforward any
more.") The patient can indicate that he does
not want more information by saying, "I don't
want the details. Just tell me if you can do any-
thing for me." Most patients respond by asking,
"In what way do you mean not straightforward?"
You can reply by saying, "Your tumor is no
longer responding to treatment." Your patient
may indicate that he or she is not interested in
further details but wishes to know whether any-
thing can be done. Most will ask, "What does
that mean?" This signals that they are willing to
hear that treatment will now be palliative,
rather than curative.

In considering how to tailor information to
what a patient is ready to know, it is important
to avoid being misled by information given in
referral letters from other health professionals or
by relatives about what they believe the patient
has been told or knows. Patients' knowledge of
their predicament is dynamic and can change
from day to day. It is their perceptions that are
all-important and that govern their behavior.
So, it is important to check out with patients
what their perceptions are rather than ask,
"Why did the doctor tell you was going on?"

Pausing after bad news is confirmed or broken. Af-
ter giving bad news or confirming that the pa-
tients' awareness is correct, it is crucial to pause.
This allows patients time to assimilate the news
and become distressed. You should acknowledge
this by saying, "I can see that what I have told
you has made you very distressed." This explicit
acknowledgment may seem banal and unhelp-
ful. However, it indicates to the patients that it
is legitimate for them to talk about their reac-
tions. You should then negotiate with patients
whether they are prepared to disclose why they
are distressed ("Can you bear to tell me exactly
what is making you distressed?"). This invita-
tion educates patients that it is legitimate to dis-
close any concerns that are contributing to their
distress but that they also have permission not
to talk about their feelings.

Eliciting patients' concerns and feelings. You
should then summarize any concerns that are
disclosed and determine their true nature and
extent before checking whether there are any
other concerns. When patients are able to share
their concerns and associated feelings, they feel
less distressed. Once all the patients' concerns
have been elicited, you should summarize them

and negotiate the order in which these concerns
should be dealt with.

Focusing on the patient's agenda rather than
on the doctor's or nurse's agenda has been found
to be more productive in terms of promoting dis-
closure. Henbest and Stewart18 found that "pa-
tient centeredness" was associated with greater
disclosure and resolution of patients' concerns.
In practice, patients' concerns usually match
those that the doctor would have wished to
identify and help with.

Acknowledging patients' distress and elicit-
ing the concerns that are causing it before dis-
cussing what can be done to help patients with
their problems transforms what might have been
be overwhelming distress to distress of tolerable
levels. Most patients understand that their dis-
ease cannot be cured. It helps to acknowledge
this by saying, "In discussing your concerns, I
have to acknowledge that the one thing I am
unable to do is to eradicate your disease. You
may, therefore, feel that dealing with your other
concerns is a waste of time. However, I suggest
we look at each of your concerns to determine
how we might deal with them."

However well patients' information needs are es-
tablished and responded to and their resulting
concerns and associated feelings elicited and re-
solved, the health professional will still encounter
communication tasks that are difficult to deal
with.19 These include the following:

Difficult Communication Tasks

Handling Difficult Questions

Doctors and nurses who work with patients with
advanced and terminal cancer often worry that
they will be asked difficult questions, for exam-
ple, "Am I dying?" Does the patient want reas-
surance that death is not imminent (because he
wants to deny the reality of the illness) or the
truth? Only the patient can indicate the direc-
tion he or she wishes to follow. You can check
this by asking, "I will answer your question, but
would you first mind telling me why you are ask-
ing me that question?" It should then become
clear whether the patient is asking the question
because he or she has guessed what is going on
and wants confirmation of it or wishes to remain
in denial.

When patients realize that they have a poor
prognosis, they are likely to be concerned about
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the uncertainty of their predicament. The prob-
lem is how to help them cope with this without
becoming demoralized.

Handling Uncertainty

When asked "How long have I got,?" it is tempt-
ing to give a finite answer ("Oh, 3 months.") or
a range ("Anything from 1 month to 6 months.").
These predictions are inaccurate, usually err on
the optimistic side, and can cause serious prob-
lems. Patient pace themselves according to the
time they believe is left. If they deteriorate ear-
lier than expected and are prevented from deal-
ing with unfinished business, they may feel
cheated. Relatives can find an unexpectedly pro-
longed survival (borrowed time) hard to cope
with because they have used up all their physical
and emotional resources. So, it is best to ac-
knowledge the uncertainty.

DOCTOR: You asked me how long he has. The
trouble is I just don't know. This uncertainty must
be awful for you.

MRS. W: It is. It is terrible knowing that he is go-
ing to die but not knowing when. Could it be be-
fore Christmas?

DOCTOR: That's the trouble. I don't know how
long it will be. I wish I could tell you.

Then check whether the relative or patient
wishes to know more about the signs and symp-
toms that might herald further deterioration.

DOCTOR: What I could do, but only if you agree,
is tell you what changes could suggest he is begin-
ning to deteriorate further and approaching death.

MRS. W: I think that would help me.

DOCTOR: He will probably complain of feeling
more breathless and weak, go off bis food, and lose
weight.

You can then encourage the relative to put the
time before these markers emerge to good use.

DOCTOR: As long as there are no signs like that,
I think you can take it his illness is static. So, try
to make the most of this time if you can. Is there
anything in particular you would like to do with the
timer

You should also provide a lifeline by adding that
you are prepared to check the patient regularly
and negotiate the frequency of checkups.

You can then explain that if any of these po-
tential markers occur, you can be contacted im-
mediately. This gives patients and relatives con-
fidence that they have rapid access to expert help.
Few patients or relatives will abuse this offer.
Some patients and relatives who face this uncer-
tainty indicate that they do not want any mark-
ers. They are able to put their concerns to the
back of their minds until events occur that trig-
ger further worry.

Breaking Collusion

It is claimed that relatives withhold the truth
from patients because they cannot face the pain
of what is happening and wish to deny it. More
commonly, it is an act of love. Relatives cannot
bear to cause anguish to their loved ones. Ap-
proaching collusion from this perspective makes
it possible to respect relatives' reasons and work
positively with them. The first step is to ac-
knowledge the collusion, then explore and vali-
date the reasons for it.

DOCTOR: You have told me that you don't feel
Richard ought to know that he is dying. Why do
you feel that?

MRS. P: I am terrified he will fall apart and give
up. I couldn't bear that.

DOCTOR: You know him best, and you could be
right. Are there any other reasons why you feel he
shouldn't be told?

MRS. P: No, I don't think so.

DOCTOR: So, you have good reasons for keeping
the truth from him?

MRS. P: Yes.

You should next check out if there are any emo-
tional costs being incurred because of the collu-
sion.

DOCTOR: Can I ask what effect this has been hav-
ing on you personally?

MRS. P: It has been a terrible strain. I am feeling
extremely tense and getting a lot of nightmares.

DOCTOR: Would you like to tell me about your
nightmares?

MRS. P: He seems to be wasting away.

DOCTOR: That is what could happen, isn't it,
given that he is dying?

MRS. P: (In tears) Yes, it is. I am very worried
about it.
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DOCTOR: It sounds like you are finding it a great
strain.

MRS. P: Yes, it is. It is a big strain. I worry he's
going to guess. He has already commented that I
seem quieter than usual.

DOCTOR: Just how tense have you been?

MRS. P: At times I feel I am at screaming point.
I am taking it out on the children. I'm so irritable.

DOCTOR: Are you experiencing any other prob-
lems because of not telling him?

MRS. P: Yes. We're not talking together like we
used to. I would like to be extra-loving to him, but
if I am, he will guess. He says I am backing off. It
is horrible. Just when I want to be close to him, a
great barrier is growing between us.

DOCTOR: So, there are two good reasons for us
trying to consider together if there is some other
way of dealing with this—first, the emotional strain
on you, and, second, its effect on your relationship
with your husband.

MRS. P: Yes.

DOCTOR: So, would you like me to suggest how
we might be able to do something about it?

MRS. P: But you are not going to tell him, are you?

DOCTOR: No. What I am going to discuss does
not involve telling him. Would you like to go into
it with me?

MRS. P: Yes, I would.

You should now indicate you would like to chat
with her partner to check whether he has any
idea of what is happening to him. You should em-
phasize that you have no intention of telling him
and enter a contract to this effect.

DOCTOR: Let me emphasize that I have no in-
tention of telling him. I would simply like to check
how he sees his situation. This may reveal that he
knows that his cancer is untreatable. If that is the
case, there is no reason to maintain the pretense.

MRS. P: But you're not going to tell him, are you?

DOCTOR: No, I am not. I will simply check
whether he knows.

Your next task is to establish her partner's level
of awareness. You should ask an appropriate di-
rective question that elicits his view of what is
happening and then explore the cues he gives.

DOCTOR: I wanted to have a chat with you to see
how you feel things are going.

MR. P: Not very well.

DOCTOR: Not very well?

MR. P: Isn't it obvious! They are not giving me
any treatment. I have less and less energy. I'm los-
ing weight and am even more breathless.

DOCTOR: What are you making of this?

MR. P: It's the end, isn't it?

DOCTOR: Are there any other reasons why you
think it is the end?

MR. P: I have always known I had cancer, even
though they didn't tell me. Now I am beginning to
think I haven't long to live.

DOCTOR: It sounds as though you have known for
some time what is happening?

MR. P: Yes, but I didn't want to upset my wife by
talking about it. She has enough on her plate with
me being ill and the children to cope with.

You should confirm that the patient is right in
his perception ("I am afraid you are right") and
seek permission to convey this awareness to his
wife. You can then negotiate with the couple to
see if they wish to talk with you to share their
current concerns or wish to be left alone.

Breaking collusion is painful because you wit-
ness the love between a couple and the emotional
impact of the threatened loss. It is important to
break collusion as soon as it becomes a problem.
Otherwise, important unfinished business will be
left unresolved, and patients are likely to become
morbidly anxious and depressed. This mental suf-
fering lowers the threshold at which patients ex-
perience physical symptoms like pain and sick-
ness and can hinder symptom relief. Being left
with important practical and emotional unfin-
ished business makes it more difficult for relatives
to resolve their grief. They may then develop ma-
jor psychiatric morbidity.

Challenging Denial

Patients use denial as a defense when the truth
is too painful to bear. So, it should not be chal-
lenged unless it has created serious problems for
the patient or relative. In challenging denial, it
is important to be gentle so that fragile defenses
are not disrupted but to be firm enough that any
awareness can be explored and developed. Begin
by asking patients to give an account of what has
happened since their illness was first discovered,
and explore how they felt at each key point, for
example, when they first developed symptoms,



300 Family and Staff Issues

saw a specialist, were tested, and were informed
about the results. You should also explore their
perceptions about what is wrong. This may pro-
vide glimpses of doubt: "I was certain it was just
an ulcer; at least I am pretty sure it is." By re-
peating "pretty sure?" you may prompt the patient
to say, "Well, I suppose there could be some
doubt. It may mean my cancer is back." Some-
times patients are ambivalent about whether they
want to face reality. It is useful to confront this
by saying, "It looks as though part of you prefers
to believe that it is not serious, but another part
of you is willing to consider your cancer is back
and not responding to treatment. Which part of
you should I relate to?"

If this strategy fails, it is important to chal-
lenge any incongruence between the patient's ex-
periences and perceptions.

DOCTOR: You say you are far bigger in this preg-
nancy than your two previous ones. Have you con-
sidered why this might be?

MRS. J: I thought it was one of those things. I
didn't think any more about it.

DOCTOR: Are you sure?

MRS. J: Yes, I am sure it is a normal pregnancy.

This patient had advanced ovarian cancer, and
no active treatment could be offered. She was in
denial and insisted that the symptoms were nor-
mal sequelae of pregnancy.

If challenging inconsistencies fails to dent de-
nial, check whether there is a "window" on it. "I
can understand that you think it is an infection.
Is there any time, even a moment, when you con-
sider it may not be so simple?" If the patient says
no, you should accept that the patient finds it too
painful to accept what is happening. Alterna-
tively, the patient may admit, "Yes, there is.
Sometimes I feel it could be something sinister."
Exploring what the patient means by "sinister"
may help him or her acknowledge that something
more serious than an ulcer is present. This will
help the patient shift from denial into relative or
full awareness of the illness or prognosis. Any
concerns can then be elicited.

CONCLUSION

If health professionals who work with the termi-
nally ill wish to validate or improve their com-

munication skills, they need opportunities to as-
sess how well they elicit patients' concerns and
deal with difficult communication tasks. This can
be done by asking them to practice these tasks in
role play or by having them interview simulated
or real patients and relatives and recording these
interviews on audiotape or videotape and offer-
ing constructive feedback about their perfor-
mance.16 As discussed earlier, training also needs
to focus on any blocking behaviors, the attitudes
and feelings that underlie these, and the health
professionals' perceptions of their "self-efficacy"
and outcome expectancy.13 Such training may
also reduce the risk of burnout (high emotional
exhaustion, low personal accomplishment, and
high depersonalization), which has been linked
to health professionals' feeling their lack of key
communication skills.19
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Burnout and Symptoms of Stress
in Staff Working in Palliative Care

Mary L. S. Vachon, R.N., Ph.D.

From the early days of the hospice/palliative-
care movement, stress in staff members was

identified as a potential problem,1'2 and mecha-
nisms, particularly staff support,3 were put into
place in order to decrease staff stress. A recent re-
view of the literature4 has shown that, in part as
a result of organizational policies and support
mechanisms, levels of stress and burnout among
workers in palliative care probably lower than
those experienced by caregivers in other specialty
areas, but that is not to say that stress and burnout
are not issues that merit attention in order to
manage stress in the future. Studies have shown
that approximately one-quarter of palliative-care
staff report symptoms that indicate psychiatric
morbidity and burnout.5"7 Although the levels of
stress may be lower than those of caregivers in
oncology and other medical specialties,5'8'9 nev-
ertheless the sources of stress must be addressed
in order to maintain palliative-care staff func-
tioning at the highest possible level.

OVERVIEW

Caregiver stress can derive from many sources but
can be seen to be the result of the interaction be-
tween the person and the environment.10 The
underlying principle of this model is that adap-

tation is a function of the "goodness of fit" be-
tween the characteristics of the person and those
of the work environment. "Fit" is the mesh be-
tween the needs of the individual and the sup-
plies or resources available within the environ-
ment and/or the abilities of the individual and
the demands made by the work environment. In
part, fit is determined by the extent to which en-
vironmental supplies are available to meet indi-
vidual needs and values; it is also determined by
the ability of the person to manage the environ-
ment.11

PERSONAL VARIABLES

Demographic Variables

Younger caregivers have been found to perceive
more stress,12 to report more stressors, to exhibit
more manifestations of stress and fewer coping
strategies,13 and to be more prone to burnout.14'15

In a study, done in the United Kingdom, that
compared clinical oncologists (formerly known as
radiotherapists), medical oncologists, and pallia-
tive care specialists, burnout was associated with
being under age 55.5 When this study was ex-
panded to include other hospital consultants
(gastroenterologists, surgeons, radologists, and
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oncologists), being age 55 or younger was identi-
fied as an independent risk factor for burnout.16

Increased job satisfaction was found to be associ-
ated with older age,17 although older staff mem-
bers may be more sensitive to a gap between their
real and their ideal work situation, and, if such a
gap occurs, older caregivers might be more vul-
nerable to stress reactions.9

Being married and having more children was
associated with better job satisfaction in a
Swedish Study,17 although those with more re-
sponsibility for dependents, either children or el-
derly parents, reported more stress in an Ameri-
can study.12 Being single was an independent risk
factor for burnout in the study of consultants in
the United Kingdom.16

There is some evidence that female physicians
may be more at risk of mental health problems,18

although male, but not female, oncologists were
at more risk of burnout in a Finnish study of
physicians from many specialties.19

Personality Variables

Hospice workers have been found to be more
deeply religious than other caregivers20 and to
ground their work in self-awareness and a clear
personal philosophy.21 Working with dying pa-
tients has been found to shape one's attitude to-
ward death and dying.22 Those who coped ade-
quately with death were found to have a tendency
to live in the present, rather than the past or fu-
ture. They scored higher on inner-directedness,
self-actualizing value, existentiality, spontaneity,
self-regard, self-acceptance of aggression, and ca-
pacity for intimate contact.23

The death anxiety of hospice workers was
found to be within the norm for the general pop-
ulation, and those who exhibited a "higher sense
of purpose in life" tended to score lower on death
anxiety.24 Death anxiety was found to correlate
significantly with the severity of job stress for
medical-surgical but not for hospice nurses25 and
was negatively correlated with time competence,
inner-directedness, self-regard, and self accep-
tance.23

Psychological characteristics such as self-esteem
and a sense of mastery have been shown to be ef-
fective in sustaining staff against the emotional dis-
tress associated with palliative work.26'27 The per-
sonality characteristic of hardiness28'29 does not
appear to have been studied in hospice work, but

has been found to be associated with decreased
rates of burnout in oncology nurses30 and was as-
sociated with improved coping in house officers
at Memorial Sloan-Kettering Cancer Center.31

Hardiness is said to lead to perception, interpre-
tation, and successful handling of stressful events
which prevent excessive activation of arousal and
therefore result in fewer symptoms of stress.32

Nurses who experienced higher degrees of
burnout reported a lack of a sense of control over
external events.30

Social Support

Social support was identified early as crucial to
survival in palliative-care work, and the existence
of a good support system was seen as one of the
qualities of the ideal palliative-care nurse.33 Hos-
pice nurses have been found not to differ signif-
icantly in social support from critical-care
nurses.8 High levels of mental ill health in hos-
pice nurses were, however, found to be predicted
by a lack of social support.34 A reciprocal rela-
tionship between hospice nurses and patients has
been found to be crucial to the development of
an empathic relationship.35 Such reciprocal rela-
tionships could place staff at an increased risk of
difficult grief reactions.

Stressful Life Events

Stressful life events may serve as a source of
strength as well as act as stressors. Caregivers have
been found to have higher than average levels of
deprivation in their childhood.36 Successful res-
olution of previous stressful life events can give
one strength to bring to the workplace. However,
unresolved previous stressful life events, such as
the death of a parent, a history of sexual abuse,
or family alcoholism, can leave the caregiver vul-
nerable to stress reactions in his or her profes-
sional practice.37

Recent personal bereavement and unresolved
grief from deaths that occurred prior to the
worker's coming into a children's hospice were
associated with high stress on the General Health
Questionnaire,7 and a study of palliative-care
nurses and administrators found a significant cor-
relation between job satisfaction and absence of
loss in the preceding year.12 Concurrent stressors
of caregivers13 included illness or bereavement in
the caregiver's personal support system, problems
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within marriage or other relationships, and per-
sonal concerns such as divorce, health problems,
and family problems. Caregivers reported that
sometimes these personal stressors interfered with
their ability to perform their work, while at other
times they felt that the work situation allowed
them to avoid thinking about their personal prob-
lems.

ORGANIZATIONAL VARIABLES

Constant exposure to death and loss may leave
caregivers with grief overload and considerable
distress. Caregivers may be more vulnerable to
feelings of loss, grief, and distress because they
identify with particular patients or families, be-
cause they are experiencing concurrent stressors
or previous unresolved losses in their own life, be-
cause they invest too much in the work situation
or because they experience problems within the
work environment resulting from work overload,
team conflict, administrative problems, or role
conflict. Yet, problems related to patient/family
interaction are generally not the major problem
of those working in palliative care.

Work Environment

A recent review of the literature on worker stress
in palliative care found that environmental stres-
sors are generally more common than stressors re-
lated to caring for dying persons and their fami-
lies.4 Team communication problems were
identified early in the field and continue to be an
ongoing problem. The problems included a lack
of support from colleagues,26'27 which has been
implicated in high levels of depression.34 Col-
leagues have been found to be a major source of
stress as well as a major stress reducer.12"14'26'27'34

Communication problems with others in the
health-care system, including workers in other
departments, general practitioners, and staff at
other hospices, have been a recognized problem
and may become worse with the current economic
climate.37 Internationally, caregivers report prob-
lems in trying to position their hospice/palliative-
care programs within the changing health-care
environment. Rivalries are encountered as pro-
grams try to determine with which agencies, if
any, they will have preferred partner arrange-
ments. The aggressive marketing techniques of

some hospice programs have resulted in conflicts
among the programs existing in and/or develop-
ing within some communities. This problem is
undoubtedly more pronounced in the United
States, given the current climate of rapid changes
in health care imposed by managed care and
other economic forces.37

Hospital-based palliative-care physicians re-
ported more stress and less satisfaction from their
management than did their colleagues working in
hospices.18 Other environmental stressors included
communication problems with administration, the
nature of the system, with its constant exposure to
dying patients, and inadequate resources. Com-
munication problems with administration in-
volved conflicts between nursing staff and admin-
istration reported by hospice matrons;38 problems
dealing with bureaucracy;12 a lack of management
support;38 and participation on management com-
mittees and administrative duties (reported by hos-
pice matrons and medical directors).39

The struggle around decision making in the
British context is reflected in the fact that hos-
pice medical directors rated their relationships
with the matron as being most problematic.39

"Encountering difficulties in relationships with
nurses" was the only aspect of work in which
palliative-care physicians reported more stress
than their colleagues in other specialties. This was
hypothesized to derive in part from the lack of role
clarity in the roles of consultants and senior nurses
in palliative care, since historically some charity-
funded hospices were run by matrons.18 Hospice
matrons report a lack of participation in decision
making and planning,38 and a lack of decision-
making authority was implicated in high levels of
depression among British hospice nurses.34

On a more positive note, no organizational
factors tested were related to burnout in a large
American study,14 and both hospice and hospi-
tal nurses reported kss stress than nurse managers
on two workload measures.34

Role Stressors

The role of the hospice nurse has been described
as consisting of primary and secondary work ef-
fort.40 Primary work effort consists of providing
supportive care to patients and families and fa-
cilitating the work of other professionals. The im-
pediments to preserving one's own integrity in
the primary work effort of the palliative-care sup-
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port team nurse are seen as being the limitations
of the system, intrapersonal conflict, interper-
sonal conflict, and the characteristics of pallia'
tive care. The secondary work effort of palliative'
care nurses involves attempting to overcome the
impediments to preserving one's own integrity
through role adaptation, intrapersonal conflict
management, and interpersonal conflict manage'
ment.

Role strain, or difficulty in performing various
aspects of one's professional role, for the most part,
involved difficulty dealing with the constant effort
to cope with the needs of dying persons and their
families.13 Staff reported difficulty in fulfilling their
own performance expectations and felt pressured
into a continuous commitment of time and energy
to care for the dying because of the belief that the
time to care is brief and the process happening at
the moment is the only meaningful measure of
having cared well for this patient.40 They reported
struggling to narrow the gap between "real" and
"ideal" as well as straddling the caring-versus-cur-
ing dilemma, the stress flowing from the diffuse de'
mands of home care, and the challenge of being
both a professional and a friend.41

Role strain was experienced by palliative-care
physicians, 35% of whom felt insufficiently
trained in communication skills and 81% of
whom felt insufficiently trained in management
skills. Burnout was more prevalent among con-
sultants who felt insufficiently trained in com'
munication and management skills.18

Role strain also involved feelings of isolation
reported by matrons;38 the burden of working
with volunteers, who were seen as extra people;23

the sense of status ambiguity experienced by vol-
unteers;42 and feelings of being inadequately pre-
pared for one's role.22'42 Feeling inadequately pre-
pared to deal with the emotional needs of patients
and families and feeling that the nursing care of-
fered was purposeless was associated with high
stress scores.43 Burnout in medical specialists, in-
cluding palliative-care physicians, was associated
with feeling insufficiently trained in communica-
tion and management skills.16

Role overload and its effect on home life made
the greatest contribution to the job stress of
palliative-care physicians. However, palliative-
care physicians reported less stress from overload
then did other specialists.18

Role ambiguity exists when there is a lack of
clear, consistent information about what is ex-

pected of a person in a role or when an individ-
ual does not understand what others expect of
someone in that role.13'44 Role ambiguity can re-
sult when professional roles and responsibilities
are not defined clearly enough or when the
boundaries between the role of professional and
that of friend in relationships with palliative-care
patients and families are not clearly understood.
In general, the more ambiguity one experiences
in one's role, the more one is subject to tension
and anxiety. Furthermore, most people want less
role ambiguity than they have.13'45

Rok conflict can result when a person holds two
or more roles and the demands of one role con-
flict with the demands of the other. Such conflict
was found between hospice work and family
obligations in several studies.12'13'22'34 Feeling
overloaded and the effect of such feelings on the
physician's home life has recently been found to
have the greatest impact on the work stress of
palliative-care physicians.18

Patient/Family Stressors

Not unexpectedly, stress can be associated with
caring for dying patients,1'2'13'33'41 although stress
may now be somewhat reduced composed to lev-
els in the early days of the palliative-care move-
ment. Palliative-care physicians report less stress
than other consultants from aspects of work in-
volving communicating with patients and rela-
tives in difficult situations, and having good re-
lationships with patients, relatives, and staff was
regarded as their greatest source of job satisfac-
tion.18

The need to deal with death and dying and
inadequate preparation to deal with the emo-
tional needs of patients and families was associ-
ated with higher stress scores in nurses,43 while
for palliative-care physicians and oncologists, in-
creased risk of burnout was associated with feel-
ings of being inadequately trained in communi-
cation skills.5 The final relationship and death
trajectory were related to higher depression scores
in nurses.34 In a study comparing ICU, hospice,
and medical-surgical nurses, hospice and ICU
nurses perceived significantly more stress related
to death and dying.46 When hospice nurses were
compared with medical-surgical nurses, hospice
nurses were significantly higher on the death and
dying dimension of the Nursing Stress Scale. For
medical-surgical but not for hospice nurses, death
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Figure 21.1 A Visual Model of Hospice Nursing

anxiety was significantly correlated with death
and dying as a source of stress.25

Zerwekh has recently identified nursing prac-
tice competencies of hospice nurses and devel-
oped a visual model that uses a tree with roots to
represent the practice of hospice nursing (see Fig-
ures 21.1 and 21.2).47 At the root of hospice care
giving is Sustaining Oneself as a Nurse (Figure
21.1). Reaching Out to Meet Fear grows out of
these roots into the crown of the tree where it
emerges from the ground. Reaching Out to Meet
Fear involves the process of showing courage in
facing the turmoil and apprehension that so of-
ten accompany dying. "Connecting with patients
and loved ones is visualized as the trunk extend-
ing upwards, Encouraging Choice extends out of
the trunk, and all other competencies spring from
this center. Speaking Truth determines all
branches of competencies. Collaborating, Strength-
ening the Family, Comforting, Spiritual Caring,

and Guiding Letting Go are the major compe-
tencies that branch from Encouraging Choice."47

Figure 21.2 illustrates sources and processes by
which hospice nurses can sustain themselves and
continue to be the root of hospice care. As hos-
pice caregivers struggle to define what they are
doing in the process of caring, knowledge is
gained, understanding can be improved, and skills
can be taught to enable caregivers to be involved
without being destroyed by constant exposure to
death and grief.

BURNOUT AND SYMPTOMS

OF STRESS

Caring does have its costs. The constant expo-
sure to death and to the grief of terminally ill per-
sons and their families; the need for caregivers to
care and to let go while experiencing their own
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The root is below ground and holds
the tree in position. It draws
sustenance from the soil. The crown
is the neck of the root where it
emerges above ground.

Figure 21.2 The Root of Hospice Caregiving

grief and coping with the stressors of the work
environment can lead to stress and burnout
among palliative-care workers, particularly for
vulnerable caregivers. It is important to recognize
one's own vulnerability to burnout and to recog-
nize the signs of stress if one hopes to avoid burn-
ing out.

Burnout

Burnout* is the most common outcome variable
used to measure stress in palliative care.48 Burn-
out has been characterized as "the progressive loss
of idealism, energy, and purpose experienced by
people in the helping professions as a result of the

*The section on burnout is adapted from MLS Vachon, Staff
stress in hospice/palliative care: a review, Palliative Medicine,
1995; 9:91-122, and MLS Vachon, Stress and burnout in on-
cology, in A Berger, MH Levy, RK Portnoy, DF Weissman
(Eds.), Principles and Practices of Supportive Oncology. Philadel-
phia: JB Lippincott Company, in press.

conditions of their work."49^p14^ Burnout has also
been described as a syndrome of responses in-
volving increased feelings of emotional exhaus-
tion, negative attitudes toward the recipients of
one's service (depersonalization), a tendency to
evaluate oneself negatively with regard to one's
work, and a feeling of dissatisfaction with one's
accomplishments on the job.30'50

Burnout is generally seen to result from the in-
teraction between the needs of a person to sacri-
fice himself or herself for a job and a job situation
that places inordinate demands on an individual
(see Table 21.1). The person who is likely to de-
velop burnout may well have unrealistically high
personal expectations for satisfaction in a given
area of life. The phenomenon can occur not only
in an individual but also within a system.49'51

Pines52 proposed a social-psychological model of
burnout in which certain characteristics of the
work environment are seen as contributing to
burnout. According to her model, professionals
with a high level of motivation can either achieve
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Table 21.1 The Burnout Personality

Thrives on intensity
Sets self up to lurch from crisis to crisis
Functions best under pressure

Crisis occurs
Girds for action
Adrenalin flows
Senses come to life
Feels alert, powerful, acutely tuned,

unconquerable
After triumph, feels deep melancholy

peak performance if working within a positive en-
vironment or develop burnout symptoms if the
individual continues to confront a stressful, dis-
couraging environment. Individual differences de-
termine how soon an individual develops burnout
and how extreme the experience may be.53

The most commonly used instrument to mea-
sure burnout is the Maslach Burnout Inventory
[MBI],54 which measures emotional exhaustion,
depersonalization, and a lack of personal accom-
plishment on two dimensions, frequency (how of-
ten a feeling occurs) and intensity (the strength
of that feeling). Using the MBI in the study of
hospital consultants in the United King-
dom,5'16'18 researchers found that the burnout
rate was lower for palliative-care specialists than
for other specialists. Radiologists reported the
highest level of burnout in terms of personal ac-
complishment. Both burnout and psychiatric
morbidity were found to be associated with feel-
ings of being overloaded and the effect of this
feeling on palliative-care providers' home lives, a
sense of being poorly managed and resourced, and
the need to deal with patients' suffering. Burnout
was also associated with low levels of satisfaction
derived from relationships with patients, relatives
and staff; low levels of satisfaction derived from
professional status/esteem; and low levels of sat-
isfaction derives from intellectual stimulation.16

The largest study of burnout in hospice staff was
conducted in the early days of the movement and
involved 1281 hospice staff surveyed in the Na-
tional Hospice study.14'15 The burnout rate was
low but was found to be higher in those under 40,
those with higher levels of education, those with
long tenure, and those who worked full-time. De-
mographic variables were found to account for
nearly 15% of the variance in burnout scores, and
occupational characteristics added only 6%.14

Turnipseed studied 65 registered nurses and li-
censed practical nurses working full-time and
with patient care responsibilities in hospices in
seven states and found they had a low burnout
rate, both absolutely and compared to the
Maslach Burnout Inventory normative means
and standard deviations.6 Turnipseed suggests
and quotes from Pines and Aronson55 that the
reasons for low burnout rates in hospice may be
that burnout is the result of "chronic stress of con-
sistent or repeated emotional pressure associated
with an intense involvement with people over
long periods of time."66(pll2) He hypothesizes
that this may well not be the case for hospice
nurses, who report organization or staff support
stress more often than stress arising from patients
and families.6 Burnout has also been found to be
"associated with work overload, role ambiguity,
role conflict, time and staffing limitations, lack of
advancement opportunities, poor working rela-
tionships, lack of chairperson and peer support,
head nurse leadership style, increased demands by
patients and families, and frequent exposure to
death and dying."30'?-188

A comparison of hospice and oncology nurses
by Bram and Katz showed that hospice nurses had
significantly lower burnout scores than oncol-
ogy nurses who cared for the terminally ill on
hospital-based oncology units.9 Hospice nurses
perceived a greater opportunity to express work-
related feelings and to discuss problems in the
workplace. A positive relationship was noted be-
tween perceived social support at work and lower
burnout scores. While hours of direct patient con-
tact have been found to be associated with role
overload and thus with burnout, in this study the
opposite was found to be true; the fewer the hours
of direct contact with patients, Bram and Katz re-
ported, the higher the burnout scores for hospice
nurses. The authors hypothesized that hospice
nurses were less stressed when they had more time
to spend with patients and families.

Other authors have found that, while the
stressors involved in the care of the dying and be-
reaved are undeniable, the major stressors iden-
tified as leading to burnout involved relationships
with other professionals.56"59 Table 21.2 lists the
signs and symptoms. Compared with critical-care
nurses, hospice nurses were less likely to report
burnout as reflected in lower levels of emotional
exhaustion, less utilization of the technique of de-
personalization, and a greater sense of personal
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Table 21.2 Signs and Symptoms of Burnout

Fatigue
Physical and emotional exhaustion
Headaches
Gastrointestinal disturbances
Weight loss
Sleeplessness
Depression
Boredom
Frustration
Low morale
Job turnover
Impaired job performance (decreased empathy, increased

absenteeism)

accomplishment; in addition, they reported less
occupational stress and death anxiety.8

Distress

Distress* has been measured using the General
Health Questionnaire (GHQ).60 One of the ear-
liest studies in the field found that 3 months af-
ter the Royal Victoria Hospital Palliative Care
Unit opened, the nursing staff had GHQ scores
that were twice as high as those of the nurses on
two control units.1 At 3 months, more than 50%
of the Palliative Care Unit nurses reported scores
of 10 or more on the 30-item GHQ, on which a
score of 5 indicates "caseness." The staff stress de-
clined over the next 10 months, in part because
those with the highest GHQ scores tended to
leave the unit. The scores of the nurses on the
PCU were only slightly lower than those of new
widows and were considerably higher than scores
of women beginning radiation treatment for a new
diagnosis of breast cancer.2 The scores reported in
the RVH study were among the highest reported
in the literature and probably reflect the fact that
the study was conducted in the early days of the
movement and before issues of staff selection and
vulnerability were clearly understood.

Using the 60-item GHQ, researchers found no
differences between hospice and mental handi-
cap nurses,43 and three-quarters of the staff in a
children's hospice were under little stress as mea-
sured by the 60-item GHQ, but a subgroup was
under considerable distress, with anxiety, insom-

*The section on distress is adapted from MLS Vachon, Staff
stress in hospice/palliative care: a review, Palliative Medicine,
1995; 9:91-122.

nia, somatic symptoms, and social dysfunction.7

In a study of hospice nurses, a "caseness" rate of
10% was reported using the 28-item GHQ, and
the length of time working in palliative care was
found not to be related to the GHQ score.22

Most recently, Ramirez et al.5>16>18 used the 12-
item GHQ in their study of medical consultants.
The estimated prevalence of psychiatric disorder
from the GHQ was 27% and was not significantly
different among the four specialist groups. As
noted previously, three specific factors were re-
lated to both psychiatric disorder and burnout.
These included feelings of being overloaded and
the effects of this on home life, feelings of being
poorly managed and resourced, and the need to
deal with patients' suffering. Job satisfaction sig-
nificantly protected the consultants' mental
health against the adverse effects of job stress.16

Overview of Anxiety and Depression

Caregiver anxiety and depression have most of-
ten been measured using the Hospital Anxiety
and Depression Scale (HAD).61 Hospice matrons
had scores similar to those of other nurse groups,
and they were less anxious than policemen. They
were slightly more depressed, however, than two
other groups. Those with the highest Nursing
Stress Scores were more likely to have higher
HAD scores.38 Using the Crown-Crisp Experi-
ential Index,62 Cooper and Mitchell found that
high levels of mental ill health among hospice
nurses were predicted by a lack of social support,
deep involvement at work, and high workload.34

Anxiety has been measured in a number of
studies. Researchers found that hospice nurses did
not reveal levels of anxiety significantly different
from those of mental handicap nurses.43 Hospice
nurses did, however, approach significance on so-
matic anxiety and were significantly higher than
nurse managers on free-floating anxiety and so-
matic anxiety. Predictors of free-floating anxiety
were staff support and involvement in decision
making, the nature of the final relationship be-
tween the nurse and the dying patient, and
employment as a lower-status nurse with fewer
postbasic qualifications. Somatic anxiety was cor-
related with high workload, lack of staff support,
and low involvement in decision making.34

One study found a tendency to self-medicate;
10% of hospice medical directors and matrons
used psychotropic medications, 29% of medical
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directors and one matron used hypnotics, and
one-third used alcohol to relieve stress.39

Depressive symptoms were found in many of
the hospice medical directors and matrons stud-
ied by Finlay et al.39 Of particular concern in that
study was the fact that 16% of the physicians re-
ported suicidal thoughts of more than 2 weeks'
duration; 11% of the matrons and 8% of the
physicians acknowledged suicidal thoughts of 2
weeks' duration or less.

Depression, Loss, and Grief

Self-reported feelings of depression, grief, and
guilt were found to be closely intertwined13 and
were often experienced in response to a loss that
involved bereavement. This loss could be the
death of a patient but might also reflect a loss of
self esteem or the loss of support from one's sig-
nificant others. The individual meaning that is
consciously or unconsciously ascribed to the par-
ticular loss determines whether an individual will
experience grief.

Identifying strongly with the patient and/or
family member can cause the caregiver to become
wrapped up in the patient's illness and distress
and to experience what Weisman calls "caregiver
plight."63 In this situation the caregiver is so over-
whelmed by what is happening to the patient that
he or she is no longer able to be objective. Care-
givers often identify with patients who remind
them of themselves or of people from their past
or present life.

Larson has described a similar concept, the
Helper's Pit,64 in which the caregiver can imag-
ine the person being helped as being in a pit with
the caregiver on the edge of the pit. If the per-
son on the edge of the pit identifies with the per-
son in the pit, the caregiver can fall into the pit.
"If you empathize, you feel with the person in the
pit and get inside his or her experiential world.
If you sympathize, you stand on the edge of the
pit and are concerned and compassionate—sym-
pathy is feeling for the person in distress" (p. 38).

The multiple losses in hospice are such that if
one were to allow oneself to feel the pain of each
grief, one would never get beyond acute grief.
Data from the AIDS field suggests that the flood-
ing of emotion involved in grief may lead to in-
capacitation, rather than healing. To defend
against this flooding, some people become emo-
tionally numb. Grothe and McKusick65 suggest

that the alternatives to coping with massive loss
may be similar to two phases common in post-
traumatic stress syndrome, intrusive-repetitive
and denial-numbing. Caregivers may find them-
selves experiencing feelings of failure if the pa-
tient did not receive inadequate pain control or
did not have a "good time" before the end; they
may become preoccupied with images of those
who did not have a "good death," feel over-
whelmed by highs and lows of emotion, feel bur-
dened by a sense of responsibility for the quality
of life of patients, feel drained of energy because
of their desire to reach out to multiple needs, or
feel saturated with grief and guilt.41

Depression and Burnout:
Do They Differ?

Feelings of depression must be distinguished from
burnout.* Maslach states that one phase of the
burnout syndrome involves a sense of reduced ac-
complishment and a loss of self-esteem, which is
a central characteristic of depression. The loss
may be of original ideals or of "good people" to
work with. A professional's sense of self-worth
and self-esteem may be threatened by the in-
evitable outcome of patients' deaths and the
physical, psychological, and social pain of termi-
nal illness.54 Caregivers may also feel they have
failed at their work or have failed to live up to
their original standards.54 Burnout is generally re-
garded as being associated with overinvolvement
in any one area of life to the exclusion of all oth-
ers. Usually this is the occupational role.51

While the burned-out person may be depressed,
the symptoms expressed are not primarily in-
trapsychic but are at least partially situationally in-
duced. An appropriate evaluation of burnout re-
quires that the possibility of a clinical depression
be ruled out. A clinical depression might be sus-
pected if the person has had a recent loss, has the
vegetative symptoms of depression, has had a pre-
vious history of depression, or has a family history
of depression.66 If the symptoms are worse in the
work situation, are associated with conflict or feel-
ings of being misunderstood by colleagues, or are
present in a person who tends to work long hours

*The section on depression and burnout is adapted from MLS
Vachon, Stress and burnout in oncology, in A Berger, MH
Levy, RK Portnoy, DE Weissman (Eds.), Principles and Prac-
tices of Supportive Oncology. Philadelphia: Lippincott, in press.
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and/or always takes work home and has no time
for outside interests or support from others, then
the problem may well be burnout.

Ramirez et al.5 attempted to distinguish be-
tween the phenomenon of burnout and psychi-
atric disturbance using the MBI and the 12-item
GHQ. They found that clinical oncologists were
significantly more likely to be identified as burned
out than as depressed. The estimated prevalence
of psychiatric disorder from the GHQ was 28%
and was not significantly different among the
three oncology specialty groups. These findings
were in accordance with those from other stud-
ies.5 The researchers concluded that, although
clinical oncologists experience the greatest
amount of work-related stress and had the least
satisfaction from work-related sources, they are
not at any greater risk of psychiatric disorder than
their colleagues. No demographic or job charac-
teristics predicted psychiatric disorder as mea-
sured by the GHQ. However, high GHQ scores
indicative of psychiatric disorder were associated
with high levels of stress from feeling overloaded,
and from being involved with treatment toxicity
and errors, and with low levels of satisfaction re-
lated to having professional status and esteem.5

Feelings of helplessness, uselessness, and inse-
curity may be a part of both burnout and depres-
sion but may also occur as temporary symptoms.
These feelings often derived from caregivers' un-
realistic expectations of themselves and their
roles.13 Those symptoms and situations that left
nurses feeling helpless and useless were the most
stressful.22 Staff in a children's hospice experi-
enced a sense of impotence when unable to re-
lieve patients' perceived needs or distress.7

COPING

The research on coping with job stress is still lim-
ited.* There have been few long-term longitudi-
nal studies of coping. Studies have found that in-

*The section on coping is derived from MLS Vachon, Staff
stress in hospice/palliative care: a review, Palliative Medicine,
1995; 9:91-122, MLS Vachon, The stress of professional care-
givers, in D Doyle, GW Hanks, and N McDonald (Eds.), Ox-
ford Textbook of Palliative Medicine, 2nd ed. Oxford: Oxford
University Press, in press; In: MLS Vachon, Stress and
burnout in oncology, in A Berger, MH Levy, RK Portnoy, DE
Weissman, Principles and Practices of Supportive Oncology.
Philadelphia: Lippincott, in press.

dividual coping is repetitive for certain kinds of
fixed stimuli but is flexible in the face of new chal-
lenges.67 The effectiveness of strategies for han-
dling stress and burnout have generally not been
studied with reference to their impact on perfor-
mance, productivity, or client outcome.59 The
work of Graham, Ramirez, et al. is, therefore,
helpful in identifying burnout as more prevalent
among consultants who feel insufficiently trained
in communication and management skills;18

These respondents reported deriving low satis-
faction from relationships with patients, relatives,
and staff, low satisfaction related to professional
status or esteem, and low satisfaction from intel-
lectual stimulation.

Dealing with job stress is not solely the re-
sponsibility of either the individual or the orga-
nization. Effective coping strategies require the
use of both personal and environmental coping
mechanisms. In a multidisciplinary, multispe-
cialty study, caregivers were twice as likely to re-
port that personal coping strategies rather than
environmental strategies were helpful in dealing
with and preventing occupational stress.13

A Sense of Competence, Control
and Pleasure from One's Work

In a large international study of occupational
stress in caregivers,13 a sense of competence, con-
trol, and pleasure in one's work was the most
common coping mechanism for physicians and
the second most common for the group as a whole
and for those working in palliative care. This
sense of competence, control, and pleasure in
one's work was often associated with belonging
to a team "which knew what it was doing."
Through team affiliation, one may derive an on-
going sense of personal worth that survives even
if individual patients die.13

When asked what it was that motivated them
to be able to continue in their stressful jobs, care-
givers often said, "The bottom line is that I know
what I am doing, and I am good at it." This sense
of competence developed through a series of
stages in which caregivers developed their pro-
fessional skills, set goals for themselves, had fre-
quent tests of their competence, proved their
competence in many situations, learned that be-
cause they were secure in their own competence
they could share their competence with others,
and eventually were able to report being com-
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fortable living with a sense that they were com-
petent in their work situation.

Along with this sense of competence came the
realization that one had a certain degree of con-
trol in one's work situation and that one could
derive pleasure from work. The sense of compe-
tence and control is very similar to Kobasa's
Hardy Personality,28'29 which has been found to
be associated with decreased rates of burnout in
oncology nurses30 and improved coping in on-
cology house officers,31 as already noted.

The recent findings of Ramirez's group that job
satisfaction significantly protected consultants'
mental health against the adverse effects of job
stress16 and that palliative-care physicians re-
ported that having good relationships with pa-
tients, relatives, and staff made the greatest con-
tribution to their job satisfaction18 are similar to
the earlier findings. In addition, Papadatou et
al.30 have recently suggested that the challenge
of working with cancer patients may serve as the
reward that counterbalances the stressful aspects
of practice in oncology.

In their study comparing oncologists with pal-
liative-care specialists, Ramirez et al.5 studies 20
sources-of-satisfaction items, which were aggre-
gated into four factors. The satisfaction factor
"dealing well with patients and relatives" con-
tributed most to overall job satisfaction; it was fol-
lowed by "having professional status and esteem,"
"deriving intellectual stimulation," and "having
adequate resources." Overall, clinical oncologists
reported the lowest levels of satisfaction for all the
factors. Medical oncologists reported higher lev-
els of satisfaction from "deriving intellectual stim-
ulation" than either of the other two groups. Pal-
liative-care specialists reported the highest levels
of satisfaction from "dealing well with patients
and relatives" and "having adequate resources."

