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To the three most important women in my
life: my wife, Helen; my mother, Jean; and
my sister, Suz



Preface

Albert R. Jonsen—a gentle, compassionate, superbly educated former priest and
perhaps the first clinical ethics consultant ever—had just helped two young parents
and the neonatology staff at Moffitt Hospital reach a painful decision. He had
guided them to the sad, inescapable conclusion that life support could not keep the
parents’ premature, multiply handicapped newborn alive. The baby was inexorably
dying. The parents and the staff reluctantly decided to stop life support and allow
the baby to die.

I was a fully trained internist and brand-new bioethics fellow of Professor
Jonsen’s at the time. I had heard about the baby’s predicament and observed from
afar Professor Jonsen’s ethics consultation about it. I naturally believed (as any
clinically focused doctor would) that his consultative responsibilities in the case had
ended with the decision to stop all but comfort care.

I happened to notice Professor Jonsen in his office the day after the formal
consultation. He appeared weary and subdued. I asked whether he felt ill. He said,
No, he had just returned from visiting this baby’s parents again. Naively surprised, I
asked why. He replied that, although he had served as the ethics consultant, not the
hospital chaplain in the case, he had sensed something of a therapeutic relationship
between himself and the parents. He, therefore, had felt a pastoral duty to see them
through the ordeal of the baby’s death.

His reply challenged me to step out of the narrow, strictly rational perspectives
of both scientific medicine and academic ethics. Over the subsequent months of my
bioethics fellowship, I began to see the importance of health professionals’ rec-
ognizing and somehow addressing the spiritual dimension of illness. Later expe-
riences as a missionary doctor in Africa and as a clinical ethics consultant in my
own right back in the USA confirmed that impression and extended it to the
psychological, social, and cultural dimensions of illness, too. I came to believe that
every illness has multiple important dimensions, not just the bioscientific, and they
all deserve attention.

Healthcare professionals who care for dying patients have an especially
important responsibility to see the nonbioscientific dimensions of terminal illness
addressed. That idea, of course, is not new. The modern hospice movement has
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successfully drawn attention to them, and that attention now reaches into main-
stream medical settings. But I wonder whether the progress has stalled. Other
authors do, too, suggesting that the bioscientific has already co-opted the psycho-
logical, social, and spiritual [1] as palliative care practice conforms increasingly to
the standards of an established medical specialty [2] and as scientific evidence
begins to drive all clinical practice even at the end of life.

I wrote this book out of the conviction that, as important as the bioscientific
dimension is, end-of-life care must redouble its efforts to attend to those other
dimensions, too. I envisioned this book as an overview of current knowledge and
practices in psychological, social, and spiritual care at the end of life. I wrote
primarily with hospital chaplains and social workers in mind. But all the health
professionals involved in terminal care—doctors, nurses, hospital chaplains,
parish-based clergy, social workers, clinical psychologists, and others—should find
new information here they can use in attending dying patients and their survivors.
I certainly did in researching the book. Even patients and survivors may find
information they can use. Aware of this potentially broad readership, I tried to avoid
technical medical terms and concepts as much as possible. However, whenever I
needed to use them, I defined them explicitly.

This book’s chapters after the introductory Chap. 1 fall into three groups. Chaps. 2
through 5, present basic information that the nonmedically trained might need to
understand the process of medical care. I wrote these chapters because a clergy friend
once told me that medical care bewilders the patients and families he pastors in the
hospital, and they ask him to explain the clinical process. He says he always feels
unprepared to do so. These four chapters cover end-of-life pathologic processes and
symptoms, doctors’ clinical thought processes, patients’ risk/benefit assessments of
treatment options and their preferences concerning those options, and doctors’
prognoses. Even the medically trained including doctors may find these chapters
helpful reviews of aspects of care that may have become unthinkingly routine in
practice.

Chapters 6 through 14, address specifically the psychological, social, and spiritual
dimensions of end-of-life care. These chapters cover advance care planning, proxy
decision-making, care of family survivors in general and of family caregivers in
particular, cultural aspects of end-of-life care, the “right” time and way to die, beliefs
about the death transition and the afterlife, bereavement and grief, and spiritual care
by health professionals. This book’s last chapter, 15, returns to my point that the
bioscientific dimensions of end-of-life care may again be overwhelming the non-
bioscientific dimensions. The social and spiritual dimensions are at most risk of
neglect. I, therefore, believe that health professionals of all kinds must take steps to
reestablish a balance between the bioscientific and the nonbioscientific in end-of-life
care. Healthcare researchers should also take up the challenge of addressing the
many, still unexplored aspects of the nonbioscientific dimensions of such care.

Each chapter here presents a few key concepts and an illustrative case from real
life. This format emphasizes the dynamic interplay between concepts and experi-
ences. Concepts shape our perceptions of reality, and real-life experiences hone our
concepts. I occasionally offer my opinions, explicitly labeled, on controversial

viii Preface



points. I have also changed a few details of the cases to promote clarity and
concision of the text and to protect the anonymity of my sources. Some readers will
notice that all the cases depict adult patients. Because I am an internist, my clinical
experience involves only adults. Nonetheless, I believe most of the concepts
illustrated by these dying adults also apply to dying children. Each chapter con-
cludes with lists of major points, of a few especially worthwhile references for
readers who want to read more, and of all references cited in the chapter.

I sometimes use tables to summarize findings from one article or to compare
findings of multiple articles on a topic. The format of these tables will be familiar to
frequent readers of the clinical literatures but possibly not to other readers. I have,
therefore, explained the main points of each table in the text. Readers who wish
may skim the tables and concentrate on the explanations in the text; other readers
may wish to examine the tables directly, to check my conclusions, and to draw their
own conclusions.

I, of course, did not create this book completely on my own. I needed help from
others. My wife, Helen, read and critiqued every chapter. A trained actress and
portraitist, she reminded me when the numbers began to overload the text or tables.
(I tried to heed her advice to revise out as many numbers as possible, but I did not
succeed in satisfying her completely.) She and other immediate family members of
mine persevered through the long writing process and encouraged me along the
way. Of course, I depended on patients and family members who graciously offered
their stories of end-of-life experiences as illustrative cases. In addition, years ago
Professor Jonsen took a chance by accepting me—though a traditionally trained,
bioscientific-style doctor—as one of his bioethics fellows. He then taught me the
rich, multifaceted nature of the human condition during illness. I owe my bioethics
career to him. My research colleagues in San Antonio, sociologist Helen P. Hazuda
at the University of Texas Health Science Center and anthropologist Josie D. Cortez
at the Intercultural Development Research Association, helped nurture many of the
ideas in this book over our 30-year interdisciplinary collaboration. And, of course,
my new colleagues at Springer assisted in many important ways. Kathy Cacace
initiated the idea for this book; Margaret Burns shepherded it patiently through
development; and Margaret Moore helped with editing, printing, publicity, and
distribution. All these people have my heartfelt thanks.

San Antonio, USA Henry S. Perkins

References

1. Clark D. Between hope and acceptance: the medicalization of dying. BMJ. 2002;
324(13 April):905–7.

2. Von Gunten CF, Lupu D. Development of a medical subspecialty in palliative medicine:
a progress report. J Palliat Med. 2004;7(2):209–19.

Preface ix



Foreword

Dr. Henry Perkins opens the Preface of this book by describing a clinical bioethics
consultation I apparently conducted many years ago. I was Dr. Perkins’ bioethics
mentor at the time, and he was observing the consultation. It involved a newborn
with severe respiratory distress syndrome. The doctors had concluded the baby
would never breathe on its own and was, in fact, dying. They and I conveyed this
dreadful news to the parents. The doctors, the parents, and I together sadly agreed
on the only course of action left: to stop respiratory support and to let the baby die
as humanely as possible. We did stop the respirator, and the baby died the next day.
I met with the bereaved parents afterward. That visit, coming as it did after the baby
had already died, surprised Dr. Perkins because it involved no active medical
decisions. He quotes me as saying I made the visit because I felt an important
pastoral duty to see the parents through to the end of their ordeal.