Team Philosophy, Team
Building, and Support

When palliative-care staff were compared with
those in other specialties, it was found that team
philosophy, team building, and team support were
the primary coping mechanisms of palliative-care
workers, and team conflict was less of a stressor
for this group than it was for those in other spe-
cialties.4'13 Research has suggested that there is a
relationship between these two findings—that
the work hospice caregivers had put into team

building since the inception of the specialty,
might have been responsible for the fact that the
hospice team buffered more effectively the other
stressors caregivers confronted than was the case
in other specialties.68 Help and support from oth-
ers on the team and a cooperative effort were
found to contribute to role fulfillment.26'27

Effective teamwork involved belonging to a
team that knew what it was doing (team philos-
ophy), knew how to get team members to work
toward defined professionals and personal goals
(team building), and knew how to support team
members through professional and personal stres-
sors (team support).13

The environments in which teams work can
produce uncertainty, anxiety, and frustration.
The inability to manage these feelings can lead
to a downward spiral with increasing anxiety and
declining job performance. If team members can
learn to communicate, support one another, and
problem solve, the team will be self-renewing or
autotherapeutic. If they fail to communicate and
support one another, there will be more anxiety,
which will drain team energy and spirit and lead
to a downward spiral.69

Regular team meetings have been found to be
important.7'41 Such meetings served to set goals
for the team, provided a time of evaluation and
reflection on the work being accomplished, and
allowed for shared decision making. As has al-
ready been noted, team dynamics are an ongoing
problem. While good relationships with staff were
a major source of job satisfaction to palliative-
care physicians, difficulties in relationships with
nurses was the only aspect of work in which
palliative-care physicians had more difficulties
than their colleagues in other specialties.18 In-
volvement in decision making was of greater con-
sequence to hospice nurses than to nurses in other
specialties, possibly because they needed greater
emotional support because of the nature of their
work.34 An alternative explanation is that hos-
pice nurses have had a more independent role
than those in hospital settings and may resist any
action that seems to threaten this role.

The need to work through team dynamics and
decision making is crucial, but the process is of-
ten not easy. A quote attributed to Dr. Cicely
Saunders in the early days of the hospice move-
ment still is true—"If you say you work in a hos-
pice team, you have to be willing to show your
battle scars."
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Each setting must develop its own approach
to dealing with team building and education. One
such approach involves continuous education
and an organization that stimulates the staffs
own initiative but is also capable of support the
staff when necessary.17 Another setting uses the
concept of initiating educational meetings when-
ever there is an issue that causes difficulty for staff.
The session allows for an intellectual approach to
dealing with the issue and often then leads to dis-
cussions of a more personal nature (E. Bruera, per-
sonal communication, 1994). Staff support
groups have been suggested by many au-
thors,41'42'70 but for the most part their efficacy
has not been evaluated. Other approaches to
maintaining effective teams include ongoing
monitoring of staff stress to assess the intensity of
issues such as stress, satisfaction, and morale, and
sharing of nonwork-related social activities as a

13,33team.

Dealing with Loss and Grief

Both as individuals and as team members, care-
givers must learn to deal with their grief. Memo-
rial services and death rounds where caregivers
can share what happened at the time of the death
reflect on the car given, and lessons learned can
be helpful. Memory books, grief and loss seminars
and groups,71 journaling, and participation in
memorial projects such as the AIDS quilt can be
helpful.

Other techniques that have been shown to be
effective in helping staff to deal with multiple
losses include:

• Witness the pain—tell the story and express the
pain to allow catharsis and healing.

• Help the person to stay involved in something
outside himself or herself.

• Assist in the creation of meaningful rituals.
• Provide structure and support when emotional

flooding is overwhelming, and utilize action in-
stead of retreating into immobility and fear.

• Refocus on the elevating emotions of joy and
hope.65

Support from Colleagues

Support from colleagues is very important for hos-
pice workers.7'13'22'41 In the early days of the hos-
pice movement, support from colleagues, family,
and friends was considered to be important, but

more recently support from colleagues has been
found to be more effective in helping staff deal
with work-related stress. Sixty-seven percent of
palliative-care nurses used "talking things over
with a colleague" as a coping mechanism, com-
pared with 18% of palliative-care nurses who
talked with people at home.22 The overall men-
tal health of hospice nurses was in part predicted
by the level of staff support.34 The association be-
tween support from colleagues and low burnout
scores for hospice nurses shows the value of pro-
viding staff support within the work setting.9

Administrative Policies

Inadequate preparation for dealing with commu-
nication and management responsibility has been
found to be associated with burnout in medical
specialists, including those in palliative care and
oncology.5'16'18 Direct observation of doctors and
nurses talking with real, simulated, or role-played
patients suffering from terminal illness has shown
that caregivers consistently use distancing tactics
that prevent them from getting close to their pa-
tients' psychological suffering. Such techniques
are used to ensure the caregiver's emotional sur-
vival but serve to discourage patients from dis-
closing their psychological concerns.72 Organiza-
tions need to consider either providing education
in dealing with these issues or making it possible
for caregivers to pursue such educational oppor-
tunities by providing time off and/or tuition as-
sistance for such programs. Specific attention may
need to be directed to younger caregivers.14'41 Re-
cent publications give specific approaches for
dealing with many of these issues,73'74 as well as
for teaching others.75

Attempts should be made to clarify the unre-
alistic expectations that staff members may have
of themselves,76 of hospice care, and of the orga-
nization. A need for clear and practical recruit-
ment policies for both volunteers42 and staff has
also been identified.12 For older hospice nurses,
the importance of a congruence between profes-
sional ideals and the philosophy of the health
care setting has been noted. This factor should
be emphasized in the organization's hiring prac-
tices.9

Clearly defined job descriptions are needed for
volunteers;42 there should be reasonable workloads
and on-calls, and overwork should be avoided.7'12'34

Determining appropriate workloads is particularly
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important in the current climate of diminishing
resources. There is already some evidence that the
stressors on those in oncology are changing and
that in the 1990s work overload, lack of resources,
and staff shortages became the biggest stressors,77

although caregivers in oncology had earlier been
identified as the group most likely to report diffi-
culty with role overload.13

As those in palliative care define their role as
being involved at an earlier time in the illness
trajectory and as they are called on to reduce the
pressures on acute-care beds, the issue of work
overload may become a bigger stressor and will
need to be addressed. The fact that palliative-care
physicians working in hospital settings report
more stress and less satisfaction from their man-
agement and resources than their colleagues
working in hospice settings18 may reflect the eco-
nomic pressures that currently confront acute-
care institutions in many countries.

Administrative policies to address the issues of
appropriate workloads will need to be addressed.
This might be accomplished in part through a
work environment designed to stimulate the
staffs own initiative17 and to allow for shared de-
cisionmaking.34 It is important that organiza-
tional structures, policies, and values at both the
institutional and the unit levels support nursing
practices that facilitate nurses' engaging in em-
pathic relationships.35

There is some evidence that effective admin-
istrative policies have been developed in hospice;
hospice nurses report significantly higher satis-
faction with supervision, coworkers; and pay, al-
though they have significantly lower satisfaction
with opportunities for promotion than do men-
tal handicap nurses.43

tegrity. They define this as the ability to main-
tain feelings of self-worth and self-esteem and to
maintain energy levels. Nurses maintain self-es-
teem by looking inward, by valuing personal
worth, and by acknowledging and questioning
personal behaviors, reactions, and needs. They
maintain energy levels by using particular strate-
gies of distancing to regain self-control, using hu-
mor, protecting the self by hiding personal feel-
ings, learning from mistakes, and sharing
frustrations.78 Maintaining a positive attitude in
the face of random suffering promotes coping by
increasing self-esteem and maintaining a sense of
power.65

Caregivers needed to recognize that it takes a
"total person" to respond day after day to the "to-
tal needs" of other people. They need to recog-
nize that they must assume responsibility for
meeting their own holistic needs and for recog-
nizing their increased need for nurturing rela-
tionships and diversified interests.41 The recog-
nition of one's own needs requires acknowledging
the responsibility to avoid having one's occupa-
tional role dominate one's life. Caregivers must
be aware of personal needs for overwork and over-
involvement that might lead to emotional ex-
haustion and burnout.

A personal philosophy regarding illness, death,
and one's role in caring for dying persons and
their families is essential for the mature caregiver
in this field. This philosophy may or may not be
related to one's religious and/or spiritual be-
liefs.13'21 A factor related to burnout for older,
married, more experienced, and more academi-
cally educated hospice nurse was the congruence
between their professional ideals and the goals,
philosophy, and environment of hospice.

Sustaining Oneself

In order to be able to develop effective relation-
ships with clients without becoming engulfed in
their difficulties, it is important for caregivers to
have insight into their own personal dynamics
and potential areas of difficulty. Personal knowl-
edge can nurture one's empathic capacity.35

However, caregivers need to learn to avoid ex-
cessive involvement with particular clients,
which can preclude objective counseling, advice
giving, and medical care.

Davies and Oberle speak of the importance of
helping hospice nurses to preserve their own in-

Lifestyle Management

Lifestyle management includes having outside ac-
tivities;13 engaging in physical activities and di-
versions;41'13 organizing nonjob-related social in-
teraction;33 taking time off; attending to one's
needs for nutrition and adequate sleep;12 and uti-
lizing meditation and relaxation techniques.13

There is some evidence from AIDS caregivers
that "escapist" leisure engagements—those that
involve high levels of distraction and allow little
capacity for reflection—appear to be ineffective
solutions for preventing burnout, particularly the
aspect of attentional fatigue that is associated
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with continued, focused caring. Such escapist
leisure activities actually appear to incur negative
psychological effects. In contrast, restorative ac-
tivities—those that engage attention but still pro-
vide room for reflection (e.g., walking, garden-
ing)—influence functioning in a positive way and
provide for restoration and renewal.79

DISCUSSION AND IMPLICATIONS

OF FINDINGS

Stress was identified as a problem early in the hos-
pice movement.* Caregivers were found to have
GHQ scores that were only slightly lower than
those of newly widowed women and higher than
those of women with a new diagnosis of breast
cancer.2 The first study to assess burnout found
that it was lower than anticipated and suggested,
even at that time, that supports, such as team
meetings, that had been put into place might
have served to decrease the staff stress.14

This overview has shown that staff in pallia-
tive-care settings have less burnout than do pro-
fessionals in mental health,14 oncologists,5 other
medical specialists,18 oncology nurses,9 and
critical-care nurses.8 Several studies have used
the GHQ to measure distress. While more than
50% of hospice nurses initially reported high
GHQ scores,1 later studies have found from
11%22 to about one-quarter of hospice nurses7 ex-
perienced high levels of distress. Twenty-seven
percent of medical specialists, including pallia-
tive-care physicians, had high levels of distress,
and there were no significant differences across
medical specialties.16 Nurses in hospice were
found to experience less job stress than CCU,
ICU, and oncology nurses and had less difficulty
dealing with issues of death and dying than did
their colleagues in the hospital.34 Palliative-care
physicians had less job stress than did physicians
in oncology5 and other medical specialties,18 and
they were found to have greater job satisfaction.18

Job satisfaction was found to protect consultants'
mental health against the adverse effects of job-
related stress.16 However, consultants who felt in-
sufficiently trained in communication and man-
agement skills were at higher risk of burnout.16

*The section on discussion and implication of findings is
adapted from MLS Vachon, Staff stress in hospice/palliative
care: a review, Palliative Medicine, 1995; 9:91-122.

Hospice staff were generally found not to be
significantly different from other populations
with regard to symptoms of anxiety and depres-
sion; however those with the highest Nursing
Stress Scores were also found to have higher
HAD scores.38 High levels of mental ill health
were predicted by a lack of social support, high
level of involvement at work, and high work-
load.34

Some areas of concern were the use of drugs
and alcohol by and the presence of suicidal
ideation in hospice medical directors and ma-
trons.39 Free-floating anxiety in hospice nurses
was found to be associated with job-related issues
involving staff support, involvement in decision
making, the nature of the relationship between
the nurse and the dying patient, and workload.34

When compared with other medical/surgical
nurses, hospice and ICU nurses perceived signif-
icantly more stress related to death and dying,46

and they were higher on the death and dying di-
mension of the Nursing Stress Scale.25 Caregivers
in hospice may be at higher risk for the experi-
ence of loss and grief. Suggestions for dealing with
multiple losses were given.

While stress exists in hospice/palliative care,
it is by no means a universal phenomenon. That
this is the case may in large measure result from
the fact that, from the earliest days of the hos-
pice movement, staff support programs and team
development were seen as integral to effective
palliative care. It was hypothesized even in the
early research that these buffers might serve to
mitigate the stress that would otherwise be more
evident.13'14'68 The fact that the levels of stress
and burnout recorded are not particularly high
compared with those of normative groups does
not mean that team development, education, and
team support mechanisms should be dropped but
rather that they should continue and be seen as
important buffering mechanisms. In addition, in-
dividual caregivers have long realized that they
have a responsibility to care for themselves phys-
ically, emotionally, and spiritually and to moni-
tor their own reactions to palliative care in order
to continue to be able to practice in the field and
even to grow and thrive. This realization has
probably led many caregivers to do palliative care
for a limited period of time or on a part-time ba-
sis in order to ensure that they are able to main-
tain their own mental health. This trend may
shift as palliative care becomes a specialty.
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The stress that exists currently in palliative
care results in large measure from organizational
issues, but there is still some difficulty in dealing
with issues of death and dying. The phenomenon
of burnout in palliative care generally seems not
to be a big problem at this point, but some staff
members do have problems with anxiety and de-
pression, some of which are probably work related
and some of which may reflect personal issues
such as problems with low self-esteem, a tendency
to become overly involved and to make one's
work life the center of one's existence, death anx-
iety, unresolved previous or concurrent stressors,
and difficulty managing loss.

There are probably some caregivers who are at
higher risk for having difficulty with stress and
burnout in the area of palliative care. These may
be those who are younger, have unresolved per-
sonal losses, or have low self-esteem and a ten-
dency to derive their identity from their job or
career. Those who have more education may be
at higher risk,12'14 but so too may be older staff
members who are in settings that are not con-
gruent with their value systems.9

The stress of dealing with dying people and
their family members is a part of palliative care,
and some staff may need additional assistance to
deal with the issue. It is important to ensure that
caregivers are well educated in communication as
well as in management skills.5'16'18 In service ed-
ucation, the opportunity to have good supervi-
sion in early intense relationships with dying pa-
tients and their family members, attendance at
conferences, and the opportunity to grieve ap-
propriately and to mourn multiple losses are help-
ful in dealing with issues related to death and loss.

The major problems in palliative care today
are probably more related to issues of reimburse-
ment, social problems and economic pressure,
government and insurance intervention into the
provision of palliative care and the development
of services and expectations, conflict and rivalry
with other specialties, referral practices, how "ac-
tive" palliative care should be, team conflict, and
the role of hospice in the current health-care en-
vironment. While these issues are not totally new
to the field, they are assuming increasing impor-
tance as we enter the twenty-first century.

Good team communication, team building,
and team support remain essential to underpin
the work that needs to be done in palliative care.
Support from colleagues will be essential as care-

givers experience the changes in hospice imposed
by increasing fiscal constraints. The time to build
bridges to other disciplines and specialties and to
work collaboratively is now.

Future research in the area of stress in pallia-
tive care might concentrate on the following is-
sues:

• Which types of programs are most effective in
buffering stress for which individuals or which
types of hospice organizations?

• What is the impact of the changing hospice en-
vironment on the experience of staff stress?

• How can "appropriate" workloads be determined
in today's health-care environment?

• Given the sensitivity of hospice caregivers to
work overload, how can caregivers effectively
cope with the changing hospice environment?

• Does extra support for those new to palliative
care influence their ability to practice effectively
and for longer periods of time?
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Understanding and Managing
Bereavement in Palliative Care

Sidney Zisook, M.D.

I t has been estimated that for every person who
dies, at least five close friends, relatives, and

loved ones are left behind.1 Thus, anyone in-
volved in palliative care will encounter consid-
erably more grief reactions than dying patients.
Most often, these grief reactions, although gut
wrenching, acutely painful, and disruptive to the
lives of the bereaved, lessen in intensity over
time and do not require professional attention.
At times, however, grief can become unrelent-
ing and chronic and may set the stage for the
onset, exacerbation, or persistence of a number
of medical or psychiatric complications in vul-
nerable individuals. Thus, it is important for pal-
liative-care providers to learn the boundaries
and dimensions of "normal" grief, to be familiar
with risk factors for complicated grief, and to be
able to intervene promptly and appropriately
when indicated.

with a known etiology and relatively predictable
symptoms and course that causes distress and dys-
function and may be associated with several po-
tentially severe complications.

Whether considered a normal reaction to
loss or a disease state, grief has manifestations
that vary from person to person and from mo-
ment to moment and that involve all aspects of
the bereaved's being. Defined as the emotional,
behavioral, social, and functional responses to
loss, grief is not specific for loss via death. In-
dividuals faced with any real or threatened loss
can be expected to grieve. In palliative care,
clinicians deal with multiple grief reactions:
grief over loss of health, function, mobility, po-
tential. When the loss is the result of the death
of a loved one, the term "bereavement" is used.
Thus, a bereavement reaction is grief following
loss through death.3

NORMAL GRIEF

Is the very concept of "normal" grief an oxy-
moron? In his classic and provocative paper aptly
titled "Is Grief a Disease?," Engel2 argues that
grief shares many pathognomonic features of
other diseases: Grief is a well-defined syndrome

STAGES OF GRIEF

Several investigators have proposed "stages" of
grief or bereavement.4"7 Such a staging of grief is
not meant to be taken too literally; grief is not a
linear process with concrete boundaries but
rather a composite of overlapping, fluid phases
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that vary from person to person and ebb and flow
over time. Thus, the "stages" are meant to be gen-
eral guidelines that are not intended to prescribe
where a bereaved individual "ought" to be at any
period of time during grief.

Most stagings of grief include an initial pe-
riod of shock or numbness lasting moments to
hours to weeks and characterized by varying de-
grees of disbelief and denial. Statements such as
"it can't be" or "I don't believe it" are ubiqui-
tous, and the accompanying feeling of numbness
pervades much of the initial period. Mourning
rites and the gathering of family and friends of-
ten help facilitate passage through this stage,
but, in certain circumstances, such as when the
deceased's body is missing or unrecognizable,
uncertainty may be prolonged. In palliative care,
when dying generally is recognized long before
death occurs, some of the shock may occur when
the diagnosis and prognosis are given and is
therefore attenuated by the time of the actual
death.

As the death is acknowledged both cognitively
and emotionally, the grief slips into the next
phase, acute mourning. This period, measured in
weeks to months, generally includes intense feel-
ing states occurring in periodic waves of emo-
tional and somatic discomfort. This distress often
is accompanied by social withdrawal, a preoccu-
pation with thoughts of the deceased, and, not
infrequently, identification with the deceased.8

In the restitution phase, bereaved individuals
know that they have grieved and now can begin
to shift attention to the world around them.
Memories are, and loneliness may be, part of that
world, but the deceased, with their ills and prob-
lems, are not. The hallmark of this phase is the
ability of the bereaved to recognize that they have
grieved and now can resume old roles and acquire
new ones as necessary, reexperience pleasure
without guilt, and seek the companionship and
love of others.5

DURATION OF GRIEF

It is probably a mistake to put an arbitrary limit
on the duration of grief. Early investigators mea-
sured grief in terms of weeks to months.2'8 How-
ever, most contemporary investigators have em-
phasized the chronicity of grief. Parkes,9 for

example, reported that after 13 months of be-
reavement, only a minority of widows could look
at the past with pleasure or to the future with op-
timism; most widows described themselves as sad,
poorly adjusted, depressed, often thinking of their
husband, having clear visual images of them, and
still grieving much of the time. Thus, Parkes con-
cluded that the question of how long grief lasts
is still unanswered. Similarly, Bornstein et al.10

found that a significant minority of widows and
widowers meet criteria for major depression 13
months after their spouses' death and that symp-
toms of crying spells, weight loss, and insomnia
are particularly frequent. Others have extended
the period of distress to 2 years11'12 or beyond.13

Moreover, an interminable duration of grief is not
necessarily pathological, prompting Coin et al.14

to state, "You don't get over it, you get used to
it." Many individuals maintain a "timeless" emo-
tional involvement with the deceased, and the
attachment often represents a healthy adaptation
to the loss.14'15

MULTIDIMENSIONAL APPROACH
TO BEREAVEMENT

Considered to be among the most disruptive of
all events of ordinary life,16 bereavement has the
capacity to perturb all aspects of the bereaved's
life. Yet, when conceptualizing grief, many clin-
icians focus only on the intense and painful feel-
ing states that pervade the early weeks to months
of the bereavement period and perhaps on the
bereaved's efforts to cope with or minimize the
pain. But griefs impact extends far beyond affec-
tive turmoil and coping strategies. For one thing,
grief work demands a reconfiguration of one's re-
lationships to the deceased.17 Grief also affects
interpersonal relationships—those within the in-
dividual's prebereavement circle of friends, fam-
ily, and acquaintances, as well as the develop-
ment of new relationships over time. In addition,
grief often affects one's ability to function med-
ically, psychologically, socially, and occupation-
ally. Finally, grief forces bereaved individuals to
reassess their view of themselves, the work around
them, and their futures. Thus, Shuchter and col-
leagues15'17 have proposed a multidimensional
approach to bereavement that comprehensively
provides assessment,18 outlines prevention,19 and
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guides treatment20 of clinical problems that
might arise.

Mental and Emotional Disruptions

As shock, denial, and detachment dissipate, a
sense of loss accompanied by yearning, pining,
and searching behavior ensues.21 The loss ex-
tends beyond the deceased person to a loss of in-
timacy, companionship, security, lifestyle, roles,
and meaning of future visions. Loneliness, often
increasing in severity over time, may be felt even
when the bereaved person is not alone.22 Along
with the disruption of attachment bonds, intense
forms of insecurity, fear, and anxiety may emerge.
Vivid and intrusive images of the deceased often
arise, particularly at times when the individual's
mind is not actively engaged, such as when the
person is home alone or is in bed but not yet
asleep. These intrusive images may be especially
pronounced when the death is sudden and unex-
pected.23"25

Pangs of intense psychological and somatic an-
guish are common.8 These are described as
painful eruptions of autonomic explosions: a
wrenching of gut, shortness of breath, chest pain,
lightheadedness, weakness, rapid welling up of
tears, and uncontrollable crying. During the early
days and weeks, these responses tend to erupt of-
ten, suddenly, and unexpectedly. Over time, they
become more often associated with reminders of
the deceased. While the intensity and frequency
of these pangs of grief generally subside as time
passes, they may reemerge in response to re-
minders of the loss, such as anniversaries, birth-
days, or other special occasions.

Myriad other feelings and thoughts also are
common. Anger may be experienced as irritabil-
ity, hatred, resentment, envy, a sense of unfair-
ness, or not at all. It may be directed at the de-
ceased, the bereaved person, the deceased's
physician, the hospital, God, or the world in gen-
eral. Especially if the deceased endured prolonged
illness with much suffering, relief may be felt.
However, the cost of such relief, even when gen-
uinely felt, may be feelings of guilt for being re-
lieved. When guilt is experienced, it often is as-
sociated with perceptions that the bereaved
person may have contributed to the death or suf-
fering of the deceased by improper feeding, inad-
equate support, failing to prevent unhealthy be-

havior or lifestyle, or not pushing the physician
hard enough to detect or treat the disorder. Sur-
vival guilt is particularly tenacious when the be-
reaved person has concrete reasons to feel re-
sponsible for the loss, for example, if he or she
was the driver in a fatal vehicle accident.

Especially within the early weeks after be-
reavement, mental disorganization, manifested by
poor concentration, confusion, forgetfulness, and
a lack of clarity, is common. The cumulative ef-
fect of the number of upheavals in the mental,
emotional, and cognitive lives of the bereaved
persons often leads to a sense of being over-
whelmed, out of control, helpless, and powerless.
These regressive pulls result in what Horowitz et
al.26 have termed "negative latent self-images."

As the pain and disorganization subside and
individuals begin to function again, they often
are surprised at how well they do. Adapting to
the loss may demand mastery of new tasks; a be-
reaved husband may now need to learn, for the
first time, to bottle-feed a child or iron clothes,
or a wife may be faced with the need to handle
the finances and maintain the automobile. Mas-
tery of such tasks can bring pride, independence,
or wisdom.7 Bereaved persons often are surprised
at their capacity to feel pleasure or to grow.

Coping

The thrust toward homeostasis places the be-
reaved in an enormous conflict between power-
ful and opposing forces. On the one hand, there
is the reality of the loss and the associated pain
and anguish; on the other hand, there is the
equally compelling psychological reality of the
need to shut off such pain. Facing the reality of
the loss initiates pain, which, in turn, sets off a
variety of mechanisms to mitigate against it.
Throughout the grieving process, adaptation op-
erates in highly idiosyncratic ways to allow sur-
vivors to face reality while simultaneously pro-
tecting against too great an onslaught of affect at
any one time. Most bereaved individuals find a
way to regulate, or "dose," the amount of pain
they can bear and divert the rest, using defensive
operations of the most mature as well as the most
regressive nature.

One of the most pervasive coping measures is
the numbness and disbelief described earlier. Pro-
tecting individuals from the immediate impact of
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the loss, disbelief becomes a significant force
within their protective operations. Individuals
may choose to suppress or defer their grief to mo-
ments of greater convenience, support, or pri-
vacy. While "being strong" often is necessary
when important decisions must be made or tasks
must be completed, such overcontrol can also in-
terfere with individuals' need to feel their grief.
Intellectualization and rationalization may allow
survivors to transform an awful truth into a bet-
ter or more acceptable one, dampening the pain
of the former. Humor is another adaptive means
of achieving distance from the pain of a loss while
not necessarily removing the bereaved from the
reality they face. One of the most frequently used
and effective means of coping with death, faith
facilitates the acceptance of death as part of a
plan. Religious beliefs and rituals can provide sur-
vivors with the sense that there is someone to
help them cope with the suffering as well as to
support them in facing the difficult tasks ahead.
There may be reassurance that the deceased will
be provided for in the hereafter and that the de-
ceased and the bereaved may be reunited in
heaven.

Avoidance behavior may help the bereaved
stay away from "triggers" that set off pangs of an-
guish, but it may also limit the bereaved's con-
tact with otherwise supportive people or gratify-
ing experiences. Exposure to reminders may
facilitate grief and a sense of loyalty or attach-
ment but may also place the bereaved in situa-
tions where they are constantly bombarded by
painful reminders. As a rule, people who have
usually faced other stresses in their lives with
avoidance behaviors will do so when bereaved,
while more active problem solvers may be more
likely to use exposure as a focus of adaptation to
their loss. If a particular coping strategy has served
someone well in the past, it likely will also serve
that person well in times of bereavement.

Another effective and adaptive coping mech-
anism is keeping busy, particularly involvement
in useful activity. Such efforts provide a respite
from suffering, and are sanctioned by their use-
fulness. Similarly, involvement with others may
help focus survivors on things other than their
pain while simultaneously providing a means for
them to obtain support from others. More passive
forms of distraction, such as watching television
or listening to music, also can take one's mind off
the pain and may even provide human faces and

voices, helping the bereaved stave off a sense of
isolation and loneliness. Certainly, direct verbal
and emotional expressions of inner experiences
can be a highly adaptive means of coping with the
painful aspects of grief. Most survivors experience
some sense of relief through direct catharsis.

One of the least adaptive coping strategies is
indulgence in food and alcohol or other un-
healthy activities. Bereavement is a time when
powerful, deeply felt cravings for nurturance and
security can be transformed into needs for food,
alcohol, tobacco, or sex. Sanctions against such
cravings may be overridden by a strong sense of
entitlement relating to the loss or by fatalistic or
apathetic responses. Unfortunately, when these
cravings are indulged to excess, they have the
potential to compound the challenges of be-
reavement. Especially in vulnerable persons with
preexisting problems in these areas, prompt treat-
ment intervention should be considered.

The Continuing Relationship with the
Deceased

Perhaps the most powerful means of mitigating
the anguish of losing a loved one is to maintain
a continuing relationship with the deceased per-
son. Although this at first may seem contradic-
tory, all students of human nature recognize that
relationships can be as powerful in their nonma-
terial forms—dissociated with time, place, and
even person—as they are in their material forms.
While the bereaved have lost their loved ones in
a real and substantial fashion, they have formed
attachment bonds to the deceased at emotional
levels so deep that they persist beyond the per-
son's physical death.21'27

Bereaved individuals face a dilemma. On the
one hand, there is the demand of reality to ac-
cept the loss; on the other hand, there is an
equally strong demand to maintain the lost rela-
tionship, which, although now technically illu-
sory, is nevertheless emotionally quite real and
thus requires working through for the survivor to
approach emotional homeostasis.17 The psycho-
logical purpose of the latter demand and its ef-
fects are likely to be comforting. The usual course
of bereavement includes some fluctuations be-
tween each of these states, mediated by the sur-
vivor's shifting needs and capacities.

These continuing relationships exist in many
forms, including location, continuing contact,
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symbolic representations, living legacies, rituals,
memories, and dreams. Most survivors experience
their deceased loved ones as having an existence
either in a spiritual form, often locating them in
heaven, or with some material elements located
at the site of their burial if in a cemetery or where
ashes have been scattered. Continuing contact
with the deceased is maintained in several ways.
During the early weeks and months, survivors of-
ten anticipate the abrupt return of the deceased;
they may search in crowds or hear the voice of
the deceased in otherwise nondescript sounds.
Even frank hallucinatory experiences are com-
mon, most often in the form of sensing the pres-
ence of the deceased person. The bereaved may
feel their departed loved ones hovering, watch-
ing out for and protecting them. There is frequent
communication with the deceased; survivors may
discuss or recount the events of the day, ask for
advice, or reprimand the deceased for their be-
trayal and abandonment.

Symbolic representations of the deceased of-
ten are experienced in a highly ambivalent man-
ner, as painful reminders of the deceased and si-
multaneously as valued sources of continued
contact. Symbolic items may include the person's
favorite possessions, pictures, writing, toys, rings,
hobbies, and the like. Living legacies are less sym-
bols than living "extensions" of the personality,
ideas, appearance, or other features of the de-
ceased that are borrowed and incorporated into
the life of the survivor. Thus, identification with
the deceased through ideas, traits, and manner-
isms or even symptoms creates continuity. Efforts
to "carry on" the works or traditions of the de-
ceased through individual activities, naming oth-
ers after the deceased, or memorial donations may
play a role in perpetuating the relationship.

Every culture's unique beliefs, customs, be-
haviors, and other mourning rituals that attend
to the deceased also contribute to the continu-
ing relationship. In prevailing North American
culture, for example, the funeral is an important
public acknowledgment and display. The funeral
presents reality and finality, countering the ef-
fects of denial; it garners support for the survivors;
it pays tribute and initiates memorialization.
Other ceremonies are initiated through visita-
tions with their continued show of support; con-
frontations with reality, and stimulation of mem-
ories. The funeral and memorial service as well
as subsequent holidays, birthdays, and anniver-

saries become intensified foci for the relationship,
at times exacerbating powerful affective states
that may seem as fresh as the original experience.
Over time, these reminders may become attenu-
ated, but they are generally present in some form
and to some degree.

Dreams of the deceased are quite common.
The dreamer may often be disturbed when, upon
waking, he or she must face the reality of the loss.
As time passes, memories become the most pow-
erful means of continuing the relationship. As
with all the connecting links, they are bitter-
sweet: They provide comfort in bringing the de-
ceased back to life and stimulate pain as a re-
minder of what is lost. Memories are often
selective, tending to idealize the deceased, espe-
cially in the early months after the death. In pal-
liative care, distortions of memory can be en-
hanced by prolonged illness or deterioration
where the "shadow" of illness may block certain
memories of better times together. It may be use-
ful to help such individuals free themselves from
these distorted images by encouraging their dis-
cussions of times before the person became ill.

Changes in Function

The impact of bereavement on health is well doc-
umented. Bereaved individuals are at risk not
only for mental illness11 but also for medical mor-
bidity,3'28'29 increased mortality rates,30 and
other health-damaging activities such as alcohol
and substance use.31 Both accident and suicide
rates are elevated among the bereaved,32 and gen-
eral well-being often is compromised.33 Similarly,
both social and work functioning may be im-
paired for protracted periods. As the supportive
social interactions resulting from visitations and
other mourning rituals wear off, individuals often
find themselves experiencing varying degrees of
social inhibition, withdrawal, and isolation; lone-
liness, even when the person is not alone, be-
comes one of the most dysphoric and unrelent-
ing phenomena many bereaved individuals will
face. In addition, numerous changes in role func-
tioning may be precipitated by the death of a
loved one. For example, a widower may have to
learn for the first time to cook his own meals, iron
shirts, or care for the emotional needs of young
children; a widow may need to find employment
outside the home, care for the car, or balance the
budget for the first time ever. The challenge of
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filing insurance claims or obtaining social security
benefits may appear overwhelming to a grieving
person who has never before carried out such
tasks. In palliative care, some of these new roles
may be anticipated and their mastery facilitated
by appropriate social service referrals before the
death.

Changes in Relationships

The death of a loved one alters the dynamics of
many relationships.34 Complex changes occur
within the family and close friendships. If the sur-
vivor is to blame for the fatal illness or terminal
event (e.g., if he or she was the driver in a fatal
automobile accident), guilt feelings and anger
may distance these relationships that now more
than ever need to be experienced as close and
supportive. Survivors may have to contend with
grief of surviving parents, children, in-laws,
friends, and siblings as well as with efforts to en-
list support for themselves. While there is an op-
portunity to achieve greater intimacy and repair
old wounds, there also is the converse potential
to exacerbate conflict and disruption. For widows
and widowers, the additional challenge of deal-
ing with the interactions of single life may be dif-
ficult. This task may be complicated by contin-
ued devotion to the deceased spouse, societal and
familial reactions, imputations of disloyalty from
the children, and fears of recurring loss.34'35

Identity

It should not be surprising that people living
through what is likely to be the most profoundly
disruptive experience of their lives are subject to
dramatic changes in the ways they perceive them-
selves and the world around them.16 During the
earlier phases of grief, there may be intense re-
gression as survivors feel on the verge of being
overwhelmed by the constant bombardment of
anguish, images, confusion, and disorientation.
Self-perceptions emerge of hopelessness, inade-
quacy, and incapacity—childlike regressive states
that are experienced as all enveloping and inter-
nal.23 The perspective of family, friends, and
counseling that these states are transient and that
bereaved people will emerge from them can help
the bereaved endure even the most difficult pe-
riods. As time goes on and survivors "survive"—

that is, learn of their capacity to tolerate grief,
carry on tasks, and discover new ways of dealing
with the world—new feelings and self-images
may emerge. Often, these are in the direction of
an evolving sense of strength, autonomy, as-
sertiveness, and maturity.7 Frequently, the be-
reaved become more appreciative of daily living
and perhaps even more patient, accepting, and
giving. They may start careers or change old ones,
enjoy themselves with more gusto, or find new
outlets for their creativity.

In a parallel way, they may shift from viewing
their world as rational, just, or safe. Personal
views of control and invincibility may evolve to-
ward greater flexibility and vulnerability. While
many bereaved individuals credit their faith in
God with getting them through the difficult pe-
riod, others may lose faith or remain bitter. Since
the death of a loved one evokes such powerful
and fundamentally existential issues, religious
counseling often is appreciated.

ANTICIPATORY GRIEF

The concept of "anticipatory grief is used to de-
scribe the separation anxiety experienced by pa-
tients' families and friends as they witness the pa-
tients' terminal illnesses and slow deaths.36 While
it is painful to watch someone die, individuals
can become part of the comfort-giving team,
complete unfinished business, say good-bye, clar-
ify misunderstandings, and anticipate and prepare
for social adjustments to come. Thus, they may
be more ready for bereavement when it occurs.
Some investigators have found that emotional
preparation may ease the intensity of grief after
death and diminish the risk of serious medical,
psychological, and social reactions,22'29'36"38 but
the findings are not totally consistent in this re-
gard.39

Other investigators have challenged the very
notion of anticipatory grief if the relative stays ac-
tively involved with the patient throughout the
illness.40'41 Parkes differentiates the reactions of
friends and relatives who spend time with a per-
son who is dying from those that emerge after the
death. First, he suggests that the emotional reac-
tion to discovering the prognosis is not grief, with
its attendant sense of loss and utter desolation, but
rather a feeling of intense separation anxiety or
fear. Unlike the separation anxiety seen in grief,
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however, the characteristic despair and "giving
up" do not occur. In contrast, the anticipation of
loss intensifies attachment. Thus, anticipated loss
has emotional implications different from those
of bereavement.41

The resurgence of attachment behavior that
commonly follows the discovery that a loved one
is nearing the end of life may have immediate
value for the relationship and later value for the
survivor. For example, relationships often get
closer and more honest. Even though awareness
of impending loss makes for great pain, the con-
cluding period of closeness often is treasured af-
terward. In addition, forewarning permits certain
kinds of anticipatory preparation. There is learn-
ing to live with the prospect of loss, so when the
loss in fact occurs, it is at least not unexpected.41

There is the opportunity to make plans for the
future, to the extent that such plans are not seen
as a betrayal of a dying person. But it is only af-
ter the actual loss that grief occurs.

One of the risks of forewarning is "premature"
grief. In this scenario, the physician, friends, or
family begin acting as if the person has died be-
fore the actual event, and withdrawal rather than
attachment occurs. This does no good either for
the dying person or for the eventual survivors. It
deprives individuals of the opportunity to provide
support to their dying loved ones and to prepare
emotionally for the loss. To accept the death
while the person still lives is to become vulnera-
ble to later self-accusations of having abandoned
the person before death has occurred. Preventing
premature grief is one of the difficult tasks of
terminal care. It can best be accomplished by giv-
ing open and honest information about diagno-
sis and prognosis, confirming that the informa-
tion has been understood, and ensuring that
family members get every opportunity to come to
terms themselves with the impending death.
Thus, honest and effective communication is the
antidote for premature grief.

COMPLICATIONS OF GRIEF

Zisook et al.42 has postulated separate categories
of grief complications: those that arise directly
from the process of grief itself (too little, too
much, too long) and those general medical or psy-
chiatric conditions whose onset, exacerbation, or
persistence are affected by bereavement.

Complications in the Process of Grief

Grief can occur later than expected (absent, de-
layed, or inhibited grief),43 be more severe than
considered healthy (hypertrophied grief), or last
too long (chronic grief)- Of these, only chronic
grief has any experimental validation or is gener-
ally agreed on as a "real entity."44 It is defined as
a protracted preoccupation and idealization of the
deceased person along with protracted intense dys-
phoria and pining.41'44'45 Although there is no
consensus regarding how long grief should last be-
fore it can be called chronic, it is more than un-
modulated, intense preoccupation with the de-
ceased and its interference with other relationships
or functioning that define its essence. Risk factors
for chronic grief are loss of a child,46 a dependent
or clinging relationship with the deceased,41 or
an unnatural death.24>47^9 We have rarely seen
chronic grief except after sudden and traumatic
losses, lending some experimental validation to
Prigerson et al.'s postulate that complicated grief
may be a variant of posttraumatic stress.50 Treat-
ment often is protracted and difficult, possibly re-
flecting the close association of chronic grief with
both major depression and posttraumatic stress.

High-Risk Medical and Psychiatric
Complications

Although there still is controversy over the na-
ture and extent of morbidity associated with be-
reavement, several studies suggest that at least
some bereaved individuals are vulnerable to a de-
cline in general medical health3'28'51 and possi-
bly to certain cancers,52'53 cardiovascular dis-
ease,2'54"56 and poor self-care.57 In addition, as
reviewed by Stroebe and Stroebe,58 bereaved in-
dividuals are at risk for dying; the highest risk is
in weeks to months following the loss; men are
relatively more vulnerable than women; younger
bereaved adults (especially men) are at particu-
lar risk, as may be the socially isolated; and the
best-established excesses are for heart diseases,
suicides, accidents, and liver cirrhosis. By far the
greatest risk factor for morbidity and mortality af-
ter bereavement is preexisting poor general med-
ical and psychiatric health.

Psychiatric complications are even better doc-
umented than are general medical problems. The
best-studied and most frequently cited complica-
tion of bereavement is depression. Depressive



328 Family and Staff Issues

symptoms,12'46'59"64 subsyndromal syndromes,65'66

minor depression,67 and major depression11'63 all
have been reported to be highly prevalent and
relatively persistent after bereavement. Major de-
pressive syndromes are present in about 50% of
all widows and widowers at 1 month after their
spouse's death,63 25% at 2 months after the death,
16% at 1 year,63 and 14-16% at 2 years.11'12 Sim-
ilar rates have been found in children68 and in
the elderly.66 According to the DSM-IV, if a full
major depressive syndrome has its onset within
the first 2 months of bereavement and does not
last beyond the second month, and if the depres-
sion is not too severe (i.e., no melancholia or psy-
chotic features, no suicidal ideation, and mild im-
pairment), the diagnosis should be Bereavement
rather than Major Depressive Episode. However,
Zisook and Schuchter11 have found that by the
second month, bereavement-related depressions
tend to be chronic, lead to protracted biopsy-
chosocial dysfunction, and are associated with im-
paired immunological function. Thus, all severe
major depressive syndromes, at any time, and all
full major depressive syndromes beyond the sec-
ond month of bereavement should be taken seri-
ously, considered legitimate medical concerns, and
treated as aggressively as other nonbereavement-
related depressions. Major risk factors for depres-
sion 1 year after the death include having a major
depressive syndrome at 2 months, having had in-
tense depressive symptoms earlier in life, personal
and family history of depression, youth, and poor
general medical health.11

Anxiety symptoms also are prevalent and long
lasting after bereavement.39'69 While most longi-
tudinal studies on bereavement emphasize symp-
toms rather than syndromes of anxiety, Jacobs et
al.70 found higher than expected rates of both
panic and generalized anxiety disorder through-
out the first year of spousal bereavement, agora-
phobia in the first 6 months, and social phobia
in the second 6 months. Risk factors for anxiety
symptom intensity at 7 months include intense
depression and anxiety at 2 months, nonresolu-
tion of grief, lower income, younger age, being
female, and less environmental/social support.57

Although not as relevant in palliative care, post-
traumatic-like states also have been found during
bereavement, particularly when the death is
"traumatic"71 or occurs after a disaster;49'72 when
the cause of death is suicide, homicide, or other
unnatural cause;47'73 when the death is unex-

pected;74 or when the cause of death is AIDS.75

Prigerson et al.50 has suggested that much of what
we call complicated grief may be a variant of post-
traumatic stress. When posttraumatic stress dis-
order and bereavement coexist, the treatment of
the trauma must take precedence.49

TREATMENT

General Principles

Palliative care allows ample opportunity for clin-
icians to help families and loved ones deal with
impending death as adaptively as possible. It is
important that the physician convey the serious-
ness of the illness to patients as well as to their
families. Because bad news often is met with de-
nial and numbness, it is important to have fol-
low-up discussions, anticipate and encourage
questions, and answer all queries honestly. Such
information must be given in a way that is heard
but that does not constitute an overwhelmingly
traumatic confrontation with the impending
loss.41

Although there is no general consensus about
the concept of "anticipatory grief," there is some
support for the value of counseling families and
loved ones before the death of a terminally ill
family member.76 It is important that this coun-
seling not encourage a sense of helplessness or
premature withdrawal. Honest and open com-
munication builds trust and allows the family to
address unresolved conflict, repair miscommuni-
cation, and begin to prepare for inevitable
changes. It may be important to ensure that fam-
ily members caring for a dying person do not ne-
glect their own needs. Such neglect could add to
the already heightened risks of medical and psy-
chiatric complications after the death of a loved
one. For example, it is known that bereaved in-
dividuals are at risk for premature death from car-
diovascular disease or cirrhosis.30'32 Family mem-
bers should be encouraged to maintain healthful
behavior themselves, eat and sleep well, take
their medicines, and visit physicians for routine
medical care. Similarly, the risk for protracted
and disabling depressive and anxiety disorders are
greatest for individuals with preexisting problems
in these areas. Individuals on maintenance med-
ication or in psychotherapy should continue; in-
dividuals who have had two or more past major
depressive episodes who are not on medication



Understanding and Managing Bereavement in Palliative Care 329

may want to consider prophylactic treatment to
prevent the onset of a new episode or the wors-
ening of an ongoing one.

In most cases, grief does not require profes-
sional intervention. Although painful and dis-
tressing, it is a normal reaction to loss, and most
men and women reveal remarkable adaptive ca-
pacities. However, nowhere is the adage "a sor-
row shared is a sorrow halved" more true than in
bereavement. Thus, it almost always helps for in-
dividuals to use their customary social support—
friends, family, clergy, and physician—for a
friendly ear or shoulder while the healing process
unfolds. Support groups, especially when other
social supports are not readily available, after a
particularly traumatic death (e.g., from Sudden
Infant Death Syndrome), or in high-risk groups,
may facilitate healing.77"80 In general, profes-
sional intervention should be reserved for indi-
viduals with chronic grief or who have experi-
enced grief-related psychiatric disorders.