I do not specifically recall that consultation. Still, it reminds me about a feature,
now often forgotten, of the early days of bioethics. When bioethics emerged as a
field in the late 1960s, there was much uncertainty about who should develop it,
what form it should take, and whether it could ever be applied usefully to clinical
problems. Many of the first bioethicists were, in fact, trained as philosophers or
theologians. The philosophers such as Daniel Callahan, H. Tristram Englehardt, and
K. Danner Clouser formulated clear concepts and a persuasive logic for the new
field. Some theologians such as Joseph Fletcher, Paul Ramsey, and Richard
McCormick contributed important perspectives grounded in particular religious
traditions. Those theologians discussed such concepts as the personhood of patients
and the sanctity of life. Still other theologians including James Childress, LeRoy
Walters, Stanley Hauerwas, James Drain, and me contributed additional content by
drawing simultaneously from multiple particular religions and philosophies. We
explored such ideas as patient autonomy and just allocation of medical resources.
All of us, whether philosophers or theologians, tried to understand the human
experiences of illness and healing through the new concepts of bioethics.

Like me, many of the theologians in early bioethics had served as pastors; some
had even taught pastors. While pastors know that complete health care addresses
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both body and soul, they focus their efforts on “care for souls.” Pastors devote
themselves to listening sensitively to humans in distress; to giving prudent guidance
in life crises; and sometimes simply to “being with” those who are alone, fright-
ened, or depressed. Pastors often journey alongside people experiencing life’s
problems until some resolution is found. Thus, the theologians of bioethics who had
trained as pastors brought to the field a firsthand acquaintance with the precarious
and fragile human condition.

The consultation Dr. Perkins describes also reminds me that the powerful
life-saving technologies introduced in the 1960s presented difficult life-or-death
decisions people had never faced before. More than any other, those decisions
prompted bioethics’ move from the study and the classroom into the hospital and
the clinic usually by way of teaching medical students. Clinical bioethics consul-
tations arose in time. But they had a style different from medicine’s typical clinical
consultations. Doctors had long sought informal clinical advice from other, more
experienced doctors in difficult cases, but formal clinical consultations became
common only when medical specialties emerged. A general practitioner might then
call a cardiologist, say, to advise about managing some complex heart disease. The
cardiologist would visit the patient, perhaps several times, and give his opinion. The
cardiologist would then step back, leaving further management to the requesting
practitioner. As a rule, the consultant would focus on the disease, not the patient; he
would advise but not directly treat. The clinical consultant, therefore, would remain
at a distance from the patient’s emotional and spiritual struggles. In contrast,
bioethics consultants, like pastors, often found themselves drawn into those
struggles by the very nature of bioethics issues: truth-telling, keeping confiden-
tiality, judging decision-making capacity, respecting autonomous treatment refu-
sals, allocating resources, caring for the dying, and knowing when to allow death to
happen. Influenced by the theologians’ commitment to pastoral “care for souls,”
bioethics consultants soon realized the frequent need to engage patients, family
members, and health professionals on a deeply personal level as they faced
bioethics issues together.

Dr. Perkins recognizes, of course, that every patient encounters many kinds of
health professionals, not only doctors. Some health professionals are acutely aware
of the pastoral dimensions of their work. Nurses, for example, provide considerable
pastoral care. They visit patients frequently, give intimate bodily care, and often get
to know patients well. In the process they address many patient needs beyond the
disease. All forms of patient discomfort and distress, physical and spiritual, concern
nurses. Other therapists and technicians may also develop close relationships with
patients and attend to their pastoral needs while performing normal care duties.
Nurses and these other health professionals may even serve as an important source
of clinical information for patients and their families or friends.

I, therefore, believe that doctors as well as other health professionals around the
patient’s bed have two significant responsibilities related to bioethics. One is to
understand the patient as a whole person, to learn the patient’s health-related
wishes, and to try to implement those wishes whenever possible. The other is to
ensure faithful, “pastor-like” care for the patient and his or her closest supporters.
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That care must attend to the psychological (or emotional), the social (or interper-
sonal), and the spiritual (or existential) dimensions of illness. Dr. Perkins’ book
takes up those critical dimensions with a focus on dying patients. But his aim is, in
the long run, to encourage all health professionals to contribute to a “pastoral care”
atmosphere that should prevail in every situation in the hospital or the clinic.

Albert R. Jonsen, Ph.D.
Professor Emeritus of Ethics in Medicine, School of Medicine,

University of Washington; Senior Scholar in Bioethics
Program in Medicine and Human Values

California Pacific Medical Center San Francisco CA USA
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Chapter 1
Psychosocial and Spiritual Care
with the End of Life in Sight

O Lord, support us all the day long of this troublous life until
the shad(ow)s lengthen, the evening comes, the busy world is
hushed, the fever of life is over, and our work is done. Then,
Lord, in your mercy grant us safe lodging, a holy rest, and
peace at the last. Amen.

John Henry Newman [1].

This famous prayer, often called the “peace at the last” prayer, concisely and
elegantly expresses basic wishes for safety, rest, and peace at the end of life [1]. In
an attempt to realize those wishes, end-of-life care has changed dramatically in the
last 25–40 years. Widespread dissatisfaction with the end-of-life care before that
and the emergence of hospice in response prompted much of the change. A broad
public dialogue about balanced curative and palliative care, new advance care
planning techniques (including advance directives), ever more humane tests for
diagnosing life-threatening diseases, individualized protocols for delivering and
monitoring palliative treatments, concerted efforts to relieve pain, and the new
palliative care medical specialty all contributed to the improvements. Yet, because
most end-of-life research has focused on bodily symptoms, functional decline,
life-support treatments, and patient wishes concerning those treatments, much of the
change has been confined to the physical domain of dying.

Considerable wisdom about the art of dying well (the ars moriendi)—which
medieval Europeans thought an essential part of living well—appears forgotten.
Medieval people saw dying as both a physical and a spiritual event [2]. Living to
them had only one main purpose: attaining eternal salvation. European Christianity
used stories of the saints to inspire the living to cultivate such spiritual virtues as
faith, hope, charity, patience, and humility. Exhibiting those virtues in life earned
believers entry into heaven after death. The dying process, therefore, was important
as people’s last chance to renounce sin, embrace virtue, and lay claim to God’s
salvation. So they cultivated practices of dying well, and those practices provided
psychological and social as well as spiritual benefit. For example, they offered the
dying a guide for assessing one’s life and for communicating memories and lessons
to those who would remain behind on earth.

© Springer Science+Business Media LLC 2016
H.S. Perkins, A Guide to Psychosocial and Spiritual Care at the End of Life,
DOI 10.1007/978-1-4939-6804-6_1
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The rise of science from the sixteenth century on, however, changed people’s
attitudes about dying. It became ever less a spiritual event and ever more strictly a
physical one. Some modern authors now rue scientific medicine’s ascendancy and
the resulting dominance of the physical domain of dying over its psychological,
social, and spiritual domains [2–4]. One of these authors calls this ascendancy “the
spell of science” and attributes its power to “our intoxication with the rational.” He
asks, Can we ever again acknowledge the nonrational parts of life and death? [3].
I believe we can: A renewed appreciation for the mysteries of death can rebalance
today’s overemphasis on the physical domain and underemphasis on the non-
physical domains in end-of-life care. Unfortunately, even the modern hospice
movement [5] has not yet been able to accomplish that rebalancing fully.

One Stimulus for This Book:
The “Peace at the Last” Prayer

I wrote this book as my contribution to that rebalancing effort. The “peace at the
last” prayer provided one important stimulus.

The famous Christian theologian and author John Henry Newman (1801–90)
wrote the prayer. Newman led an influential but controversial life in the Church. He
began as an Anglican priest but converted to Roman Catholicism at midlife and
then rose to become a Catholic cardinal. The prayer reflects Newman’s deep inner
spirituality and attraction to ancient Christian wisdom [1].

I like the prayer because it captures in just two sentences some basic themes
about the human predicament of life and death. The prayer begins by addressing a
supportive, beneficent God, actively engaged in the lives and deaths of individuals.
(Nearly all Westerners, Christians or not, embrace some form of this belief.) The
prayer also acknowledges the difficulties of earthly life; its brevity (by using the
image of a day); and the constant, hard work involved. The prayer imagines a time
when the living have completed their earthly labors and ends by expressing those
basic, universal wishes for a safe, holy, and peaceful rest after bodily death.
I believe this simple prayer can speak to any human death regardless of its details.