We do not recommend treatment for absent
or delayed grief. Suppression and denial are not
illnesses or in themselves pathological; they may
be quite adaptive for individuals dealing with life
adversity. Clinicians used to think that it was un-
healthy to suppress grief,43 but several studies of
normal bereavement have found that those who
were most disturbed earlier in the bereavement
remained most disturbed later and that absent or
attenuated grief did not lead to later prob-
lems.4'11'27'39'81 Thus, minimal expressions of af-
fect should not be regarded as pathologic, and it
is not necessarily beneficial to talk about feelings
and emotions that follow the death of a close per-
son.39 On the other hand, prolonged grief that
interferes with functioning and does not allow for
the painful preoccupation with the deceased to
abate is never healthy. When it occurs, it often
is a complication or unrecognized major depres-
sion and will be ameliorated as the depression
lifts, although, on occasion, additional grief-
specific psychotherapy is necessary.82

When psychiatric disturbances—depressive
disorder, anxiety disorder, substance abuse and
dependence—occur, they should be treated as ag-
gressively as they would be in any other circum-
stance. When such disorders occur after the loss
of a loved one, they are no less virulent and de-
structive than when they occur after other stres-
sors, such as divorce, financial ruin, or a diagno-
sis of cancer, or when they occur spontaneously.

The real questions when deciding when and how
to treat are not whether or when someone died
but, rather, past history, severity and persistence
of symptoms, and degree of impairment. Histori-
cally, physicians have been reluctant to treat de-
pression or anxiety in the context of bereave-
ment, feeling that such treatment interferes with
grief and with nature's restorative properties. But
the reverse is true; depression and anxiety inter-
fere with grief. If anything, treatment of these
pathologic conditions helps facilitate griev-
ing.61'83 Thus, we advocate active treatment of
major depression and anxiety disorders that oc-
cur in the context of bereavement.

Hospice Care

One of the unique characteristics of hospice care
is a commitment to the comprehensive care of
dying patients and their families during the ter-
minal stage of illness and continuous bereave-
ment care for the survivors after the death.84 At
St. Christopher's Hospice in Britain, trained vol-
unteers visit all "high-risk" widows and widowers
in their homes 10 to 14 days after their spouse's
deaths and then provide whatever counseling and
support seems needed. In a small study to evalu-
ate this service, individuals who received the in-
tervention had better health scores and lower use
of drugs, alcohol and tobacco at follow-up than
the "high-risk" group that did not receive the in-
tervention.85 On the other hand, results of the
National Hospice Study on caregivers' postbe-
reavement status are equivocal.86 Before and af-
ter bereavement, caregivers from hospital-based
hospices were less distressed emotionally, felt less
burdened by patient care, and reported greater
satisfaction with patient care than survivors man-
aged in home-care hospices. Following the
deaths, however, home-care family members, al-
though more disturbed, scored significantly bet-
ter on a scale of social reengagement than did
hospital-based caregivers.

Despite the relative lack of well-designed out-
come studies on hospice-care bereavement ser-
vices, many of the principles of hospice care are
rightfully being integrated into general hospital
and palliative-care practices. Thus, the use of
multidisciplinary teams, ongoing to support for
families before and after the patient's death, pro-
vision of educational and community resource
material, explanation of all procedures and find-
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ings, and family conferences on request should
aid bereaved individuals cope with their loss.87

Group Psychotherapy

Short-term, interactive group treatment may help
promote grief work and potentially attenuate its
complications. Reporting on 8-week bereave-
ment groups whose members comprised individ-
uals who had lost a spouse to cancer and were un-
dergoing "normal" grief, Yalom and Vinogradov88

observed several important themes: the transition
from "we" to "I," loneliness and aloneness, free-
dom and growth, personal change necessitated by
new responsibilities and roles, questions about
the proper length of time to grieve, formation of
new relationships, and existential themes such as
lack of justice in nature and the dissolution of a
belief in personal omnipotence and immortality.
Although formal outcome data were not gath-
ered, at 1-year follow-up 34 of 36 subjects gave
high testimonials to the group. Similarly, Sum-
mers et al.89 reported lower levels of anxiety and
depression at 6-month follow-up in "high-risk"
men who had received 12 weeks of group ther-
apy for AIDS-related losses when compared to
bereaved counterparts who had not received ther-
apy. However, Leiberman and Yalom90 did not
find marked differences between experimental
and control groups of bereaved spouses after 1-
year follow-up. Clearly, more study needs to be
done on this potentially efficient preventive in-
tervention.

Individual Psychotherapy

In his classic study on bereavement following the
Coconut Grove fire in Boston, Lindemann8

stated that brief psychological management
aimed at facilitating the bereaved's "grief work"
could prevent prolonged and serious psychosocial
and medical disturbances. According to Linde-
mann, clinicians must help the bereaved accept
the pain of bereavement, review the relationship
with the deceased, and find new patterns of re-
warding interactions. Lindemann felt this could
be done in 1 to 10 interviews.

Two controlled studies were unable to provide
strong support for the efficacy of brief therapy to
prevent long-term complications.91'92 However,
Raphael93 found significant benefits for widows
given 6 to 8 sessions of individual psychotherapy

3 to 12 weeks after their husbands' deaths. Treat-
ment was geared to providing support for griev-
ing processes, including encouragement of ex-
pression of various grief affects, reviewing the
positive and negative aspects of the lost rela-
tionship, providing supportive interaction with
the widow's social network, and working through
old unresolved losses that interfered with the
pres-ent grief. Follow-up assessment at 13 months
showed significant benefits for the interactive
group in terms of decreased risk for general med-
ical and psychological complications. In particu-
lar, widows whose risk had been defined by the
perceived nonsupportiveness of their social net-
works benefited in terms of reduced health-care
utilization, while widows at risk because of am-
bivalent relationships with their husbands expe-
rienced a significant decrease in the severity of
depressive symptoms.

Other investigators have reported the useful-
ness of a variety of individual therapeutic ap-
proaches to bereaved individuals with "compli-
cated" grief 94~98 or with grief-related adjustment
disorders99 or depression.82 Worden100 and
Shuchter and Zisook17'101 advocate an individual-
ized, task-specific form of treatment that may in-
volve multiple modalities of care. Shuchter and
Zisook101 emphasize an approach that follows di-
rectly from the multidimensional model of be-
reavement that was described earlier. In this ap-
proach, the therapist has several therapeutic tasks,
including helping the patient to develop the ca-
pacity to experience, express, and integrate painful
affects; use of the most adaptive means possible of
modulating painful affects; integrate a meaningful
and acceptable continuing relationship with the
deceased spouse; maintain health and continued
functioning; achieve a successful reconfiguration
of altered relationships and the capacity to develop
new ones; and achieve an integrated, healthy self-
concept and a stable world view. Shuchter and
Zisook also emphasize the chronicity of grief—just
as the dead do not reawaken, grief never fully
ends—and the need for the therapist to remain
available, often in the background, as old conflicts
reemerge or new issues arise.

Medications

Grief per se should not be medicated. Even though
bereaved individuals often feel overwhelmed by
their anguish, despair, sadness, loneliness, sense
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of loss, and other emotional pains, most do not
require, or desire, medication. However, there are
circumstances when medication should be con-
sidered.

For individuals who develop a substantial sleep
disorder, short-term intervention with hypnotic
agents may be both helpful and humane. A per-
sistent and continuous sleep disruption with fea-
tures of early, middle, or both types of insomnia
may herald the onset of a major depression.102

When grief-related anxiety disorders become
a source of ongoing distress or interfere with func-
tioning, pharmacologic treatment should be con-
sidered. Unfortunately, there are not yet any stud-
ies on the benefits or risks of pharmacologic
treatment of any of the anxiety disorders—gen-
eralized anxiety, phobias, panic, or posttraumatic
stress disorder—that have been associated with
bereavement.

Depression is the best documented complica-
tion of bereavement. Although always a serious
problem, major depression is woefully underdiag-
nosed and rarely treated when it occurs in the
context of bereavement.103 There are no con-
trolled studies of pharmacologic treatment of
bereavement-related major depression. However,
two open studies support their safety and effi-
cacy.61'83 In each of these studies, tricyclic anti-
depressants ameliorated symptoms of depression
in widows and widowers with major depressive
episodes; such treatment did not interfere with
grief. Zisook et al. reported preliminary results
that suggested bereaved HIV-seropositive men
with major depression responded better to treat-
ment than nonbereaved men and that active
medication (fluoxetine) appeared more affective
than placebo in these individuals. Reynolds104 is
currently conducting a study to compare inter-
personal therapy, antidepressant medications,
and no treatment for bereaved individuals with
major and minor depression and has reported pre-
liminary findings that suggest psychotherapy may
be more helpful for separation distress, while
medication may be of greater benefit for treating
the depression. It will be important to follow
these ongoing studies as they are completed.

SUMMARY

Bereavement is an important component of pal-
liative care. While some individuals begin to deal

with separation issues prior to death, grief and be-
reavement begin when a loved one actually dies.
A multidimensional process, bereavement not
only creates emotional pain and turmoil but also
elicits attempts to modify the pain, requires a re-
configuration of the relationship to the person
who has died, affects medical as well as psycho-
logical and social functioning, perturbs ongoing
interpersonal relationships, and challenges the
bereaved to integrate their sense of self and the
world around them with the loss of their beloved.
Grief doesn't go away but remains a part of one's
life for as long as one lives. Despite the pain and
disruption caused by the death of a loved one,
most bereaved individuals ultimately do well,
learn to live with their loss, may grow from the
experience, and never require professional inter-
vention. However, a certain percentage of indi-
viduals may need help with their grief or with
psychiatric complications for which the bereaved
are at risk. A variety of self-help, group and in-
dividual psychotherapy, and pharmacologic in-
terventions are available.
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Ethical Issues in Palliative Care

Edmund D. Pellegrino, M.D.

It is as much the business of the physician to alleviate pain and
smooth the avenues of death, when inevitable, as it is to cure
disease.

—John Gregory (1725-1773), On the Duties and Qualifications
of Physicians

nPhe care of incurably ill persons has always
JL presented moral challenges to those who at-

tend them. For families, friends, and society,
those challenges reside in the burdens of minis-
tering to the decline of a fellow human being. To
the physician, the challenges lie in the impotence
of the medical art to forestall death and in turn-
ing the focus of that art from seeking cure to pro-
viding care and comfort and to smoothing the
"avenues of death," as John Gregory so pithily put
it. Today, these ethical challenges often devolve
on the collective responsibilities of a team of spe-
cialists engaged in the practice of intensive com-
prehensive palliative care (ICPC).1

Generically, the ethical issues surrounding the
care of patients who need palliation in dying are
no different from those encountered in the care
of any sick person. What is different is the exis-
tential predicament of the incurably ill. Their ex-
istence as sick persons is markedly altered when
the possibility of cure has been supplanted by the
realization of the reality of their impending con-
frontation with finitude. Then, if the good of the
patient is to be served, technical proficiency must
yield to compassion, comfort, and consolation.

Accordingly, this discussion of the ethical is-
sues in palliative care proceeds as follows: It be-
gins with a phenomenological description of the
existential state of the terminally ill patient; it

moves from this to the special needs of such pa-
tients, the ethical issues encountered by those
who care for them, and the resolution of ethical
conflicts that emerge from their special needs.

HISTORICAL PROLOGUE

It is difficult to discern historically when the
moral obligation to care became as important as
the obligation to cure. The evidence from the
Hippocratic era is somewhat equivocal. The pri-
macy of beneficence in the Oath,2 the exhorta-
tion to "do away with sufferings of the sick"3 and
to avoid "doing harm by useless efforts4'5 seem to
require the care of incurable cases. Yet, elsewhere,
there is the suggestion that a physician ought to
refuse to treat hopeless cases lest they reflect neg-
atively on his reputation. Edelstein thinks this
latter opinion was not the dominant one.6

However, when the nobler moral precepts of
the Hippocratic ethic were adopted and given
spiritual sanction by the teachings of the three
great monotheistic religions, care for the suffer-
ing and the dying became both a moral and a re-
ligious obligation. This synthesis is epitomized in
the parable of the Good Samaritan and actual-
ized in succeeding centuries in the traditional
commitment of Christian religious orders and

337

23



338 Ethical and Spiritual Issues

foundations to the care of the sick, the poor, and
the dying.7'8 Hospitals were founded at a time
when their major function could only have been
care of the dying, since physicians then offered
little in the way of truly effective therapeutics.
They provided the only refuge for those who had
no other place in which to suffer or to die.

John Gregory's view reflects this fusion of the
Christian tradition of solicitude for the sick and
the Hippocratic ethics. It is a combination that
dominated eighteenth-century medical ethics in
England and subsequently shaped the ethical
code of the American Medical Association.9 This
integration of care and cure is also now the preva-
lent note in nonreligious, humanistic, holistic
theories of therapeutics for both dying and
nondying patients.

SOME DEFINITIONS

At the outset, it is essential to define the way I
shall use the term intensive comprehensive pallia-
tive care (ICPC).

Palliative implies the fact that cure—that is,
return of the patient to a former or a better state
of health—is not possible and that the patient is
fatally ill and death foreseeable as a result of the
presenting disease. The patient need not be ter-
minal; death may not be foreseeable in the im-
mediate future, but it is firmly established that
whatever disease the patient suffers from is an ul-
timately fatal disease that will cause death unless
some other cause intervenes.

To palliate in these circumstances means to
ease or lessen the violence of a disease while not
yet curing it. It means to recognize the physician's
or other caregiver's inability to change the nat-
ural course of events. To palliate is to follow the
Hippocratic injunction to "lessen the violence"
of disease and to "do away with suffering."3 This
requires much more than relief of pain, though
this is the first step in palliation.

Providing comfort must be comprehensive. It
must take into account the highly individualized,
personal, and unique response of this patient to
the predicament of this sickness—a predicament
never the same for any two persons. It must be
comprehensive in that it encompasses physical
but also psychosocial comfort. Nursing care, at-
tention to spiritual and emotional needs, and
elaboration of a suitable support structure all must

be included and integrated if comprehensiveness
is to be a reality.

In a sense, CPC is healing even while the patient
is dying. This may seem at first a contradiction,
since healing means "to make whole to restore."10

Manifestly this is not possible in any ordinary
sense, since by definition a terminal or fatal ill-
ness is one in which a dying patient has pro-
gressed beyond the point of no return. But, if we
regard healing in a broader sense of establishing
a new balance, a new accommodation between
the progress of the disease and the patient's adap-
tation to the course of that disease, then healing
may occur even when the patient is dying. Heal-
ing here means to recompose the person as per-
son within the confines imposed by the knowl-
edge, inevitability, and actuality of dying.

Comprehensive palliative care is also intensive
care—that is, it brings all the capacities of med-
icine and medical care to focus on the end of pal-
liation. Palliative care must be pursued just as en-
ergetically, purposefully, and forcefully as care in
the intensive-care unit. The difference is that the
end of cure is replaced by the end of comfort, of
easing and preparing for death. In the palliative
hierarchy of patient good, the medical good takes
a lesser place, while primacy is given to other di-
mensions of patient good—his own assessment of
the good, his notion of quality of life, his good
generically as a human being, and his spiritual
good.11

This definition of CPC specifies the end or te-
los of medicine as it applies to the care of the dy-
ing patient. This telos is what determines what
actions and treatments are to be taken, as well as
the duties incumbent on the physician, nurse,
and other health professionals. It unites them as
a team, determines how conflicts among them are
to be resolved, and defines the virtues each must
exhibit. Conscious commitment to this telos con-
stitutes the act of profession, the promise implicit
in it, and the covenant that binds the health pro-
fessional when he voluntarily offers or agrees to
care for a dying patient.

Hospice programs are the place in which com-
prehensive palliative care is usually practiced in
its most intensive form. They may be free stand-
ing, hospital based, hospital affiliated, or com-
munity based. It is a mistake, however, to con-
fine palliative care to these settings and thereby
to relieve others of this responsibility. Any pa-
tient with a fatal illness, whether or not in a ter-
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minal state, is entitled to the kind and range of
ministration included under CPC. Indeed, CPC
is, in essence, holistic medicine. It is holistic care
of the patient as a human person in whom dis-
ease and illness are complex, multifaceted phe-
nomena that generate a wide spectrum of needs.
If these needs are unmet, true healing cannot oc-
cur. To be sure, CPC, like holistic medicine in
general, is an ambitious and even in some ways
a presumptuous ideal. But it is an ideal that
should guide the caregiver—a standard to work
toward even if it is not totally achievable. Pal-
liative care, in fact, in its elements, is the kind of
care owed to every patient regardless of whether
he or she is in a terminal state or in a hospice. It
is simply optimum care fitted to the special re-
quirements of individual incurably ill patients.12

THE EXISTENTIAL STATE

OF INCURABILITY

The Changing Societal Context

The ethical issues in palliative care occur within
the societal and personal contexts of death as it
is perceived in modern society. In recent years,
much attention has been given by sociologists
and historians to our changed attitudes toward
death. We have moved in Western civilization
from death as an inevitable, public, social event
in which all play a central role one day to death
as a technological failure in the march of mod-
ern medicine toward immortality. As Aries and
others have so well documented, we no longer
practice the ortes moriendi, the arts of dying,
which, from the late Middle Ages until the twen-
tieth century portrayed death as the drama that
prepares a person and her soul for communion
with God.13'14 The dying person then played the
leading role, summoning all to the bedside, issu-
ing dying statements, giving orders to his family
or forgiveness to his foes. Friend, priest, doctor,
family each had a prescribed but secondary role
among the dramatis personae of dying.

Modern society has "deprived man of his
death."15 The patient still plays a role, of course.
But now the dying person is an autonomous agent
who decides when treatment should be stopped
and ordains how she should be treated when she
loses the capacity to make decisions. She may in-
sist on treatment even when it is opposed by the

physician. The patient remains central in one
sense, but in a very different way from previously.
He or she no longer accepts death as inevitable,
since modern medicine holds promise for defeat-
ing so many serious diseases. While surrounded
by an ever-expanding health-care team, the pa-
tient may well fear more than anything else the
prospect of dying alone, isolated by her auton-
omy. She must make her own decisions, whereas
previously those decisions were made in confor-
mity with a supporting societal matrix of custom,
ritual, and belief.

Today's patient dies, too, in a social milieu in
which being ill is a defeat, an automatic ejection
from the cult of youth and health. The dying per-
son intrudes on everyone else's pursuit of business
or pleasure. In the modern world, dying is an ob-
scenity, an experience to be avoided at all costs,
(whether via pharmacology or euthanasia).

Within this milieu of isolation, alienation, de-
valuation, and rejection, the dying person must
confront his own mortality. Modern societal at-
titudes toward dying materially add to and ac-
centuate the experiential modalities of being ill,
being a patient, and being on the way to personal
extinction.

Becoming a Patient

An ill person becomes a patient when she decides
that whatever symptoms or signs she has experi-
enced have reached a state that requires that she
seek help from a health professional. Being a pa-
tient signals one's entrance into a new form of ex-
istence, one that forces a special kind of relation-
ship with another human being. Being a patient is
being in a special state of vulnerability. This vul-
nerability results from several things, as follows.

The patient is in an unequal relationship with
the caregiver: She is dependent on the caregiver's
knowledge, skill, and character. The patient has
little choice but to enter this relationship if she
wishes to be healed. She must trust that what is
recommended and what is done are in her best
interests and that she is not being exploited to
the doctor's advantage. The doctor, for his part,
in offering or agreeing to help makes a promise
that the good of the patient, in all its dimensions,
will be his primary concern—that is, that the
medical good, the good as perceived by the pa-
tient, and the good of the patient as a human be-
ing and spiritual good will all be served.
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In his healing, the doctor is obliged to respect
the patient's dignity as a human being capable of
reasoned choice according to her own values and
beliefs. Not to do so is to violate the humanity
of the sick person, an act per se maleficent. That
is why respect for autonomy is consistent with,
and not antagonistic to, beneficence. Strong pa-
ternalism violates autonomy, but it violates
beneficence, as well.

When, in addition to becoming a patient, a
person is confronted with a diagnosis and a prog-
nosis of fatality, a new order of magnitude is
added to her vulnerability.16'17 The usual phe-
nomena of vulnerability that accompany any ill-
ness are exaggerated. This, in turn, accentuates
the obligations of the physician to mitigate the
impact of that vulnerability. As a result, the usual
ethical duties and obligations of the healing re-
lationship are rendered much more urgent and
complex. The already existing inequality of
power is tipped far in the direction of the doctor,
but so, too, is the weight of obligations to pro-
tect the patient's vulnerability.

Dying patients must confront their own fini-
tude, not simply as a future, remote possibility but
as an actual, foreseeable, and immediately palpa-
ble reality. For most humans, this is the greatest
anxiety they will ever confront. They often fear
the process of dying, perhaps more than death it-
self. The fatally ill person faces the anticipation
of pain, the loss of her value in the sight of oth-
ers, and a sense of guilt for being a burden to oth-
ers. She suffers an assault on her self-image and
alienation from her own body, which is now seen
as a mortal enemy. Every progress or regress of
symptoms is a portent of the rate at which death
is advancing.

Whether or not one has been a believer, there
is a spiritual challenge in dying. The dying pa-
tient must come to some terms with the in-
evitability of her finitude. She can no longer ig-
nore the challenge to accept or reject the
question of God's existence and of life after death.
Every ill person, and, most acutely, every fatally
ill person, asks Job's questions: Why? Why me?
Why now? Some will deny, others will affirm, a
religious belief. Some will seek atonement; some,
reconciliation. None will be indifferent.

Hope, on which so much of the human ca-
pacity to face the future depends, is concomi-
tantly compromised. By definition, there is no
chance for cure. Hope must be redirected to liv-

ing the last days as well as possible, to spiritual
and moral growth, and to entering new and en-
riched relationships with friends, families, and
foes.18 Hope is transformed or extirpated, de-
pending on how the emotional and spiritual cri-
sis is addressed. To go from being a patient, even
one with a serious illness to being a patient whose
disease has been pronounced as incurable to be-
ing a patient who has been told that her death is
imminent is to go through progressive stages of
existential change. These substantially alter the
degree if not the kind of obligations owed to that
person by caregivers, whether doctor, nurse, so-
cial worker, family member, friend, or minister.

CONCRETE ETHICAL ISSUES IN

INTENSIVE COMPREHENSIVE

PALLIATIVE CARE

It is against this social and personal existential
and experiential backdrop that the specific, prac-
tical, concrete, everyday ethical issues of CPC
must be examined.

Pain Relief

The first moral obligation of any palliative-care
program is to be competent in the optimal relief
of pain.19 This is so obvious as hardly to need
mention were it not for the fact that many physi-
cians still do not treat pain properly. Measures for
pain relief are available today such that no pa-
tient need die in pain.20'21 Not to use pain med-
ication well is a moral failure that is inexcusable
and tantamount to legal malpractice, as well.

Pain medications should be used in doses suf-
ficient to control pain. They should not be with-
held or used sparingly for fear of making the pa-
tient an addict. This is surely not a problem of
consequence in patients whose death is immi-
nent. Nor is the danger of suppressing respiration
as a side effect. So long as the intention is not to
cause death but to relieve pain, if no other mea-
sure is available to relieve pain, if the patient's
relief of pain is not dependent on the death of
the patient and there is a proportionate reason
for running the risk, then high doses of narcotics
can be used.22 The moral principle of double ef-
fect would be operative under these conditions.23

We knowingly run risks of serious side effects with
any potent medication. Moreover, the fact of the
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matter is that patients given increasing doses of
narcotics develop considerable tolerance to their
respiration-depressing effects.

Pain relief alone is not sufficient. There is a
concomitant moral obligation to relieve suffer-
ing, a much more complex phenomenon whose
elements have already been outlined. Optimal re-
lief of pain and suffering are the first two morally
mandatory obligations of any physician who cares
for the incurably ill.

These obligations must be more judiciously ap-
proached with patients who have a fatal or in-
curable disease but whose death is not imminent.
Such patients may suffer from chronic pain. They
surely deserve optimal treatment. But if there are
many years yet to be lived in the natural history
of the disease, fear of addiction is a justifiable rea-
son for caution in the administration of addictive
drugs. Chronic pain is a subject of its own, a nexus
of psychosocial and physiological interacting fac-
tors that requires the most careful evaluation and
treatment. In these patients, the dangers of ad-
diction cannot lightly be dismissed. The physi-
cian's moral obligation is to refer such patients to
experts in pain management and not to fall into
the trap of escalating doses of opiates.

Freedom to Choose, Refuse,
and Request

A major ethical issue is the capacity of fatally ill
patients to make choices and to give ethically
valid consent. An ethically valid consent must
meet several criteria: (1) It must be informed, (2)
it must be free of coercion, and (3) it must be
made by a mentally competent person. This is not
the place to review the requirements for an eth-
ically valid informed consent.24 Rather I wish to
underscore the ethical issues in informed consent
peculiar to the existential state of being fatally
ill. In this state, for example, patients are ex-
ceedingly vulnerable to the suggestions of those
around them. The family and the doctor assume
central roles of power, which they must exercise
with careful regard for patients' personal wishes
and values.

The assumption is too easily made by the com-
prehensive palliative-care team that the patient
implicitly understands or accepts the full program
of care offered in a comprehensive-care setting or
a hospice program. This may not be the case at
all. As with other treatment, consent must be ex-

plicit before the patient enters the program. Spe-
cial attention is necessary to such things as the
degree of sedation a patient may wish in the re-
lief of his pain or suffering. Some patients accept
and want any degree of sedation required to at-
tain relative comfort. Others want to preserve a
certain degree of consciousness and are willing
to trade off some pain to remain in conscious
contact with family and friends or to preserve
decision-making ability.

Another example is the depth, if any, to which
patients may want their psychological, personal,
or sexual lives probed by a team intent on fer-
reting out the causes of a patient's suffering. This
is a particularly sensitive problem in the realm of
spiritual conflicts and values. Any fatal illness en-
tails grappling with spiritual issues. Fear of eter-
nal punishment, confrontation with the question
of God's existence, and desire for reconciliation
or atonement may play a role in the patient's fear
of dying. For many if not most patients the reli-
gious as well as the psychological aspects of dy-
ing are important to recognize. But others reject
and resent probing into their spiritual lives as un-
warranted intrusions. It is a mistake to assume
that entry into a hospital program implies accep-
tance of every facet of that program for the du-
ration of the illness.

These are some of the personal matters exam-
ination of which the palliative-care teams must
not assume will be welcomed by every patient.
Respect for patient autonomy requires the pa-
tient's suitably informed consent, particularly be-
fore the team begins an examination of psy-
chosocial or religious causes of suffering. For some
patients, the religious dimension may be the most
important way to find meaning in suffering.25 Re-
gardless of the caregiver's own views on religion,
there is an obligation, therefore, to offer the pa-
tient the opportunity of receiving help in con-
fronting these issues or rejecting them as she sees
fit. There is an equal obligation not to use the
patient's vulnerability as an opportunity to con-
vert him or her to the caregiver's belief system.
One may offer such help, but only if the patient
wishes it and requests it.

In an era in which there is a tendency to psy-
chologize all of life from birth to death, the same
respectful attention is necessary in probing the
inner psychic life of the dying patient with the
patient or with family members. The dividing line
between the licit exploration of the psychologi-
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cal aspects of suffering and the illicit imposition
of such probing is especially difficult to locate.
There is no clear, bright line that divides unwel-
come and offensive psychological paternalism
from beneficent identification of a treatable or
ameliorable cause of depression.

Similarly difficult is the question of what treat-
ments to offer to the dying patient. On a strong
view of autonomy, all treatments, including those
that are of the most marginal benefit, or that are
futile, should be offered. This is the consumer
view of the autonomy of the patient. On a more
moderate view of autonomy, futile treatments,
those that are ineffective in altering the natural
progress of the disease or are excessively burden-
some, ought not to be offered. Presumably, a pa-
tient who has entered a hospice program under-
stands that its purpose is to ease the process of
suffering and dying, not to effect a miraculous
cure.

Cardiopulmonary resuscitation, under ordi-
nary circumstances, frustrates this acceptance of
the inevitability of death. Yet, there are patients
who may see personal benefit in living a few days
or a week longer, for example, to see a relative,
a baby born, a child graduate. Under such cir-
cumstances, patients must be warned of the dan-
gers of cardiopulmonary resuscitation, such as the
vegetative state, rib fractures, spleen rupture, and
other conditions that may result. Except in un-
usual circumstances, cardiopulmonary resuscita-
tion should not be offered.

Telling the Truth

Truth telling poses a problem in the patient's last
days, when consciousness and cognitive capacity
may wax and wane or be lost entirely. Presum-
ably, the patient who enters a hospice program
knows he has a fatal and terminal illness. Clearly,
he knows his diagnosis and his likely prognosis.
This should be the case with dying patients in
similar circumstances outside the hospice pro-
gram. There is no way patients can participate
authentically in their own dying without know-
ing the truth. With some exceptions, to be men-
tioned later, truth telling is a requisite for com-
prehensive palliative care in any setting.

The major problems with truth telling arise
from two sources: how the truth is communicated
and cultural differences that affect the care of dy-
ing patients.26

As far as the method of truth telling goes, no
formula can be prescribed. Communication is a
highly personal interaction in which the value and
the psychological convictions of doctor and patient
meet and interact. Each meeting is a unique event.
The language and level of detail used in telling the
truth should be fitted to the patient's culture, ed-
ucational background, and age. In general, it is wise
to allow patients to direct the rate and depth of in-
formation by their questions. Patients should be
given room enough to navigate their way through
the details in their own way. Poor timing, abrupt-
ness, impatience, failure to listen, and insensitiv-
ity to the gravity and impact of the truth, are lapses
of the ethical obligation of truth telling.

In some cultures, it is customary not to give a
patient bad news or the full truth on the ground
that this destroys hope and only makes the pa-
tient more miserable.27 Some physicians, partic-
ularly older ones, stubbornly hold to this view for
all patients. Cultural differences should be re-
spected when it is clear that the patient has not
requested information, is not desirous of violat-
ing his cultural mores, and is not harmed by
dying within the formulae prescribed by his
own culture. Patients need not die the Anglo-
American way, which places much more emphasis
on personal autonomy than do other cultures.28

Sometimes a patient requests in advance that
the truth, or at least all its details, be not revealed.
Provided such a choice is genuine and that it is
made by a fully competent patient, it ought to be
respected so long as it does not so impair the
process of care in a way that causes identifiable
harm to the patient. Physicians who cannot, in
good conscience, take patient autonomy this far
should so inform the patient. They should decline
to enter the therapeutic relationship or withdraw
respectfully. To insist on telling the whole truth
over a patient's objections seems a contradictory
violation of autonomy to preserve autonomy.

Similarly, however good the doctor's intent
may be, it is a breach of trust to shape a vulner-
able patient's decision by withholding essential
facts, selecting or shaping them to achieve what
the doctor thinks best. The vulnerability of the
patient and the inequality in knowledge, physi-
cal stamina, and power between patient and
physician must always be a moral brake on doing
harm so that good may come of it.

In any case, most experienced clinicians agree
that there are very few instances in which pa-
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tients are genuinely harmed by knowing the
truth. Rather, it is the way truth is communicated
and the attitudes the doctor exhibits in telling
the truth that cause problems. With respect to
truth telling and respect for autonomy, the key
ideal is to make decisions with and /or the patient.
To this end, clinical decisions, especially in the
case of fatally ill patients, are best when they arise
somewhere between doctor and patient. If deci-
sions veer too strongly to the side of the doctor's
estimate of what is "good" for the patient, those
decisions can be harmful to the patient; if they
are too far from the physician's estimate, they may
pose moral conflicts for the physician. In their
zeal to do good, or in their enjoyment of the sat-
isfaction of doing so, physicians may uncon-
sciously be tempted to intimidate the patient or
to "take over" in the name of relieving the pa-
tient of the anguish of decision making.

eluding physicians) can so accurately predict the
clinical circumstances of their final days that they
are able while still competent to write precise or-
ders to for others to carry out when the time ar-
rives. Doctor, patient, surrogate, and advance di-
rective may in the actual moment of decision
making conflict with one another. If this occurs,
the determining factor should be the best inter-
ests of the patient, determined among and be-
tween those who have a fiduciary obligation to
protect the patient's interest, including doctors,
nurses, chaplains, family, friends, and surrogates.
If discussion and dialogue fail to resolve dis-
agreements, an ethics committee often can be
useful. Its purpose is not to substitute for the valid
decision makers but to assist them to resolve dif-
ferences. The use and abuse of ethics committees
are separate topics too large to be examined in
this chapter.

Surrogate Decision Making

When patients lose the capacity for self-gover-
nance, their moral right to make decisions is
transferred to surrogates. This surrogate may be
designated by the patient before he loses his ca-
pacity to decide. Surrogates can be designated by
word of mouth, by execution of a durable power
of attorney for health, by legal definition in some
states of the United States, or de facto by virtue
of being the available next of kin.

However designated, the surrogate is vested
with the moral authority to make decisions in the
place of the patient. This authority is not ab-
solute.27 For one thing, the physician remains
morally bound to protect the welfare of the pa-
tient. Physicians cannot abrogate this fiduciary
responsibility. The physician must write the or-
der that affects the patient and thus cannot es-
cape moral complicity. As a result, the physician
has an obligation, within reasonable limits, to as-
certain the moral validity of a surrogate, regard-
less of the way that surrogate is designated. The
physician must assess whether the surrogate ac-
tually knows the patient's wishes or values, has a
financial or emotional conflict of interest in the
decision, or is making the decision as if she were
the patient and not as the patient himself would
have made it.

Conflicts may occur between surrogates and
physician or between both and an advance di-
rective, such as a living will. Few people (in-

Physician and Surrogate Autonomy

Like the autonomy of the patient, the autonomy
of surrogates is not absolute. Autonomy is lim-
ited when it is patently not in the interest of an
incompetent patient, when it results in injury to
third parties, when it violates the physician's
moral integrity or her perception of what is sci-
entifically valid medicine, or when the criteria for
a decision are themselves not morally defensible,
for example, when quality-of-life or economic cri-
teria are used to decide the fate of a patient in a
permanent vegetative state who has not previ-
ously expressed preferences on these matters.

Economic and quality-of-life criteria are valid
if employed by the patient in her living will or
transmitted to a morally valid surrogate. They are
not valid if used as reason to withhold a pallia-
tive treatment that would be of benefit to the pa-
tient. In our era of concern for rising health ex-
penditures and the dominant cult of youth and
health, there is great danger of devaluing the lives
of whole segments of society (the elderly, the
handicapped, or the terminally ill) because of a
"poor" quality of life. If assisted suicide and eu-
thanasia are legalized or socially tolerated, as in
the Netherlands, the danger is accentuated, and
involuntary and nonvoluntary euthanasia be-
came realities.28'29

Intensive comprehensive palliative care is the
rational alternative to euthanasia and assisted sui-
cide. It is an inescapable moral obligation for any-
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one who oppose assisted suicide and euthanasia
as immoral to provide such care. Hospices in par-
ticular must be exceedingly careful not to permit
any kind of assisted suicide or euthanasia within
their programs. They can too easily become so-
ciety's designated agents of death, not its haven
for fully human, sympathetic, truly compassion-
ate care and dying.

This does not in any way imply that ICPC is
inconsistent with the cessation of care that is fu-
tile—that is, ineffective, nonbeneficial, and/or
excessively burdensome. Nor does it imply that
pain relief and comfort are in any way to be com-
promised, even if the use of narcotics or sedatives
intended to relieve pain and suffering results in
unintended death. Intentional hastening of death
and withdrawal of noneffective life-sustaining
care must be distinguished carefully.30 Preserving
the distinction is particularly important when
dealing with the vulnerability of patients with fa-
tal and terminal illnesses. The moral philosophy
of intention is a neglected subject in ethics, where
utilitarianism is the dominant theory, yet inten-
tion is an essential element in evaluating the
moral status of any human act.31

Alternative and
Experimental Treatment

Patients in whom the diagnosis of a fatal or ter-
minal illness has been made are understandably
desperate for some alternative to standard or sci-
entific medicine. Families and friends in an effort
to be helpful may urge nonstandard therapies on
patients. These may range from relatively in-
nocuous high-dosage multivitamin, herbal, di-
etary, or behavioral therapies to toxic, highly ex-
pensive, or burdensome treatments.

The ethical obligation of the physician, mind-
ful of the desperation of family, friends, and pa-
tient, is always to present the scientific viewpoint,
nonjudgmentally and respectfully. In general, al-
ternate therapies that are not positively harmful
can be tolerated. But, alternative therapies that
are harmful or interfere with proven beneficial
therapy should always be refused. Physicians will
vary in where they draw the line. Neither ab-
solute capitulation to patient requests nor ab-
solute rejection seems justifiable in light of the
aims of comprehensive palliative care.

Similarly, patients in a clinical state that re-
quires palliative care are often eager to be exper-

imental subjects in hopes that an untried treat-
ment might alter the fatal thrust of their illness.
Fully competent patients can legitimately partic-
ipate as experimental subjects if they give in-
formed consent, if the procedure is relatively safe,
and if it is potentially of value for the patient or
for others similarly afflicted. For reasons already
outlined, the complexities of informal consent for
experimental care in patients receiving palliative
care require particular attention.

With patients who cannot give consent, re-
search is admissible only in the most narrowly de-
fined conditions—if danger and discomfort are
nonexistent and the benefits to others significant.
For such subjects, consent must be given by
morally valid surrogates, as well as by an institu-
tional review board. Anticipatory declarations
made by patients while competent that give un-
specified permission for research are too easily sus-
ceptible to abuse to be morally admissible.

Conflicts between the physician's role as care
provider and his role as clinical scientist are com-
plicated with any kind of human subject re-
search.32 These conflicts are yet to be resolved in
any definitive way. With terminally ill patients
and patients in vegetative states, they are mag-
nified. The caregiver physician's role is primarily
to serve as guardian of the patient, given the
enormous possibility for abuse in research with
terminally ill patients. If any such research is un-
dertaken under rigorous control, the investigator
must not be the caregiver physician.

Heroic treatments are sought by some patients
and physicians who hope with one throw of the
dice to reverse the expected course of the disease.
This is a scenario more imagined than actualized.
Under rigorously controlled conditions, where
preliminary results are promising, where death is
inevitable, where the patient is fully competent,
and where conflicts of interest on the part of the
investigator are minimal, such research may be
allowable. On the whole, the danger of turning
a fatally ill human being into a test object is suf-
ficient great to make heroic treatments allowable
only if ever under the rarest of circumstances.

Ethics of the Palliative-Care Team

Intensive palliative care of necessity requires a
team of caregivers, and this introduces the spe-
cial ethical issues that arise in collective activ-
ity.33 No one physician or nurse can possibly meet
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the requirement to be "comprehensive" in the
sense the term is used—that is, to designate care
aimed at meeting the combined physical, psy-
chosocial, spiritual, and personal needs of the dy-
ing person. The advantages of cooperative team
care bring with them a variety of ethical issues,
some general to team care and some specific to
the care of incurably ill persons.34"36

To begin with, there is the question of how
accountability is to be divided. Three possibili-
ties exist: Responsibility may reside in one team
member; responsibility may be assigned to each
member relative to his or her function in the
team; and there may be true collective responsi-
bility in which each team member shares re-
sponsibility for the whole team's actions. There
seems no clear way to disentangle them entirely.

The physician writes the orders and is ulti-
mately responsible for the patient's care, since
those orders affect the welfare of the patient even
if they are recommended and agreed to by other
members of the team. On the other hand, nurses,
chaplains, social workers, and psychiatrists are
professionals in their own right; all have a code
of ethics that makes them responsible for that
part of care they provide. They cannot be asked
to violate their professional ethics by any other
member, even the doctor. Any member who co-
operates in, or fails to object to, any harmful act
is a moral accomplice. Every team member in that
sense shares in the collective responsibility of the
whole team for the care provided.

Another complicating factor is the consider-
able overlap of roles and responsibilities in pal-
liative care. To be sure, each member has special
expertise that defines his profession, and each is
responsible for applying that expertise to achiev-
ing the ends of palliative care. But it would be
artificial to confine the physician to the realm of
technical expert and to assign the work of caring
and advocacy to the nurse, the psychosocial as-
pect to the social worker and the psychiatrist, or
the spiritual aspect solely to the chaplain. Each
team member has a responsibility for palliative
care, which, unlike medical or other technical
procedures, can never be discontinued or aban-
doned or neglected by any team member. All
team members must apply their expertise hu-
manely, sensitively, and compassionately.

An additional issue in team ethics is when to
"blow the whistle"—to object if harm is being
done or incompetence is observed. Everyone is

obliged to be on the patient's "side"—to be an
advocate. Team members must beware of seeing
themselves as the only ones who understand the
patient's plight and needs. Each must also feel re-
sponsible for the total team effort and refuse to
let territorial prerogatives interfere with a pa-
tient's access to necessary care no matter who
makes it available. Each must remember that in-
trateam conflict has moral implications because
it affects the care the patient receives.

Another set of issues revolves around team dy-
namics. In the interest of team harmony, mem-
bers can become too compliant. Members can be
enveloped in the satisfaction of their own per-
sonal needs, in doing "good." Others may com-
plain of the "anguish of the caregiver" manifested
in themselves and their colleagues.37 Self-pity
and self-righteousness are subtle tendencies in
those who attend dying and suffering patients.
Some may be so infatuated with the superiority
of group wisdom that the patient's wisdom about
his own body and psyche are ignored.

Finally, there is the proper exercise of the role
of team leader. This is becoming less the role of
a "captain" or leader and more that of facilitator
or convener. Patient and family members have
roles to play as members of the palliative-care
team. As always, the ethical imperative must be
the impact of any decision on the comprehensive
care of the patient, keeping the goal of palliation
always in view.

Too often the palliative-care team develops
such a conviction that it is "doing good" that it
becomes self-justifying, in a way invading the pri-
vacy as well as the autonomy of the patient. Dy-
ing patients fear dying alone. They also fear "do-
gooders" who appropriate patients' misfortunates
to serve their own psychological needs. This is a
distorted notion of beneficence that reduces pa-
tient to projects of others' need for expressing
their own altruism. The result is infantalized pa-
tients who are smothered by a "system" that can
all too easily become standardized in just the sit-
uation where individualized, personalized, and
differentiated care is most urgently needed.

Comprehensive Palliative
Care Ideologized

As a concept and as a moral obligation, ICPC is
an admirable and necessary method for the care
of the terminally and incurably ill patient. Its eth-
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ical status is firmly grounded in the existential
and experiential predicament of patients who are
directly confronting their finitude. Yet, as with
any powerful concept, ICPC can become an ide'
ology, a self-justify ing way to deal with a ubiqui-
tous human problem. This "ideologization" is
manifest in several ways.

First of all is the medicalization of care for the
dying, which is both a unique and a universal hu-
man experience. For centuries caring for the
moribund was the responsibility of families,
friends, and family doctors and nurses. Now it has
become a professional specialty. There are obvi-
ous advantages to such a transformation but also
some dangers. Where there are specialists, we
tend to turn the task over to them and relieve
ourselves of responsibility. This is unfortunate
and may not at all serve the needs of the sick.

All the needs encompassed by comprehensive
palliative care cannot be met, since the number of
specialists is limited. But even if they were avail-
able, the crucial aspects of palliative care rely on
humane, compassionate, and sensitive responses to
the predicament of suffering. These are not nec-
essarily technical skills. They depend on qualities
of personal commitment that belong to those who
have a genuine, friendly interest in the patient. A
professional relationship cannot substitute for nor
even approximate this kind of commitment. While
family and friends are usually incorporated into a
ICPC program, they are necessarily under control
of the team. This may result in a tendency to ma-
nipulate patients, family, and friends so that they
conform to a formularized way of dying. When
ICPC is ideologized, it can tyrannize and psychol-
ogize every aspect of dying, not always benefi-
cently, it then discourages and displaces those
other nonprofessionals to whom the patient has
turned in other life crises.

A certain amount of denial, depression, and
alienation accompanies the knowledge one is dy-
ing. Some of this is quite normal. Many patients
can deal with this knowledge informally, allow-
ing a certain amount of denial or a certain de-
gree of wanting to "hang on" rather than give in.
Some patients want to protect their privacy
against invasion and probing by zealous profes-
sionals determined to do "their thing," to make
the patient die according to formula. Some pa-
tients want to die 'facing the wall' and not the
team. This was once "normal" and may still be
for some patients.

None of this is to contravene the enormous
value of ICPC. It points, rather, to the frustra-
tion of the ends and purposes of palliative care if
it is applied mindlessly or more for the satisfac-
tions of those who have made it their specialty
than for those whom it is meant to serve. Like
every other powerful therapeutic tool, ICPC used
within ethical constraints is a great help to the
dying person. Used inappropriately, it becomes a
travesty, a distortion of the compassion and com-
fort it so proudly promises and the patient so des-
perately needs.

Food and Hydration

Withholding or withdrawing food and fluid from
dying patients is a much-debated ethical dilemma.38

That debate can be touched on only sketchily
here. Some of the disputed issues are these: Are
food and fluids similar in all respects to medical
treatments and therefore to be withdrawn under
the same conditions as respirators? Are they sym-
bolically and actually such ordinary measures and
signs of care as rarely to be discontinued? These
questions may be answered differently when the
patient is fully competent, when he is in a per-
manent vegetative state, when he is in a state of
waxing and waning consciousness.

These questions also occur, of course, outside
the perimeters of palliative care, although, as
with the other ethical issues we have been dis-
cussing, they take on special urgency when death
is imminent and unavoidable. For the purposes of
this chapter, can only summarize the ethical is-
sues that I have discussed in more detail else-
where.39

Anorexic patients who refuse food by mouth
or take it in small and insufficient quantities
should not be forced to eat more; nor should they
be fed artificially against their wills. On the other
hand, a lax and negligent attitude that makes no
reasonable effort to help the patient take in food
and fluids is not defensible, particularly if there
is an intention of hastening death.

With patients who are in a permanent vege-
tative state, food and hydration should be main-
tained unless the process becomes overly bur-
densome—for example, if aspiration pneumonia,
esophageal or nasal ulcerations, or pulmonary
edema occur. These may distort the balance
between putative harm and benefit to such an
extent that the normal presumption in favor of
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sustaining nutrition and hydration becomes
injurious.