A Second Stimulus for This Book: Data About Doctors,
Patients, and the Nonphysical Domains of End-of-Life Care

But this book is not primarily religious. It is clinical. I have seen many patients die in
my 40 years of practicing and teaching general internal medicine. In that time I have
become steadily more convinced about the importance of the nonphysical domains
in end-of-life care. Many other people, of course, share that conviction [5–8]. Data
even support it. One study tabulated doctors’ reactions to the deaths of their patients
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on general internal medicine wards and in intensive care units similar to where I
trained and taught for many years [9]. Most of these doctors did not know the
patients before hospitalization and attended them only a short time before their
deaths. Still, the doctors gained great professional satisfaction from the care they
gave. But they split nearly evenly over whether they felt upset by the deaths: 55 %
did not and 47 % did. (The sum here curiously exceeds 100 %.) Twenty-four per-
cent felt emotionally “numb.” Among the doctors who were upset, 46 % sought
support from colleagues, 36 % tried to recast the deaths in some positive light, and
36 % tried to distract themselves by reimmersing in their work. Patient deaths
obviously disturb many doctors, and their reactions must affect the patients and
survivors they care for. Some authors believe (and I agree) the distressed reactions of
doctors often mirror the reactions of dying patients and their survivors: Deaths are
distressing [10]. Another study suggested that whatever the personal reactions of
health professionals (HPs), patients and survivors expect and need HPs’ respect,
sensitivity, and compassion in end-of-life situations [11]. These and other similar
data provided a second stimulus for this book.

A Third Stimulus for This Book: My Own End-of-Life
Cases and My Developing Interest in Death and Dying

Typical biomedical education trains HPs to believe their professional tasks end just
after the patient dies. Once the body has succumbed to its pathology, death has been
pronounced, the family has been notified, and the body has been prepared for final
transport, HPs quickly redirect their attention elsewhere to living patients. The acute
care workflow simply discourages further immediate pursuit of questions about
dying and death. (Many HPs eventually develop an interest in palliative or hospice
care anyway from their accumulated end-of-life care experiences.) My own interest,
however, developed “backwards,” beginning with a few patients’ deaths and then
reminding me about the process of dying for others I knew. That progression taught
me the importance of the psychological, social, and spiritual domains of dying.
Three cases illustrate my developing interest in death and dying. Such cases pro-
vided a third stimulus for this book.

Case 1

The first case awakened my interest in the spiritual or existential nature of death
itself. The case involved my first patient to die during internship. I attended this
elderly man hospitalized for chronic alcoholism. The other doctors and I treated him
aggressively until his late-stage cirrhosis finally pushed him into a permanent coma.
The family and I agreed to comfort measures only.

A Second Stimulus for This Book … 3



The patient died several nights later. The nurses called me to pronounce him
dead. The door to his hospital room was closed when I arrived. Feeling nervous and
alone, I entered and closed the door behind me. The eerie silence there made me
feel like a trespasser on holy ground. This man, who had moved and talked only a
few days before, lay completely still. The life force that had animated his body had
now left it. I asked myself what really had just happened to him. What had he
experienced, if anything, in his last moments of life and his first moments of death?
Had he suffered? Did he have a spirit after death? If so, was that spirit there in the
room? Was it watching me? I soon set aside those questions for the moment and
began the routine pronouncement tasks. I listened to the man’s heart and lungs as I
had done many times before when he was living. They both were silent. Then (as I
recall) my pager went off, calling me to some task among the living. The spell
broken, I finished quickly, returned to the nurses’ station, wrote a death note in the
man’s record, and telephoned the family. My spiritual and existential questions
remained unanswered.

This first encounter with a dead patient initiated my curiosity about the spiritual
and existential mysteries of death. The encounter taught me the importance of
analyzing my professional experiences that involved patients who die [8, 12].
I realized any analysis had to include how those experiences affect me. The encounter
also gave me a heightened awareness of life’s transience. As a patient quoted in one
article says pithily, “Tomorrow is not promised by today” [8]. I decided that, while I
planned for the future, I had also to appreciate the present [13].

Case 2

This case taught me primarily about the importance of the psychological and social
domains of dying. The case involved a cancer patient later in my internship. This
middle-aged man, a recovering alcoholic, had achieved sobriety for many years
through Alcoholics Anonymous. He had meanwhile maintained his marriage, raised
four children with his wife, achieved some success as a businessman, and attained a
local leadership role in the Boy Scouts.

I admitted him to the cancer ward for a rare, especially aggressive acute leu-
kemia. Working under a renowned hematologist, I had the task of administering the
chemotherapy (“pushing the poisons”) to this man. Chemotherapy at the time
produced especially horrible toxicities. As I gave this man round after round of it, I
knew each one would make him vomit, lose his hair, ulcerate the inner lining of his
mouth, and possibly contract life-threatening infections. When each regimen failed,
an ever more toxic and less promising one replaced it. Still, the man never
complained.

I attended this man off and on for the next 18 months. I saw his physical
condition deteriorate and sensed his remaining life span growing short. One day I
came to the bedside to give him yet more chemotherapy. I noticed he was reading
his Bible. Discouraged about inflicting the toxicities on him yet again, I interrupted
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his reading and asked, “Why don’t you just quit these horrible treatments and go
home to your family?” His reply astonished me. “The time I have gained through
these treatments has been the greatest blessing to me,” he said. He then explained
how fighting the leukemia had brought him closer to God and to his family than
ever before and had helped him value the brief time he had left to live. He also
mentioned his pride at having participated in chemotherapy research that might help
future patients. He finished by saying, “I would not have traded this time for any
other in my life.”

I was dumbstruck: While the technical details of preparing and administering the
chemotherapies had consumed my attention over those months, this man had been
experiencing profound psychological, social, and spiritual benefits I had not per-
ceived. Perhaps my bioscientific training had blinded me to them.

The man died several months after I rotated off that cancer ward for the last time,
but his wife sent me a card the next Christmas. She thanked me for my care and
confirmed what he had told me. She repeated how important those months during
chemotherapy had been to him and to the family. They all had felt blessed. Still I
could not quite grasp what she told me. I probably did not yet have enough life
experience to do so.

Nonetheless, I had seen this man’s remarkable strength and resilience of spirit
during great suffering [8]. I had learned that not all clinical problems can be solved
[7, 12], and that modern medicine eventually fails everyone. Still, being emo-
tionally present for patients and listening carefully to them are always important.
Even when medicine exhausts all its technical treatments, such personal attention
can benefit them and me. This man also taught me what I later learned Dame Cicely
Saunders had described as seeing dying “not as defeat but as fulfillment” [5]. In the
end, his personal growth through terminal illness had enriched him, his family, and
eventually me.

Case 3

The third case was personal, not professional, and involved my dad as he died. I had
completed my internal medicine internship, internal medicine residency, and
bioethics fellowship years before. Since then I had tried to practice what I had
learned about the psychological, social, and spiritual domains of end-of-life care
[14, 15]. But I often could not assess whether my efforts to address those non-
physical domains mattered to patients and their families. But Dad’s case made me
experience end-of-life care as patients and families do. That personal experience
proved to me more than had all my prior professional experience how important
dying patients and their families consider those domains.

Dad presented with bladder cancer in his late 80s. Because initial biopsies
showed minimal invasion of the bladder wall, he chose treatment with periodic
superficial scrapings of the wall lining. Biopsies over subsequent months eventually
showed more extensive invasion, requiring palliative irradiation. The oncologist
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who assumed Dad’s treatment at that point estimated he would live only six more
months. My wife and I moved close to my parents to help oversee Dad’s care. His
condition stabilized at first. My wife and I ate dinners with my parents, and I
assisted Dad in walking for exercise. He gained a few pounds. The family cele-
brated his ninetieth birthday. All the while I hoped Dad would be the exception to
the oncologist’s discouraging survival estimate.