CONCLUSION

Intensive comprehensive palliative care is, in
essence, the extension of the comprehensive and
holistic care all patients are entitled to. It is re-
vised to meet the special needs of the incurably
ill. In meeting those needs, palliative care pre-
sents ethical issues similar to those encountered
in the care of any seriously ill patient. But these
ethical issues taken on special dimensions and
emphases because of the existential realities of
modern-day societal attitudes toward dying and
the predicament of the dying patient within that
social context.
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The ethical and legal debate over physician-
assisted suicide and euthanasia has gone on

and will likely continue for quite some time. Se-
rious consideration is being given to legalizing
these practices, as can be seen in a growing num-
ber of legal decisions and state referenda.1"3 Some
of the central issues discussed are whether eu-
thanasia and physician-assisted suicide are
morally acceptable practices, whether legaliza-
tion of these practices would produce a "slippery
slope" effect, causing wrongful deaths, and
whether individuals have the right to control the
timing and manner of their deaths. Issues of pa-
tient autonomy and the "right to die" are at the
cornerstone of the public debate for the propo-
nents of euthanasia and assisted suicide. Oppo-
nents to legalization argue that our current
health-care system is not providing adequate pal-
liative care, thorough psychiatric evaluations, or
appropriate interventions to many dying patients.
These opponents believe that, until these causes
of concern are addressed, any discussion of legal-
izing euthanasia or assisted suicide is premature.

As the debate goes on, clinicians continue to
be left to face the practical concerns and prob-
lems of managing the care of dying patients. Ad-
vocates for the "right to die" base their views on
the assumption that a request to hasten death in
a terminally ill patient represents a "rational act"

that in not all instances has been influenced by
distressing physical symptoms or comorbid psy-
chiatric conditions. While this may be true in a
small minority of situations, the majority of pa-
tients who request hastened death are facing un-
treated psychiatric conditions and poorly con-
trolled physical symptoms.4 Advocates for the
"right to die" usually highlight the shortcomings
in the care of terminally ill and chronically ill pa-
tients, leaving already vulnerable dying patients
more frightened. Recognition and management
of the influence of public opinion and media cov-
erage of this issue on dying patients is just one of
many challenges health-care professionals must
deal with in working with terminally ill patients
who request euthanasia or physician-assisted sui-
cide.

Several researchers have attempted to study at-
titudes toward euthanasia and physician-assisted
suicide among the lay public, medical profes-
sionals, and terminally ill patients. Among the
general public, more than 60% favor the legal-
ization of voluntary euthanasia for patients with
terminal illness.5'6 In recent surveys of physicians,
28-40% of those responding reported that in
some circumstances they would perform eu-
thanasia if it were legal.7"10 Patient attitudes have
also been reported. Owens et al.11 surveyed can-
cer patients and found that a third of the patient
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sample indicated that suicide and/or euthanasia
would play some role in their future. Pain was the
most common reason reported for considering
suicide. In a 1988 survey, 57% of California
physicians responding reported that they had
been asked by terminally ill patients to hasten
death. The primary reasons for such requests for
physician-assisted suicide were persistent pain
and terminal illness.12 Chochinov et al.13 found
that pain, low levels of family support, and de-
pression were correlated with a pervasive desire
to die in terminally ill inpatients.

Similarly, in a study of ambulatory AIDS pa-
tients,14 depression and psychological distress
were significant correlates to favorable attitudes
toward physician-assisted suicide. Tindall et al.15

found in a study of persons with severe HIV dis-
ease that approximately 90% of the sample would
personally like to have the option of euthanasia
available if they were given a life-threatening di-
agnosis. In this same group, 86% stated that they
were afraid of physical suffering, but only 19%
stated that they were afraid of death. Pain and
physical suffering seem to be paramount factors
leading to favorable attitudes to euthanasia and
physician-assisted suicide, but other important
variables mentioned in these reports are fear of
dependency, of other distressing symptoms, of loss
of dignity, and of loss of ability to lead a pur-
poseful life (see Table 24.1).

As the public attitude toward euthanasia and
physician-assisted suicide grows more favorable,
clinicians involved in the primary or palliative
care of patients with cancer, AIDS, and other
chronic illnesses will be confronted with requests
from patients and their significant others for as-
sistance in hastening death. In such situations,
the ethical and legal debates are transformed into

Table 24.1 Desire-to-die Vulnerability Factors

Advanced illness, poor prognosis
Uncontrolled pain
Depression, hopelessness
Delirium, disinhibition

Loss of control, helplessness
Preexisting psychopathology
Exhaustion, fatigue
Lack of social support
Perceived loss of dignity
Loss of purpose and meaning of life

Adapted and modified from Breitbart, 1990

existential and clinical challenges. Clinicians
need to have sufficient knowledge and under-
standing of end-of-life issues to ensure that the
debate over patients' right to die does not obscure
patients' right to quality palliative care. Physi-
cians and other health-care providers also need
to be aware of the intense emotional connection
that they can develop with patients, especially if
the relationship is long and their identification
with the patient is strong.4 Sharing the responsi-
bilities of care for the terminally ill patient with
a multidisciplinary team allows for the best care
of the patient.

UNDERSTANDING AND ADDRESSING

THE NEEDS OF PATIENTS WHO

REQUEST EUTHANASIA OR

PHYSICIAN-ASSISTED SUICIDE

Thoughts of death and dying, along with fleeting
thoughts of hastening death, are common among
terminally ill patients. But it should not be as-
sumed that thoughts of ending one's life or re-
quests to hasten death are part of the ordinary ex-
perience of these patients or that these requests
are rational expressions of patient autonomy. The
complex nature of such requests and the multi-
ple factors that go into them can never be cap-
tured in one-dimensional surveys; rather, these
requests need to be explored and understood in
the context of the individual patient experience.
How symptoms and suffering have been addressed
in the past has set up the patient's expectations
and concerns about the future. Requests for eu-
thanasia or physician-assisted suicide should be
viewed as a call for help; they are an indication
that something is not going right, that the pa-
tient's pain, suffering, and/or fears are not being
adequately treated or have not been resolved.

Throughout this chapter, statements of termi-
nally ill patients about their personal experiences
and emotions are presented. These statements
were recorded verbatim by one of the authors
(NC) working in the Supportive Care Program
of the Pain Service at Memorial Sloan-Kettering
Cancer Center.16 They do not express the speak-
ers' feelings about euthanasia or physician-as-
sisted suicide but rather contain expressions of
the suffering that patients go through in our so-
ciety, suffering that often goes unrecognized or
untreated because the resources and the com-
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mitment necessary for the care of the terminally
ill are not adequate in our current health-care sys-
tem. The act of listening to these personal nar-
ratives helps ameliorate suffering. When not at-
tended to, this suffering can influence patient
requests for euthanasia and assisted suicide.

Pain and Symptom Management

The pain was so bad yesterday, if I had had a gun
I would have shot myself. It's better now.

Acute, overwhelming pain can cause desperation
in patients and push them to desire death. Ade-
quate pain management must address the actual
physical pain, as well as the fear of having in-
tractable pain. People learn to trust that pain will
be relieved by their experience of pain relief. Dy-
ing patients, along with the general public, are
exposed to newspapers, television programs, and
perhaps, experiences with other family members
or friends that can give them a preconceived no-
tion of how their illnesses may progress. One of
the most popular television dramas of the 1990s,
ER, in one episode depicted a dying cancer pa-
tient who lived her final few days with severe, un-
relenting pain. This portrayal is very one sided,
but it reached a large audience and undoubtedly
left a long-lasting impression. Unfortunately,
many of patients' concerns (especially cancer and
AIDS patients) about pain and its undertreat-
ment are legitimate.

Prevalence studies report that one-third of can-
cer patients in active therapy and two-thirds of
cancer patients with far-advanced disease have
significant pain.17'18 Pain in AIDS is also often se-
vere and highly prevalent, affecting 40% to 60%
of patients.19"21 The World Health Organization
Cancer and Palliative Care Unit has reported that
4.5 million patients from developing and devel-
oped countries die each year with uncontrolled
pain.22 Pain in AIDS is also dramatically under-
treated; a recent study indicated that 49% of AIDS
patients in the sample who were experiencing
moderate to severe pain were not receiving any
analgesic therapy.23 Uncontrolled pain is repeat-
edly cited as an important contributing factor
among patients who have suicidal ideation11'24

and is the primary reason cancer patients request
physician-assisted suicide or euthanasia.12'25

There have been great advances in the man-
agement of pain in the past decade. New method-

ologies for diagnosing and assessing pain, the
identification of various pain syndromes, and the
development of guidelines for a therapeutic ap-
proach to the management of pain have all con-
tributed to a comprehensive body of knowledge.
It has been demonstrated that more than 90% of
cancer pain can be managed with uncomplicated
drug therapies.26 Yet, there still remains an un-
acceptable level of undertreatment. Barriers to ef-
fective pain management include a lack of
knowledge and training among health-care pro-
fessionals in the use of pharmacological ap-
proaches to cancer pain management; fears of ad-
diction by physician and patients; and current
restrictions in the health-care system that inter-
fere with the delivery of effective pain manage-
ment.27

Although there is a growing number of hos-
pice programs, dying patients are cared for in large
part by primary-care physicians and nurses, most
of whom have had no formal educational train-
ing in pain management or symptom control in
terminally ill patients. There needs to be a greater
commitment to educate and train the practi-
tioners who work with these patients so that clin-
icians acquire knowledge of and training in all
methods of pharmacological interventions. The
use of opioids is the mainstay of therapy for can-
cer patients with pain, but fears of addiction have
prevented patients from receiving adequate treat-
ment. Patients need to be educated about the dif-
ference among physical dependence, tolerance,
and psychological dependence or addiction. Clin-
icians who are familiar and comfortable with the
use of opioids and adjuvant analgesics are able to
convey to their patients an assurance that their
pain and comfort needs will be met. Availability
of palliative-care interventions should be ex-
plained. Often patients and families do not know
the questions to ask, and it is helpful for clini-
cians to start the conversation. Clinician should
take an active role early on in treatment to iden-
tify patients' concerns and to make a commit-
ment to patients that their pain and other dis-
tressing symptoms will be aggressively treated.
Patients will then feel more supported and gain
more confidence in their treatment. Thoughts of
suicide and requests for euthanasia may be di-
minished by greater attention to palliative care.

Physicians also need to be able to distinguish,
for patients as well as for themselves, between
pain control and euthanasia. The intent of pain
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control is to relieve pain and/or suffering. The ad-
ministration of opioids, barbiturates, and other
adjuvant medications may be necessary to pro-
vide comfort. Treatment of pain is never a form
of euthanasia. Aggressive and appropriate treat-
ment will be curtailed if physicians do not accept
this differentiation. When issues of pain and
symptom management are discussed, physicians
should also explore patients' feelings about di-
minished alertness in the event that medications
that induce drowsiness or sedation are required
to relieve suffering. Any limitation in providing
appropriate pain management interventions can
leave patients susceptible to suffering and exac-
erbate thoughts of suicide and requests for eu-
thanasia.

Depression and Other Psychological
Symptoms

I've hod a weekend of real fatigue and depression.
It makes me feel very lonely, like there's no one
who really understands what it's like, feeling that
your options are running out. Cancer appearing
all over the media, radio, TV, magazines, termi-
nal cancer a major element, puts me into a gray,
gray mood.

Depressed mood and sadness can be appropriate
responses as patients with life-threatening ill-
nesses face death. These emotions can be mani-
festations of anticipatory grief over the impend-
ing loss of one's life, health, connections to loved
ones, and autonomy. At times, however, they sig-
nal the presence of a major depressive syndrome.
As several studies have demonstrated, depression
often influences a person's request to die.

In a recent study of 200 terminally ill inpa-
tients, Chochinov et al.13 found that occasional
wishes that death would come soon were com-
mon (reported by 44.5% of the patients), with
8.5% of the patients acknowledging a serious,
pervasive desire to die. Pain and low levels of fam-
ily support were correlated with the desire for
death in this population, but the most significant
correlate with the desire for death was depression.
Similarly, in a study of ambulatory AIDS pa-
tients14 that examined predictors of favorable at-
titudes toward physician-assisted suicide, depres-
sion and psychological distress were the most
statistically significant correlates. Given these

findings, the accurate identification of depression
is crucial when working with terminally ill pa-
tients, yet the diagnosis of depression is often
missed in the medical setting.28'29

It is a challenge for clinicians to recognize the
symptoms of depression in patients with advanced
disease. The presence of neurovegetative signs and
symptoms of depression, such as fatigue, loss of en-
ergy, and other somatic symptoms, confounds a
diagnosis of depression. The clinician needs to rely
more on the psychological and cognitive symp-
toms of major depression, such as worthlessness,
hopelessness, loss of social interest, and suicidal
ideation. The issue is further complicated by the
association between high rates of symptoms and
depression30 and the overlapping symptoms of
normal sorrow and depression. How is the clini-
cian to interpret feelings of hopelessness in the
dying patient when there is no hope of recovery?
While many patients never hope for a cure, they
are able to maintain hope that pain can be con-
trolled and quality of life can be maintained.
Hopelessness that is pervasive and accompanied
by a sense of despair or despondency is likely a
symptom of a depressive disorder.

The patient with life-threatening illness pre-
sents with a complex mixture of physical and psy-
chological symptoms, which makes the recogni-
tion of symptoms of anxiety that requires
treatment challenging. Patients with anxiety
complain of tension or restlessness, or they ex-
hibit jitteriness, autonomic hyperactivity, vigi-
lance, insomnia, distractibility, shortness of
breath, numbness, apprehension, worry, or rumi-
nation. Often the physical or somatic manifesta-
tions of anxiety overshadow the psychological or
cognitive ones and are the symptoms that the pa-
tient presents.31 The clinician must use these
symptoms as a cue to inquire about the patient's
psychological state, which is commonly one of
fear, worry, or apprehension. The assumption
that a high level of anxiety is inevitably en-
countered during the advanced phases of illness
is neither helpful nor accurate for diagnostic and
treatment purposes. Intervention and initiation
of treatment can curtail problematic patient be-
havior, such as noncompliance due to anxiety,
and improve family and staff reactions to the pa-
tient.

Organic mental disorders are also common in
patients with advanced disease. The presence of
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these syndromes in patients voicing requests for
hastened death, assisted suicide, and euthanasia,
perhaps more than any other psychiatric compli-
cation, tempers the rationality of such requests
with these patients. While virtually all forms of or-
ganic mental syndromes can be present in patients
with advanced disease, the most common include
delirium, dementia, and organic mood and anxi-
ety disorders. Yet, the diagnosis of organic mental
syndrome is often overlooked. The earliest symp-
toms of dementia are often mistaken for functional
psychiatric disturbance. Patients often react with
disbelief, denial, numbness, irritability, feelings of
hopelessness, and, occasionally, suicidal ideation.
These symptoms are common in major depression,
anxiety disorders, and adjustment disorders and are
easily misconstrued as understandable reactions to
the diagnosis of a life-threatening illness rather
than as signs of early encephalopathy.32 As de-
mentia progresses, the organic nature of the psy-
chiatric symptoms becomes more obvious. Formal
neuropsychological testing can be quite helpful in
accurately documenting AIDS dementia complex
and in distinguishing it from depression or an ad-
justment disorder.

The presence of an organic mental syndrome
complicates the assessment of the desire to has-
ten death in patients with terminal illnesses. It
can be difficult to determine whether the organic
mental syndrome is transient or permanent,
whether it affects the patient's competence, and
whether the attitudes expressed by the patient are
similar to those the patient held prior to the de-
velopment of cognitive problems.

Dependency and Loss Issues

I've thought of suicide, and yet I love life. It's
boring and a chore to be sick. I'm afraid of starv-
ing to death. I'm afraid of losing Lucy. I'm deeply
in love with life and I'm deeply in love with my
wife, and I want to retain that state of being.
Lucy gave me hope. I'm afraid I won't like the
food she makes and she will be disgusted. Life de-
pends on eating. I'm afraid people are planning
my death and not telling me about it. I'm scared
shitless. I'm an anxious person. I've felt the void
and emptiness of not existing.

The sense that they are a burden on family mem-
bers can be very distressing to chronically and ter-

minally ill patients. Results of a survey published
in 199425 found that for noncancer patients (i.e.,
patients with ischaemic heart disease, strokes,
other circulatory respiratory diseases, and
Alzheimer's), the feeling that an earlier death
would have been better, as well as requests for eu-
thanasia, was related predominantly to issues of
dependency. The dying patient's relationships
with family and significant others are frequently
pushed to the limit. The family members are deal-
ing with their own feelings of anger, confusion,
anticipatory grief, and hopelessness while trying
to meet the needs of the sick person. Relatives
may find themselves overwhelmed. Patients can
see this and become concerned for the family,
which is in fact carrying an increased burden in
our current health-care system. Patients also of-
ten take on the responsibility of not wanting to
disappoint the health professionals involved in
their treatment; as the illness progresses and there
is less hope of a cure or prolongation of life, pa-
tients may feel guilty for failing to get better. Pa-
tients' requests for euthanasia or assisted suicide
may be seen as an appropriate decision in the at-
tempt to protect the family and clinicians against
the despair, financial expense, and sacrifice in-
volved with taking care of a terminally ill patient.

Options should be made available to patients
and their families when there is concern about
the burden of care. Additional resources, such as
home health aides and visiting nurses, may be of-
fered. Moving the patient from the home to the
hospital or providing respite care are further pos-
sibilities. Reassurance given to family members
and other caretakers that their stress and disap-
pointment are natural reactions because they love
and care for the patient can also alleviate some
of the concern the patient may be feeling.

I have no control, my adulthood has been taken
away from me, I'm told what to take and when,
when I can and cannot go out, I make no decisions,
no one knows how I feel. I want to learn what I
can and cannot do through trying.

Loss of autonomy, which is often equated with
loss of dignity, is commonly cited by advocates
for euthanasia and assisted suicide as reason to fa-
vor these practices. There are numerous exam-
ples of how patients' individual needs and rights
are subjugated by our health-care system. This de-
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scription of a patient's experience demonstrates
the way that patients are assigned the subordi-
nate role while receiving medical care:

In the Admitting Office to which he went with
overwhelming fear, [the patient] signed innumer-
able forms, including permission for all kinds of pos-
sible surgery. He also indicated his next of kin and
signed all his valuables and identification over to
the hospital safe. He was given a wrist label which
could not be removed easily... . The patient was
given a gown which did not quite close in the back,
making it embarrassing to leave his room. . . . In
some cases, the patient is put to bed with the
siderails up as an infant is kept in a crib for his own
protection. Such patients must ask permission even
to go to the bathroom.33

Patients are asked to make accommodations
for the "practical" needs of the health-care sys-
tem, such as having various people going in and
out of their rooms at all hours without knocking,
being examined in front of large groups of
strangers during clinical rounds, eating meals at
assigned times, and being routinely disturbed in
the middle of the night for temperature and blood
pressure checks. These are just a few examples of
how people's lives are changed when they be-
come patients. Patients' adjustment can be facil-
itated by the caregiver's acknowledgment that
these changes can be difficult and by discussions
about how to make the experience better.

Isolation and Abandonment

I wasn't invited anywhere for July 4th; I wouldn't
have gone, but 1 would have liked to have been
invited.

Thoughts of being left to face illness alone can
be extraordinarily frightening to patients. Feel-
ings of isolation and abandonment often lead to
the development of hopelessness. In the general
population, hopelessness is a key variable linking
depression and suicide.34 It can be taxing for fam-
ily members and health-care providers to con-
tinue to earnestly offer support to the dying pa-
tient. The prolongation of life through modern
technology often includes a number of hospital-
izations, multiple procedures, and high expenses.
Throughout treatment, there can be a number of
advances and a number of setbacks. Both family
members and health-care providers may suffer
from feelings of anticipatory grief, apprehension,

and guilt brought on by a belief that the illness
might have been prevented or at least made more
comfortable.35 Family members, friends, and care
providers may start to withdraw from the patient
in response to these feelings. This "emotional
quarantine," as Weisman calls it, often causes the
patient to experience additional suffering and de-
spair. Clinicians need to continue to restore feel-
ings of attachment to others. Strong support sys-
tems can provide patients some distraction from
their illness at times, can allow patients to ex-
press their feelings and emotions, and can add
meaning to their life.

Existential Suffering

I am not complete because my body does not
function now. Before I was almost a normal per-
son; everything functioned even though 1 had pain
for many years. I'm so impotent now 1 can't do
what I want to. Yesterday my grandchild fell on a
broom. I felt so bad I couldn't run to save her. I
feel so inadequate in this world.

Patients may feel that their lives are so changed
that they have little meaning. When patients feel
this way, requesting euthanasia or assisted suicide
may be a way for them to ask for their caregiver's
"opinions" about whether their lives continue to
have value. If physicians, nurses, or others agree
to provide euthanasia, this may validate patients'
fears that their lives are meaningless. Patients
may question whether continued treatment and
the tasks of care are worthwhile. Existential care
concentrates on reestablishing the meaning and
sense of purpose of life, while cognitive therapies
can help patients strengthen their coping abili-
ties.36 If patients view their situations as horrible
tragedies and are deeply despairing, they need to
be introduced to new strategies of adaptation.
While acknowledging their despair, cognitive re-
structuring can help patients learn to approach
potentially stressful events believing that they
have the ability to successfully endure the situa-
tion. For example, patients who fear loss of con-
trol and dependency can learn to appreciate that
by receiving help they are permitting others to
express their love and feelings of loss.

Patients should be encouraged to identify
achievable short-term objectives. Depending on
patients' level of functioning and need, they
might set goals of increasing their mobility or re-
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suming responsibility over their personal care
needs; they might wish to resolve family conflicts
or aim help others through patient-to-patient
counseling programs or other voluntary activities.

RESPONDING WHEN A PATIENT

REQUESTS ASSISTED SUICIDE

OR EUTHANASIA

Ideally, physicians and other caregivers should
discuss end-of-life issues with their patients early
in treatment. Requests for euthanasia and assisted
suicide are best dealt with before the intensity of
emotions and the severity of the illness become
too overwhelming and stressful. Early discussions
about how the disease progresses, what the pa-
tient should expect, and options for care and
treatment can alleviate much of the anxiety and
fear related to uncertainty of the future.

A good physician-patient relationship needs
to be established if the patient is to openly ex-
press concerns and anxieties. Patients need to
have confidence in their caregivers, and they
need to feel that they will not be abandoned as
their disease progresses.

If a patient does request euthanasia or assisted
suicide, a comprehensive evaluation of vulnera-
bility factors is appropriate (see Table 24-2). Con-

Table 24.2 Evaluation of the Patient Who Desires
Death

Establish rapport with an empathic approach.
Obtain patient's understanding of illness and present

symptoms.
Assess mental status.
Assess pain and symptom control.
Obtain history of prior emotional problems or psychotic

disorders.
Obtain family history.
Assess family issues and burden of care.
Assess suffering component/quality-of-life issues for

patient.
Assess suffering component/quality-of-life issues for

family.
Assess suicidal thinking, intent, plans.
Ask the patient what can be done to help him or her the

most.
Ask the patient what he or she fears the most.
Evaluate need for one-to-one nurse in hospital or

companion at home.
Formulate treatment plan, immediate and long term.

Adapted and modified from Breitbart, 1990

sultations with experts in palliative care or psy-
chiatric care is advisable. Clinicians need to com-
mit themselves to their patients and to provide
continuity of care, which gives patients some
confidence that their needs will be acknowledged
and treated.

SUMMARY

There is an increasing likelihood that legislative
proposals to legalize euthanasia and assisted sui-
cide as a means of ending suffering of patients
with terminal illness will be accepted in some
states. This chapter does not attempt to debate
whether requests for assisted suicide is rational or
ethical but rather emphasizes the importance of
understanding the complexities involved in a re-
quest for hastened death. Understanding the de-
sire to hasten death demands that clinicians im-
prove their appreciation of a number of
psychiatric, social, and medical factors. At pres-
ent, these factors are poorly recognized and
treated in the clinical situation, and they have
not been well studied by researchers.
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Spiritual Care of the Dying Patient

Michael Kearney, M.D.
Balfour Mount, CM OQ M.D., FRCPC

Does a chapter on spiritual care belong in a
textbook on psychiatry in palliative medi-

cine? How do we understand the term "spiritual"
in this secular age? The reader may well feel at
one with our colleague who commented, "When
you use terms like spirit, you lose me. I really just
do not understand what we are talking about!"
Alternatively, you may feel that the answers to
these questions are self-evident, that all of life
may be seen in spiritual terms, and you may re-
spond with the observation of Irvin Yalom, pro-
fessor of psychiatry at Stanford University, who
has written, "There are ... domains where
knowledge must remain intuitive. Certain truths
of existence are so clear that logical argument or
empirical research corroboration seems highly
gratuitous. Karl Lashley, the neuropsychologist, is
said to have once commented: 'If you teach an
Airedale to play the violin, you don't need a
string quartet to prove it.' Ml Perhaps you would
respond that the spiritual in life has to do not
with knowledge but with experience.

Our goal is to discuss spiritual care in a man-
ner that is relevant to those who hold each of
these perspectives, since spiritual issues, as we

The alphabetical listing of authors for this chapter reflects
equality of input and gratitude of the collaborative process in-
volved.

conceive them, have a relevance beyond personal
world view, for they lie at the very center of the
existential crisis that is terminal illness. When
our approach to health care ignores the spiritual,
we seriously limit our understanding of, and our
response to, the patient's illness.

Case Examples

MHM, a youthful, dynamic octogenarian, leaned
forward, her face betraying the well of tension and
controlled urgency within. Her eyes filled with
tears. "How do you prepare to die? How do you?"
The perennial optimism that had colored her full,
productive life had been eroded by the sequelae of
her slowly advancing small bowel sarcoma. She qui-
etly gave voice to her anguish, her most intimate
fears. "I have more questions than answers. I
thought I had a faith. Now I'm not so sure. . . . I
worry about H [her husband] and about you all [her
family]. How will you get along without me? . ..
You know, I just can't imagine being dead."2

CD was 30 years old when he presented with a
widely disseminated germinal testicular tumor.
Radical surgery and chemotherapy resulted in the
serum markers of disease reverting to normal and
the hope of cure, but within months his cancer pro-
gressed, with ensuing extreme cachexia leading
slowly to death over a 12-month period. CD had
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always stood out from his peers. He has always been
a winner. Outgoing. Gracious. A world-class ath-
lete, he was a member of the national ski team; he
was successful in business and engaged to be mar-
ried. Now dying! CD, dying! To his family, friends,
and many admirers, it seemed unbelievable. Then,
just days before he died, he married his fiancee and
said goodbye to those he loved. To his physician he
remarked, "This last year has been the best year of
my life." That year? The best year? Of that life? CD
confided that the source of this sense of quality time
was a new awareness of the spiritual dimension of
human existence. Physical agony had been tran-
scended through a journey inward that came to be
characterized by grace and a sense of growth he had
not previously known.3

Mrs. C, a widow born in Eastern Europe and now in
her seventies, was admitted to a palliative-care ward
with uncontrolled bone pain associated with
metastatic breast carcinoma. Assessment suggested
that the pain should have been easy to control with
routine measures, but all attempts failed. A daugh-
ter was her closest relative. Palpable tension hummed
between them. A conversation with her doctor shed
light on the texture of the mother's life. "When were
you last well?" "Do you mean physically?" "No, I
mean in yourself." "Doctor, I've never been well a
day in my life." "Really! Well, if we are body, mind,
and spirit, where do you think the problem has
been?" "I've been sick in mind and spirit every day
of my life." Her anguish persisted until death, a by-
product, perhaps, of her well-established life script
rather than the cancer that ended her suffering.3

Palliative care is said to attend to the needs of
the whole person, including the physical, psy-
chological, social, and spiritual aspects of suffer-
ing4—the needs of body, mind, and spirit. Yet, in
this postreligious age, what does this statement
mean? In discussing the physical needs of patients
and the pathophysiology of their diseases, we
have the advantage of a shared vocabulary. We
agree on the meaning of concepts such as neuro-
pathic pain and the cachexia-anorexia syndrome.
Similarly, we discuss their psychological status with
a common understanding of terms such as anxi-
ety, depression, identification, and denial. But,
concerns, considered by some to be issues of the
spirit, are raised and language loses its precision,
more often acting as an obstacle to communica-
tion than a vehicle for shared understanding. We
stumble on barriers of semantics and concepts

erected by religious and cultural tradition. What
exactly is "the spirit" if not simply a mythical con-
struct born out of our search for meaning? What
is meant by "soul"? What are the components of
personhood implied by those speaking of the
"spiritual domain"? What mechanisms are in-
volved in healing this part of our being? Are there
approaches to care that may foster such healing?
Can these questions be discussed in terms that
bridge the wide spectrum of beliefs held in our
pluralistic society? In order to examine spiritual
care of the dying patient, let us start by defining
relevant terms.

BASIC CONCEPTS

Spiritual is defined as "of, or pertaining to, affect-
ing or concerning the spirit or higher moral ques-
tions."5 Spirit, from the latin spiritus, meaning
breathing, breath, air, life, soul, pride, courage,6

has been defined as "the animating or vital prin-
ciple in persons; the soul of a person, as com-
mended to God, or passing out of the body, in
the moment of death."5 It is widely understood
to be the aspect of our reality that is independent
of matter; unconfined by the constrictions of time
and space. In the modern Western view, the body
contains the spirit, while a more ancient wisdom
conceives the spirit as being the highest evolu-
tion of consciousness and containing the body.
Spirit is matter incandescent.7 While some have
drawn sharp distinctions between "spirit" and
"soul,"8 in this chapter we use the term spirit as
inclusive of both terms.

While the existence of the spirit cannot be
proven, it can be experienced. From earliest
recorded time, persons have thought themselves
to be something more than body and mind. That
"something more" is spirit.9 It is, in this concep-
tion, the essential self. Thus, spirituality refers to
that which is deepest and most genuine in us, the
ground of our being, and what we, and others,10'11

refer to as spiritual pain is the experience of alien-
ation from this depth. Spirit cannot be directly
observed and tested, as can the mind and body,
but provides evidence of its well-being indirectly
through both.

Spirit may be conceived analogously as healthy,
well-nourished, and mature or as neglected, stunted,
compromised. Discussions with the third patient
described earlier suggested that the latter might
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describe her plight. Like mind and body, the spirit
may experience health or ill health. Being part
of an indivisible whole, its state of well-being may
be expected to impact on the well-being of the
other components of personhood. As seen with
CD, also described earlier, it may be the source
of dynamic new life, even in the face of crippling
physical decline.

Spirit is relational in its expression. That is, it
is expressed in relationship, love, and commu-
nity12—in dialogue, in communion with others,
including God, the Other, however conceived. It
is the agent involved in our most profoundly
meaningful interactions, those deeply personal
meetings in which contact is made at a "spirit"
level, meetings described by the Viennese Jewish
religious philosopher Martin Buber as I-thou re-
lating.13 Acceptance of the existence of the spir-
itual dimension thus commits us to a relational
view of human existence and challenges the
atomistic individualism, so common in our relat-
ing, that leads to seeing others as objects, sepa-
rate from self, defined by labels that act as a
numbing buffer against our experience of their
transcendent self (Ormont LR, Ormont J, per-
sonal communication).

The nature and capacity of the spirit has been
expressed in religious thought. In the Judeo-
Christian tradition, Jesus, a Jew, observed that
"the Kingdom of Heaven is within you."14 The
spirit is the pneuma of Christian writings.15 The
Hindu Upanishads speak of Atman, the Spirit of
man, the Self in every one and in all.16 In the
Buddhist tradition, Nirvana, as experienced by
Buddha, is the Nirvana described in the Bhagavad
Gita as "the peace supreme that is in me."17

The Taoist philosopher Chuang-tzu advo-
cates, "Don't listen with your ears, listen with
your mind. No, don't listen with your mind, but
listen with your spirit. Listening stops with the
ears, the mind stops with recognition, but spirit
is empty and waits on all things. The Way gath-
ers in emptiness alone."18

Plato said, "If the head and body are to be
well, you must begin by curing the soul."19 Now,
2,400 years later, conditioned by Cartesian du-
alism and analytical science with its reduction-
ist perspective, our perception of personhood and
health has narrowed20 so that "soul," in either
the Platonic sense, as mind, or as "the spiritual
part of man in contrast to the purely physical,"5

is often neglected. We tend to focus on the bi-

ology of disease rather than on the patient's ex-
perienced illness;21 to interpret the rich, myste-
rious whole in terms of the more understandable
specific.22

This limited perspective is now, however, be-
ing challenged by a call to whole-person care, a
perspective that posits that "man, as man, super-
sedes the sum of his parts," that is, that man can-
not be understood from a scientific study of part
functions.23 Physicians now recognize that pain
must be understood as "total pain," in terms of
aetiologic components beyond the noxious phys-
ical stimulus, including emotional, social, finan-
cial, and spiritual factors,24 while suffering must
be seen as potentially having its origins in any di-
mension of human experience.25

Similarly, some psychotherapists have come to
recognize the need to consider issues beyond the
confines of scientific behaviorism and Freudian
psychoanalysis, a stance that embraces antideter-
minism, with an emphasis on freedom, choice,
purpose, values, meaning, responsibility, and
commitment to appreciating the unique experi-
ential world of each individual.26 Existential psy-
chotherapy adopts these goals.26 It addresses the
inner conflict and anxiety born out of our aware-
ness of the vulnerability we experience as a prod-
uct of the existential "givens" that frame our lives.
These givens, our ultimate concerns, include
death (existential obliteration), freedom (the ab-
sence of external structure), isolation (the final
unbridgeable gap separating self from all else),
and the question of meaning (the dilemma of
meaning-seeking creatures who recognize the
possibility of a cosmos without meaning). The ex-
istential position challenges the Cartesian view
of a world full of objects and of subjects who per-
ceive those objects, seeing the person instead as
a consciousness who participates in the con-
struction of reality; who is at the same time the
meaning giver and the known.26

Finally, what is the relationship between the
spiritual and religion? The spirit is a dimension
of personhood, as is the mind or pancreas, a part
of our being. Religion, on the other hand, is a
construct of human making that, for some, en-
ables conceptualization and expression of spiritu-
ality. Religion is "a system of faith and worship,
a recognition on the part of man of some higher
unseen power as having control of his destiny and
as being entitled to obedience, reverence and
worship.5
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THE EXPERIENCE OF THE SPIRIT

Aboriginal people see their world and the cosmos
in spiritual terms. In responding to an 1852 offer
from Washington to buy their land, the Indian
chief Seattle of the Puget Sound tribe com-
mented:

Every part of this earth is sacred to my people. Every
shining pine needle, every sandy shore, every mist
in the dark woods, every meadow, every humming
insect. All are holy in the memory and experience
of my people. . . . If we sell you our land, you must
remember that it is sacred... . One thing we know:
our god is also your god. The earth is precious to
him and to harm the earth is to heap contempt on
its creator.27

For many today, however, the experience of the
spiritual is a foreign concept, a quaint notion, a
holdover from a superstitious age. The Pulitzer
Prize-winning essayist Annie Dillard has de-
scribed our situation with great clarity:

God used to rage at the Israelites for frequenting sa-
cred groves. I wish I could find one. Martin Buber
says: "The crisis of all primitive mankind comes
with the discovery of that which is fundamentally
not-holy, the a-sacramental,..., a province which
steadily enlarges itself." Now we are no longer prim-
itive; now the whole world seems not-holy. We
have drained the light from the boughs in the sa-
cred grove and snuffed it in the high places and
along the banks of sacred streams. We as a people
have moved from pantheism to pan-atheism. Si-
lence is not our heritage but our destiny; we live
where we want to live.28

And yet Ghandi observed, "If we have listening
ears God speaks to us in our own language, what-
ever the language be."29 "If we have listening
ears"? How do we hear the spirit domain? How-
ever understood, we have all had experiences of
that dimension of our being, a sense of oneness,
unity, or transcendence; a sense of profound
awareness, connectedness, silence, and peace.
Elijah sensed the spirit not in wind, earthquake,
or fire but in a still small voice.30 The Psalmist
found the spirit everywhere and wrote, "Whither
shall I go from thy Spirit? Or whither shall I flee
from thy presence? If I ascend to heaven, thou art
there! If I make my bed in Sheol, thou art
there!"31

For some, the catalyst for an awareness of the
spiritual may be the mystery and splendor of na-

ture. Thomas Berry sees the universe, by defini-
tion, as a "single gorgeous celebratory event" and
exclaims, "If we have a wonderful sense of the di-
vine, it is because we live amid such awesome
magnificence."32 A theology of nature, suggested
by such a stance, "does not solicit the help of sci-
ence to provide a basis for or to confirm faith, but
uses the contemporary picture of reality from the
science of its day as a resource to construct and
experience faith."33

For others, the spiritual is recognized in a
deeply personal experience of art, literature, or
music, whether Rembrandt or Francis Bacon,
Dostoyevsky or Bob Geldof, Yo Yo Ma and
Trevor Pinnock or Elton John. Or the transcen-
dent may be found in an experience of commu-
nity or in the contemplative moment, a time of
meditation that goes beyond thought, word, and
images and is characterized by a sense of won-
derment as we resonate at the deepest level of our
being with a reality beyond words.

For CD and countless others, the crucible of
life-threatening illness presents yet another path.
In presenting an experience of our frailty, it
sweeps aside lesser preoccupations and opens a
window on an experience of the soul.

THE MEDICAL MODEL AND

SPIRITUAL DISTRESS

As a prelude to examining how we might recog-
nize and respond to spiritual distress, let us con-
sider current attitudes concerning the physician's
mandate and the goals of health care in general.
Two papers are enlightening in this regard: An-
thony Reading's classic "Illness and Disease"21

and H. Brownell Wheeler's landmark Shattuck
Lecture, "Healing and Heroism."34

Reading has drawn attention to the impor-
tance of distinguishing between "illness" and
"disease" if optimal health care is to be achieved.
He points out that modern medical practice is
based on a paradigm whose validity has generally
passed unquestioned, that is, that "illness is the
result of disease and is best dealt with by treating
the underlying disease." Thus, "disease" (the var-
ious structural disorders of the individual's tissues
and organs that give rise to the signs of ill health),
the object of science and technology, has been
accepted as the preeminent focus of medical care,
and "illness" (the patient's experience of ill
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health) has been largely ignored or at most
viewed as being of secondary importance, a sim-
ple by-product of disease. But disease is neither
necessary nor sufficient to explain illness.21 For
the patient, it is his illness that he complains of
and that causes him to seek medical attention. It
is illness, not disease, that is his concrete reality.
And how the illness, not the disease, is relived
determines the patient's satisfaction and evalua-
tion of physician competence.35 Illness both affects
and is affected by all aspects of the sufferer's be-
ing,21'36 and therein lies the failure of the para-
digm. In the absence of demonstrable disease, de-
spite the persistence of illness, the doctor may
conclude that, "there is nothing wrong," "there
is nothing more I can do." The psychosocial and
spiritual variables that at the very least color and
may produce illness are not understood. The sig-
nificance of the meaning of the illness for the suf-
ferer is missed. The potential for healing in the
face of progressive disease, a potential rooted in
the special relationship formed between healer
and sufferer,37'38 so familiar to Osier,34 the
shamans of primitive cultures, and faith healers,
remains an untapped resource. Cassell has elo-
quently expressed the reality underlying the flaw
in modern medicine's paradigm, "same disease,
different patient—different illness, pain, and suf-
fering.39

Williams Osier, a professor at McGill at age
25 and subsequently professor of medicine at the
University of Pennsylvania, Johns Hopkins, and,
finally, Oxford University, was the dominant
clinician of his era and is still regarded by many
as the preeminent physician of modem times. He
remains an illuminating reference point against
which to judge our current, "more scientific"
medical model—our propensity to focus on dis-
ease rather than on illness and the person. Osier
had access to a relatively primitive diagnostic and
therapeutic armamentarium. Indeed, Wheeler
points out, Osier's place in history rests not on
his diagnostic or therapeutic skills, but on his
"profound embodiment of the role of the
healer."34 Osier was a great physician because he
combined superb "scientific" competence with an
adroit ability to communicate at a deeply per-
sonal level, to inspire hope, to establish a rela-
tionship with patients that arose out of a genuine
deep interest in them as individuals, and thus to
perceive the person as well as the disease.35 But
there was more than that. Osier was profoundly

aware of the spiritual dimension and its impor-
tance in health and illness. An obituary written
at the time of his death stated in part, "His er-
rand in life .. . not only concerned the bodies of
men and women, but their spirits. He lived in
constant contact with all manner of people, giv-
ing out incessantly the kindness and wisdom that
were in him.. . . He was always directing human
life, and wherever he touched it, it seemed to go
lighter and more blithely."40 Thomas Cullen,
who knew Osier well at Johns Hopkins Hospital,
rounded out these thoughts in commenting on
Osier's life that "brotherly love became its dom-
inant note." He added, "That, in my opinion, was
William Osier's finest and most enduring contri-
bution to American medicine."41

In assessing how Osier would view our con-
temporary medical model, Wheeler makes several
observations relevant to these pages:

Osier would be particularly concerned that medical
care today does not place enough emphasis on treat-
ing patients first of all as human beings. He regarded
life primarily as a journey of the spirit, and the body
as its conveyance. He understood that when illness
afflicts the body, the spirit is also afflicted, and that
it is important to minister to both body and
spirit.... He ministered effectively to the spirit of
his patients simply through warm human contact,
without the necessity of any shared theology. His
was a one-to-one interaction, the concerned spirit
of the physician reaching out to the troubled spirit
of the patient.... Osier was regarded as a great
physician because to some extent he represented
the spiritual, as well as the physical basis for heal-
ing. To the power of medical knowledge, Osier
added a soul.34

THE FEAR DYNAMIC AND THE
ORIGINS OF SPIRITUAL PAIN

A simplified version of Carl Jung's map of the psy-
che42 may be helpful in reflecting on the nature
of spiritual pain. In this model, the psyche is seen
as having two different and distinct levels, the sur-
face and the deep. The surface level refers to the
conscious aspects of the psyche, where the ego,
that is, the aware and organizing aspect of the per-
sonality, and the language of rational, analytical,
and linear thinking are dominant. The deep level,
on the other hand, refers to the unconscious as-
pects of the psyche. This is the realm of intuition



362 Ethical and Spiritual Issues

and imagination, and it is here that what Jung
calls the Self, that is, the deep, inner center of per-
sonhood, which some would see as being contin-
uous with the transcendent, is located.

The ego loves the surface level of psyche with
an intensity equaled only by its terror of the deep.
Why is this? Jung points toward an answer when
he comments that the dread and resistance that
human beings naturally experience when it
comes to delving deeply into the unconscious is,
at bottom, the fear of the journey to Hades.42 In
other words, from the perspective of the ego, the
deep aspects of psyche are as unknown and terri-
fying as the underworld of death itself.

TERROR-MANAGEMENT THEORY

Solomon et al. have built on the work of
Becker43'44 to develop what they call terror-man-
agement theory,45'46 a construct that is pertinent
to an understanding of the genesis of spiritual pain.

Solomon et al. postulate that a defining char-
acteristic of humanity is the capacity for mortal-
ity salience, that is, the ability to be aware of our
own mortality. This awareness generates terror,
which they describe not as an intense fear of
death per se but rather as a profound and usually
unconscious dread of death as absolute annihila-
tion. We cope, they suggest, with such terror by
developing what they term an "anxiety buffer."
This is achieved by denying or repressing the ter-
ror at an individual unconscious level while si-
multaneously creating, maintaining, and partici-
pating in "culture" at a communal level. From
this perspective, therefore, culture is seen as a
symbolic construction that helps to minimize the
anxiety associated with an awareness of death.45

This it does by bestowing on the individual a
sense of self-esteem. By having faith in the cul-
tural world view and accepting the values inher-
ent in that world view, the individual is rewarded
by gaining a sense of meaning. Perceiving that
one is meeting the adopted cultural standards and
is therefore playing a significant role in the cul-
tural conception of reality also brings with it a
sense of personal value. Self-esteem, therefore,
involves viewing oneself as a valued participant
in a meaningful cultural drama. With the "anxi-
ety buffer" intact, the individual has a sense of
safety and of being part of something greater that
will not die, that is, reassurance of immortality.46

It follows from this that one of the primary mo-
tivations of human behavior is to defend the
death-anxiety buffer by maintaining self-esteem.

Solomon et al. have shown that threats to self-
esteem heighten an individual's anxiety, which
in turn activates defenses ("terror-management
processes") that work to minimize the anxiety by
restoring the status quo. In addition, in a fasci-
nating series of studies,45 they have shown that
when healthy individuals become mortality
salient, that is, when their denial is threatened
by something that reminds them of their mortal-
ity, the same terror-management processes are
also triggered. These defenses or terror-manage-
ment processes have consistently been shown to
maintain self-esteem and so to lessen anxiety in
two principle ways: by reinforcing the dominant
cultural world view and by distancing the indi-
vidual from or denigrating alternative views. For
example, subjects, including a group of municipal
court judges, some of whom had been made mor-
tality salient, were asked to recommend a dollar
amount at which bail should be set for a woman
accused of prostitution and, in a second study, to
establish the reward for a woman who had risked
her own safety by turning in a criminal. The first
study found that if the mortality-salient subjects
opposed prostitution, they were especially puni-
tive to the accused woman, a person who threat-
ened their cultural norms and, therefore, their
self-esteem. In the second study, subjects with in-
creased mortality salience were especially positive
to the woman who had heroically attempted to
uphold cultural values. Bail and reward were both
significantly greater than the corresponding
amounts set by control group subjects who did not
have increased mortality salience.