But Dad deteriorated right on schedule. My mom, my sister, my wife, and I
grieved as he progressively lost everyday functions. He began having trouble
feeding himself; his appetite diminished. He stopped walking and became
wheelchair-bound literally overnight. And he required ever more assistance with
daily tasks such as toileting, bathing, and dressing. The four family members
pitched in to help as his care began to overwhelm the hired aides. We found the
caregiving physically and mentally exhausting. Unable to accept Dad’s deterio-
rating condition, Mom wanted to believe he was feigning helplessness only to get
attention. To Mom’s distress Dad also began seeing visions of his long dead par-
ents. And, although he had fulfilled the role of family patriarch for many years, he
unexpectedly asked me one day, “Who’s the head of the family now?” I replied,
“You are, of course.” because I still hoped for a miracle survival.

Dad’s last outpatient doctor appointment several months before he died was
telling. I wheeled him into the examination room and stayed as he talked with the
primary care geriatrician. The doctor immediately noticed Dad’s sickly condition
and asked, “How do you think you’re doing?” Dad did not give his usual automatic
reply of “Fine.” Instead, he admitted, “I’m not doing well. In fact, I’m declining
quickly.” The geriatrician agreed. Dad was not kidding himself, and I could no
longer realistically kid myself either. I finally had to release my hope for an
unusually long survival.

As Dad’s illness progressed from there, the nurses and aides continued to sup-
port him and the family, but the doctors began to keep their distance. The care he
needed eventually became more than the hired aides and the family together could
give in my parents’ apartment. My sister, my wife, and I decided to move Dad to a
skilled nursing facility over Mom’s objections. He lived there in a hospital-like
room for about a month.

I was traveling out of town on business when Dad suddenly turned imminently
terminal. He stopped eating and complained of abdominal pain. My sister called in
hospice. Dad vomited up blood. It horrified her. Seeing his suffering and realizing
his end had come, my sister undertook perhaps the most difficult conversation of all.
In it she gave him permission to abandon his fight to live. “It’s OK,” she said,
holding his hand. “Just let yourself go.” Dad may have needed that final permission
from the family to release himself. He died only minutes later.

I returned home within hours and viewed Dad’s body at the funeral home. Some
of the same thoughts I had when I pronounced my first patient dead came back. Dad
lay still and expressionless on a table in clinic-like room. The forces that had
animated him most in life no longer did so: his deep religious faith, his pride in
work, his sense of order in everyday activities, and his dry sense of humor. Some of
the same questions as before occurred to me again. What had he experienced, if
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anything, in his last moments of life and his first moments of death? Had he
suffered? Did he still have a spirit? If so, was it there? Was it watching me?

Dad’s death gave me a new, greater appreciation for what the family endures as a
patient dies. During Dad’s steady deterioration toward death, I experienced many of
the griefs loving families must feel as a dying patient loses ever more physiologic
“normals,” functional capacities, social roles, and personal relationships [8]. Those
losses created great disappointments. Nonetheless, the other family members and I
learned to accept Dad’s each “new self” that emerged as his illness changed him.

Dad’s dying also taught me that both negative and positive changes can occur
during the dying process. While suffering inevitable losses in the physical domain,
the dying person may also achieve unexpected personal gains in the nonphysical
domains [8]. Furthermore, to keep up their morale and stamina, the family may
depend on the presence, sensitivity, and compassion of the HPs who attend the
dying patient. We, the family, certainly did in Dad’s case [11]. His HPs helped us
cope and carry on through the ordeal [8]. And, of course, a death may prompt
survivors to think about life’s most substantive questions. Dad’s death certainly
prompted me to and eventually became a stimulus for this book.

An Overview of the Book

As these three cases indicate, I believe scientific medicine’s current dominating
focus on the physical domain largely overlooks the psychological, social, and
spiritual domains of end-of-life care. The spiritual domain probably runs the
greatest risk of being overlooked, but all three nonphysical domains deserve more
attention than they get. The physical domain must not be allowed to crowd the
others out.