What is the relevance of this to the genesis of
spiritual pain in individuals close to death? In
terms of the Western psyche, the dominant cul-
tural values are those of the surface mind, that is,
of rational, analytic, linear, and concrete think-
ing. The reaction of the ego, when it senses
death's approach, bears striking resemblance to
that of a mortality-salient judge in one of Solomon
et al.'s studies. At an intrapsychic level, the mor-
tality-salient ego clings to the values of the sur-
face mind while simultaneously projecting onto
the deep mind the face of a terrifying enemy, re-
jecting its values and distancing itself from what
it sees as a threatening and potentially destructive
aspect of psyche. In other words, in an attempt to
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lessen anxiety, the ego projects its fear of death
onto the deep and unconscious aspects of mind,
seeing in its unfamiliar and unpredictable depths
a microcosm of death itself. In this reaction, aimed
at ensuring its survival, the panicking ego flees
from the deeper layers of the psyche, thereby
alienating itself from the potential source of pro-
found inner healing that contact with this aspect
of the psyche can bring. This, in turn, generates
feelings of isolation and terror, meaninglessness
and hopelessness, that is, "spiritual pain."10'11 The
roots of spiritual distress can, therefore, be under-
stood in this framework as a direct consequence
of the ego's fear reaction (i.e., as a terror-man-
agement process), which, while perhaps having
some short-term positive effects in lessening anx-
iety, may also lead to a damaging alienation from
and conflict with the depths of ourselves.

RECOGNIZING SPIRITUAL PAIN

While spiritual pain can appear somatically, emo-
tionally, religiously, or socially, at the root of such
distress is a rupture, a disconnection, and a re-
sulting alienation within individuals from that as-
pect of their deepest selves that gives meaning,
hope, and purpose. The challenge is to make the
diagnosis, to recognize spiritual pain for what it
is. This recognition will, in turn, point toward ap-
propriate ways of responding.

While it would be foolish to suppose that it is
easy to recognize spiritual pain, it is, nonetheless,
essential to attempt to do this if we are to help
someone who is suffering in this way. As in any
other aspect of medicine, there is an implicit
value in accurately naming the source of symp-
toms. This tends to rob the symptoms of some of
the tyrannical power that thrives on anonymity,
helps both carers and patients to agree to realis-
tic goals for treatment, and, perhaps most impor-
tant, points the healing interventions in the right
direction. Spiritual pain is a difficult diagnosis to
make. There are, however, certain characteristic
features that may allow recognition of this form
of human suffering.

Spiritual pain can manifest as symptoms in any
area of a patient's experience. These may be phys-
ical (intractable symptoms that continuously defy
all usually successful forms of treatment or may
actually be exacerbated by these interventions),
psychological (especially fear, anxiety, panic, de-

pression, despair, hopelessness, and meaningless-
ness), religious (such as a "crisis of faith" or the
"fear of eternal damnation" that may accompany
certain images of God), or social (as in a disin-
tegration of previously close human relation-
ships). It is usually not possible to recognize spir-
itual pain on the basis of these symptoms alone.
It is the presence of such symptoms in combina-
tion with characteristic descriptions and behav-
ior patterns that helps both carer and patient to
accurately identify this form of human suffering.

When we are involved in caring for someone
in spiritual pain, we instinctively begin to use
words like "suffering," "anguished," and "tor-
tured," rather than a more orthodox, scientific
terminology. It is as if, even before we may be
fully conscious of the fact, we seem to have an
intuitive ability to sense when the source of a pa-
tient's suffering is more than the obvious bone
pain, anxiety, or strife between the patient and
family or carers. Its origins in depth from a "trou-
bled" spirit is reflected in the language we use in
our attempts to describe it to another.

The behavior patterns spiritual pain generates
in patient and carers can be usefully understood as
expressions of the "terror-management processes"
discussed earlier. In this context, their behavior
is aimed at bolstering what Solomon et al. call
"self-esteem" by acting to preserve the status quo
("culture") while distancing patient and carer
from the source of threat. Acting to "preserve the
status quo" is seen in those patients who react to
their symptoms by struggling desperately to find
a way out of their awful situation, by an overre-
liance on the medical model, or by having im-
possibly high expectations of their carers; for the
carers this may be evident in their "never giving
up," in their continuing to try new treatments or
administering escalating doses of analgesics and
sedatives, despite the absence of any apparent
success or even when such efforts are clearly
counterproductive. Alternatively, or simultane-
ously, "distancing oneself from the source of
threat" may appear in the patient who manifests
psychological denial (which may include an ab-
solute insistence that his or her problem is sim-
ply what it appears to be) or in the carers' at-
tempts to get out of this painful situation as
quickly as possible, usually through urgent refer-
ral to the social worker, counselor, or chaplain,
who are "better suited than we are to deal with
this type of problem."
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SPIRITUAL PAIN AND
CLINICAL DEPRESSION

Spiritual pain and clinical depression can, at
times, have much in common. The characteris-
tic fear and agitated struggle of a patient trying
desperately to find a way out of spiritual pain, per-
haps with associated feelings of alienation, have
many overlapping features with acute agitated de-
pression. Spiritual pain that has been present over
a prolonged period of time, that causes individu-
als to feel utterly hopeless as they progressively
withdraw from life and from living, can look like
an apathetic depression. In the context of this
chapter, however, our primary concern is not to
debate whether spiritual pain is depression by an-
other name, nor is it to debate whether spiritual
pain is biologically or existentially generated;
rather, it is to examine the language we use as
clinicians to describe such an experience because
this indicates and affects how we view that ex-
perience, which in turn influences how we act in
response to it. The difficulty with labeling such
suffering in an individual as "only an episode of
depression" and then only prescribing antide-
pressant medication by way of response is that
this constitutes at best a superficial response to
the surface features of spiritual pain. Furthermore,
it can prevent carers from seeing the full exis-
tential dimensions of the person's suffering and
therefore ultimately have the effect of devaluing
what such an individual is living.

The psychological and existential event that
is spiritual pain may be associated with biologi-
cal changes, and psychologically active medica-
tion, including antidepressants, may, in some
cases, have a helpful role to play. However, such
diagnosis and treatment is only one small, albeit
on occasion a valuable, part of what needs to be
a far more holistic response to the suffering at
hand. What is needed is a way of responding that
also addresses the deep, existential aspects of each
individual's experience. Recognizing and naming
such suffering as spiritual pain means acknowl-
edging that something more than purely scien-
tific medical skills and expertise are needed here.

RESPONDING TO SPIRITUAL PAIN

Given that terror-provoked disconnection from
depth is what both has initially caused and sub-

sequently maintains the complex of symptoms
and behavior that is spiritual pain, it is essential
to plan a treatment strategy that will lessen fear
and encourage and enable the individual to de-
scend toward the healing depths of his or her psy-
che. To achieve this, the symptoms, be they phys-
ical, emotional, social, or religious, that are
troubling the dying individual must be treated.
That is, good palliative care and the skilled, mul-
tidisciplinary expertise that characterizes this ap-
proach must be used to achieve physical comfort,
to open blocked channels of communication, to
provide emotional and social support, and to ad-
dress any specific religious issues that patient may
have. For many patients, such an approach will
also ease their spiritual distress. By lessening their
fear and creating safety, good palliative care en-
courages these individuals to begin to lessen their
resistance to the natural gravitational pull of their
psyche toward a connectedness with the depths,
the spirit domain, and its potential for centered-
ness and peace.

In the context of the map of the psyche we
have presented, responses to spiritual pain can be
discussed in terms of surface-work and depth-
work. Surface-work refers to interventions aimed
at easing distress at the surface, that is, the con-
scious and concrete level of an individual's ex-
perience. "Surface," used in this way, does not
mean "superficial," nor does it convey a value
judgment. Rather, the surface is the way to the
deep, and surface-work is the essential first step
in that direction. Depth-work describes any ap-
proach or intervention that brings an individual
inward and downward toward the deeper layers
of the psyche. While of value, it is also somewhat
artificial to talk of surface-work and depth-work
as if they were two completely distinct and sep-
arate entities. For many, as we have discussed,
caring, effective surface-work is also depth-work
and all that is needed to bring these individuals
into depth. As Saunders reminds us, "the way care
is given can reach the most hidden places."10

Depth-work is also about helping the patient in
spiritual distress to reconnect with those very sim-
ple and very ordinary aspects of life that have, in
the past, brought them a sense of depth or sig-
nificance, what Kreinheder calls "meaningful
things done habitually."47 This might involve en-
couraging patients to share memories, to spend
time with people they love, to visit a place of spe-
cial importance to them, to return home from the
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hospital or, if this is not possible, to bring some-
thing of home or something they especially value,
for example, a photograph or a particular trea-
sured object, to the hospital with them.

For a few, this skilled and compassionate ap-
proach is not enough. These are the patients who,
despite all that good palliative care has to offer,
remain stuck at the surface level of their psyche,
trapped in a prison of spiritual pain. Such indi-
viduals need specific help and encouragement to
let go to the deeper levels of their experience. In-
terventions that engage the imagination offer this
potential, for imagery is the language of the deep
mind and can bridge or link the surface and the
deep aspects of the psyche. These interventions,
which have been described as depth skills,48 in-
clude imagework,49 dream work,50 art therapy,51

music therapy,52 reminiscence and biography
therapy,53 body work (including massage),54 and
certain forms of meditation.55

Two important assumptions underlie all such
ways of working. The first is that the dynamic
core of the suffering that is spiritual pain lies in
the terrified ego's resistance to depth. Therefore,
if the intervention allows that person to make the
descent into depth, as a microcosm of death, in
a way that feels safe and contained, it may en-
able the individual to re-emerge less frightened
of depth and with less terror of death than be-
fore. Second, if these approaches enable that in-
dividual's movement toward depth and proxim-
ity to the Self, that is, the dynamic core at the
depth of personhood, this will itself bring deep
inner consolation. Such a person may experience
healing of his or her spiritual pain. Carers may
once again struggle to find words that describe
the subtle but significant change that they now
notice in such a patient. They may use phrases
like "more real" or "more human," while the suf-
ferer may describe feeling "more at peace," make
comments concerning symptoms such as "my
pain is still there, but it's different from be-
fore. . . . I can live with it now," and speak of the
future in a way that makes it clear that fear is
now a less formidable presence.

In terms of terror-management theory, the ne-
cessity for those in spiritual pain to move from
the surface to the deep psyche echoes Solomon
et al.'s observations of what may occur for indi-
viduals when their particular cultural world view
becomes redundant: "One possibility for such
people is to find an alternative shared cultural

world view that is more compelling and better
enables them to obtain self-esteem." Dramatic
examples of this are individuals who experience
religious conversions, join "cults" or emigrate to
other cultures. Consistent with this analysis, Ull-
man found that religious conversions are often
preceded by acute stress and feelings of low self-
esteem, and Paloutzian found that after religious
conversion, people report a greater purpose in life
and a diminished fear of death.56

Sounding a cautionary note and countering
any tendency towards unrealistic romanticism in
this area, Solomon et al. add:

"However, for some individuals, such options are not
readily available. Lacking an anxiety buffer, such in-
dividuals are completely overwhelmed with terror
(i.e., become psychotic), or attempt to cope with ter-
ror in ways that the culture deems maladaptive and
abnormal (e.g., neuroses, drug addictions).... From
this perspective, mental illness can be viewed broadly
as a failure in terror management that is ultimately
shared by the individual and the culture.15

What a combination of good palliative care and
appropriate depth skills can facilitate for the pa-
tient in spiritual pain is a safe and contained tran-
sition from one "culture" that is no longer rele-
vant to another that more adequately meets the
needs of that individual, thereby bringing inner
consolation and healing and preventing the dis-
organized collapse from terror into chaos that
might otherwise follow.

SPECIFIC ASPECTS OF THE

RESPONSE TO SPIRITUAL PAIN

Accurate recognition and naming of an individ-
ual's suffering as spiritual pain and then reaching
agreement, as a team, on this diagnosis is itself
the beginnings of an effective response. Other as-
pects of the response include the following.

Value the Therapeutic Relationship

In responding to spiritual distress, it is essential
to appreciate the healing potential of the rela-
tionship between carer and patient. For the dy-
ing patient, the inner descent to the deep psyche
is as much a move into perilous territory as is a
move toward the unknown future. The thera-
peutic relationship helps to create conditions that
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facilitate such moves toward unsafety. As Saun-
ders puts it, "The real presence of another person
is a place of security. We have to give all patients
that feeling of security in which they can begin,
when they are ready, to face unsafety."57 The sim-
ple presence of one who is concerned, one who
is willing to be a companion and to remain stead-
fast when there are no easy answers, is itself a
form of powerful communication that goes be-
yond words. One of the most valuable ways of
forming a connection with a stranger is to ac-
knowledge and understand his or her reality in
all its bleakness without conveying a sense of
helplessness, despair, or defeat (Ormont LR, Or-
mont J, personal communication).

Who we are as carers, in terms of our rela-
tionship to our own inner depths, is also of rele-
vance here.58 The patient experiencing spiritual
pain knows intuitively if the carer who sits by the
bedside is someone familiar with depth. If so, such
presence can bring reassurance to that person and
encourage his or her own letting go, for, in the
words of the Psalm, "Deep calls on deep, in the
roar of waters."59

Establish Contact

Bridging the gap that exists between two strangers
involves a process of active listening, discovering
common ground, and exploring differences. The
primary means of establishing contact with a per-
son in spiritual pain is through active listening.
This means deliberately and consciously "tuning
in" to that patient's unique wavelength by at-
tending to both the factual and the feeling con-
tent of what that person is communicating. The
latter is crucially important. Feelings may connect
to the depths of a person, and the experience of
being heard at this profound level can result in a
transformation of the terrifying isolation that is a
hallmark of such spiritual distress into a sense of
aloneness that is bearable and mysteriously per-
meated with hope. While the factual content of
what a person is saying is relatively easily deter-
mined from the individual's verbal communica-
tion, the feeling content is less easily perceived.
Feelings are "heard" through the nonverbal aspects
of that person's communication—by how he says
what he says, by his tone of voice, his posture, and
how he is in the silences between his words. Ac-
tive listening, therefore, includes noticing what we
see and how we ourselves feel as we engage with

another in this way and is incomplete until we
have checked with the person to determine
whether our perceptions have been accurate.

Active listening to the patient and previously
acquired information from other caregivers, family
members, or medical records may suggest areas in
which the caregiver and patient share common
ground. Such areas may open the way for the
growth of common bonds. Allen has provided a list
of areas that are helpful in this regard: age, bio-
rhythms (feelings during daily, monthly, and yearly
cycles), socioeconomic class (childhood and pre-
sent), position and relation within the family
(childhood and present), grief experience, lan-
guage^) spoken and understood, marital status, na-
tionality, personality structure (e.g., extroverted,
introverted), regional experience (urban or rural),
sex, state of health, and work or profession.60

Having discovered areas of common ground, the
path is prepared to explore more openly differences
of experience, personal philosophy, and context of
values and meaning. At this point, the dialogue
may naturally evolve from a one-sided presenta-
tion in which the caregiver is seen by both parties
as the one more able to give into a more egalitar-
ian exchange with two givers and two receivers. In
this process, energies are exchanged and the po-
tential is created for new insight and understand-
ing and a deeper or altered sense of meaning.60

Respect the Patient's Otherness

This means adopting a stance that recognizes and
honors the distinctiveness of the person being
cared for. To acknowledge the uniqueness of the
sufferer is to validate his or her personhood. This
is accomplished through gestures, actions, ques-
tions, and assertions that demonstrate recognition
that you are dealing with a unique human being
whose essence is characterized by dignity. It is com-
promised by waiting lines, case numbers, institu-
tional norms, lapses of privacy, unexplained delays
in bedside care, investigations, or procedures, and
a thousand other potentially invasive incidents
that may pass unnoticed in a patient's day.

Control Symptoms Effectively

The control of pain and other symptoms is the
foundation on which excellence in whole-person
care is fashioned. Psychosocial interventions and
the sorts of depth skills described earlier are much
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less likely to be effective if inadequate attention
is given to the diagnosis and management of the
patient's multiple symptoms. Should carers of
whatever discipline—nurse, physician, cleaner,
priest—identify unresolved distress such as pain,
nausea, dyspnea, or constipation, this should be
brought to the attention of colleagues on the team
in order to ensure optimal management of the
physical contributors to these symptoms while ad-
ditional attention is paid to potential psychoso-
cial and spiritual factors that may be involved. At-
tention should also be given to whatever meaning
such symptoms hold for the patient. In parallel
with this attention to physical symptoms, all other
reversible aspects of the patient's suffering,
whether in the area of communications, relation-
ships, specifically religious issues, activities of daily
living, or financial and other practical affairs, must
be identified and treated using the broad and var-
ied skills of the multidisciplinary team.

Obtain a "Clinical Biography"

There is a real therapeutic potential in broaden-
ing and deepening the case history of the patient
in spiritual pain into a narrative tale that provides
a "who" as well as a "what" and knowledge of a
real person rather than simply a disease.61 An un-
derstanding of the full "who" of the person being
cared for depends on developing insight into the
topography of the patient's individuality, remem-
bering that all persons have personality and char-
acter, a past, a family, a cultural background, roles
and relationships, a political identity, behaviors
and actions, an inner world view, a body, a secret
life, a perceived future and a transcendent di-
mension. Each of these domains shapes their iden-
tity and their experiences of illness, and each is
affected by the illness.25

Determine the Meaning of the
Illness for the Patient

This follows from the preceding step and involves
gaining insight into the significance of the illness
for the patient. This may not be immediately ap-
parent. For an elderly, isolated immigrant, her ill-
ness was a catastrophic threat to her ability to care
for and protect the secret existence of her 42-year-
old mentally handicapped daughter. A young
woman thought her breast cancer meant she
would die with the uncontrolled pain she had ob-

served when her grandmother had the same dis-
ease. A lonely widower experienced his cancer as
a ticket to liberation from grief; an aging bache-
lor saw his as God's punishment for a life mis-
spent. Only by gentle inquiry in an atmosphere of
trust can the real meaning of illness for the pa-
tient be expressed, confronted, and dealt with.

Determine the Meaning of the
Illness for the Family

This involves trying to understand the perceived
implications of this life crisis for the patient's fam-
ily and friends. For one young man, his friend's
illness meant the inevitable public disclosure of
their homosexual relationship. For four children,
the loss of their alcoholic, often absent father
meant anger, relief, and guilt; it also meant an
unpaid mortgage, the need to sell their home, and
a move that would leave all friends and familiar
associations behind. The dimensions of the loss
facing another grieving family could not be fully
appreciated without knowing that the middle son
of three, age 9, had died. The full scope of their
distress was clarified only on seeing the family
photographs. In each snapshot, the boy who had
died was standing at the center of the family
group. "Now I understand," the caregiver ex-
claimed. "You didn't lose the middle son of three;
you lost the glue of the family, the center of grav-
ity, the lynchpin." "Yes! Yes!" blurted out the fa-
ther. "We lost the family's soul!" Further gentle
inquiry led to a deepening understanding of this
ruptured family system and more meaningful in-
sight into the family's distress. When this was
communicated to the family members, they rec-
ognized that they were with a carer who under-
stood something of the enormity of their loss.
This was a true connection over and above the
emotional release the family experienced.

Explore Sources of Meaning
in the Person's Life

At a time when life seems overwhelming and to
have lost purpose, the patient has a fundamental
need to once again experience a sense of meaning.
Such a spark cannot be imposed or given by some-
one else. It must arise from within that individual.
The caregiver can, however, be a catalyst in this
process. This is achieved primarily by sitting down
and taking the time to ask and to listen.
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Frankl has suggested four areas where reflec-
tion may help the patient reconnect to a sense
of meaning.62 The four areas of questioning are:
(1) What has been created or accomplished?
("You have driven a truck for 30 years. You must
have transported a lot of goods in that time. Tell
me about that."); (2) Who or what has been
loved? (This includes the people, animals, the
places, the sights, the ideas, the music, the books,
and so forth that have been loved.); (3) What
legacy is being left behind? (This may include
family, life achievements, material things, organ
donations, participation in experimental proto-
cols, having a low-cost funeral, contributing to
fellow patients or to caregivers.); and (4) What
are the things believed in, and what ability to
transcend suffering is unique to this patient? (Re-
calling that our transcendent dimension involves
our need to identify with someone or something
greater than ourselves, we might ask the ques-
tion "Who is the transcendent figure the person
is identifying with who can help him through
this difficult time?")

Assist in Redefining Hope

The terminally ill may hope for an absence of
pain and suffering, for caregivers whose continu-
ing involvement can be relied on, for friends who
will continue to visit, for a hospital bed without
a parking meter on it if it is needed, and perhaps
for longer life, although, as illness progresses, the
hope for prolonged life usually gives way to hope
for quality in the moment. Hope comes when a
patient has the sense of having choice in some
area of life, even if this has apparently little to do
with the suffering the person is going through.
Hope can thus be fostered by establishing con-
crete, realistic, short-term goals: "Why don't you
decide when you would like your bath, this morn-
ing or this afternoon?" Hope and wishing are not
the same thing. For the dying, there is an im-
portant difference. Hope bespeaks a perspective
on reality, a point of view. It is a child of the hu-
man spirit. It arises out of an experience of per-
sonal meaning and thus reflects a degree of inner
peace. Wishing, on the other hand, arises from a
sense of need, dissatisfaction, and unrest. It re-
flects a sense of incompleteness. Hope is the prod-
uct of adversity transcended, wishing of adversity
denied. Hope is found in acceptance, the con-
scious attitude that accompanies integration. The

one who accepts is freed to act, respond, and take
control in new ways.

Examine Fears, Particularly
Concerning the Unknown

In naming a fear, we rob it of much of its power.
Uncertainty breeds anxiety, which, in turn, par-
alyzes coping mechanisms. Many fears are associ-
ated with the unknowns of illness. "Will I choke
to death?" "Will I have a lot of pain?" "Will I die
alone?" A discussion of symptom control options
and the assurance of attentive continuity in care
reassures and provides security, which, in turn,
extinguishes anxiety.

A further unknown lies in the question of eter-
nity. Is there an existence after death? This pri-
mordial issue arises for all who face death, whether
or not it is expressed. Asking simply, "What do
you think comes after death?" may enable a great
release as the anxiety accompanying this most ba-
sic of human fears is shared in honesty with an-
other person. It is important to remember that cop-
ing skills are enhanced not through hearing
someone else's answers to such questions but
through the asking of them and the subsequent
working through of the patient's own answers with
the help of one who cares enough to be involved.

Explore the Patient's Need
for Reconciliation

The stress of terminal illness may accentuate in-
herent difficulties in family relationships. Old
misunderstandings, resentments, jealousies, and
prejudices are often inflamed. The caregiver is in
a privileged position as an objective observer who
may be able to point out opportunities for rec-
onciliation at this time of changing reality in the
family system. Like acceptance of forgiveness,
reconciliation always starts with self, then in-
volves others and, for many, God, however that
ultimate reality may be perceived.

Celebrate the Transcendent

Transcendence is experienced when moments are
illuminated by an awareness of the majesty and
mystery of life through seeing, hearing, smelling,
tasting, or touching the beauty that is always there.
It may occur in prayer or meditation, as we have
an experience of stillness, simplicity, and a power
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beyond ourselves yet within ourselves. Wholeness
is the integration of the twin experience of tran-
scendence and immanence. For those who have a
particular faith and system of belief, transcendence
may be fostered through the use of symbols, ritu-
als, and other resources of that religion or philo-
sophical perspective. For many this will be aided
by involving a minister of religion capable of per-
forming the sacramental rites of the religion in-
volved. As Lunn reminds us, "The traditional rit-
uals of religion have great power in the context of
death and dying, separation and loss. This is true
for the majority of people who are not regular par-
ticipants in religious ritual at other times.... The
profoundly spiritual and cultural need for ritual is
most evident in the face of death."11

Actively Intervene if Patient
Remains Stuck

The various aspects of response already discussed,
in particular the control of physical suffering and
the establishment of a relationship of trust be-
tween patient and carer, enable the majority of
individuals in spiritual pain to descend to a place
of inner consolation and peace. For others, how-
ever, this is not enough, and such individuals re-
main trapped in their surface prison of spiritual
pain. It is in instances such as this that one of
the depth skills mentioned earlier may be of par-
ticular relevance. It is essential that the individ-
ual who offers the patient the opportunity of
working in this way be fully trained in that par-
ticular depth skill and adequately supervised and,
ideally, already be part of the caring team and
known to the patient. What is common to all
such approaches is their ability to tackle the prob-
lem at the heart of spiritual pain, that is, the dis-
connection and subsequent alienation from
depth, by safely bringing the patient from the sur-
face mind to the deep mind and by encouraging
the patient to open and experience there the
healing power of depth. The appropriate use of
religious ritual, as discussed, might also be seen
as a depth skill from this perspective. The fol-
lowing is an example of the use of one such tech-
nique, imagework, in a patient with spiritual pain.

Cose Example

Joyce was a 42-year-old woman who was known to
have carcinomatosis peritonei from carcinoma of

the caecum. Widowed 5 years previously when her
husband died from malignant melanoma, she had
two children and worked as a journalist. She had
been brought up Roman Catholic but was no longer
practicing. Her family doctor had referred her to
the palliative home-care team for symptom control
and emotional support.

When the doctor and nurse visited Joyce at
home, they found a gaunt and frightened woman
who complained of severe abdominal pain, nausea,
and vomiting. These symptoms were thought to re-
sult from a combination of malignant subacute
bowel obstruction and opioid-induced constipation.
During the visit Joyce spoke openly of her advanced
cancer and said that she knew death was not far off
but that she "had no fears." As they drove from the
home, the palliative-care nurse commented to the
doctor that she felt Joyce's attitude seemed almost
"too good to be true."

Over the following days Joyce's symptoms set-
tled as she responded to the treatment regime sug-
gested to her family doctor by the home-care team.
Indeed, within a week of that initial assessment
visit, she was so much improved that she was able
to recommence part-time work.

Little was heard from Joyce for some weeks.
Then her family doctor telephoned, requesting her
admission to the palliative-care ward. On admis-
sion she was extremely weak but otherwise calm
and comfortable. Physical examination showed that
she had now developed massive hepatomegaly and
ascites and that, in addition, she had a lot of pal-
pable intra-abdominal tumor. Haematological in-
vestigation showed that she was not anemic. As no
other possible causes were found, her profound
weakness was felt to be the result of the systemic
effects of her very advanced malignancy.

Three days after Joyce's admission she had an
episode of massive fecal incontinence, spurious di-
arrhea from her subacute bowel obstruction. While
her physical symptoms quickly responded to treat-
ment, she suddenly became extremely emotionally
distressed. "This is the last straw," she cried. "I feel
utterly degraded.... Do you call this "dying with
dignity?" . . . If this is a sign of what's to come, I
want it over, now."

Over the next 24 hours, Joyce remained greatly
distressed and seemed inconsolable, despite con-
stant attention from her family and many of the
ward staff (in particular, the nurses, the social
worker/counselor, and the aromatherapist). By
then, her demands for euthanasia had become per-
sistent and increasingly desperate. She countered
comments that such a measure was not legally per-
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missible by asking to be transferred wherever nec-
essary so that it could be performed. In addition, it
was evident by then that she was physically a lot
weaker and that her life expectancy was likely to
be only a few days at most. Her only relief appeared
to come with the sleep she got following intermit-
tent sedative medication. However, each time she
awoke she appeared even more distressed than be-
fore.

At this stage, a number of members of the ward
team met to discuss what else could be done to help
Joyce. Every one agreed that her emotional distress
was a form of spiritual pain, and there was a shared
sense of the inadequacy of our pharmacological and
counseling efforts. The management options
seemed limited at this point. Either her physician
could prescribe regular sedative medication for her,
or the team could try, once more, to reach the roots
of her suffering. One of the team, a doctor, had ex-
perience working with imagework, a form of active
imagination,49'63 and he agreed to meet with Joyce.
As he sat by her bedside in her darkened single
room, she lay curled up on her side under her du-
vet. She looked skeletal, and her eyes were closed.
When she spoke, her voice and face were filled with
pain: "The only thing you could do is to help me
to die, now. I want to die. I want to die now."

The doctor then told Joyce that time was very
short for her and that she would probably die within
the next day or so. It was evident from the tears
and moaning that followed that this was of no con-
solation to her. The doctor then explained about
imagework. He said that while he could not, and
would not, do anything to physically accelerate her
dying, if she was willing to try this particular way
of working, it might well "help her in her dying."
Joyce listened carefully to all of this. She had tried
visualization in the early stages of her illness. "I am
willing to try anything that might help," she replied.
The doctor then asked her to close her eyes and led
her through the following active imagination:

"Imagine yourself standing on a grassy hill. It's a
summer evening and the sun is beginning to set in
a clear sky. It's still warm. There is a very faint
breeze, which you feel on your face and in your hair.
As you look around, you can see, in the middle dis-
tance, a river. It's a large river, wide and obviously
deep, as its surface is still and smooth and its black
waters hardly appear to be moving. It's coming from
hills to one side, and you can see it meandering its
way to the sea on the far-distant western horizon.
You look down the hill. You notice that between
you and the river is a large green field. You begin
to descend through the tall grass toward the river.

You know that waiting for you on the bank of the
river is someone who knows you and cares deeply
about you. You are now getting closer to the river.
You can see the person standing there. It may be
someone you know well, or it may be someone who
is unfamiliar to you. You also know that this is
someone wise, someone who knows the river and
who will be your guide on the next stage of your
journey. As you approach this person, he or she
greets you and points toward a little wooden row-
ing boat tied at the riverbank nearby. This person
is offering to take you in the boat. This is a choice
you have to make—whether or not you will trust
this person, whether or not you will get into the
boat."

At this point Joyce began to weep quietly. The doc-
tor asked her if she was all right. Without opening
her eyes, she nodded. When he then asked her if it
was her choice to get into the boat, she mumbled,
faintly but clearly, "yes." The doctor then contin-
ued:

"Your guide gets into the boat before you. He or she
is sitting in the middle seat and indicates to you to
sit in the rear of the boat. You do, and your guide
pulls the rope into the boat and, using an oar,
pushes the little boat out toward the center of the
enormous river. You know that you are with some-
one who cares deeply about you. You know that you
are with someone who knows about the boat and
who understands the river. You do not know where
this will bring you, but you do know that you are
with someone who knows the way there. You have
done all you can. At this stage you can choose to
trust yourself to this guide and to trust yourself to
the river. Let your guide lead the way, the river
carry you. Allow yourself to be carried, to be held
by this deep and silent river that is flowing into the
next stage of your journey. Be aware, notice, expe-
rience how this feels. Allow this experience. Allow
yourself to be carried."

By then Joyce was lying utterly still, breathing
slowly and evenly as if deeply asleep. "I met my
husband by the riverside," she said, as she slowly
began to open her eyes. Once again she began to
weep, but the doctor felt her tears were now of sad-
ness, in contrast to earlier tears of desperation. "I
asked my husband to help me to die," she contin-
ued. "He said he was with me, and we would be to-
gether." She then smiled and looked very much
more relaxed. She asked the doctor if she could
sleep. As he left her room, he reassured her that
everything possible would be done to keep her
comfortable.
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For several hours after this, despite receiving no
further sedation, Joyce slept deeply. Her family sat
by her bedside. During the night, when the nurses
were turning her, she opened her eyes briefly and
smiled. She died in the early hours of the follow-
ing morning.

In Joyce's case, spiritual pain manifested pretermi-
nally as an acute and overwhelming emotional cri-
sis. In terms of Solomon et al.'s terror-management
framework, she was experiencing the consequences
of a breakdown of her anxiety buffer as it became
apparent to her that the cultural model that had
served her so well until then had now become re-
dundant. In this context, her request for euthana-
sia can be seen as a cry to others to help her move
beyond the old cultural model. In terms of the sur-
face/deep model of the psyche, Joyce's asking for
euthanasia can also be seen metaphorically. Here
was a woman who, despite all that skilled pallia-
tive care could offer, remained trapped at the sur-
face level of the psyche. In this context, her plea
to "help me to die" was also a request for help in
moving beyond the surface and toward the deep
psyche that she sensed would bring her the com-
fort she sought. The depth skill of imagework fa-
cilitated this process. By allowing her to move into
depth, though the doorway of the imagination, this
intervention enabled her to make the necessary
culture change, helped her to cross into the un-
known of the deep psyche as a microcosm of death,
and appeared to heal her spiritual pain.

CONCLUSION

How do we know whether the observations we
have made in the preceding pages are true or ac-
curate? Our response to spiritual pain is not de-
pendent on clinical trials or belief systems. How
we see this arena depends on how such ideas and
concepts relate to our individual experience of
caring for others, as well as our own personal ex-
perience of living with and through spiritual pain,
our own search for meaning and healing.

This is not an add-on luxury area of patient
care. Rather, it is of central importance. Attend-
ing to a patient's spiritual distress has to do with
the alleviation of suffering and healing in its
deepest sense. These concepts are relevant in all
areas of health care and call for a revision and a
redefinition of the medical model.

To address these issues involves a cost, to both
the patient and ourselves as caregivers. The
widely accepted doctor-patient relationship is
rooted in the biomedical model and focused on
the biology of disease. With the adoption of terms
of reference that include the spiritual domain,
this status quo can never again be judged to be
adequate. The new relationship involves more re-
sponsibility for the patient and more vulnerabil-
ity for the doctor. In abandoning the narrow
mandate that focuses on fighting disease in favor
of a broader challenge, the alleviation of suffer-
ing, the physician is opting for the role of
wounded healer rather than that of heroic com-
batant.49

We advocate "whole-person care." Recogni-
tion of the rich potential this embraces chal-
lenges us to reexamine medical education, to con-
sider what whole-person education for doctors
might look like. Our thesis is not that all doctors
must become competent in the area of alleviat-
ing spiritual distress but that all doctors must be
aware that existential issues are intrinsic to the
experience of illness, that the issue of spiritual
pain is an important consideration in establish-
ing each differential diagnosis, and that such is-
sues need to be recognized and attended to by
each multidisciplinary team.
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The Treatment of Suffering in Patients
with Advanced Cancer

Nathan I. Cherny, MBBS, FRACP

For the patient with advanced incurable can-
cer, the goals of care are the alleviation of suf-

fering, the optimization of quality of life until
death ensues, and the provision of comfort in
death.1 The alleviation of suffering is universally
acknowledged as a cardinal goal of medical
care.1"6 Persistent suffering that is inadequately
relieved (or the anticipation of this situation) un-
dermines the value of life for the sufferer.

The ability to formulate a clinical response to
the problem of suffering in the cancer patient re-
quires a clinically relevant understanding of the na-
ture of the problem.7"11 In an attempt to develop
a clinically relevant definition, Chemy et al. have
defined suffering as an aversive emotional experi-
ence characterized by the perception of personal dis-
tress that is generated by adverse factors that un-
dermine quality of life.11 According to this model,
there are 3 defining characteristics of suffering: (1)
perceptual capacity (sentience) must be pre-
sent,12'13 (b) the factors undermining quality of life
must be appraised as distressing, and (c) the expe-
rience must be aversive. Suffering is not a diagno-
sis; rather, it is a phenomenon of conscious human
existence.12 The intensity of the experience is a
variable that is determined by the number and
severity of the factors diminishing quality of life, the
processes of appraisal, and perception. Each of these
factors is amenable to therapeutic interventions.

Advanced cancer is a potential cause of great
distress to patients, their families, and the profes-
sional caregivers attending them. While at least
two-thirds of patients with advanced cancer have
significant pain,14 numerous other physical symp-
toms can equally diminish the patient's quality of
life.15"22 Furthermore, many patients endure enor-
mous psychological distress,23"25 in some cases
from an existential perspective that suggests that,
even without pain or other physical symptoms,
continued life is without meaning.26 For the fam-
ilies and loved ones of patients there is, likewise,
great distress in this process: anticipated loss,
standing witness to the physical and emotional dis-
tress of the patient, and bearing the burdens of
care.27'28 Professional caregivers may potentially
be stressed by the suffering they witness, which
challenges their clinical and emotional re-
sources.29"32 According to this model, the suffer-
ing of each of these groups is inextricably interre-
lated, and the perceived distress of any one may
amplify the distress of the others (Figure 26.1).

SUFFERING AND PERSONAL GROWTH

The potential for personal development and satis-
faction in overcoming situations of adversity is a
well-recognized phenomenon. The ability to rise
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Figure 26.1 The Relationship Among the Distress of the Patient, Family and Health-care Providers

from adversity is predicated on a perception of self-
efficacy and the ability to cope with prevailing
problems. When, however, a person perceives the
demands of a situation as exceeding the available
coping resources, then stress, a sense of personal
vulnerability, and associated emotional distress are
triggered.33 In the advanced cancer patient, this
occurs when the factors diminishing the quality of
life are excessively severe, or numerous or when
the patient appraises the available resources for
coping as inadequate to the task.

The phenomenon of coping generates the po-
tential for growth and reward. Coping does not
occur if the demands of the situation are over-
whelming (as distinct from merely being ap-
praised as overwhelming). The patient with in-
adequately relieved pain or dyspnea may be
absolutely unable to address issues related to his
or her offspring and spouse. The spouse and off-
spring who are overwhelmed by problems of daily
care requirements may be absolutely unable to sa-
vor the remaining time with the patient. By un-
derstanding and addressing the factors that may
potentially overwhelm the patient, family, and
health-care providers, the necessary precondi-
tions for coping and growth are established. Suf-
fering in advanced cancer patients cannot be
eliminated, but if adequate relief is achieved,
then coping and growth can occur.

RELIEF OF SUFFERING AS A
RIGHTS ISSUE

In patients with advanced cancer, a readiness to
address pain and other intolerable symptoms is a

medical and moral imperative.1'34 The corollary
of the right of the incurably ill to relief of pain
and suffering is the responsibility of caregivers to
ensure that adequate provisions are made for re-
lief.35 The formulation of a therapeutic response
requires an understanding of the factors that con-
tribute to it. Failure to appreciate or to effectively
address the full diversity of contributing factors
may confound effective therapeutic strategies.

From this perspective, the provision of ade-
quate relief of symptoms is an overriding goal,
which must be pursued even in the setting of a
narrow therapeutic index for the necessary pal-
liative treatments.1'34'36"38 This concept has been
endorsed by a presidential commission6 and by
consensus statements from major professional or-
ganizations in medicine and ethics.4'39^5

HIPPOCRATIC MEDICINE AND
THE RELIEF OF SUFFERING

Hippocratic medicine has traditionally defined
the purview of medical practice in normative sit-
uations. According to the Hippocratic paradigm,
medicine is seen as a vocation of compassion in
which the quality and quantity of human life are
of critical concern. The imperative to alleviate
suffering precludes the elimination of the sufferer,
and the administration of "a deadly drug to any
patient" falls beyond the normative practice of
medicine.

The Hippocratic Charter may be summarized
as follows:

1. To abhor suffering and preventable premature
death
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2. To strive to prevent or to cure illness that gen-
erates suffering and foreshortens survival

3. When cure is not possible, to find the optimal
balance between relief of suffering and prolon-
gation of survival

4. The relief of suffering should be achieved by
means other than the termination of the life of
the sufferer

The advocates of euthanasia and physician-
assisted suicide challenge this construct. For some
practitioners and ethicists, the data indicating
that the treatment of pain and suffering are fre-
quently ineffectual are sufficient to justify elec-
tive death by euthanasia or by assisted suicide as
beneficent options when standard therapies have
been inadequate to the task.1'46"48

Besides absolutist reservations about the delib-
erate termination of human life, standard objec-
tions to this approach include the so-called slip-
pery-slope argument (of progressive precedent) and
the argument of the potential for abuse.49 Among
palliative-medicine practitioners, three other ap-
proaches have taken increasing prominence.

1. The "not-yet" argument. Several clinicians have
argued that the legalization of either of these op-
tions without first ensuring universal availability
of expert care in symptom management or, at very
least, the requirement of expert assessment of po-
tential candidates may result in the maleficent
foreshortening of the lives of some patients when
other appropriate options were untested and un-
explored.2'50"59 They assert that the focus of pub-
lic discussion on these life-curtailing options is in-
appropriate when so little has yet been done to
ease suffering without having to kill patients or
assist in their killing of themselves.

2. The nature-of-rights objection. Arguing from the na-
ture of rights, some have challenged the con-
tention that the ethical principle of autonomy can
be extrapolated to claim a right to choose one's
time and mode of death. Given that a valid right
implies the existence of a duty to respond that can-
not be reasonably refused60'61 and that reasonable
moral compunction about either killing patients
or assisting in their suicide is acknowledged, it is
argued that a right to die by euthanasia or physi-
cian-assisted suicide does not exist.37

3. The argument from nonnecessity. Proponents of this
view argue that sedation for patients with refrac-
tory suffering provides adequate relief without in-
tending the death of the patient.62"64 In contrast
to those practices, in which the death of the pa-

tient is intended and critical to the outcome, deep
sedation obliterates the perception of distress.
The death of the patient, when it occurs, is a fore-
seen contingency but not an intended or essen-
tial outcome. The use of sedating therapies rec-
ognizes the right of patients with advanced cancer
to adequate relief of unendurable symptoms and
the right of all patients to choose among thera-
peutic options within the purview of medical
practice.1'65'66 In the absence of such ethical equi-
librium, the moral reservations of clinicians or
family members may result in either the under-
treatment of catastrophic symptoms or subsequent
guilt and its morbid psychological sequelae.

Hippocratic purview of medicine, in summary, re-
quires that suffering be acknowledged, its causes
identified, and steps taken to provide adequate
relief with haste and effect until adequate relief
is achieved.

STUDIES ON THE RELIEF

OF SUFFERING

It is widely held that the treatment of pain and
suffering are frequently ineffectual and that, in
some circumstances, this situation may render
death the preferred option.1'3 In one survey of pub-
lic attitudes, 57% of respondents endorsed the
statement that a painful death can be expected
with cancer, and 69% endorsed the statement that
cancer pain can be so bad that a person with can-
cer might consider suicide.67 In a recent survey of
1308 outpatients treated by oncologists of the East-
ern Cooperative Oncology Group, 67% of the pa-
tients reported that they had pain during the week
preceding the study, and 36% had pain severe
enough to impair their ability to function. Of those
with pain, 42% were not given adequate analgesic
therapy.68 Among cancer patients, uncontrolled
pain has been reported to be a significant deter-
minant of suicidal ideation. A study at Memorial
Sloan-Kettering Cancer Center that evaluated 185
cancer patients experiencing pain observed that
suicidal ideation (thoughts of suicide with or with-
out an immediate plan) occurred in 17%.69 In a
retrospective survey of the charts of 90 patients
with advanced cancer, 20% of patients had ex-
pressed the view that suicide could be an option
"somewhere in the future" if pain and other symp-
toms were uncontrolled or if the patients became
an excessive burden on their families.20 Indeed,
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one author has suggested that some of the non-
physical causes of patient distress may be intrinsi-
cally refractory to comfort directed interventions
and that these alone may be sufficient to suggest
death as the preferred option.70

CONFRONTING SUFFERING
AS A CLINICAL PROBLEM

Inadequately relieved suffering can present as un-
controlled physical symptoms, depression or anx-
iety, severe existential distress, or family mem-
ber and health-care provider fatigue, or it can man-
ifest itself in the request for euthanasia or physi-
cian-assisted suicide.51'71 Most often the con-
tributing factors coexist in combinations; for
example, the depressed patient with uncontrolled
pain may be attended to by frustrated, distressed
relatives and an exhausted, exasperated physician.

Uncontrolled suffering in a dying patient is a
medical emergency.1 When patients, their fami-
lies, or other health-care providers request that
the patient be killed or helped to kill himself, this

is usually in response to actual suffering that is
inadequately relieved or to anticipated unre-
lieved suffering.48'51'72"79 In the Hippocratic tra-
dition, an appropriate response is to say, "I don't
kill patients, but neither will I just stand by and
watch inadequately treated suffering."

Assessment

Familiarity with the range of distressing factors
that generate suffering can help to guide the clin-
ician in the assessment process on which further
interventions are predicated. On the basis of a
review of the existing data on pain and symp-
toms in patients with advanced cancer and on
psychosocial and existential distress among pa-
tients, their families, and professional caregivers,
Cherny et al. proposed a taxonomy of the factors
that contribute to suffering.11 They assert that an
appreciation of the full diversity of factors that
may contribute to suffering underscores the need
for a methodical approach to the assessment of
each individual case (Table 26.1). Such an ap-
proach incorporates the identification of care

Table 26.1 Taxonomy of Factors Contributing to Distress

In Patients

Physical symptoms
pain
lack of energy
feeling drowsy
dry mouth
lack of appetite
nausea
feeling bloated
change in the way food tastes
numbness/tingling in hands/feet
constipation
cough
swelling of arms or legs
itching
weight loss
weight gain
diarrhea
dizziness
problems with sexual interest or

activity
shortness of breath
vomiting
problems with urination
difficulty swallowing

Psychological symptoms
anxiety
depression

In Family Members of Patients

Empathic suffering from the distress
of the patient

(see Table 2 6.1 a)
Physical illness

symptoms
disability
therapy

Family dynamic
family stability
intrafamily conflict
inability to work cohesively

Impending bereavement
loss
the end of their life as they have

known it
finding a way to living together in

anticipation of death
role changes

Burdens of care
physical

more than needs to be done
the things to be done involve

heavy physical work
sleep disturbance

psychological
performance anxiety in provid-

ing comfort

Among Health-Care Providers

Empathic suffering from the
distress of the patient

(see Table 26.1 a)
Empathic suffering from the
distress of the family

see Table 26.1 b)
Physical illness

symptoms
disability
therapy

Burdens of care
emotional distress

frequent life and death decisions
frequent exposure to death
frequent exposure to profound
emotional distress

patient related
high consumer expectations

(patient and family)
severe patient dependency

(physical, emotional)
severe patient debilitation
severe patient distress (physical

emotional)
aesthetic

severe patient disfigurement
severe patient odor



Table 26.1 Taxonomy of Factors Contributing to Distress (Continued)

In Patients

sleep disturbance
irritability
impaired concentration
nightmares
delirium

Existential concerns
disrupted or distorted personal

integrity
changes in body image
changes in body function
changes in intellectual function
changes in social and profes-

sional function
diminished attractiveness as a

person
diminished attractiveness as a

sexual partner
increased dependency

distress from retrospection

unfulfilled aspirations
deprecation of the value of

previous achievements
remorse from unresolved guilt

distress from future concerns
separation
hopelessness
futility
meaninglessness
concern about death

religious concerns
illness as a punishment
fears of divine retribution

fears of a void
Empathic suffering from the

distress of the family
(see Table 26.1 b)

Distress related to health-care
services

communication
availability
personal and cultural sensitivity
excessively candid
inadequate information

lack of availability
lack of services
exhausted services
uncommitted services
ineffectual services
expense

In Family Members of Patients

conflict
performance anxiety in adminis-

tering medication
anxiety about emergencies such

as pain dyspnea or bleeding
aesthetic

toileting care
wound care

financial
cost of care
lost income
insurance concerns

Conflicts
adequate relief of distressing

symptoms vs preservation of
alertness and avoiding the has-
tening of death duty to care for
a loved-one vs. duty to care for
oneself and one's other respon-
sibilities

Distress related to health-care
services

communication
availability
personal and cultural sensitivity
excessively candid
inadequate information

lack of availability
lack of services
invasive
uncommitted services
ineffectual services
expense

Psychological
anxiety
depression
sleep disturbance
irritability
impaired concentration
nightmares
substance abuse

Existential concerns
distress from retrospection

unfulfilled aspirations
remorse from unresolved guilt

distress from future concerns
separation
hopelessness
futility
meaninglessness
concern about death

religious concerns
illness as a punishment

Among Health-Care Providers

inadequate resources
inadequate training to manage

the prevailing patient and
family problems

inadequate assistance
excessive workload

Conflict
with colleagues (substantive or

style)
with patient ± family (substantive

or style)
with self decision making in

ambiguous circumstances
duty to care for a patient vs. duty

to care for oneself and one's
other responsibilities

Psychological
anxiety
depression
sleep disturbance
substance abuse

Existential Concerns
distress from retrospection

deprecation of the value of
previous achievements

guilt about limitations of thera-
peutic efficacy

distress from future concerns
futility
meaninglessness
concerns about death

Reproduced with permission from Cherny NI, Coyle N, Foley KM. Suffering in the advanced cancer patient: A definition and taxonomy. Jour-
nal of Palliative Care 1994;10(2):57-70.
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needs, the formulation of multidisciplinary inter-
ventions to address those needs, and the provi-
sion of ongoing monitoring with readiness to
reevaluate the care plan as problems arise or
needs change.

Objectives

The objectives of the assessment are to identify
current problems that are a source of distress to
each of the parties, to assess the patient's care
needs, and to evaluate the adequacy of the avail-
able resources. Evaluation should include med-
ical variables in the patient, family, and available
community medical system; psychological vari-
ables in the patient, family, and psychosocial
community supports; and social and financial
variables in the patient and family. Since both
the patient and the family are part of the unit of
care, assessment requires discussion with both.
The clinician must maintain a clinical posture
that affirms relief of suffering as the central goal
of therapy and that encourages open and effec-
tive communication about perceived problems.

Patient Assessment

The prevalence of poorly controlled pain and
other physical symptoms and the impact of these
factors on the lives of all involved emphasize the
importance of addressing these issues at the ear-
liest opportunity. The early establishment of good
symptom control conveys concern, builds the
trust of patients and their families, and facilitates
the ability to address other important issues. Pa-
tient variables that must be assessed include the
disease status, expected disease progression, pres-
ent functional level, symptoms, current therapies,
and anticipated future problems. Of particular
importance is the patient's level of function, re-
flecting his or her mobility (e.g., whether the pa-
tient is fully bedbound or fully mobile without
aids), ability to communicate (impairment may
be severe, as with brain tumors, or minimal), abil-
ity to perform the activities of daily living, bowel
and bladder function (from incontinence to full
self-care), level of alertness (from coma to full
alertness), and emotional status. The use of val-
idated pain and symptom assessment instruments
can provide a format for communication between
the patient and health-care professionals and fa-
cilitate outcome evaluation.80"85

Family Assessment

Family assessment should encompass medical
variables, psychosocial concerns, and the ade-
quacy and availability of supports. Evaluation of
the willingness and ability of home carers to pro-
vide home care and the availability of supports is
essential.27'86"89 Concurrent medical problems in
a family member, particularly a primary caregiver,
need to be evaluated, since the viability of the
home-care plan may depend on the family mem-
ber's ability to participate in care. Since the abil-
ity of families to cope with home care is largely
determined by the nature of the available home-
care supports,86'90"94 the family assessment must
include an assessment of available health-care
professional and community supports.

It is important to ascertain the family's un-
derstanding of the nature and extent of the pa-
tient's cancer and their expectations of treatment
and outcome. Discrepancies between what is
known and understood by the patient and the
family should be identified, and the reasons for
these discrepancies should be tactfully explored.
Knowledge deficits may have been deliberately
maintained; the family or patient may not want
information overload, the patient may wish to
protect the family from knowledge of a poor prog-
nosis, or the family may wish to protect the pa-
tient from the impact of such information.95"97

This part of the assessment requires a nonjudg-
mental posture and sensitivity to psychological
and cultural factors that may influence the trans-
mission of information.95'96'98'99

Evaluation of the Professional
Caregiver Supports

Evaluation of the professional caregiver supports
usually requires greater detail than that which can
be provided by the patient and family alone. To
effectively plan for ongoing care, the coordinating
clinician must understand the limitations of the
involved health-care professionals (knowledge, ex-
perience, and availability for home care), their dif-
ficulties in coping with the situation, and their per-
ceived needs to improve the care outcome.

Family Meetings

Family meetings meetings can open communica-
tion, improve coordination in the formulation of
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a care plan, and facilitate better personal coping
for each of the individuals involved. The coordi-
nation of a family meeting with relevant mem-
bers of the professional health-care team provides
a format for discussing the needs of all parties in-
volved, clarifying care goals, sharing and explor-
ing concerns, and developing a therapeutic plan
that adequately addresses those needs.38'100 The
participants should be determined on an indi-
vidual case basis. Since the family is an appro-
priate unit of care with its particular concerns and
needs, and its members have a right to confiden-
tiality, on occasion it may be appropriate to meet
without the participation of the patient to ad-
dress these issues.

Clarifying the Goals of Care

A common source of distress for patient, family,
and professional carers occurs when there is a
lack of coordination among the involved parties
in the desired goals of patient care. The goals of
care are often complex but can generally be
grouped into three broad categories: prolonging
survival, optimizing comfort, and optimizing
function.101 The relative priority of these goals
provides an essential context for therapeutic de-
cision making. The prioritization of these goals
is a dynamic phenomenon that changes with the
evolution of the disease; whereas the optimiza-
tion of comfort, function, and survival may share
equal priority during the phase of ambulatory
palliation, the provision of comfort usually as-
sumes overriding priority as death approaches.101

When patients prioritize optimal comfort and
function equally, the therapeutic intent is to
achieve an adequate degree of relief without
compromising cognitive and physical function.
When comfort is the overriding goal of care, the
overriding intent is to achieve relief. In the lat-
ter circumstance, there is a willingness to con-
tinue therapies that may impair function or even
foreshorten life expectancy.

The assessment of patient and family will
identify specific care needs to be addressed, as
well as the strengths and weaknesses of avail-
able resources. This approach facilitates the de-
velopment of a flexible care plan that addresses
the spectrum of problems that have been iden-
tified, using the coordinated skills of a range of
health-care providers27'41'102 (Tables 26.2 and
26.3).

DIFFICULT PROBLEMS IN
THE RELIEF OF SUFFERING

The problems that commonly underlie situations
of uncontrolled suffering include severe anxiety
or depression, profound existential distress, re-
fractory symptoms, and profound family fatigue.
Familiarity with clinical strategies in the man-
agement of these problems will enhance the
physician's ability to respond to these problems.

Severe Anxiety or Depression

Depression represents a major source of patient
morbidity. It is a factor in 50% of all suicides and
is probably a factor in many requests for eu-
thanasia or assisted suicide.69'103'104 Undertreat-
ment derives largely from problems of recogni-
tion and assessment and from the misconception
that depression is a normal response to cancer.104

Depressive symptoms may result from existential
distress (discussed later), the empathic perception
of family distress, psychiatric problems of adjust-
ment disorder or major depression, or organic
problems such as persistently unrelieved symp-
toms. The normal grief or sadness engendered by
a diagnosis of cancer is usually associated with
fluctuating feelings of mild or moderate depres-
sion, which gradually diminish in intensity as
adaptive processes develop.104

Anxiety may be produced by a primary psy-
chological disorder, by situational factors related
to the disease, its treatment, and potential out-
comes and to related existential concerns, or by
organic processes related to the disease or its
treatment.23 Anxiety generally presents with ei-
ther somatic or cognitive manifestations. Com-
mon themes in the anxieties of terminally ill pa-
tients include feelings of being overcome by
threatening forces, preoccupation with the un-
certainties of treatment outcomes and duration
of survival, fears relating to the process of dete-
riorating health with loss of dignity and control,
and fears about the mode of death (particularly
with regard to pain and suffocation). In the face
of uncertainty, it is normal to experience fluctu-
ating feelings of mild or moderate anxiety, which
gradually diminish in intensity as adaptive cop-
ing develops.

Depression or anxiety that is severe enough to
interfere with the patient's ability to function,
worsening rather than resolving, or that persists



Table 26.2 Dimensions of Patient Distress, Management Approaches, and Potential Therapeutic Resources

Dimension

Physical

Psychological

Social

Distress

Pain

Other physical symptoms

Physical disability

Anxiety

Depression

Adjustment difficulties

Cognitive impairment

Unresolved previous loss or separation

Control

Strained family relationships

Unsatisfactory communication regarding illness or treatment

Economic

Family related
Feeling an excessive care burden
Feeling an excessive emotional burden
Feeling an excessive economic burden

Doctor related
Lack of M.D. attention to current problems
Lack of empathic support from M.D.
M.D. excessively hopeful or pessimistic

Intervention (s)

Comprehensive pain management

Comprehensive therapy

Physiatric review and therapy

Careful assessment for reversible factors

Psychotherapy ± pharmacotherapy

Cognitive or behavorial interventions

Family assessment, supportive intervention

Assessment and facilitation

Assessment and support

Address issues of family distress

Evaluate limits of available medical supports
Expert consultation

Therapist(s)

MD, Nur, Anesth,

PCS, Physiat,

OT, PT.

One, Nur, SW,

Psych, Neur, PCS

MD, Nur, SW,

Psych, PCS

See Table 3

PCS, Psych, SW,
Nurs



Existential Current personal integrity
Changes in body image and function

Attention to reversible factors
Use of prosthetic, cosmetic, orthotic or functional supports

Changes in intellectual function
Changes in social and professional function
Changes in attractiveness as

Retrospective distress
Disappointment
Remorse

Anticipation
Hopelessness
Futility
Meaninglessness
Death concerns

a sexual partner

Chap Chaplain
ClinEth Clinical Ethicist
Cosmet Cosmetician
MD Doctor
MT Music therapist
Nurs Nurse
OT Occupational Therapist

Cognitive, behavioral, and supportive
Psychotherapies to enhance coping

Cognitive restructuring
Life-review techniques

Cognitive restructuring and goal reprioritization
Identification of short-term achievable goals
Abandonment of unachievable goals
Addressing fears associated with death

PCS Palliative Care Specialist
Physiat Physiatrist
Psych Psychiatrist
PT Physical Therapist
RecT Recreation Therapist
SW Social worker

MD, Nur, SW,
Phys, Psych,
Chap, PCS,
Physiat, OT, PT,
ST, Cosmet

SW, Psych, Chap,
MD, Nurs, PCS,
MT, RecT

Psych, SW, MD,
Nur, Chap, PCS,
ClinEth

Reproduced with permission from Cherny NI, Coyle N, Foley KM. Suffering in the advanced cancer patient: a definition and taxonomy. Journal of Palliative Care 1994;10(2):57-70.



Table 26.3
Resources
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Dimensions of Family Member Distress, Management Approaches, and Potential Therapeutic

Social

Dimension

Patient related

Physical

Psychological

Social

Personal resources

Distress

Patient in physical distress
Patient in psychological distress
Patient in existential distress
Illness
Physical disability
Anxiety
Depression
Adjustment difficulties
Unresolved previous loss or

separation
Uncertainty
Alteration in roles and lifestyles
Unsatisfactory communication

regarding illness or treatment

Lack of comfort and support
from family members

Lack of support and comfort
from health care professionals

Nonconvergent needs among
family members

Economic/employment
Excessive physical demands
Excessive complexity of care
Exhaustion

Chap Chaplain
ClinEth Clinical Ethicist
Cosmet Cosmetician
MD Doctor
MT Music therapist
Nurs Nurse
OT Occupational Therapist

Intervention

Treat patient and support family
Treat patient and support family
Treat patient and support family
Comprehensive therapy
Physiatric review and therapy
Psychotherapy ± pharmacotherapy
Cognitive or behavioral interventions

Acknowledge difficulties
Explore specific problems of

family and supports
Assess information needs and

address them
Provide sensitive information

and express readiness to provide
appropriate supports

Express readiness to deal with
whatever difficulties may arise

Identify family members in need
of psychological or psychiatric
support

Optimize home supports
Provide effective backup
Consider alternative care

arrangements
Consider respite care

PCS Palliative Care Specialist
Physiat Physiatrist
Psych Psychiatrist
PT Physical Therapist
RecT Recreation Therapist
SW Social worker

Therapist(s)

MD, Nurs, Psych,
Chap, ClinEth

MD, Nur,

MD, Nur, SW,
Psych, Neur, PCS
Chap

MD, Nur, SW,
Psych, PCS

SW, Nurs, MD

Reproduced with permission from Cherny NI, Coyle N, Foley KM. Suffering in the advanced cancer patient: a definition and taxonomy. Jour-
nal of Palliative Care 1994;10(2):57-70.

more than 7 days warrants skilled interven-
tion.105 As previously described, effective man-
agement is predicated on the development of a
trusting relationship. Patient evaluation begins
with an assessment of the patient's symptoms,
mental status, and physical status; possible treat-
ment effects; and all pertinent investigational
studies. This process defines the pattern and the
severity of the psychological symptoms, evalu-
ates the presence of suicidal ideation, and iden-
tifies possible contributing factors that may be
remediable.

The therapeutic plan is influenced by the spe-
cific psychological problem and by the severity of
the symptomatology, disease, and situational fac-
tors. In all cases, the adequacy of symptom con-
trol and social supports must be addressed.
Though mild depression or anxiety can be treated
with short-term psychotherapy, more severe
symptoms generally require a combined modality
approach that also incorporates pharmacother-
apy.23'104 Anxiety is usually treated using anxi-
olytic pharmacotherapy selected from benzodi-
azepine, neuroleptic, or tricyclic antidepressant
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drugs, along with supportive psychotherapy, of-
ten using behavioral techniques of relaxation,
guided imagery, and distraction.23'105'106 Pro-
longed or severe depression requires an approach
that combines antidepressive pharmacotherapy
with psychotherapy; occasionally, electroconvul-
sive therapy may be indicated.23'105 Cognitive
strategies can be used to correct misconceptions,
emphasize past strengths, improve coping strate-
gies, and mobilize inner resources.105'106

Patients who express suicidality must be as-
sessed urgently, since appropriate intervention
may be critical.23'103 Factors contributing to pa-
tient vulnerability to suicide include advanced ill-
ness with poor prognosis, depression and hope-
lessness, pain, delirium, loss of control with
perceived helplessness, preexisting psychiatric dis-
ease, a personal or family history of suicide, and
exhaustion.23 It is important to ascertain the rea-
sons underlying the suicidal thoughts and the se-
riousness of the intent. Evaluation of the patient's
mental status and pain control is essential. If in-
dicated, analgesics, antidepressants, or neurolep-
tics should be used for pain, severe depression, ag-
itation, or psychosis.23'103 Mobilization of as much
of the patient's support system as possible is criti-
cal. In situations in which the support systems are
inadequate or the suicidal risk is very high, the pa-
tient should be admitted for closely supervised care
and the initiation of appropriate therapy.23'103

Existential Distress

Common existential issues for patients with
advanced cancer include hopelessness, futil-
ity, meaninglessness, disappointment, remorse,
death anxiety, and disruption of personal iden-
tity.107"110 Existential distresses may also be
related to past, present, or future concerns. Con-
cerns regarding the past can trigger disappoint-
ment related to unfulfilled aspirations, a depre-
cation of the value of previous achievements, or
remorse from unresolved guilt.108'110-111 Present
concerns may revolve around the sense of who
one is as a person, which can be disrupted by
changes in body image; in somatic, intellectual,
social and professional function; and in perceived
attractiveness as a person and as a sexual part-
ner.108'111'112 And, if future life is perceived to
offer, at best, comfort in the setting of fading po-
tency or, at worst, ongoing physical and emo-
tional distress as days pass slowly until death, an-

ticipation of the future may be associated with
feelings of hopelessness, futility, or meaningless-
ness such that the patient sees no value in con-
tinuing to live.110 Death anxiety is common
among cancer patients; surveys have shown that
50% to 80% of terminally ill patients have con-
cerns or troubling thoughts about death and that
only a minority achieve an untroubled acceptance
of death.113'117 Although these existential issues
are sometimes referred to as "spiritual,"41'109'118"120

they appear to be universal and independent of
religion and religious practice.107'108'110'121'122

Therapeutic approaches have been developed to
address concerns about current personal integrity,
retrospective disappointment and remorse, death
anxiety, and issues of hopelessness, futility, and
meaninglessness.109-111'119'123'124

With attention to detail, steps can be under-
taken to minimize the consequences of the so-
matic and social changes that have intruded on
the patient's life.109'111-119'123 Appropriately fit-
ting clothes, cosmetic prostheses, and attention
to patient grooming help maintain personal dig-
nity. The provision of assistive or orthotic devices
can help optimize the patient's level of social
function. Issues of impeded intimacy and altered
sexual function can be broached by a skilled sex-
ual counselor.28'125-129

The use of cognitive techniques can facilitate
changes in somatic and social functioning. Cog-
nitive therapies can help patients and their fam-
ilies to modify their appraisal of their lives, to di-
minish distress, and to enhance a sense of
positivity.110'124'130 This is often referred to as
cognitive restructuring.123 For example, the dis-
tressing symbolism of the need for a wheelchair
may be modified by altering the patient's focus to
the contribution of enhanced mobility on par-
ticipation in important relationships. Cognitive
therapies need to be ego-syntonic with the pa-
tient's own coping mechanisms; the loss of em-
ployment may be seen as an opportunity to pur-
sue more important activities by the patient who
is ready to acknowledge imminent mortality,
while for the patient with a need for hope of re-
covery, the loss of employment can be viewed as
a temporary setback until satisfactory restoration
of health and function. Maladaptive strategies,
such as catastrophizing, need to be identified for
specific targeted therapies.131'132

The maintenance or reestablishment of mean-
ing is a central goal in the existential care of the
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incurably iH.26,109,111,119,123 Exclusive focusing by
the patient on unachievable long-term goals can
enhance feelings of futility and distress. Cogni-
tive restructuring can help the patient identify
meaningful and achievable short-term goals, the
fulfillment of which preserves a sense of self-effi-
cacy.26'124'133"135 As previously described, a harsh
self-evaluation of the value of the patient's life
may cause significant distress.109'110'119'123 Life-
review techniques can facilitate a constructive
reappraisal of life events that focuses on positive
feelings engendered by positive recollections,
while also acknowledging, but not minimizing,
negative recollections.136""139 The reestablish-
ment of purpose can be bolstered by the identifi-
cation of unfulfilled aspirations, incomplete tasks,
and unresolved issues that the patient can pro-
ductively pursue.137'139 Remorse can provide the
motivation for achievable constructive pursuit;
however, it is important to help the patient iden-
tify issues that are not remediable so as not to dis-
tract from more productive expenditure of time
and energy.26 Insight-directed therapy can help
the patient to acknowledge that there are mean-
ingful and fulfilling tasks to be done, joys to
be shared, things to be said or completed, rela-
tionships to be savored, and animosities to be
resolved.26

These methods may also be helpful for family
members who are despairing of the value of the
remaining time until the patient dies. So long as
patient comfort is adequately preserved, the po-
tential remains for meaningful communication
and interaction. Situations when the patient is
confused or unconscious due to advanced disease
or when symptom control can be achieved only
with therapies that induce sedation or cognitive
impairment can be particularly difficult for fami-
lies. In these situations, continued vigilance in at-
tending to patient comfort and reassurance that
comfort is being achieved are essential for the
well-being of the bereaving family. This commu-
nication must be handled with sensitivity to in-
dividual differences in coping resources and styles;
some family members may benefit from encour-
agement in continuing to communicate with both
words and touch, while others need reassurance
that their presence at the bedside is no longer es-
sential for patient comfort (see the section on the
profoundly fatigued family later in this chapter).

Many patients and their families turn to pro-
fessional health-care providers to discuss issues re-

lating to the nature of death and issues of after-
life.110'123 The anxiety engendered by these con-
cerns requires careful assessment, provision for
emotional faith support, and readiness for philo-
sophical discussion. When the theological issues
are complex or specific to a particular religion,
the assistance of an appropriate religious chap-
lain or minister should be sought.123'140

Pain and Other Physical Symptoms

Effective strategies now exist for the routine man-
agement of pain and other physical symptoms in
the majority of cases.141"146 Patients with pain or
other physical symptoms that are refractory to
standard care must be reviewed by a specialist
skilled in the symptomatic management of ad-
vanced cancer.147 Among inpatients referred to
the Pain Service at Memorial Sloan-Kettering
Cancer Center, one survey demonstrated that
careful evaluation by a pain expert revealed a pre-
viously undiagnosed lesion in 64% of patients;
many of these tumors were amenable to a primary
antitumor therapy.148 Strategies for the manage-
ment of patients who are unable to readily achieve
an acceptable balance between analgesia and side
effects have been reviewed elsewhere.149

Refractory Physical, Psychologic,
or Existential Distress

For patients with advanced cancer, physical and
psychological symptoms cannot be eliminated but
are usually relieved enough to temper the suffer-
ing of the patient and family. The term "refrac-
tory" can be applied when a symptom cannot be
adequately controlled despite aggressive efforts to
identify a tolerable therapy that does not compro-
mise consciousness.62 In deciding that a symptom
is refractory, the clinician must perceive that fur-
ther invasive and noninvasive interventions are
incapable of providing adequate relief, associated
with excessive and intolerable acute or chronic
morbidity, or unlikely to provide relief within a
tolerable time frame.62 For patients with advanced
cancer, the designation of a symptom as refractory
has profound implications, suggesting that suffer-
ing will not be relieved with routine measures.

Controlled sedation is routinely used to man-
age the severe pain and anxiety associated with
noxious procedures that would otherwise be in-
tolerable.150 Obviously, the loss of interactional
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function associated with sedation precludes its
application in the ongoing management of rou-
tine patient care to relieve chronic physical, psy-
chological, or existential distress, since the ther-
apeutic goal is to achieve adequate relief with
preserved function. At the end of life, however,
the goals of care may change such that the relief
of suffering predominates over all other consid-
erations. In this situation, the designation of a
symptom as "refractory" justifies the use of in-
duced sedation as an option of laser report to pro-
vide relief with certainty and speed.

Ethics

The use of sedating therapies recognizes the right
of patients with advanced cancer to adequate re-
lief of unendurable symptoms and the right of all
patients to choose among appropriate therapeu-
tic options.1'65'66 The ethical validity of this
approach derives from the "principle of double ef-
fect," which distinguishes between the compel-
ling primary therapeutic intent (to relieve suffer-
ing) and unavoidable untoward consequences
(the likely diminution of interactional function
and the potential for accelerating death).49 This
principle is predicated on the axioms that intent
is a critical ethical concern and that the distinc-
tion between foreseeing and intending an un-
avoidable maleficent outcome is ethically signif-
icant. The criticism, expressed by Quill,151 that
clinical intentions may sometimes be more com-
plex and ambiguous than those presented in this
argument does not diminish the observation that
the invocation of this principle allows the pa-
tient, family, and treating clinician to maintain
an ethical equilibrium in this difficult situation.
In the absence of this ethical equilibrium, the
moral reservations of clinicians or family mem-
bers may result in either the undertreatment of
catastrophic symptoms or subsequent guilt and its
morbid psychological sequelae.

Patient Evaluation

Clinicians want neither to subject severely dis-
tressed patients to therapies that provide inade-
quate relief or excessive morbidity nor to sacri-
fice conscious function when viable alternatives
remain unexplored. The refractory symptom
must, therefore, be distinguished from "the diffi-
cult symptom" that might respond within a tol-

erable time frame to other approaches without
excessive adverse effects. The difficulties inher-
ent in distinguishing between "difficult symp-
toms" and "refractory symptoms" and the major
clinical and ethical consequences of this distinc-
tion contribute to the onerous nature of clinical
decision making in this setting. The challenge in-
herent in this decision making requires that pa-
tients with unrelieved symptoms undergo re-
peated evaluation prior to progressive application
of routine therapies.

The evaluation of unrelieved and intolerable
psychological, existential, or spiritual distress is
more difficult because strategies for the manage-
ment of some of these problems are less well es-
tablished and the severity of distress may be
highly fluid and idiosyncratic. Furthermore, stan-
dard treatments have low intrinsic morbidity, and
the presence of these symptoms does not neces-
sarily indicate a far advanced state of physiolog-
ical deterioration. Nonetheless, the administra-
tion of routine approaches to the management of
patients with severe anxiety,23 depression,23 or
existential distress109"111>119>123>124 may still
eventuate in a small proportion of patients who
continue to express a high level of distress. The
designation of such symptoms as refractory can
be done only after a period of repeated assessment
by a knowledgeable clinician who has established
a relationship with the patient and his or her fam-
ily. As in the situation of refractory physical
symptoms, this situation requires expert evalua-
tion and a readiness to consider extraordinary
therapeutic approaches including sedation.

Since individual clinician bias can influence
decision making in these difficult deliberations, a
case-conference approach is prudent when assess-
ing a challenging case. This conference may in-
volve the participation of oncologists, palliative-
care physicians, anesthesiologists, neurosurgeons
and psychiatrists, nurses, social workers, and oth-
ers. The discussion attempts to clarify the remain-
ing therapeutic options and the goals of care.
When local expertise is limited, telephone con-
sultation with expert physicians is encouraged.

If, after careful evaluation, the clinician con-
cludes that there is no treatment capable of pro-
viding adequate relief of intolerable symptoms
without compromising interactional function or
that the patient would be unable to tolerate spe-
cific therapeutic interventions, refractoriness to
standard approaches should be acknowledged.
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The offer of sedation as an available thera-
peutic option is often received as an empathic ac-
knowledgment of the severity of the degree of pa-
tient suffering. The enhanced patient trust in the
commitment of the clinician to the relief of suf-
fering may, in itself, influence decision-making,
particularly if there are other tasks or life issues
that need to be completed before a state of di-
minished function develops. Patients sometimes
decline sedation, acknowledging that symptoms
will be unrelieved but secure in the knowledge
that if the situation becomes intolerable this de-
cision can be rescinded. Other patients reaffirm
comfort as the predominating consideration and
accept the initiation of sedation.

Consent to the use of sedation acknowledges
the primacy of comfort as the dominant goal of
care. Sedating pharmacotherapy for refractory
symptoms at the end of life should not be initi-
ated until a discussion about CPR has taken place
with the patient or, if appropriate, with the pa-
tient's proxy and until there is agreement that
CPR will not be initiated. The initiation of car-
diorespiratory recussitation (CPR) at the time of
death is almost always futile in this situa-
tion.152'153 and, furthermore, is inconsistent with
the agreed goals of care.152

Administration

When sedation is desired by the patient who is al-
ready receiving an opioid for pain or dyspnea, an
attempt is usually made to first escalate the opioid
dose. Although some patients benefit from this in-
tervention, inadequate sedation or the develop-
ment of neuroexcitatory side effects, such as my-
oclonus or agitated delirium, often necessitate the
addition of a second agent.154'155 The addition of
a benzodiazepine is usually effective in this situa-
tion. The short-half-life drugs, such as lorazepam,23

midazolam,156"161 and flunitrazepam,162 are easy to
titrate and are generally preferred. When rapid ef-
fect is required, the selected drug should be
administered by a parenteral route, preferably
intravenous (IV) or subcutaneous (SC). Patients
suffering from an agitated delirium who are inad-
equately sedated by a neuroleptic agent such as
haloperidol, metho-trimeprazine, or chlorpro-
mazine can also benefit from addition of a ben-
zodiazepine.23

Patients with refractory depression, anxiety, or
existential distress at the end of life can usually

be adequately sedated using a benzodiazepine
alone. Similarly, a single-agent approach, using
either a benzodiazepine156"162 or one of the more
sedating neuroleptic drugs, such as metho-
trimeprazine163 or chlorpromazine,164 usually suf-
fices for dying patients with terminal restlessness.

The severe anxiety associated with a massive
terminal hemorrhage should be managed with an
anesthetizing dose of a rapidly acting sedative that
can, if necessary, be easily administered by a fam-
ily member. Midazolam is recommended because
of its rapid onset of action and versatility of ad-
ministration (IV, SC, or IM) in an emergency.

Rarely, benzodiazepine dmgs can cause a para-
doxical agitation, and an alternative strategy is re-
quired. Recently, experience in the management
of refractory physical symptoms using barbiturates
alone has been described. Greene and Davis63

treated 17 imminently dying terminally ill patients
with amobarbital (9 cases) or thiopental (8 cases)
and reported adequate symptom relief in all cases.
The median survival of these patients after initia-
tion of the infusion was 23 hours (range 2 hr-4
days). Although most of the patients maintained
interactional function for a time, all patients died
in their sleep. This approach has recently been en-
dorsed by Troug et al.,64 who also described the
potential utility of barbiturates for terminal agita-
tion or terminal anguish.

Irrespective of the agent selected, administra-
tion initially requires dose titration to achieve ad-
equate relief, followed by provision of ongoing
therapy to ensure maintenance of effect. On oc-
casion, patients may need extraordinarily high
doses; opioid doses equivalent to 35 000 mg of par-
enteral morphine per day have been reported,20

and the authors observed a terminally ill 44-
year-old woman with severe chest wall pain who
required midazolam 60 mg per hour to manage re-
fractory dyspnea and anxiety. Regular, around-
the-clock administration can be maintained by
continuous infusion or intermittent bolus. The
route of administration can be IV, SC, or rectal.
In some situations, drugs can be administered via
a stoma or gastrostomy. In all cases, provision for
emergency bolus therapy to manage breakthrough
symptoms is recommended.

The depth of sedation necessary to control
symptoms varies greatly. For some patients, a state
of "conscious sedation," in which they retain the
ability to respond to verbal stimuli, may provide
adequate relief without total loss of interactive
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function.63'157 Some authors have suggested that
doses can be titrated down to reestablish lucidity
after an agreed interval or for preplanned family
interactions.63'64 This, of course, is a potentially
unstable situation, and the possibility that lucid-
ity may not be promptly restored or that death
may ensue as doses are again escalated should be
explained to both the patient and the family.

Once adequate relief is achieved, the parame-
ters for patient monitoring and the role of further
dose titration is determined by the goal of care.
If the goal of care is to ensure comfort until death
to an imminently dying patient, the only salient
parameters for ongoing observation are those per-
taining to comfort. Symptoms should be assessed
until death; observations of pulse blood pressure
and temperature do not contribute to the goals
of care and can be discontinued. Since downward
titration of drug doses places the patient at risk
for recurrent distress and does not serve the goal
of care, it is not recommended even as the pa-
tient approaches death.

The Profoundly Fatigued Family

The development of advanced cancer in a fam-
ily member affects the entire family.165"170 The
challenges confronting the family—the need to
acknowledge the end of life as they have known
it and to define a new way of constructively liv-
ing out their final days together as best possible—
engender great stresses.168 Among the factors
contributing to the ensuing distress are empathic
suffering with the patient, grief and bereave-
ment, role changes, and the physical, financial,
and psychological sequelae of the burdens of
care.165'168'171"174 The needs of the families of pa-
tients with advanced cancer have been surveyed
by several researchers.165'166'172'173'175 They are
summarized in Table 26.3.

Severe family fatigue is commonly observed in
four situations: (1) persistently inadequate relief
of patient suffering,27'28'176 (2) inadequate re-
sources to cope effectively with home care with-
out severely compromising the current or future
welfare of the family members,171'177'178 (3) fam-
ily members' unrealistic expectations of them-
selves or of professional health-care supports, and
(4) emotional distress that persists even in the
face of adequate relief of patient suffering.168'179

The problem of family fatigue may indicate
problems of undiagnosed patient distress, or a

foundering home situation that is further inten-
sifying the distress of the family and the patient.
Assessment may identify specific problems of pa-
tient suffering, logistic problems related to home
care that are amenable to simple intervention
(i.e., a catheter for a newly incontinent patient),
or exhausted family carers with inadequate assis-
tance or respite. Planned multidisciplinary inter-
ventions can assist with the logistic problems of
home care, improving the adequacy of supports,
providing for family respite, providing contin-
gency planning for anticipated emergent situa-
tions (such as bleeding, uncontrolled pain, or dys-
pnea), and planning for the time that death
occurs.27'55'102'180 Attentive follow-up to moni-
tor the outcome of interventions facilitates the
early detection of new problems and reinforces
the perception of care and support. This, in turn,
enhances patient and family security and facili-
tates a more positive appraisal of coping.

Inadequate Relief of
Patient Suffering

When inadequate relief of patient suffering is the
cause of family distress, the steps outlined in the
previous sections should be considered. Difficul-
ties may arise when the level of relief of a par-
ticular problem, such as pain, is adequate to the
patient but deliberately incomplete so as to pre-
serve the patient's interactional capacities. This
situation can ultimately fatigue both the patient
and the family, and alternative strategies to im-
prove the therapeutic index should be consid-
ered. If none are available, patient well-being
needs to be closely monitored, and the option of
respite sedation therapy should be available if
needed. It can be of value to reassure the patient's
family that this situation reflects the patient's will
to continue to participate in ongoing interaction
despite adversity, that the therapy is being closely
monitored, and that more effective comfort-
directed measures are available if desired. In some
cases, family members may need additional emo-
tional, psychiatric, or respite support to bolster
their coping.

Inadequate Resources and
Unrealistic Expectations

The resources of family members and or profes-
sional services are both finite, and the care sys-
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tern thus far described seeks to find a balance
among needs, expectations, and resources. After
a careful needs assessment, care plans are insti-
tuted as a collaborative program using family and
professional services to provide a level of support
that facilitates optimization of quality of life for
the patient and the family. Changing needs are
met by changes in the therapeutic strategy and,
when necessary and possible, with changes in al-
location of care resources. Balance in this system
is maintained by all parties having reasonable ex-
pectations of themselves, of what they can ask of
others, and of what can be achieved. As previ-
ously described, the use of family meetings and
the development of clearly defined goals con-
tribute to this task.38'100 These formal and infor-
mal meetings are also the appropriate forum to
discuss the difficult issue of limit setting: How
much can a family member really ask of himself
or expect of the other family members? What are
the limits of available nursing care? Is it going to
be possible to achieve total pain relief and main-
tain perfect lucidity until death? This sort of dis-
cussion can relieve the guilt of family members
who are exhausted from pursuing excessively high
goals for themselves in the care role, diminish
tensions among the parties involved in care, and
facilitate the reevaluation of the goals of care if
they are not reasonably achievable.

Emotional Distress that Persists
Even in the Face of Adequate
Relief of Patient Suffering

Even in situations when patient suffering is well
controlled, the persistent unresolved grief of im-
pending death can cause enormous fatigue. This
is especially true when the process of death is pro-
tracted.28 Factors contributing to exhaustion in
this situation include continuing concern for pa-
tient comfort, perceived need to be with the pa-
tient at the time of death, and emotional dis-
comfort with the ambiguity of the situation of a
loved one who is neither interactionally alive or
resolutely dead. In some situations, the family
members of dying patients may be concerned that
rapid, labored, or noisy respiration or restlessness
indicate patient distress. Even when the patient
is comatose and therefore insentient, the appar-
ent suffering can invoke great distress for family
members, other patients, and the health-care
providers. In the absence of any means to verify

patient comfort, pharmacotherapeutic interven-
tion to achieve the appearance of comfort re-
mains an imperative. Professional carers can ease
the distress of this situation with empathic sup-
port that acknowledges the sadness of the im-
pending death, continued vigilance in patient
care, reassurance that patient suffering is well
controlled, unambiguous, culturally sensitive,
goal-oriented therapy, and cognitive restructur-
ing techniques that focus on the blessing of com-
fort in death.

CONCLUSION

An appreciation of the diversity of factors that
may contribute to suffering underscores the need
for methodical assessment and familiarity with a
range of therapeutic strategies. Application of
this approach enables health-care providers to
formulate a treatment approach that encompasses
the needs of patients, their families, and health-
care providers and that preserves the moral val-
ues of all involved parties. The current commu-
nity focus on the issue of inadequately relieved
suffering should be harnessed to work toward the
provision of care that diminishes the impression
that elective death is necessary to ensure ade-
quate relief from suffering.
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Quality Assurance and Audit in Palliative Care

Irene J. Higginson, B.Med.Sci., B.M.B.S., M.F.P.H.M., Ph.D.

' I 'hroughout the world, interest in quality assur-
JL ance and clinical audit is growing, driven by a

need to ensure the quality of health care and value
for money. Higher public expectations and the
move toward quality service in many public and pri-
vate companies have contributed to this change.1

In response, clinicians, managers, and governments
have sought to standardize clinical practice to that
which is the best possible practice or that which is
proven to be the most effective and efficient.1

However, the idea of ensuring quality of health
care has existed for centuries. Probably the first ref-
erence to quality assurance is from 1700 B.C., when
King Hannurabi of Egypt proposed drastic penalties
and in some instances death for surgical incompe-
tence. In the sixteenth century in Spain, Juan
Cuidad Duarte, appalled by existing conditions, pro-
posed improved standards of care for mental illness.
In 1518 the Charter of the Royal College of Physi-
cians included doctors' pledge "to uphold the stan-
dards of medicine both for their own honour and
public benefit."2 Writing in 1911, George Bernard
Shaw advised people to "treat persons who profess
to cure diseases as you treat fortune tellers," and said
that "nothing is more dangerous than a poor doc-
tor, not even a poor employer or a poor landlord."

In the twentieth century, ward rounds, post-
graduate lectures, and clinical presentations have
contributed to the review of medical, nursing,

and social work performance. However, the new
emphasis on audit and quality assurance has led
to four new standards of practice:

1. Explicit criteria for good practice should be ap-
plied by all clinicians, rather than only by those
in exemplary centers.

2. All patients in care should be included in quality
monitoring, rather than a few "interesting" cases.

3. Patients and their families should be able to seek
empowerment.

4. Funding or accreditation may be withheld from
those units that do not comply with quality stan-
dards or that are found to be ineffective or inef-
ficient.2

References in the medical and nursing literature
to quality assurance and medical and nursing au-
dit began to appear in the late 1970s. The num-
ber of such references continues to rise. Quality
assurance has been by far the most commonly
used term since the 1980s (see Table 27.1).

DEFINITIONS

Although definitions of quality assurance vary, one
that is commonly used defines it as the setting of
standards, the measurement of their achievement,
and the development of mechanisms to improve
performance.2 Quality assurance is a cycle whereby
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Table 27.1 Number of Medline Citations
for the Terms "Quality Assurance," "Medical
Audit," and "Nursing Audit," 1966-1995.

Year

1966
1970
1975
1980
1985
1990
1995

Quality
Assurance

0
0
2

154
387
790
945

Medical
Audit

0
24
76
74
85

203
340

Nursing
Audit

0
18
34
26
34
37
64

standards are set, practice is measured against those
standards, and quality is improved (see Figure
27.1). However, quality assurance also implies that
the organization has a planned program for im-
proving the quality of care, which can include sev-
eral different individual audits or other quality as-
surance activities. Other common definitions and
terms are shown in Table 27.2.2"5

Clinical audit is a cycle of setting standards,
measuring whether these standards are achieved,
and then, as necessary, changing practice that lies
within a quality assurance program. It has been
more simply defined as "doing the right things
well." The cycle can be entered at any point, for
example it is possible to begin by observing prac-
tice and acting on the results and then to pro-
ceed to setting standards.1"3'6

QUALITY ASSURANCE AND AUDIT OF

PSYCHOSOCIAL AND PSYCHIATRIC

ASPECTS OF PALLIATIVE CARE

Quality assurance and clinical audit are fairly well
established in both palliative care and psychiatric

care. Many methods of clinical audit and quality
assurance are described for palliative care.7'8 Early
programs were described in the early 1980s, along
with the first hospice services. Since then, stan-
dardized methods have evolved, regional or na-
tional groups have banded together to undertake
audit, and several well-validated systems have
come into existence.7'8 For example, registrations
of the use of the Support Team Assessment
Schedule, an outcome measure that is frequently
used to audit care, comprise registrants in more
than 15 different countries, in inpatient, home,
and day-care settings (see Table 27.3). Similarly,
quality assurance in psychiatric care is well estab-
lished, including suicide audits, quality inspection
of inpatient units, audits of discharge procedures,
and establishment of treatment policies.

However, the audit of the psychiatric and psy-
chosocial aspects of palliative care is not well de-
veloped. Between 1966 and 1996 there were
17,441 references on Medline that included audit
or quality assurance; of these, 517 (3%) included
psychological aspects, mental health, depression,
or anxiety. However, of these, only 7 were for pal-
liative care, and 4 were audit studies that included
psychological or psychiatric aspects as part of a
larger audit, 2 were review articles suggesting a
need for psychosocial audit, and 1 was a study that
concluded that audit was needed. Quality assur-
ance in palliative care has often concentrated on
symptom relief rather than on psychological relief,
which may be more difficult to measure than care
of other symptoms, such as pain, or measurement
of clinical indicators, such as hemoglobin.

Nevertheless, audit of psychological and psy-
chiatric aspects of palliative care is needed. From
the outset, psychological and psychiatric aspects
of care have been an important component of
palliative care. Psychological and psychiatric

Figure 27.1. Quality Assurance Cycle



Quality Assurance and Audit in Palliative Care 401

Table 27.2 Common Definitions: Audit and Quality Assurance

Term Definition

Medical audit The systematic critical analysis of the quality of medical care, including the procedures used
for diagnosis and treatment, the use of resources, and the resulting outcome and quality of
life of the patient

Clinical audit The systematic critical analysis of the quality of clinical care, including the procedures used
for diagnosis and treatment, the use of resources, and the resulting outcome and quality of
life of the patient, like medical audit except for involvement of all professionals and volun-
teers, rather than only doctors

Nursing audit Audit of methods used by nurses to compare their actual practice against pre-agreed guide-
lines and identify areas for improving their care

Prospective audit Audit of standards and measures recorded on patients and their families during their care

Retrospective audit Review of care given to patients who have been discharged or have died; standards are
applied to the information available from case notes or by asking families about the care af-
ter the patient has died

Quality assurance The definition of standards, the measurement of their achievement, and the mechanisms to
improve performance.

The quality-assurance cycle is as for medical audit or clinical audit. However, quality
assurance implies a planned program involving the whole unit or health services. Clinical or
medical audit is usually described as one part of a quality-assurance program.

needs are common among both patients and their
families or carers. Palliative practice varies from
one place to another, even in simple aspects such
as staffing levels and composition (e.g., whether
staff includes practitioners with psychiatric or
psychological training) and mix within the hos-
pice or home-care team, the catchment popula-
tions, the operational policies, and the follow-up
care.9"11 We need to know which psychological

Table 27.3 Registered Users of the Support Team
Assessment Schedule by Country

Country Number of Users

United Kingdom 89
Italy 7 (one registrations covers study

of 61 users)
Canada 5
Belgium 3

Ireland 2 (one registration covers study of
6 users)

Spain 2 (one registration covers users in
Catalan)

Sweden 2
Poland 2
Also: Australia, Germany, France, Singapore, Hong Kong,
South Africa, United States

Settings where STAS is used are: 51 home care, 34 hospital team, 30
community unit, 29 hospice, 10 day care, 5 oncology unit, 5 GP, 12
other.

and psychiatric models of care work best and for
which types of problems.

Hospices and palliative services bring new ther-
apies, such as new treatments for psychological and
psychiatric symptoms, support and counseling ser-
vices, or complimentary therapies. However, new
therapies and approaches must be evaluated and
audited to determine when and in whom they are
useful. Otherwise, hospices' resources and patients'
time will be wasted. There is a great danger on
concentrating on only current concerns without
reviewing previous failings and using those find-
ings to plan improved care in the future.

ASPECTS OF PSYCHIATRIC CARE

THAT MIGHT BE AUDITED

Components of audit can be based on the struc-
ture (resource) or process (use of resources) of care
or on clinical indicators or outcome (e.g., results,
change in health or psychological status), as in
clinical audit. Examples are shown in Table 27.4.

APPROACHES TO QUALITY

ASSURANCE AND AUDIT

Common methods used in quality assurance and
audit are outlined in this section. Two of these,
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Table 27.4 Potential Measures of Structure, Process, or Outcome for Assessing Psychiatric Aspects of
Palliative Care

Type of Measure Examples

Structure Values or aims of the service
Financial resources—% on psychiatric care, psychological care
Home care/hospital/hospice services—psychiatric input
Day hospice places—psychiatric input
Number of psychiatrists or psychologists per cancer patient in the population
Staffing mix, grades
Drugs and equipment available—e.g., antidepressants
Physical environment—e.g., safety, pleasantness of surroundings

Process Number of attendances at counseling sessions
Number of admissions
Procedures followed—e.g., assessment of psychiatric problems
Documentation—e.g., of psychiatric and psychological problems
Policies and procedures for staff training and working
Mechanism for handling complaints and the documentation of this
Adherence to ethical and legal codes
Staff support given

Output Rate of discharge
Completed consultant episodes
Follow-up care
Completed courses of treatment—e.g., drugs given; appropriate prescribing of antidepressants;

course completed; completed counseling sessions
Well-coordinated care—e.g., telephone communication
Supply of medicines after discharge
Completed patient management plans
Early arrival of discharge information to GP
Satisfaction of professionals referring to the service

Outcome Reduction in depression/anxiety
Improved mental health of patient and carer
Patient and carer satisfaction
Satisfaction with place of care
Open and honest communication as the patient wishes
Resolved communication, fears, grief, anger
Resolved need to plan future events—e.g., funeral or meetings
Good use of remaining time
Reduced carer strain
Improved carer health
Resolved grief after death (if appropriate)

key indicators and topic review, are commonly
used in palliative care, and confidential inquiry
into adverse events is often used to audit suicide
in mental-health care.

Retrospective Case Review

In this method either an individual case is re-
viewed or case notes are selected at random and
critically reviewed by a group that includes staff
not involved in the patient's care. If individual
records are chosen, the patient may be chosen be-

cause he or she has a particular problem that the
group wants to investigate. However, self-selec-
tion of certain individual cases may not fulfil the
requirement that the audit be widely relevant,
rather than concentrate on special cases, as in the
medical grand round. Random selection of cases
can fulfil this criterion better but may lose direc-
tion if the aims and criteria for quality are not
clear. One way to focus the audit is to develop
ahead of time a checklist for use in the critical
review. The method can be linked with key in-
dicators or topic review; a random sample of notes
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are examined for the key indicators or for the par-
ticular topic.

Key Indicators

Routinely collected data, such as follow-up care,
number of psychiatric visits, or re-admission rates,
can be used in some areas of health care, but in
palliative care these may not be appropriate cri-
teria, and the clinical record may have to be
amended to include relevant items. Indicators are
chosen and recorded prospectively and examined
after a period of care or assessed by peers. Exam-
ples audit tools that use key indicators in pallia-
tive care include the organizational audit of the
Cancer Relief Macmillan Fund or, in clinical au-
dit, the Support Team Assessment Schedule, the
Edmonton Symptom Assessment System, and the
Palliative Care Core Standards.7'8 All of these
key indicators have some psychological or psy-
chiatric components, although these are often
rudimentary. Quality-of-life measures or measures
of depression and anxiety such as the EORTC
QLQ C30, the Rotterdam Symptom Checklist,
or the Hospital Anxiety and Depression Scale
could also be administered and monitored rou-
tinely, like other key indicators.7

When using key indicators, it is important to
include a representative sample of all patients in
care or in a particular group. The measures can
be collected for everyone, for a random sample of
admissions, or for a group meeting specific crite-
ria, such as patients admitted with some depres-
sion (as determined by a standardized measure).
Use of key indicators has several advantages:

• Key indicators give a larger picture and include
the main components of care considered impor-
tant in palliative care.

• Important aspects of care are less likely to be
overlooked.

• The list of indicators can serve as a checklist to
assist in monitoring day-to-day clinical care.

• Several components of care can be considered at
once.

Disadvantages of using key indicators for quality
assurance are these:

• The large number of components included can
make data collection cumbersome and time con-
suming.

• There is a temptation to try to include every-
thing that is important; this is impossible.

• Analysis of the data can be time consuming, and
data are complex and therefore difficult to in-
terpret.

Topic Review

In this type of audit a topic is chosen and reviewed
prospectively or retrospectively. Although retro-
spective review often reveals inadequacies in the
clinical records, it is frequently valuable in pro-
viding a baseline for later comparison. Examples
of data that can be used to evaluate psychologi-
cal and psychiatric aspects of care are medical
records and letters (do these include psychiatric
information?), referral or admission procedures
(are psychiatric aspects assessed?), detection of
particular symptoms (e.g., depression, delirium),
control of particular symptoms, prescribing prac-
tice, or diagnostic procedures used. This tech-
nique has also been used successfully in palliative
care.8 Its main advantages are that it allows audi-
tors to examine one aspect of care in depth, it is
fairly easy to start, and, at least initially, it can be
contained and limited. Problems can arise if not
all team members are happy with the area selected
for study, and some prefer to look at different as-
pects. In addition, it may be difficult to see the
topic in the context of other problems and symp-
toms that are affecting the patient and family.
Topics can snowball, so that they end up being
studied in greater and greater depth, leaving other
important factors overlooked.

Patient or Family Satisfaction

The simplest method of evaluating care is to an-
alyze patient and family complaints. However, in
palliative care patients may die before they are
able to complain. Surveys of patients' or families'
views may be included in the overall quality im-
provement plan of a hospice or hospital. A na-
tional survey of families' views after the death has
also examined care,12 although detailed surveys
tend to be beyond the resources of single units.

Adverse Patient Events

This audit method systematically identifies events
during a patient's treatment that indicate some
lapse in the quality of care. Patients' clinical records
are reviewed retrospectively by a health profes-
sional or a ward clerk for examples of agreed ad-
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verse events. One of the most common forms of
investigation into adverse events is the confi-
dential inquiry. When an agreed adverse event
occurs, it is investigated retrospectively by two or
more peers, who assess the clinical records and
reports about the case. Their report is confiden-
tial and therefore cannot be used for litigation.
Three main forms of confidential inquiry exist in
the United Kingdom. The first involves maternal
deaths, all of which are subject to confidential in-
quiry. These events are rare, and therefore a fairly
major investigation occurs for each maternal
death; the hospitals and other services are ex-
pected to take action if any deficiencies are iden-
tified. The second type of inquiry involves peri-
operative deaths. This type of investigation was
first undertaken as part of a national study, in
which all deaths occurring during the first 28 days
after an operation were investigated by peers us-
ing information in the clinical record. This in-
vestigation showed that a small proportion of
deaths were due to surgeon failure, particularly in
cases where junior, inexperienced doctors oper-
ated at night, although the case would have been
better managed by deferring medical treatment
until the following morning, when the opera-
tion could have been performed by a more senior
surgeon.

The third type of confidential inquiry is the sui-
cide audit. This is the most recent development.
The Department of Health in England and Wales
proposed that all suicides in which the individual
was known to health or social services be subject
to a confidential inquiry, in which peers examine
the documentation regarding the case and deter-
mine whether the services could have taken steps
to prevent the suicide. Although suicide is rare in
palliative care, given the evidence that depression
is underdetected and the association between the
presence of depression and requests for euthana-
sia, such an audit may be helpful.

Other adverse events, such as severe delirium,
could also be monitored. But it may be difficult
to identify some of the less striking events in pal-
liative care, unless these can be systematically
recorded in patients' clinical records. This may
require standardized, enhanced records.

Inspection and Accreditation

This form of quality assurance has as a main fo-
cus the survey or inspection of a service by an ex-

ternal team. For many years health services pro-
vided to elderly people in the United Kingdom
were subject to inspection by the hospital advi-
sory services (HAS). After inspection, usually
lasting several days, the multiprofessional team
produced a written report and recommendations
for change. The team often met with local rep-
resentatives after their visit to discuss their find-
ings. There was a rolling program of visits, and
most districts were visited every 5 years or so.
Physical and mental health services were in-
cluded in the investigations, along with the links
with social services. The program was discontin-
ued in 1992 shortly after the introduction of Na-
tional Health Service (NHS) reforms in the
United Kingdom. Purchasers of health services
were expected to undertake quality visits locally
and match quality standards with services.

Several countries have also developed organi-
zational standards, which are part of an accredi-
tation or inspection program, undertaken by or-
ganizations either voluntarily or to ensure
entitlement to funding. In the United States, the
National Hospice Organization has developed
standards of care to which units are to adhere.
Canada has developed similar standards, which
are under discussion.

In the United Kingdom, two main country-
wide organization audit programs exist: the King's
Fund Organisational Audit and the Bristol Hos-
pital Accreditation Programme (HAP).7 Both are
voluntary programs. The King's Fund worked vol-
untarily with NHS and private hospitals to come
to consensus on lengthy document of standards.
In its first 3 years, to the end of 1992, the pro-
gram measured more than 130 acute general hos-
pitals against published standards. It is now pi-
loting standards for primary care.1 The Hospital
Accreditation Programme (HAP), established at
the Clinical Audit Unit in South Western Re-
gion in Bristol, was designed to assess smaller hos-
pitals or community based services. In its first 3
years as a pilot scheme limited to general-practi-
tioner hospitals in one region, the HAP com-
pleted 61 surveys on 70% of eligible hospitals and
accredited 75% against standards based on action
research. This program became available nation-
ally in April 1993 for community hospitals, which
are generally smaller than those eligible for the
King's Fund hospital program.1

The Cancer Relief Macmillan Fund developed
an organizational audit for specialist-care services
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with and following the King's Fund organizational
audit program. A working group consisting of six
regional coordinators for palliative care, five of
whom were nurses, and a representative from
Cancer Relief Macmillan Fund, developed an ini-
tial draft of standards. The 11 standards cover ser-
vice values; organization and management; orga-
nizational and operational policy; physical
environment for care; self-determination and cli-
mate for care; direct patient and family care; mul-
tidisciplinary working and team work; staffing and
skill mix; education, training, and staff develop-
ment; staff support; and ethics and law. Each of
these standards has a rationale and specific crite-
ria, which are used by a team of external survey-
ors to determine the extent that each standard is
achieved. When this protocol is used for assessing
a criterion, guidance is provided for auditors on
what questions to ask, but the validity, reliability,
practicality, and sensitivity of the questions are
unreported. The audit is in its relatively early
stages; an independent evaluation or one similar
to that undertaken for the HAP would help to as-
sess the audit's utility and problems.

EXAMPLES OF QUALITY ASSURANCE

AND AUDITS UNDERTAKEN FOR
PSYCHIATRIC AND PSYCHOSOCIAL
ASPECTS

Although quality assurance in this area of pallia-
tive care is relatively rare, some examples that are
consistent with the quality assurance approach can

be found. However, many of these began as re-
search projects, not as audits. These examples may
be helpful if planning quality assurance in this field.

Detection of Depression
and Psychological Problems

Depression and anxiety are more prevalent
among cancer patients than in the general pop-
ulation; however, these problems are frequently
underdetected by clinicians. Recommended
guidelines for the management of psychological
and psychiatric problems in other chapters of this
book could be used to set standards and to audit
care.

Family Anxiety and Needs

In multicenter audits of palliative care teams in
the United Kingdom and in Ireland, family anx-
iety was found to be the most severe problem
among patients and families in the last week of a
patient's life. As part of an audit of key indica-
tors, using STAS, units collected data on the
severity of family anxiety weekly on all patients
in care, from referral until the last week of care.
Although family anxiety appears to be initially
alleviated by care from a palliative care team, it
increased during the last weeks of life. About 30%
of families had severe or overwhelming anxiety
during this period (see Figure 27.2). Using data
collected on the demographic and clinical char-
acteristics of patients and families at referral, it is
possible to develop a clinical algorithm, which

Figure 27.2. Percentage Rated with Severe Family Anxiety. Severe anxiety (rated 3 or 4) Wilcoxon: refer-
ral v. week 2 z-3.6, p < .005; referral v. last week, z-4, p < .005
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correctly identifies 75% of those cases in which
family anxiety will occur.13 However, the valid'
ity of this model is lower, and a fairly large num-
ber of cases identified do not go on to have se-
vere anxiety. It may be useful in oncology or acute
settings, where there is insufficient time to gather
full details about family characteristics. Using ad-
ditional information about family needs, the pre-
dictive model could be developed further.13

CONCLUSIONS

Although quality assurance and audit are well de-
veloped in both palliative care and psychiatric
care, audit of the psychiatric aspects of palliative
care is underdeveloped. Available methods some-
times include psychosocial assessments, but bet-
ter approaches are needed. Clinical audit may be
helpful in developing clinical protocols to help
to identify and treat problems or algorithms to
predict patient problems and the need for spe-
cialized care. Audit is here to stay and is now
widely accepted. But it requires resources, so it
must be sure to benefit patients and families, be
kept as simple and efficient as possible, and have
a strong educational component.
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New Directives for Psychosocial
Research in Palliative Medicine

Eduardo Bruera, M.D.

Hphe development of palliative-care medicine1

1 and psychooncology2 has greatly increased
the body of knowledge on the assessment and
management of psychosocial complications in
cancer patients. This increased focus has also
demonstrated the unique characteristics of ter-
minally ill patients and their families and the
unique nature of their problems. These charac-
teristics make psychosocial assessment and treat-
ment techniques used in other populations only
partially applicable. The purpose of this chapter
is to address some of the areas on which future
research efforts should focus.

PATIENT ASSESSMENT

Regular assessment of patients' conditions and
charting of physical and laboratory variables are
common practice in almost all inpatient and out-
patient settings. Adequate charting allows the
team of physicians, nurses, and other profession-
als to adequately plan the different diagnostic and
treatment interventions for a given patient. In
many cases, such as checks of vital signs or dia-
betic and neurological assessments, a graphic dis-
play allows for an immediate visualization of the
course of the problem over time. However, in the
areas of symptom control and psychosocial sup-

port, the development of similar assessment forms
has been quite slow.

There are probably two reasons for this: (1)
Physicians and nurses are much more used to
measuring objective end-points such as blood
pressure, pulse, or glucose in blood or urine than
to monitoring the subjective end-points of pal-
liative care; and (2) they are not comfortable with
multidimensional interpretation of the intensity
expressed by patients. In the case of blood pres-
sure and glucose in blood, we are measuring sim-
ple dimensions that require a simple response. In
the case of pain or nausea, the equivalent would
be measuring nociception at the level of the tu-
mor or nausea at the level of the stomach; we do
not have the ability to measure the generation of
the symptom, and this generation is quite vari-
able between individuals. We are also unable to
measure the second step in the symptom produc-
tion, the brain perception, which can also be
modulated by factors such as descending inhibit-
ing pathways or endorphins in the case of pain.
Finally, what we are measuring is the expression
of the patient; individual perceptions can vary
greatly depending on the individual's beliefs (e.g.,
whether pain is due to cancer or is simply a
headache), intrapsychic factors (somatization),
and cultural ethnic factors. For these reasons, the
intensity of a given symptom should be inter-

407

28



408 Research Issues

preted as a multidimensional construct; while in
a given patient 90% or 100% of the pain ex-
pression may be nociception, in another patient
somatization or addiction may be the main com-
ponent. All assessment tools should assist us in
characterizing the components of the symptom
expression in a given patient, and their reactive
contribution to the total intensity.3'4

Table 28.1 summarizes some of the assessments
that should take place in all terminally ill pa-
tients. This comprehensive assessment likely will
be achieved not by a single tool but by a combi-
nation of tools. In addition, the tools may differ
significantly according to the setting (e.g.,
whether staff is available to administer the dif-
ferent tools) and the patient populations; while
the great majority of patients admitted to a ter-
tiary palliative-care unit develop cognitive fail-
ure,5 only a small proportion of patients present
these abnormalities in outpatient palliative-care
clinics.6 The different instruments to be devel-
oped will need to have the following character-
istics:

1. They should be simple.. Ideally, they should be self-
report forms or forms that can be administered
by relatives or volunteers.

2. They should be quick to complete. Asthenia, psy-
chological distress, and lethargy are highly
prevalent in these patients.7"9 Extensive inter-
views can exhaust patients and families and will
not be useful for follow-up. Excellent tools pre-
viously used for psychiatric screening or diagno-
sis are not appropriate for routine use in this pop-
ulation.10 Financial constraints also impede the
implementation of extensive questionnaires.

3. They should be valid and reliabk. Ideally, they
should have been validated on the population
on which they will be used clinically.

4. They should be sensitive. Many quality-of-life

questionnaires that emphasize function11 and
performance-status tools12'13 result in clustering
of terminally ill patients at one end of the scale
and therefore have limited usefulness.

5. They should be clinically relevant. The informa-
tion obtained during the assessment should be
of value to teams in their management of the
patient and families.

6. They should be graphic. The graphic display of
information like that which has proved to be
successful in the receding of vital signs, body
weight, and some laboratory values would help
in the interpretation and monitoring of changes
over time and as a result of different interven-
tions.

Physicians and nurses could complete part of
these tests after their own assessment. For routine
follow-up or for more time-consuming assess-
ments, a technician could perform evaluations on
a regular basis.

Assessing Specific Problems

• Delirium. Partial aspects of this syndrome such as
distorted cognitive function can be easily as-
sessed with reproducible tools.14'15 Tools that
contemplate most diagnostic criteria for this syn-
drome need to be completed by psychiatrists or
specially trained physicians.16'17 It is important
to develop simple, comprehensive tools for
screening and follow-up of this highly prevalent
syndrome.

• Affective disorders. The presence of physical
symptoms complicates the assessment of follow-
up depression in advanced cancer patients.18'19

Good tools exist but are lengthy to administer.
Simpler tools are needed.

• Somatization. This is one of the recognized di-
mensions in the expression of pain and other
symptoms.20'21 It is also part of affective disor-
ders.22 Because of its role as an independent poor

Table 28.1 Multidimensional Assessment of Palliative-Care Patients

1. Physical Symptoms 2. Psychological Symptoms 3. Other Issues

Pain
Anorexia
Nausea
Dyspnea
Asthenia
Constipation
Physical function
Other (e.g., pruritus, hiccups)

• Coping resources
• Anxiety
• Depression
• Cognition
• Somatization
• Alcohol/addiction
• Comfort
• Quality of life

• Expected length of life
• Financial issues
• Spiritual concerns
• Family structure and function
• Preferred setting for care
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prognostic factor for pain control, somatization
should be part of the routine multidimensional
assessment. Simple and reliable tools must be de-
veloped for this purpose.
Alcohol and drug addiction. Screening for alcohol
is useful,23 since most physician assessments miss
alcoholic patients.24 However, a history of alco-
holism or drug addiction does not necessarily
mean that the patient is coping chemically at a
given time. More comprehensive assessments are
required for these symptoms.
High-risk populations. Because of the magnitude
of the problem in this era of decreasing financial
resources, it is impossible to expect that every
patient will be referred to a psychooncologist. For
this reason, it is particularly important to develop
effective tools to detect high-risk patients that
will allow for a rapid assessment and manage-
ment of the most difficult cases.25 Such tools, by
defining prognostic factors, will allow for char-
acterization of patients in research studies, com-
parison of results from different groups, and care
planning and quality control.

MANAGEMENT OF PALLIATIVE CARE

In recent years, major improvements have taken
place in the pharmacological and nonpharmaco-
logical management of the psychosocial compli-
cations of advanced cancer. Numerous meetings,
journals, and even major textbooks2 have had a
major role in disseminating these improvements.
However, there are several areas in which the
level of evidence for therapeutic interventions is
poor. Some of these areas are the following.

azepines are not indicated for treatment of this
syndrome,26 these drugs continue to be among
the most frequently used. Randomized, controlled
trials are need in order to better define the most
effective type, dose, and modality of administra-
tion for different major tranquilizers. The role of
adjuvant interventions such as opioid rotation27

and hydration28 also needs to be better defined.
Methodologically, it is important to develop con-
sensus on appropriate characterization of patients
and on sensitive monitoring of responses to treat-
ment. For example, it is likely that a sedative phe-
nothiazine will be more effective in patients with
hyperactive symptoms, while a psychostimulant
might be more effective in lethargic patients.28

However, this can be tested only if we have tools
that are able to characterize and monitor the dif-
ferent components of delirium.

The role of newer antipsychotics in cancer
delirium should also be evaluated in randomized,
controlled trials. The mechanisms for patient ac-
crual and consent should be addressed. Because
of the complex nature of these studies and the
great relevance of the subject, multicenter pro-
tocols should be developed. The impact of delir-
ium on conflict between members of the staff and
between staff and families29 should be addressed
in both epidemiological and prospective clinical
trials of conflict prevention and management.
Delirium is one of the most distressing syndromes
for families.29 Future studies should assess the
family's perception of the patient's symptoms, es-
pecially their interpretation of physical or emo-
tional suffering. More effective counseling would
result from this research.

The Impact of Multidimensional
Assessment on Management

While it would be logical to expect that better
management will result from comprehensive as-
sessment and regular charting, this needs to be
demonstrated in prospective studies. These stud-
ies may provide the evidence required to gener-
ate the changes in medical and nursing behav-
iours.

Treating Delirium

The role of benzodiazepines, major tranquilizers,
and psychostimulants needs to be better clarified.
While some evidence suggests that benzodi-

Treating Depression

Depressed terminally ill patients with cancer and
other diseases present unique management chal-
lenges. Malnutrition,28 cognitive failure,5 auto-
nomic failure,30 and treatment with numerous
drugs, including opioids, all increase the likeli-
hood that antidepressants will have serious side
effects. A long latency period before improve-
ment is also not practical, given the short-life du-
ration. Finally, the complex interaction with
other physical symptoms results in different treat-
ment goals. For these reasons, it is very difficult
to extrapolate from studies conducted among psy-
chiatric patients. Randomized, controlled trials
that focus on terminally ill patients should be de-
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signed. The best type and dose of antidepressant
should be established. The role of psychostimu-
lants31 and corticosteroids,32 used instead of tra-
ditional antidepressants or in addition to them,
should be addressed in randomized, controlled tri-
als. The pharmacological management of depres-
sion in patients with borderline cognition is a ma-
jor issue in the care of the terminally ill and
should be addressed in prospective studies.

Finally, the effect of treatment for depression
on patients' expressions of physical symptoms
such as pain, nausea, or dyspnea should be ad-
dressed in clinical trials, with careful monitoring
of symptom intensity and somatization.

COMMUNICATION/COUNSELING
INTERFACE

We anticipate a 50% increase in the number of
terminal cancer patients in the next decade,33

with no major change in the approximate 50%
mortality rate. With currently existing resources,
it is impossible to expect that all or even a sig-
nificant number of patients will be able to receive
counseling by psychiatrists or psychologists. Even
if it were possible to provide counseling, there
would still be the problem of care delivery before
the specialized referral. In addition, there are con-
cerns and symptoms that occur in terminally ill
patients and their families that do not constitute
psychiatric diagnoses.34'35 The area of medical
communication is starting to emerge in response
to some of these issues. It is crucial that effective
techniques for counseling and communication be
developed that can then be applied by nonspe-
cialists. These techniques need to be developed
and tried first by psychooncologists, much in the
way that pain assessment and treatment tech-
niques were initially developed by pain special-
ists for later use by all nonspecialists. Educational
programs for counseling training and the results
of the clinical application of counseling tech-
niques by nonspecialists should be assessed in
prospective trials.

CONCLUSIONS

The increasing interest in the care of palliative-
care patients and their families has increased
awareness of the lack of research to back up many

commonly employed diagnostic and therapeutic
approaches. The grant support and scholarship
programs of initiatives such as "Death in Amer-
ica"36 have provided, for the first time, a faculty
and resources to begin to address some of these
issues. This chapter has suggested some areas in
which research is badly needed.
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Abandonment feelings, in dying patients, 17
Accidents, of bereaved persons, 325, 327
Acetaminophen, use for pain control, 105, 106, 107, 110,

139, 141, 142, 261
Acetic acids, use for pain control, 107
ACTH-producing tumors, anxiety induced by, 65
Acute stress disorder, fatigue in, 176
Adjustment disorder

causes of, 291
diagnosis of, 353
suicide ideation in, 137

Adjuvant analgesics, use for pain control, 103-104,
113-115, 133, 139, 143-144

Adolescents
control loss in, 256
death views of, 256-257, 266
pain in, 261
palliative care of, 255, 256-257, 265
parental death effects on, 285
psychotherapy of, 266, 267, 269, 270

Adrenal insufficiency, fatigue from, 116
Adriamycin. See Doxorubicin
Affective disorders

assessment of, 408
in cancer patients, 291
steroid-induced, 81

Affective symptoms, of delirium, 76
Afterlife, dying persons' belief in, 20
Agitation, drug therapy of, 93
Agoraphobia

in terminal illness, 66
treatment of, 71

AIDS dementia complex, 137, 353

AIDS patients. See also HIV patients
analgesic Ladder used for, 139
anorexia/cachexia in, 169
anticonvulsant use for, 145
anxiety in, 17, 136
assisted suicide/euthanasia attitudes in, 55
bereavement therapy for survivors of, 330
caregivers for, 311, 315
cognitive-behavioral therapy of, 148-153
death of, 21, 328
delirium in, 75, 82
dementia and psychosis in, 84, 137
depression in, 58, 59, 136, 137, 138, 352
existential psychotherapy of, 197
fatigue in, 116, 178
fatigue therapy for, 182
group therapy of, 198
homosexuality disclosure by, 367
pain control in, 18, 103, 131-159
pain from therapy of, 136
pain syndromes in, 131-132, 351
psychiatric disorders in, 137
psychiatric management of pain in, 146-153
psychodynamic life narratives of, 218-219
psychological issues in, 189
psychological variables in, 134-135
psychostimulants for, 145-146
psychotherapy of, 193
requests for assisted suicide by, 55, 56, 57, 58, 59, 350,

352
substance abuse in, 134-135, 137
suicide ideation in, 138, 175
symptom management in, 99

413
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AIDS quilt, 314
Akathisia

drug therapy of, 94
from neuroleptic drugs, 65, 67, 93

Alameda County Study, on support groups, 242
Alcohol abuse

among hospice staff, 310-311
assessment of, 409
by bereaved persons, 329
in caregivers' family, 304
grief coping with, 324
by patient's spouse, 280-281
resistance to pain medications in, 95
screening for, 29

Alcohol withdrawal
anxiety from, 65
delirium from, 77
by patient's spouse, 281

Alendronate, use for bone pain, 114
Alpha-2-adrenergic agonists, use for neuropathic pain,

114
Alprazolam

anxiety from withdrawal from, 65
as anxiolytic, 70, 71, 146
use in pain control, 146
use in terminal illness, 38, 43, 69

Alternative medicine, use for dying patient, 344
Alzheimer's disease, second-messenger systems in, 77
Amantadine, use in fatigue therapy, 118
Ambien. See Zolpidem
American Board of Internal Medicine, resources on pain

management of, 18
American Medical Association (AMA)

ethical code of, 338
resources on pain management of, 18

Amitriptyline
as sedative, 181
therapeutic window for, 145
use for neuropathic pain, 113
use in terminal illnes, 38, 39

Amobarbital, use for dying patient, 388
Amoxapine, use in terminal illness, 38, 41
Amphetamines

as appetite stimulants, 169
avoidance of monamine oxidase inhibitors with, 42,

71
Amyotrophic lateral sclerosis, fatigue in, 117, 178
Analgesic Ladder (WHO), for pain control, 104, 134,

139, 142, 262
Analgesics

role in fatigue, 179
transient anorexia from, 164

Anemia
in anorexia, 124, 162, 163
fatigue with, 116, 177
treatment of, 179

Anesthetic approaches, to pain control, 115
Aneurysms, in cancer patients, 132
Anhedonia, in depression, 27, 33
Anorectal pain, in AIDS patients, 132

Anorexia
causes and treatment of, 124, 258
clinical management of, 168-171
as disease symptom, 100, 162-163, 292
drug therapy of, 124-125, 168-169
in dying patients, 346
nonpharmacologic approaches to, 125
in pediatric patients, 161, 179, 258

Anorexia/cachexia syndrome, 124
behavioral and eductional techniques for, 169-171
fatigue in, 178
physiological causes of, 162-163
psychological aspects of, 164-167
symptoms of, 124

Anorexia nervosa
appetite loss in, 165, 166
in cancer patients, 171

Antacids, constipation from, 119
Anthraquinones, for constipation management, 121
Antiarrythmics, side effects of, 40
Antibiotics

analgesic effects of, 103
transient anorexia from, 164

Anticholinergics
in akathisia management, 94
constipation from, 119
delirium from, 77
nausea control by, 123
use for bowel pain, 114

Anticipatory grief, 265, 328
definition of, 189, 221, 268, 326
in pediatric patients, 268-270

Anticipatory nausea and vomiting (ANV)
appetite loss in, 165
from chemotherapy, 66
treatment of, 69, 70

Anticonvulsants
constipation from, 119
fatigue from, 117
use for neuropathic pain, 113, 115, 133, 139, 145,

146
use in pain control, 144

Antidepressants
as co-analgesics, 144
fatigue from, 117, 118
interactions of, 25-26
opioid-sparing effects of, 144
for pediatric patients, 260
research needs for, 410
as sedatives, 181, 182
for spiritual pain, 364
for terminal cancer patients, 37, 58
use for neuropathic pain, 113, 115
use for patient's spouse, 281
use in pain control, 133, 139, 144-145

Antiemetics, use in terminal illness, 39, 41
Antifungal agents, transient anorexia from, 164
Antihistamines

in anorexia therapy, 125
as anxiolytics, 71
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nausea control by, 123
use for eating disorders, 168

Antihypertensives, constipation from, 119
Anti-inflammatory agents, for moderate pain control,

262-263
Antipsychotics, for cancer delirium, 409
Antiretrovirals, in AIDS therapy, 136
Antisocial disorders, DSM-IV criteria for, 17
Antivirals, in AIDS therapy, 136
Anxiety

about death, 68, 246-247
in anticipatory grief, 326=327
appetite loss with, 164, 165, 170
aromatherapy for, 153
in bereaved persons, 329
in cancer patients, 26, 28-29, 43, 176, 291
in caregivers, 63-74, 310
case examples of, 67, 70
in delirium, 76
diagnosis of, 64-66
drug control of, 70-72, 182, 384-385
in dying patients, 4, 13, 17, 95, 189, 215, 216, 224, 352
in family members, 166, 405-406
fatigue in, 176
as manifestation of other psychiatric disorders, 67
measures of, 66, 405
nausea from, 122
pain-induced, 64-65, 147
in palliative care, 63-74
in pediatric patients, 258-259
"reactive," 66
refractory, 388
related to phobias, 66
relaxation therapy for, 230
substance-induced, 64
in suffering patients, 381, 384-385, 387
therapy-induced, 177
treatment of, 67-70
from uncontrolled suffering, 378
from withdrawal states, 65

"Anxiety buffer," as coping mechanism, 362
Anxiolytics

use for pediatric patients, 259
use in pain control, 146
use in terminal illness, 39, 43, 70-72

Aphasia, in delirium, 76
Appetite loss

from anxiety, 64
in cancer patients, 161
in dying patients, 224
psychiatric causes of, 164-166

Apraxia, in delirium, 76
Armfuls of Time: The Psychological Experience of the Child

with a Life-threatening Illness (Sourkes), 265
Aromatherapy

for pain control, 153
for sleep disturbances, 181

Arousal disorder, in delirium, 78
Arthralgias, in AIDS patients, 132
Art therapy, for pain control, 153

Asch, David, survey on assisted suicide/euthanasia of, 56
Aseptic necrosis, after chemotherapy, 132
Asparaginase, delirium from, 81
Asparagine chemotherapy, depression from, 37
Aspiration pneumonia, in dying patients, 346
Aspirin, use for pain control, 105, 106, 110, 139, 141,

142
Asterixis, in delirium, 76
Ativan. See Lorazepam
Atropine

nausea control by, 123
side effects of, 39
use for bowel pain, 114

Attentional training, in cognitive-behavioral therapy,
233-237

Audit
of adverse patient events in, 403-404
approaches to, 401-402
key indicators in, 401-402
of palliative care, 399-406
of suicide, 404
topic review use in, 403

Australia, supportive-expressive group psychotherapy in,
245

Autogenic training, in cognitive-behavioral therapy,
231-232, 237

Autoimmune reactions, depression from, 36
Autonomic hyperactivity, from posttraumatic stress disor-

der, 67
Autonomic neuropathy, constipation in, 119

Back pain, with metastatic cancer, 102
Baclofen, use for neuropathic pain, 113, 146
Bacon, Francis, literature as spiritual for, 360
Barbiturates

insomnia from withdrawal of, 260
use for dying patient, 388
use for pain control, 352

BCNU, delirium from, 81
Beck Depression Inventory (BDI), 29, 30, 31, 35, 138
Behavioral therapy, for anxiety, 67, 68
Benadryl. See Diphenhydramine
Benzodiazepines

anxiety from withdrawal from, 65
as anxiolytics, 70, 71, 165, 384
delirium from withdrawal of, 77, 78
for delirium management, 83, 388, 409
insomnia from withdrawal of, 260, 261
as muscle relaxants, 114
nausea control by, 123
as sedatives, 181
side effects of, 70, 71-72
use for bipolar disorder, 94
use in terminal illness, 38, 43, 65

Benztropine, in akathisia management, 94
Bereavement. See also Grief

accident and suicide rates in, 325
anxiety in, 328, 331
depression in, 328, 331
effects on health, 4, 325-326
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Bereavement (Continued)
group psychotherapy of, 330
hospice care of, 3, 329-330
identity changes during, 326
medical and psychiatric complications from, 327
multidimensional approach to, 322-326
in palliative care, 321-334
relationship changes during, 326
social support needs in, 329
suicide during, 6
in terminal illness, 147

Berry, Thomas, on spirituality, 360
Beta-adrenergic receptor stimulants, anxiety induced by, 65
Biliary tract pain, in AIDS patients, 132
Billings Hospital (Chicago), 4
Binswanger, Ludwig, hermeneutics of, 203
Biofeedback

as coping strategy, 191
for pain control, 147, 153

Biopsy, disclosure to patient, 14
Bipolar disorder

cancer patients with, 91, 94-95
case example of, 94-95
manic phase of, 94

Bisacodyl, for constipation management, 121
Bisphosphonates, use for bone pain, 114
Bleomycin, delirium from, 81
Blessed Orientation Memory Concentration Test

(BOMC), use in delirium diagnosis, 80
Blocking behaviors, of health care professionals, 295, 296,

300
Blood transfusions

for anemia therapy, 179
for fatigue therapy, 260

Bodily preoccupation, in terminal patients, 176, 182, 224
Body image problems, of breast cancer patients, 294
Bonding, in patient's family, 278
Bone, radiation-induced necrosis of, 132
Bone cancer, pain prevalence in, 131-132, 137
Bone marrow transplantation

eating disorders from, 163
pain control in, 226

Bone pain, analgesics for, 113, 114
Borderline personality disorders

DSM-IV criteria for, 17
in dying persons, 17

Boss, Medard, hermeneutics of, 203
Bowel obstruction

analgesics for, 113, 114
constipation and, 119, 120, 121

Bowel resection, eating disorders from, 163, 164
Braces, use for pain control, 115
Bradykinin, pain and, 225
Brain tumor patients, group therapy of, 147
Breast cancer

anxiety with, 17, 68, 70
depression with, 30, 32, 36
disclosure to patient, 15
eating disorders in, 165
emotional expression in, 243

family-issues study of, 275-289
fatigue with, 177, 179
interpersonal psychotherapy of persons with, 192
metastatic, 275-277
pain in, 135, 147, 225-226, 248
stress with, 316
supportive group therapy in, 244, 245, 246

Breathing control
for pain reduction, 261
for relaxation, 150, 230, 231, 237

Breitbart, W., 36, 59, 137, 138
Brief Fatigue Inventory, 182
Brief Pain Inventory, 133
Brief Symptom Inventory, 66
Bronchodilators, anxiety induced by, 65
Buber, Martin, on spirituality, 359, 360
Buddhism

main tenet of, 204
moment of vision in, 208
Nirvana in, 359
Zen. See Zen Buddhism

Buprenorphine, use for pain control, 105
Buproprion

use in fatigue therapy, 118
use in terminal illness, 38, 41

Burnout
age variables in, 303-304, 315
in caregivers, 21, 300, 303-319
definition of, 308
depersonalization in, 308, 309
depression compared to, 311-312
in hospice staff persons, 9, 303-319
marital status and, 304
in patient's children, 284
personality variables in, 304, 309
signs and symptoms of, 310
social psychological model of, 308-309

Buspirone, as anxiolytic, 71
Butorphanol, use for pain control, 105, 141
Butyrophenones, nausea control by, 123

Cachectin. See Tumor necrosis factor (TNF)
Cachexia. See Anorexia/cachexia syndrome; Cancer

cachexia/anorexia
Caffeine, anxiety induced by, 65
Calcitonin

for bone pain control, 114
for neuropathic pain control, 114

Calcium metabolism, role in delirium, 77
Camus, Albert, existential ideas of, 201
Canada

attitudes toward physician-assisted suicide/euthanasia
in, 54, 55

palliative care in, 53
supportive-expressive group psychotherapy in, 245

Cancer
as ambiguous disease, 225
in bereaved persons, 327
coping with, 26
denial of, 26, 176, 299-300
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Cancer Cachexia/anorexia, 161-173
pathophysiology of, 161-162
physiological causes of, 162-163
psychological aspects of, 164-167
treatment-related, 163-164

Cancer pain
alternative analgesic control of, 115
control of, 18, 131-159, 224, 292, 351
drug control of, 138-146
hypnosis for, 152-153
management of, 103-115, 131-159, 248, 351
multidimensional concept of, 132-133
placebo response and, 146
prevalence of, 131-132
psychiatric disturbances with, 136
psychiatric management of, 146-153
psychological factors in, 135-136
psychotropic analgesics for, 143-144
suicide ideation and, 351, 352, 377
syndromes of, 137
uncontrolled, 351, 377

Cancer Pain Relief and Palliative Care Program (WHO)
Analgesic Ladder of, 104, 134, 139, 142
studies on pain of, 351

Cancer patients. See also Dying patients
anxiety in, 135, 216, 248, 291, 292
communication/counseling interface for, 410
constipation in, 119-122
coping strategies in, 244
death approach in, 21
delirium in, 75, 81, 86, 137, 353
depression in, 31-34, 91, 135, 137, 178, 216, 248, 291,

405
disclosure of disease to, 14, 291-292
doctor-patient communication in, 293-294
eating disorders in, 161-173. See also Cancer

cachexia/anorexia
existential psychotherapy of, 197
fatigue in, 176-178
gastrointestinal symptoms in, 119-125
group therapy for, 147-148
illness denial in, 193, 296, 299-300
information needs of, 292-293
marital relationships of, 280-282
medical treatment of, 245-246
mental illness in, 91
mortalilty rate of, 410
organic mental disorders in, 352-353
pain in. See Cancer pain
psychotherapy of, 146-153, 275-289
requests for assisted suicide by, 350, 351
spiritual pain in, 369-371
suffering in, 375-396
suicide ideation in, 377
support groups for, 242
symptom management in, 99

Cancer Relief Macmillan Fund, 403, 404-405
Candidal infections, eating disorders and, 170
Candidiasis

as drug side effect, 124

oral, anorexia from, 258
Cannabinoids

in anorexia therapy, 124, 168, 169
nausea control by, 123
side effects of, 169

Capsaicin, use for neuropathic pain, 114
Carbamazepine

caution in use by AIDs patients, 145
use for neuropathic pain, 113, 145

Cardiopulmonary resuscitation, of dying patient, 342, 388
Cardiovascular disease, in bereaved persons, 327
"Caregiver plight," 311
Caregivers. See also Health care professionals;

Hospice/palliative care
bereavement in, 329
burnout in, 21, 303-319
difficulties facing, 21
fatigue in, 178
lifestyle management of, 315-316
of pediatric patients, 255, 258, 262-263
personal philosophy of, 315
psychological observations of, 190, 196
suffering witnessed by, 375, 376

Carisoprodol, as muscle relaxant, 114
Carpofen, use for pain control, 140
Carroll Depression Rating Scale (CDRS), 29, 30, 84
Cartesian dualism, spirit concept in, 359
Cascara, for constipation management, 121
Castor oil, for constipation management, 121
Castration feelings, in dying patients, 17
Catholicism, attitudes toward physician-assisted

suicide/euthanasia in, 54, 55
CCU nurses, job stress in, 316
Cervix cancer, pain prevalence in, 131-132
Chaplin, role in hospice facility, 6, 10
Charter of the Royal College of Physicians, doctors'

pledge of, 399
Chemotherapy

of AIDS patients, 136
anticipatory nausea and vomiting from, 69
anxiety from, 64, 65-66, 69
delirium from, 81
depression from, 37
eating disorders from, 161, 162, 163, 164, 165, 166, 171
fatigue from, 116-117, 177, 181
nausea from, 122, 123, 124
neuropathy induced by, 119
painful sequelae of, 132, 137
side effects of, 177, 235

Children
bereavement in, 328
burnout in, 284
as cancer patients. See Pediatric patients
as caregivers, 247-248
chronic grief from loss of, 327
cognitive-behavioral therapy of, 69
of dying cancer patient, 283-286
role fragmentation of, 283
role reversal in, 283, 284
sibling rivalry among, 283-284
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Chlorazepate, as anxiolytic, 71
Chlordiazepoxide, as anxiolytic, 71
Chlorpromazine

for delirium control, 83, 84, 388
for mental illness, 93
for nausea control, 123

Chlorzoxazone, as muscle relaxant, 114
Chochinov, H. M., 28, 31, 33, 35
Choline magnesium trisalicylate, use for pain control,

105, 106, 139, 140
Christianity

commitment to care of sick, 337-338
spirit concept in, 359

Chuang-tzu, spirit concept of, 359
Cimetidine

use for pain control, 140
use in terminal illness, 42

Cisapride
for constipation management, 121
nausea control by, 123

Cis-platin
anorexia from, 164
delirium from, 81
drugs avoided with, 43

Claustrophobia
in radiotherapy patients, 64
in terminal illness, 66

Clergy, counseling of dying patients by, 68
Clinical audit, definition and use of, 401, 406
Clodronate, use for bone pain, 114
Clomipramine

use in pain control, 144
use in terminal illness, 38

Clonazepam
as anxiolytic, 70, 71, 146
as sedative, 181
use in AIDS patients, 145
use in pain control, 113, 145, 146
use in terminal illness, 65

Clonidine, use for neuropathic pain, 114
Closed family, definition of, 278
Clozaril, for delirium management, 83
Coconut Grove fire (Boston), bereavement study follow-

ing, 330
Codeine, use for pain control, 109, 110, 139, 141, 261
Cogentin. See Benztropine
Cognitive-affective avoidance, in cancer patients, 209
Cognitive-behavioral therapy

for adverse symptoms, 226
for anxiety, 68, 69, 70
assessment phase of, 227
attentional training in, 233-237
autogenic training in, 231-232
collaborative therapeutic relationship in, 226-227
controlled breathing in, 231, 237
for depression, 37-38
distraction techniques in, 233-234
of dying patient, 385
general instructions for, 149-150
hypnosis in, 235-237

meditation in, 232-233, 237
for nausea control, 124
for pain control, 115, 146, 147, 148-153, 261
patient selection for, 148-149
of patient's family, 278
progressive muscle relaxation in, 231, 232
reconceptualization phase of, 227-229
relaxation techniques in, 230-233
role in palliative care, 182, 191, 198, 210
skills acquisition phase of, 229-230
of suffering patient, 383, 385

Cognitive Capacity Screening Examination (CCSE), use
in delirium diagnosis, 80

Cognitive distraction techniques, types of, 233-234
Cognitive dysfunction, as reason for requests for suicide,

56, 57, 59
Cognitive failure (CF), in delirium, 86
Cognitive impairment

in delirium, 79, 81
steroid-induced, 81

Cognitive restructuring, in supportive psychotherapy,
243-244

Colon cancer
anorexia/cachexia in, 162, 169
anxiety with, 67

Colonic lavage, for constipation management, 120, 121
Combat activities, posttraumatic stress disorder from, 67
Communication

with relatives, 291-301
with terminal patients, 291-301

Communication skills
role in pain control, 147
workshops for, 295-300

Compazine, use for nausea, 275
Comprehensive palliative care (CPC)

definition of, 338
as holistic medicine, 339, 347

Confusion, drug treatment of, 70-71
Confusion-Assessment Method, use in delirium diagnosis,

79,80
Confusion Rating Scale (CRS), use in delirium diagnosis,

80
Constipation

causes of, 119
as disease symptom, 100
drug-induced, 119, 120, 143
nausea from, 122
nonpharmacologic approaches to, 122
as opioid side effect, 113
in terminal patients, 119-122
treatment of, 120-122

Contact cathartics, for constipation management, 121
Control, loss in adolescent patients, 256
Coping with Cancer (Weisman), 176
Cordotomy, use for pain control, 115
Cortical abnormalities, in delirium, 76
Corticosteroids, 164, 410

in anorexia therapy, 124, 169
anxiety induced by, 65
depression from, 37
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nausea control by, 123
neuropsychiatric syndromes from, 137
use for cancer pain, 113, 114, 133, 146
use for neuropathic pain, 114
use in fatigue therapy, 118

Cortisol, effects on depression, 246
Cough, as disease symptom, 100
Countertransferance, as physicians' view of suicide, 53
Countertransference

definition of, 286
in psychotherapy, 194
in therapist, 286-288

Crescendo pain, analgesics for, 114
Crisis intervention, early concept of, 4
Crown-Crisp Experiential Index, 310
Cruse-Bereavement Care, volunteer training by, 6
Cullen, Thomas, on William Osier, 361
Cushing's syndrome, depression with, 36
Cyclic GMP, role in delirium, 77
Cyclobenzaprine, as muscle relaxant, 114
Cyclophosphamide, anorexia from, 164
Cyclopyrrolones, as sedatives, 181
Cyproheptadine, in anorexia therapy, 125, 168, 169
Cytochrome P450 11D6, SSRI inhibition of, 40
Cytokines

role in anorexia-cachexia syndrome, 124, 162, 169, 178
role in fatigue, 177, 179

Cytoxan. See Cyclophosphamide

Dantron, for constipation management, 121
Daughter, dying, unresolved conflicts with mother, 17
Death

children's concerns with, 256, 258
as existential obliteration, 359
family views of, 284-285
fears of, 64, 67, 68, 69, 200, 221, 243, 341, 362-363
intentional hastening of, 344
medieval view of, 339
modern view of, 339
patient desires for, 175
support-group views of, 246-247

Death anxiety
in dying patients, 385
in hospice workers, 304, 307, 310, 317

"Death in America," research supported by, 410
Decadron. See Dexamethasone
Dehydration, constipation from, 119
Delirium

agitated, 388
anticholinergic, 39
anxiety with, 65, 66, 67
appetite loss in, 165
assessment of, 79-82, 408
clinical features of, 76-79
death views in, 84-85
dementia compared to, 76, 78
differential diagnosis of, 81-82
drug therapy of, 82-84, 93, 409
DSM-III criteria for, 76, 80
DSM-IV criteria for, 77-79, 80

global dysfunction in, 77
management of, 65, 82—86
in manic patients, 95
opioid-induced, 143
pain role in, 86, 137
pathophysiology of, 76—79
prevalence of, 75-76
subtypes of, 77, 78, 81, 82, 85, 86, 179
suicide ideation from, 59
in terminal illness, 13, 17, 75-90, 137, 353

Delirium-Rating Scale, 79, 80
Delirium Symptom Interview (DSI), 80
Delta-9-tetracannabinol

in anorexia therapy, 125, 169
nausea control by, 123

Delusions, in delirium, 67, 76, 78, 82, 84-85
Dementia

anxiety with, 17
delirium compared to, 76, 78, 82
in elderly patients, 76, 82
reversible, 81
in terminal patients, 353

Demerol. See Meperidine
Denial

challenging of, 299-300
in dying patients, 220-221, 296, 299-300, 346

Department of Health in England and Wales, suicide au-
dit of, 404

Dependency, in dying patients, 21, 353-354
Dependency disorders, DSM-IV criteria for, 17, 18
Depersonalization, in burnout, 308, 309
Depression

age factors in, 34
anxiety with, 67
appetite loss with, 124, 164, 165-166, 168
assessment of, 26-31
in bereaved persons, 327-328
burnout compared to, 311-312
in cancer anorexia, 162
in cancer patients, 91, 136, 137, 176, 178, 189, 195,

280,352-353, 405, 409
in caregivers, 310
cortisol levels in, 246
diagnosis and management of, 25-49, 405, 409-410
diagnostic interviews for, 28-29, 66
drug therapy of. See antidepressants
DSM-IV criteria for, 26-27
in dying patients, 13, 17, 63, 215, 346
existential concerns with, 37
fatigue in, 117, 176
functional status and, 35-36
gender factors in, 34
low-level symptoms of, 33
in lung disease, 178
measures of, 405
pain role in, 36, 57, 136, 147
during palliative care, 27-28
in patient's spouse, 280, 281
in pediatric patients, 259, 260
prior history of, 34-35
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Depression (Continued)
psychosocial therapies of, 37-38
psychotherapy of, 26
as reason for suicide requests, 56, 57, 58-59, 60,

352-353
refractory, 388
risk factors for, 34-37
self-report methods for, 29-31
social support for, 35
spiritual pain and, 364
steroid-induced, 81
in suffering patients, 381, 384-385, 387
suicide risk in, 137, 243
treatment-related factors in, 36-37
from uncontrolled suffering, 378
underdiagnosis of, 25-26
in widows, 322

Desensitization, for anxiety management, 69
Desipramine

use for neuropathic pain, 113, 144
use in terminal illness, 38, 39

Dexamethasone
anxiety induced by, 65, 70
nausea control by, 123
use for eating disorders, 168
use for pain control, 113, 114, 137
use in fatigue therapy, 118

Dexedrine. See Dextroamphetamine
Dexocine, use for pain control, 105
Dextroamphetamine

use for eating disorders, 168, 169
use for opioid side effects, 143, 179
use in fatigue therapy, 118, 179, 182
use in pain control, 145-146
use in terminal illness, 38, 41

Dextromethorphan
drugs avoided with, 42
use for neuropathic pain, 114

Diabetic neuropathy
in AIDS patients, 136
in cancer patients, 132
pain control in, 144

Diagnostic and Statistical Manual of Mental Disorders,
4/e. See DSM-IV

Diagnostic Interview Schedule (DIS), for depression, 28
Diaphoresis, from anxiety, 64
Diazepam

as anxiolytic, 71
as muscle relaxant, 114

Diclofenac, use for pain control, 105, 107
Diet, effects on survival, 245
Diethylstilbestrol, as source of vaginal cancer, 13
Diflunisal, use for pain control, 106
Dihydrocodeine, use for pain control, 109, 110
Dilaudid, use for nausea, 275
Dillard, Annie, on spirituality, 360
Dingleton Hospital, psychiatric care at, 4
Diphenhydramine

as anxiolytic, 65, 71
side effects of, 39

Diphenylmethanes, for constipation management, 121
Disc disease, of AIDS patients, 136
Disorientation, in delirium, 78
Distraction therapy

for anxiety, 69
for suffering patient, 385

Distress, in palliative caregivers, 310
Diuretics, constipation from, 119
Dorsal column stimulation, use in pain control, 115
Dostoyevsky, Fyodor

existential ideas of, 201
literature as spiritual for, 360

Doxepin
as sedative, 181
use in pain control, 144
use in terminal illness, 38, 39

Doxorubicin, anorexia from, 164
Dronabinol

in anorexia therapy, 125
nausea control by, 123

Droperidol, nausea control by, 123
Drugs

anorexia/cachexia from, 163
anxiety induced by, 64, 65, 66
for depression. See Antidepressants
for fatigue therapy, 179
interactions of, 179
side effects of, 75

DSM-III
delirium criteria of, 76, 80
psychiatric disorder criteria of, 91

DSM-IV
anxiety criteria of, 64
delirium criteria of, 77-79, 80
depression criteria of, 26-27, 28, 32, 328
end-of-life care categories of, 17
psychiatric disorder criteria of, 76

Duarte, Juan Ciudad, mental illness care concerns of, 399
Duragesic, as fentanyl patch system, 142
Dutch Supreme Court, rulinCs on euthanasia, 54, 57
Dying patients. See also cancer patients

alternative and experimental treatment of, 344
antidepressant use for, 38-39
anxiety in, 4, 13, 17, 95, 189, 215, 216, 224, 352, 362
breaking bad news to, 14-15
cardiopulmonary resuscitation of, 342, 388
care and management of, 13-23
children as, 255-264
clinical biography of, 367
cognitive-behavioral perspective on, 226-227
communication/counseling interface for, 410
communication with, 291-301
coping strategies for, 190, 191, 195, 199, 376
delirium in, 75-90
denial in, 220-221, 296, 299-300, 346
dependency and loss issues of, 21, 353-354
depression in, 37-43, 215, 216, 346, 352
desire-to-die factors in, 350
ethics role in treatment of, 387
existential psychotherapy of, 197-214
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existential suffering of, 354-355, 385-387
false reassurance of, 26
family of, 367
fatigue in, 175-185
fear in, 95, 243, 368
food and hydration management of, 346-347
grooming of, 385
group psychotherapy in, 241=252
hope in, 368
inadequate resources for, 389-390
isolation and abandonment of, 354
losses faced by, 4
maladaptive strategies of, 385
meaning of illness to, 367-368, 385-386
methods for survival in, 245
multidimensional assessment of, 408, 409
pain in, 223, 366, 376, 386. See Pain
physical symptoms of, 408
psychiatric complications of, 1-96, 136-137, 190
psychological symptoms of, 408
psychology of, 224-226
psychotherapy of, 26, 37, 189-196, 195-196
quality of life in, 343
reconciliation needs of, 368
religious concerns of, 341
requests for assisted suicide by, 56, 57
sedation of, 387, 388
social factors affecting, 59
spiritual care of, 340, 341, 357-373
suicide and. See Suicide; Suicide ideation
surrogate decision making for, 343
symptom management in, 97-185, 99-139, 376
transcendence experiences of, 368-369
treatment goals for, 15-16
truth telling to, 15-16, 342-343
whole-person care of, 371

"The Dying Patient's Grief" (Aldrich), 4
Dying trajectory, of Anselm Strauss, 262-263
Dysgraphia, in delirium, 76
Dysphagia, in AIDS patients, 132
Dysphoria

amelioration of, 215
during bereavement, 325
in cancer patients, 26, 41, 165, 243
from cannabinoids, 169

Dyspnea
from anxiety, 64
as disease symptom, 100
role in fatigue, 179
sedation for, 388

Dysthymia
definition and criteria for, 27, 28, 32
in terminal cancer patients, 37

Eastern Cooperative Oncology Group, studies on suffering
by, 377

Eating disorders. See oho Anorexia
case examples of, 165, 166, 167-168
clinical management of, 168-171
drug therapy of, 168-169

physiological causes of, 163
psychiatric maanagement of, 161-173

Eaton Lambert syndrome, fatigue in, 117
Ectopic hormones, effect on appetite, 163
Edmonton Symptom Assessment System, 403
EEG abnormalities, in delirium, 76, 77, 78
EEG biofeedback-assisted relaxation, for pain control, 153
Effexor. See Venlaflaxine
Elderly patients

constipation in, 119
delirium in, 75-76, 81
fatigue in, 118
hip fractures in, 95
opioid side effects in, 137
opioid use by, 141
pain control in, 110, 112
quality of life in, 343

Elderly persons
bereavement in, 328
illness responses of, 189
inspection of services to, 404

Electroconvulsive therapy
of suffering patient, 385
of terminal patient, 43

Electrolyte imbalance, patient confusion from, 65
Electromyographic (EMG) feedback, for pain control, 153
Eliot, T. S., existential ideas of, 201
Emotional distress

fatigue from, 181
role in pain perception, 225

Emotional expression, in group therapy, 243
"Emotional quarantine," of dying patients, 354
Encephalopathy, opioid contraindication in, 110, 112
Encouraging Choice, in hospice nursing, 307
Endicott Criteria, for depression, 28, 32
Endocrine system, stress effects on, 245
Endorphins, effect on food intake, 162
Energy conservation techniques, for fatigue therapy, 180
Environmental stressors, DSM-IV categories of, 18-20
EORTC QLQ C30, as audit tool, 403
Epidural administration, of opioids, 111
Epidural spinal cord compression (ESCC), in cancer pa-

tients, 136-137
ER [TV show], episode on dying patient, 351
Esophageal fibrosis, eating disorders from, 163, 164
Esophageal pain, in AIDS patients, 132
Esophageal ulcerations, in dying patients, 346
Ethical issues, in palliative care, 337-348
Etodolac, use for pain control, 107
Europe, supportive-expressive group psychotherapy in, 245
Euthanasia, 339. See also Physician-assisted suicide (PAS)

advocates of, 377
in clinial practice, 55-57
debate on legalization of, 52-53, 377
definition of, 51-52
in Netherlands, 16, 18, 52, 54, 57, 343
"not-yet" approach to, 377
opposition to, 53-54, 377
patient request for, 349-356, 371, 378
physician-assisted suicide compared to, 52
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Euthanasia (Continued)
right to die and, 377
sedation therapies and, 377
slippery slope argument for, 54, 57, 349, 377

Exceptional Cancer Patient Program, 245
Exercise

effects on survival, 245
for terminal patient, 179-180

Existential distress, in dying patients, 386-387, 388
Existentialism

definition of, 197, 200
early influences on, 200-201
hermeneutics and, 200
tenets of, 200-201

Existential philosophy, tenets of, 201-202
Existential psychotherapy

beliefs exercise in, 207-208
breakdown facilitation in, 206-208
case example of, 211-212
commitment development by, 209
counseling relationship in, 205-206
in groups, 210
life activity reprioritizing by, 209
methods of, 205-210
moment of vision in, 208-209
in palliative care, 197-214
principles of, 202-205, 210, 359
research on, 197-200

Family
bonding in, 277, 278
communication in, 279-280
education about patient's condition, 191
fatigue in, 389
fears and emotions in, 224
grief of, 328-329
homeostasis of, 277-278
joint problem solving in, 279
marital relationships in, 280-282
meetings of, 380-381
mutuality in, 278-279
palliative care and, 3, 273-334
patient's pain and, 282—283
of pediatric patient, 255
role in distraction techniques, 234
role in support therapy, 242
suffering assessment by, 380
suffering in, 378-379, 382, 384
support groups and, 247-248
supportive relationships of, 217-218
system types of, 278, 279-280
views on patient's delirium, 85

Family psychology
at hospices, 8-9
role for dying patients, 13, 18-19

Fatigue
in AIDS patients, 178
in anorexia, 124
assessment tools for, 182
in cancer patients, 115-119

in caregivers, 178
definition of, 175-176
in depression, 27, 352
as disease symptom, 100, 115-116
from drug therapies, 117
drug therapies for, 117-118, 181, 182
in end-stage neurological disease, 178
energy conservation techniques for, 180
etiology of, 116, 177-178, 260
guided imagery for, 234
in heart disease, 178
in lung disease, 178
negative effects of, 180
nonpharmacologic approaches to, 118-119
nutritional optimization in, 179
in patient's family, 389
in pediatric patients, 260
primary treatment role in, 116-117
psychiatric aspects of, 175-185
psychoeducation for, 181
relaxation techniques for, 181
research limitations for, 176
social interventions for, 181
in terminal illness, 175-185, 224
treatment-induced, 116-117, 177, 181
treatment of, 178-182
tumor role in, 177

Fatigue Coalition, 176-177
Fatigue Severity Index, 182
Fear

of death, 64, 67, 68, 69, 200, 221, 243, 341, 362-363
dynamic of, 361-366
effects on pain perception, 225-226

Felbamate, use for neuropathic pain, 145
Fenamates, use for pain control, 107
Fenoprofen, use for pain control, 106
Fentanyl

patch system for, 141, 142
use for pain control, 86, 110, 141, 142

Feroprofen, use for pain control, 140
Fever, anorexia with, 162
Fibromyalgia, pain control in, 144
Fibrositis, drug therapy of, 144
Final Exit, 51
Financial concerns, of dying patients, 68
Finger restraints, use for mental patients, 93
Flecainide, use in pain control, 146
Fluorouracil

anorexia from, 164
delirium from, 81

Fluoxamine, use in terminal illness, 38, 40
fluoxetine

use in HIV patients, 331
use in pain control, 144
use in terminal illness, 38, 40

Fluphenazine, use for neuropathic pain, 114, 146
flurbiprofen, use for pain control, 106
Fluvoxamine, use in terminal illness, 38, 40
Foley principles of pain assessment, 133
Food
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grief coping with, 324
withholding from dying patients, 346-347

Food aversions, learned, in cancer cachexia/anorexia, 162,
164, 165, 166-167, 170, 171

Fourteenth Amendment, due process clause of, 52
Frankl, Viktor, hermeneutics of, 203
Freedom, as absence of external structure, 359
Freud, Sigmund, 204, 221
5-FU, use for breast cancer, 275
Funeral, role in bereavement, 325

GABAergic drugs, use for neuropathic pain, 113
Gabapentin

use for neuropathic pain, 113, 145
use in AIDS patients, 145

GABA systems, role in delirium, 77, 78
Gastrectomy, eating disorders from, 163, 164
Gastrointestinal cancer

anorexia/cachexia in, 162, 163, 165, 179
pain prevalence in, 131-132

Gastrointestinal stress
from anxiety, 64
fatigue in, 177

Gate control model, for pain, 224
Geldof, Bob, music as spiritual for, 360
Gendlin, E., existential psychotherapy of, 205
General Health Questionnaire (GHQ), 29, 30, 304, 310,

312,316
Genitourinary cancer, pain prevalence in, 131-132
Genograms, use at hospices, 8
German Idealism, influence on existentialism, 200
Ghandi, M. K., on spirituality, 360
Global function, DSM-IV criteria for, 20-21
Glucocorticosteroids, delirium from, 81
Glucose metabolism, cancer effects on, 177
Glycopyrrolate, use for bowel pain, 114
God

dying persons' relationship with, 19-20, 341, 358, 359
medieval views of, 339
spiritual concepts of, 360

Go-Lytely, use in colonic lavage, 121
Good Samaritan, parable of, 337
Graft-versus-host disease (GVHD), anorexia in, 163, 164
Granisetron, nausea control by, 123
Great Britain, health service audits in, 404-405
Gregory, John, on physicians' duties, 337, 338
Grief. See also Bereavement

absent, 327, 329
acute mourning in, 322
adjustment disorders in, 330
anticipatory, 189, 221, 326-327," 328
avoidance behavior in, 324
in caregivers, 9, 305, 311, 314
childhood resolution of, 286
chronic, 327
complications of, 327-328, 330
coping with, 323-324
definition of, 189, 321
delayed, 327, 329
depression in, 328, 329, 330

duration of, 322
funeral role in, 325
gender differences in, 323
hallucinatory experiences in, 325
hypertrophied, 327
inhibited, 327
maladaptive coping in, 324
medication use in, 331
mental and emotionl disruptions in, 323
normal concepts of, 321
premature, 327
psychological aspects of, 189-190
psychotherapy role in, 195, 196, 249, 329
relationship with deceased in, 324-325
restitution phase of, 322
shock/numbness in, 322, 323-324
stages of, 321
treatment of, 328-331

Group therapy
for anxiety management, 68, 69-70, 246-247
of bereaved persons, 330
of cancer patients, 147-148, 190, 198, 199
existential approach to, 198, 199, 210
family role in, 247
physician role in, 247
symptom control and, 248
of terminal patients, 241-252

Guided imagery
in anxiety management, 69
as coping strategy, 191, 233, 234-235, 237
for suffering patient, 385

Guilt feelings
in depression, 27
in dying patients, 17

Gynecologic cancer, depression with, 30, 32

Halcion. See Triazolam
Hallucinations

in delirium, 67, 76, 77, 78, 79, 84-85
from drug toxicity, 143

Hallucinogens, delirium from, 77
Haloperidol

as anxiolytic, 70, 71, 143
delirium control by, 83, 84, 388
nausea control by, 123
in schizophrenia management, 92, 93
use for bipolar disorder, 94
use for neuropathic pain, 114, 146

Handicapped persons, quality of life of, 343
Hannurabi, King of Egypt, 399
Hardy Personality, of Kobasa, 313
Hare, David, Skylight [play] by, 282
Harvard Bereavement Project, 4-5
Headache, analgesics for, 113, 144
Head cancers, alcohol abuse and, 65
"Healing and Heroism" (Wheeler), 360, 361
Health-care professionals. See also Caregivers;

Hospice/palliative care
assisted suicide by, 55-57
attitudes toward assisted suicide of, 54-55
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Health-care professionals (Continued)
avoidance behavior of, 294
blocking behaviors of, 295, 296, 300
burnout in, 300, 303-319
communication strategies of, 296-297
coping with job stress by, 312-316, 380
difficult communication tasks of, 297-298
distancing strategies of, 294-295
as dying patient's confidant, 386
fear of patient harm by, 294-295
grief among, 305, 311
inhibitory behaviors of, 294
lack of training in, 295
limitations of, 380
normalization behavior of, 294
outcome expectancy of, 296
patient communications of, 293-294
patient/family stressors of, 306-307
relationship problems among, 309
role stressors of, 305-306
selective attention by, 294
self-efficacy of, 296, 300
self-medication among, 310-311
stressful life events of, 304-305
stress symptoms in, 303-319
suffering in, 378-379
support for, 295, 305
switching the topic by, 294

Heart disease
fatigue in, 178
incurable, existential psychotherapy in, 197, 198

Hegel, G. W. F., existentialism and, 200
Heidegger, Martin, as Existentialist, 201, 209
Heliotropin, use in aromatherapy, 153
Helper's Pit, of caregiver, 311
Helplessness fear, in dying patients, 17
Hepatic encephalopathy, delirium from, 77, 78
Herbal remedies

in fatigue therapy, 181
use for dying patient, 344

Hermeneutics
influence on existentialism, 200, 201
influence on existential psychotherapy, 203

Heroin, use for pain control, 108
Heterocyclic antidepressants, use in terminal illness, 38,

41
High-risk populations, assessment of, 409
Hip fracture, in the elderly, 95
Hippocratic medicine

moral precepts of, 337, 338
relief of suffering in, 376-377, 378

Hippocratic Oath, suicide and, 53, 377
Histrionic disorder, DSM-IV criteria for, 18
HIV patients. See also AIDS patients

antidepressants for, 331
cognitive-behavioral therapy of, 246
interpersonal psychotherapy of, 192
nephropathy in, 140
pain in, 131-132, 136
requests for assisted suicide by, 350

Hodgkin's disease, patient psychotherapy in, 194-195
Holistic medicine, comprehensive palliative care as, 339,

347
Home care, problems of, 389
Home modification, for energy conservation, 180
Homeostasis, of patient's family, 277-278
Homicide, as death cause, 328
Hormone-secreting tumors, anxiety induced by, 64, 65
Hospice/palliative care

accountability in, 345
administrative policies of, 314-315
of adolescents, 255, 257, 261
adverse patient events in, 403-404
anxiety in, 63-74
audit of, 399-406
bereavement services of, 329-330
burnout of staff in, 9, 303-319
of children, 253-272
cognitive-behavioral therapy in, 227-237
colleague support in, 314
curative care vs., 13
dealing with loss and grief in, 314
definition of, 16
depression in, 25-49
description of, 7-8, 338-339
distress in staff of, 310
"do-gooders" in, 345
education roles of, 9
environmental stressors in, 305
ethical issues in, 335-348
existential psychotherapy in, 197-214
family issues in, 257-258, 273-334
future research on, 317, 407-411
historical aspects of, 337-338
home care provided by, 6
ideals of, 10-11
informed consent in, 341
inspection and accreditation of, 404-405
management of, 409-410
of medical illness, 18
for mentally ill, 91-96
organizational variables in, 305
pain relief in, 340-341
patient admission to, 339-340
patient or family satisfaction with, 403
problems of, 10-11,305,317
professional relationships in, 309
psychiatric aspects of, 3-11, 400
psychosocial aspects of, 400
psychotherapy in, 187-252
quality assurance in, 397-411
research issues in, 397-411
retrospective case review in, 402-405
root of caregiving in, 308
social-support needs in, 304
spiritual care in, 335-348, 357-373
staff burnout in, 303-319
staff issues in, 273-334
staff persons of, 7, 9-10
stress symptoms in, 303-319
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symptom management in, 99-100
team building among, 314-315
visual model of nursing in, 307
volunteer role in, 6, 7, 314
WHO definition of, 16, 99
whole-person care in, 371
work environment of, 305

Hospital Accreditation Programme (HAP), in Great
Britain, 404, 405

Hospital Anxiety and Depression Scale (HADS), 29, 30,
66, 292, 310, 316, 403

Hostility disorder, DSM-IV criteria for, 18
5-HT antagonists, nausea control by, 123
Hydration, of dying patient, 346-347, 409
Hydrazine sulfate, use for eating disorders, 125, 168, 169
Hydrocodone, use for pain control, 109, 110, 141
Hydromorphone, use for pain control, 105, 108, 110, 141,

142, 143
5—hydroxyindoleacetic acid (5—HIAA), effect on food in-

take, 162
Hydroxyzine, as anxiolytic, 71
Hyperactive delirium, symptoms and treatment of, 77, 78,

82, 85, 86
Hypercalcemia

constipation from, 119
depression with, 36

Hypnotics
anxiety induced by, 64
use by hospice staff, 311

Hypnotic therapy
as coping strategy, 191, 235-237, 248
for pain control, 147, 148, 149, 152-153, 191
of sleep disorders, 117
use in existential psychotherapy, 208, 209

Hypoactive delirium
role in fatigue, 179
symptoms and treatment of, 77, 81, 85, 86

Hypoglycemia
in anorexia, 124
patient confusion from, 65

Hypokalemia, constipation from, 119
Hypothalamus, effects on food intake, 162, 163
Hypothyroidism

constipation from, 119
fatigue from, 116

Hypoxia
anxiety in, 65
delirium from, 77

Ibuprofen, use for pain control, 105, 106, 139
Illness

disease compared to, 3360-361
effects on patient, 216-217

"Illness and Disease" (Reading), 360-361
Illness Distress Scale, 35
Illusions, as indicator of drug toxicity, 143
Imagery, guided. See Guided imagery
Imagery/distraction techniques

in fatigue therapy, 180, 181
for pain control, 151-152, 261

Imipramine
as anxiolytic, 71
use in pain control, 144
use in terminal illness, 38, 39

Immune system, stress effects on, 245, 246
Immunosuppression

in AIDS patients, 132
treatment-induced, 263

Incurability, existential state of, 339-340
India, patient awareness of cancer in, 37
Indomethacin, use for pain control, 107
Infections

in AIDS patients, 136
patient confusion from, 65, 75

Injury feelings, in dying patients, 17
Insight-oriented psychotherapy, 192, 196
Insomnia

from anxiety, 64
in depression, 27
in pediatric patients, 260-261
treatment of, 70

Intensive Care Units (ICUs)
dying patients in, 18
job stress in, 316

Intensive comprehensive palliative care (ICPC)
ethical challenges of, 337, 338, 340-347
ideology of, 345-346

Interferon
depression from treatment with, 37
effect on killer-cell activity, 244-245, 246
role in cachexia, 162

Interleukin-2, role in fatigue, 177
Interleukin-6, role in cachexia, 162
Interleukin 1 beta, role in fatigue, 179
Interleukin chemotherapy, depression from, 37
International Classification of Diseases (ICD), delirium

criteria in, 79, 80
Internet, use by cancer patients, 181
Interpersonal psychotherapy (IPT), 192
Intracerebroventricular administration, of opioids, 111
Intravenous administration, of opioids, 111
Intrusive-repetitive and denial-numbing, in caregivers,

311
lonesco, Eugene, existential ideas of, 201
Iron, constipation from, 119
Irritability, in delirium, 76
Isocarbonazid, use in terminal illness, 38, 42
Isolation, of self, 359

Jaspers, Karl, hermeneutics of, 203
John, Elton, music as spiritual for, 360
joint ankylosis, pain control in, 115
Judaism

attitudes toward physician-assisted suicide/euthanasia
in, 54, 55

spirit concept in, 359
Jung, Carl, map of the psyche of, 361-362, 364

Kaposi's sarcoma, in AIDS patients, 132, 136, 137
Ketamine, use for neuropathic pain, 114
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Ketoprofen, use for pain control, 106, 140
Ketorolac, use for pain control, 105, 107
Kevorkian, Jack, M.D., assisted suicide by, 51
Kierkegaard, Soren, as first Existentialist, 201
King's Fund Organisational Audit, in Great Britain, 404, 405
Kinins, effect on appetite, 163
Klonopin. See Clonazepam
Kosinski, Jerzy, suicide of, 51
Krebs cycle, cancer effects on, 177
Kiibler-Ross, Elisabeth, phases of dying of, 4, 16, 221

Laboratory of Community Psychiatry (Harvard), 4
Lactate, elevated levels in cancer patients, 167
Lactulose, use for constipation, 120, 121
Lamotrigine, use for neuropathic pain, 145
Lancinating pain, drug treatment of, 146
Language disturbance, in delirium, 78
Lashley, Karl, 357
Laxative therapy, of constipation, 120, 139
Leucovorin, use for breast cancer, 275
Leukemia

anorexia in, 166, 167-168
in children, 256
depression with, 32
pain prevalence in, 131-132
supportive group therapy for, 244

Leukemia inhibitory factor, role in cachexia, 162
Levorphanol

delirium from, 81
side effects of, 137
use for pain control, 105, 109, 110, 141, 142, 143

Libido, diminished, from anxiety, 64
Librium. See Chlordiazepoxide
Lidocaine, use in pain control, 146
Life support, withdrawal of, 52
Lipid mobilizing factor (LMF), role in cachexia, 162
Lithium, use for bipolar disorder, 94
Lithium carbonate, use in terminal illness, 38, 42-43
Liver, anorexia in dysfunction of, 162, 163
Liver cirrhosis, in bereaved persons, 327
Living will, of patients, 343
Local anesthetics, use for neuropathic pain, 114, 115,

133, 146
Lorazepam

in akathisia management, 94
as anxiolytic, 67, 70, 71
in delirium management, 83, 84
nausea control by, 123
as sedative, 181
use in terminal illness, 65, 67

Lung cancer
depression with, 36
pain prevalence in, 131-132

Lung disease
exercise use for patients with, 179
fatigue in, 178

Luvox, as hepatic enzyme inhibitor, 40
Lymphoma

depression with, 30
supportive group therapy for, 244

Lymphomas, treatment-induced, 263
D-lysergic acid dimethylamide (LSD), delirium from, 77

Magnetic resonance imaging, anxiety from, 66
Malabsorption difficulties, anorexia with, 162, 163, 164
Maladaptive behaviors and beliefs

cognitive-behavioral therapy for, 226, 228, 229
fatigue therapy and, 180
psychotherapy for, 191, 198, 246

Malignant melanoma, supportive group therapy for, 244,
246

Mania, steroid-induced, 81
Maprotiline, use in terminal illness, 38, 41
Marital relationship, of cancer patient, 280-282
Maslach Burnout Inventory (MBI), 309, 312
Maudsley Hospital (England), 4
Meclizine, nausea control by, 123
Meclofenamic acid, use for pain control, 107
Medical audit, definition of, 401
Medical illness, palliation of, 18
Medications, double effect of, 52
Meditation

in cognitive-behavioral therapy, 232-233, 237
in fatigue therapy, 180, 181
use in palliative care, 205, 208, 209

Medline, references to audit and quality assurance in, 400
Mefenamic acid, use for pain control, 105, 107
Megace, use for breast cancer, 275
Megestrol acetate

in anorexia therapy, 125, 168, 169
in fatigue therapy, 179

Mellaril. See Thioridazine
Memorial Delirium Assessment Scale, 79, 80
Memorial Pain Assessment Card (MPAC), 31, 133
Memorial Sloan-Kettering Cancer Center (MSKCC)

pain studies at, 386
staff burnout studies at, 304
statements about suffering from, 350-355
suicide risk evaluation at, 138, 351, 377

Memory impairment, in delirium, 67, 76, 78
Men, bereavement in, 327
Meningeal pain, in cancer patients, 137
Mental health, bereavement effects on, 4
Mental health professional (MHP), role in psychological

intervention, 227, 238
Mental hospitals, psychiatric care in, 4
Mental patients

chemical restraint of, 4
palliative care for, 91-96

Meperidine
delirium from, 81
drug interactions with, 42, 71
side effects of, 137, 143
use for pain control, 108, 110, 141

Metastatic cancer, back pain with, 102
Methadone

dosing intervals for, 112
metabolism of, 110
use for pain control, 105, 109, 110, 141, 142, 143

Methocarbamol, as muscle relaxant, 114



Index 427

Methotrexate
anorexia from, 164
delirium from, 81
depression from, 37

Methotrimeprazine
delirium control by, 83, 84, 388
nausea control by, 123
use for neuropathic pain, 114, 146

N-methyl-D-aspartate blockers, use for neuropathic pain,
114

Methylphenidate
avoidance of monamine oxidase inhibitors with, 42
use for eating disorders, 168, 169
use for opioid side effects, 143, 179
use in fatigue therapy, 118, 179, 182
use in pain control, 145
use in terminal illness, 38, 41-42

Methylprednisolone, use for neuropathic pain, 114
Methylprednisone

in anorexia therapy, 124
nausea control by, 123

Metoclopramide
anxiety induced by, 65, 67
for constipation management, 121-122
nausea control by, 123

Mexiletine, use for neuropathic pain, 113, 146
Mianserin

as antidepressant, 41, 144
use in pain control, 144

Midazolam, for delirium management, 83, 84, 85
Mineral oil, for constipation management, 121
Mini Mental Status Exam (MMSE), use in delirium diag-

nosis, 79-80, 84
Misoprostal, use for pain control, 140
Moclobemide, use in terminal illness, 42
Molindone, for delirium management, 83
Moment of vision

in existential philosophy, 202
in existential psychotherapy, 208-209

Monkeys, cortisol stress studies on, 246
Monoamine oxidase inhibitors (MAOIs)

as antidepressants, 38, 42
as anxiolytics, 71
contraindication for pediatric patients, 260

Mood disturbance
psychosocial intervention for, 246
role in pain perception, 225
steroid-induced, 81
in terminal patients, 353

Moreno, J., hermeneutics of, 203
Morita, Shomno, "quiet therapies" of, 205
Morphine

delirium induction by, 81, 86
side effects of, 137
as standard opioid, 143
use for chronic pain, 110, 225, 226
use for dying patient, 388
use for pain control, 3, 67, 105, 108, 110, 112, 139,

141, 142
Morphine-3-glucuronide, toxicity of, 110

Morphine-6-glucuronide, analgesic effects of, 110
Motor abnormalities, in delirium, 76
Mourning

as grief stage, 322
psychotherapy role in, 195, 196

MRI scans, anxiety from, 153
MS Contin, as sustained-release morphine, 142
Multiple sclerosis, fatigue in, 117, 118
Muscle relaxation, in management of anxiety, 69
Muscle spasm, drug control of, 114
Music therapy, for pain control, 148, 153
Myalgias, in AIDS patients, 132
Myasthenia syndromes, fatigue in, 117
Myelopathy, in AIDS patients, 136
Myoclonus, in delirium, 76
Myofascial pains, control of, 115
Myopathies

in AIDS patients, 136
fatigue in, 117

Nabumetone, use for pain control, 107
Nalbuphine, use for pain control, 105, 141
Naloxone

for constipation management, 120, 122
as opioid antagonist, 112

Naphthylalkanones, use for pain control, 107
Naproxen, use for pain control, 106, 140
Narcissistic disorders

DSM-IV criteria for, 17-18
in dying persons, 18

Narcotic analgesics
delirium from, 81
use in terminal illness, 39

Nasal ulcerations, in dying patients, 346
National Health Service (NHS), of Great Britain, 404
National Hospice Study

on bereavement, 329
on burnout, 309

Natural disasters, posttraumatic stress disorder from, 67
Nausea

from anxiety, 64, 67
causes and management of, 122-124
as disease symptom, 100
drug therapy of, 123-124, 143
in dying patients, 224
in eating disorders, 170, 171
nonpharmacologic approaches to, 124

Neck cancers, alcohol abuse and, 65
Nefazodone

use in pain control, 144
use in terminal illness, 38, 40

"Negative latent self-images," of bereaved persons, 323
Nervous breakdown, anxiety symptoms perceived as, 65
Netherlands, euthanasia in, 16, 18, 52, 54, 57, 343
Neurodegenerative diseases, symptom management in, 9
Neuroendocrine dysfunction, depression from, 36
Neuroleptics

as anxiolytics, 71, 384
for delirium management, 82-84, 85
nausea control by, 123
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Neuroleptics (Continued)
use for neuropathic pain, 114, 146
use in pain control, 144, 146
use in terminal illness, 39

Neurologic disorders
constipation from, 119
fatigue in, 178

Neurolysis, use for pain control, 115
Neuropathic pain

in AIDS patients, 136
analgesics for, 113-114, 144
in cancer patients, 137

Neurotransmitters, effect on food intake, 162
New York State Task Force on Life and the Law, 52
Nietzsche, Friedrich, as Existentialist, 201
Nifedipine, use for neuropathic pain, 114
Nightmares, from posttraumatic stress disorder, 67
Nitrogen mustards, anorexia from, 164
Nociceptive pain, analgesia for, 18
Nonsteroidal antiinflammatory drugs. See NSAIDS
Normeperidine, as opioid metabolite, 143
Nortriptyline

use in pain control, 144
use in terminal illness, 38, 39

NSAIDS
properties of, 139-140
side effects of, 105, 106-107, 122, 140
use for pain control, 103-104, 106-107, 133, 139

Nurses
attitudes toward physician-assisted suicide/euthanasia,

54,56
in hospice facility, 7-8

Nursing audit, definition of, 401
Nursing Stress Scale, 306, 310, 316
Nutritional deficits

depression from, 36
patient confusion from, 65

Nystatin, for candidal infections, 170

Occupations, of dying persons, 19
Octreotide, use for bowel pain, 114
Odynophagia, in AIDS patients, 132
Olanzapine, for delirium management, 83, 84, 93
Omeprazole, use for pain control, 140
Oncologists, attitudes toward physician-assisted

suicide/euthanasia, 54-55
Ondansetron, nausea control by, 123
On the Duties and Qualifications of Physicians (Gregory), 337
Opened family, definition of, 278
Opioids

addiction to, 341
administration routes of, 110-111, 142
antidepressant sparing effects on, 144
anxiety from withdrawal from, 65, 134
constipation from, 119, 120, 122, 139
delirium induction by, 79, 86
dosing intervals for, 112
fatigue from, 179
nausea from, 122, 123

principles for use, 111-112, 140-143
relative potencies of, 112
rotation of, 409
side effects of, 75, 108-109, 110, 112-113, 117, 122,

143,388
use for chronic pain, 111, 225
use for pain control, 65, 67, 103, 104, 105, 108-115,

133, 139, 140-143, 262, 352
Oral transmuscosal administration, of opioids, 111
Oramorph SR, as sustained-release morphine, 142
Oregon, assisted suicide in, 55, 60
Organ dysfunction

fatigue from, 116
opioid contraindication in, 110

Organ failure
delirium induced by, 82
patient confusion from, 65, 75

Organic brain syndromes, in dying patients, 13
Organolmegaly, in AIDS patients, 136
Organ transplant patients, treatment-induced illness in,

263
Ormeperidine, as toxic metabolite, 141
Orphenadrine, as muscle relaxant, 114
Orthotocis, use for pain control, 115
Osier, William, M.D., 14

on spiritual basis of healing, 361
Osmotic laxatives, for constipation management, 121
Osteoarthritis, in cancer patients, 132
Ovarian cancer

fatigue with, 177
patient psychotherapy in, 194, 195, 211-212
in schizophrenia patient, 92-93

Oxaprozin, use for pain control, 106
Oxazepam

anxiety from withdrawal from, 65
as anxiolytic, 70, 71

Oxicams, use for pain control, 107
Oxycodone

delirium and, 86
use for pain control, 67, 86, 105, 108, 109, 110, 139,

141, 142
Oxymorphone, use for pain control, 108, 110

Pain. See also Suffering
adjuvant analgesic use for, 103-104, 113-115
anxiety from, 64-65, 67, 225-226
assessment of, 407
breakthrough, 64, 67, 142, 388
in cancer patients. See Cancer pain
chronic, 341
control in hospice environment, 3, 5, 16
coping strategies for, 199
delirium and, 86
depression and, 36
descending inhibiting pathways of, 407
descriptors for, 133
as disease symptom, 100
drug treatment for, 103-114, 138-146, 261-262
in dying patients, 13, 223-224, 351-352, 366, 376, 385
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effect on patient's family, 282-283
endorphin role in, 407
fatigue with, 117, 177
fear effects on, 225-226
gate control model of, 224
inadequate control of, 134
intensity measurements of, 101, 102, 133, 135, 224,

225,261
management of, 103-115, 248, 340-341, 351-352
NSAID use for, 103, 104, 105, 106-107
opioid use for, 103, 104-105, 108-113
patient control of, 226
in pediatric patients, 259, 261-262
primary treatments for, 103
procedural, 261, 262
psychological factors in, 135-136
psychosocial management of, 261, 407
psychotropic analgesics for, 143-144
as reason for requests for suicide, 56, 57-58
resistant syndromes of, 13
in schizophrenia patients, 92
severe vs. moderate, 110
supportive therapy of, 248
"total pain" concept of, 132-133

Palliation, definition of, 338
Palliative care. See Hospice/palliative care
Palliative Care Core Standards, 403
Palliative medicine, research needs in, 407-411
Pamidronate, use for bone pain, 114
Pancreatic cancer

anorexia/cachexia in, 162, 164
depression with, 36, 166

Pancreatic pain, in AIDS patients, 132
Panic disorder

diagnosis of, 29
in dying patients, 17, 178
in end-stage lung disorder, 178
fatigue in, 176
symptoms and causes of, 66—67
treatment of, 71, 182

Paraminophenol, use for pain control, 106
Paraneoplastic syndrome

autonomic neuropathy in, 119
delirium in, 75, 82

Paranoid disorders
appetite loss in, 165
DSM-IV criteria for, 17-18
in mental patients, 95

Parathyroid tumors, anxiety induced by, 65
Parental death, children's views of, 284-285
Parenteral catheters, for patient feeding, 170, 171
Parkinson's disease, antidepressant use in, 40
Paroxetine

as antidepressant, 71, 144
side effects of, 40
use in pain control, 113, 144, 145
use in terminal illness, 38, 40

Passive-aggressive disorder, DSM-IV criteria for, 17-18
Passive-avoidant strategies, of cancer patients, 26

Passive relaxation, in management of anxiety, 69
Patient-controlled administration, of analgesics, 111, 142,

226
Patient focus, in hospice facility, 8
Pediatric patients

anorexia in, 161, 179, 258
anticipatory grief in, 268-270
anxiety in, 258-259
behavioral changes in, 261
caregivers of, 255, 258, 312
death concerns of, 256-257, 261, 266, 268
depression in, 259, 260
diagnosis and therapy of, 258-262
family needs of, 257-258, 263
fatigue in, 260
food aversions in, 167
insomnia in, 261
medical expenses of, 257
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Selective serotonin reuptake inhibitors (SSRIs)

as anxiolytics, 71
side effects of, 39-40
use in terminal illness, 39, 41

Self, inauthentic assumptions of, 201-202, 211
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contraindication for pediatric patients, 260, 261
for insomnia, 261
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therapy effects on mass of, 177

Tumor necrosis factor (TNF)
role in anorexia-cachexia syndrome, 124, 162, 169
role in fatigue, 179

Type A personalities, psychotherapy of, 198-199

United States, attitudes toward physician-assisted suicide
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use in AIDS patients, 145
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use in pain control, 144
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delirium from, 81
depression from, 37
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Warfarin, side effects of, 40
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Whipple procedure, recovery from, 94
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grief in, 322, 325, 326, 330
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delirium in, 77, 78

Women
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World, inauthentic assumptions of, 201-202
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definition of palliative care by, 99

Xanax. See Alprazolam
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use by terminal patient, 205

Yo Yo Ma, music as spiritual for, 360

Zen Buddhism
influence on existentialism, 200-201
influence on existential psychotherapy, 204-205

Zoloft, use for spousal depression, 281
Zolpidem, as anxiolytic, 70, 71
Zopiclone, as sedative, 181
Zopilidone, as sedative, 181
Zyprexa. See Olanzapine


	Contents
	Contributors
	Part I: Psychiatric Complications of Terminal Illness
	1 Hospice: A Psychiatric Perspective
	2 Care and Management of the Patient at the End of Life
	3 Diagnosis and Management of Depression in Palliative Care
	4 Suicide, Assisted Suicide, and Euthanasia in the Terminally Ill
	5 Anxiety in Palliative Care
	6 Delirium in the Terminally Ill
	7 Palliative Care in the Chronically Mentally Ill

	Part II: Symptom Management
	8 Physical Symptom Management in the Terminally Ill: An Overview for Mental Health Professionals
	9 Psychiatric Aspects of Pain Management in Patients with Advanced Cancer and AIDS
	10 Psychiatric Management of Eating Disorders in Palliative-Care Management of Cancer Patients
	11 Psychiatric Aspects of Fatigue in the Terminally Ill

	Part III: Psychotherapeutic Intervention and Palliative Care
	12 Individual Psychotherapy for the Patient with Advanced Disease
	13 Existential Psychotherapy in Palliative Care
	14 The Supportive Relationship, the Psychodynamic Life Narrative, and the Dying Patient
	15 A Cognitive-Behavioral Approach to Symptom Management in Palliative Care: Augmenting Somatic Interventions
	16 Group Psychotherapy and the Terminally Ill

	Part IV: Pediatric Palliative Care
	17 Psychiatric Care of the Terminally Ill Child 
	18 Psychotherapy with the Dying Child

	Part V: Family and Staff Issues
	19 Family Issues and Palliative Care
	20 Communication with Terminally Ill Patients and Their Relatives
	21 Burnout and Symptoms of Stress in Staff Working in Palliative Care
	22 Understanding and Managing Bereavement in Palliative Care

	Part VI: Ethical and Spiritual Issues
	23 Ethical Issues in Palliative Care
	24 Addressing the Needs of the Patient Who Requests Physician-Assisted Suicide or Euthanasia
	25 Spiritual Care of the Dying Patient
	26 The Treatment of Suffering in Patients with Advanced Cancer

	Part VII: Research Issues
	27 Quality Assurance and Audit in Palliative Care
	28 New Directives for Psychosocial Research in Palliative Medicine

	Index
	A
	B
	C
	D
	E
	F
	G
	H
	I
	J
	K
	L
	M
	N
	O
	P
	Q
	R
	S
	T
	U
	V
	W
	X
	Y
	Z