Those convictions underlie this book. I envisioned it as an overview of current
knowledge about the three nonphysical domains of end-of-life care. I began writing
with hospital chaplains and social workers in mind as readers but soon decided that
all professionals delivering terminal care could find clinically useful information
here. I certainly did in researching the book. Even patients and their survivors may
find some of the information useful for navigating end-of-life experiences of their
own.

The main text of this book has two parts. The first part sketches the basic
elements of medical care near the end of life. Chapter 2 describes the common
end-of-life symptoms; Chap. 3, doctors’ methods of diagnostic reasoning; Chap. 4,
patient benefit/risk assessments of possible treatments; and Chap. 5, the problems
of prognostication, that is, predicting outcomes, in life-threatening illnesses. Given
the book’s focus, this part may strike some readers as a digression into mainstream
clinical medicine. I do not want to give that impression. I included these chapters
for three reasons. First, these chapters describe the basic elements of all medical
care. Even at the end of life, psychological, social, and spiritual care must take place
in a biomedical context. Second, contemporary mainstream medical care often
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mystifies the medically untrained. Patients, family members, and nonmedically
trained professionals cannot get full benefit from nonphysical end-of-life care
unless they understand something of the physical care. And third, this review of
basic elements of medical care may give even medically trained professionals
helpful new perspectives on old practices.

The second part of this book addresses specific topics in the nonphysical
domains of end-of-life care. Chapter 6 discusses advance care planning; Chap. 7,
proxy decisions; Chap. 8, care of the family in general; Chap. 9, care of family
caregivers in particular; Chap. 10, cultural influences in end-of-life care; Chap. 11,
the right time to die; Chap. 12, going home in death, and the afterlife; Chap. 13,
bereavement and grief; and Chap. 14, spiritual care by HPs. Chapter 15 concludes
this book by summing up its major points and by suggesting new directions for
end-of-life research and care.

Nearly every chapter uses the same explanatory devices. It identifies key con-
cepts, explains them, and illustrates them with an actual case. This format
emphasizes the ongoing interplay between concepts and experiences. Concepts
frame our view of reality, and experiences test and sharpen those concepts. The case
descriptions adhere closely to the actual cases but occasionally make minor changes
to protect people’s privacy, to emphasize specific points, or to promote clarity and
concision. All cases involve adult patients because I draw most of the cases from
my own personal contacts or adult internal medicine patients. Still, most concepts
here should apply to adult and pediatric patients alike.

My commentary throughout this book takes its information from peer-reviewed
articles in the professional medicine and medical ethics literatures. The articles I
used report either firsthand data or the most up-to-date expert summaries.
I purposefully did not rely on opinions published by professional organizations or
panels (such as the recent opinions of the American Society of Clinical Oncology
[16] or the Institute of Medicine [17]) to ensure my own independent assessments
and to avoid undue outside influence. I occasionally offer my summary views on a
topic but label them clearly. I sometimes use tables to compare findings of multiple
articles on a single topic. The format of these tables will be familiar to frequent
readers of the clinical literatures, but possibly not to other readers. I, therefore,
explained the main points of each table in the text. Some readers may wish to skim
the tables and to concentrate on the commentary in the text; other readers may wish
to examine the tables directly and to draw their own conclusions. Aware of the
potentially broad readership, I minimized the use of technical terms. Whenever I
needed such terms, I defined them explicitly. Each chapter ends with several main
lessons (“Summary Points”), a few key references (“To Learn More …”), and a list
of all cited references.

By highlighting the nonphysical domains of end-of-life care, this book aims to
prepare medically trained health professionals (including doctors, nurses, and
others), who already provide physical end-of-life care, to give dying patients and
their survivors meaningful nonphysical care, too [7, 11]. This book also aims to
help other professionals (including hospital chaplains, parish-based clergy, social
workers, and psychotherapists) and lay caregivers involved in end-of-life care
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increase the scope and effectiveness of their nonphysical care within medicine’s
dominant physical orientation [11]. I, therefore, believe a broad spectrum of readers
will find this book helpful: dying patients themselves; their intimates, family
members, and other survivors; and all caregivers—professional and nonprofes-
sional, formal and informal.

Summary Points

1. Western Christian thought has a long, rich tradition of dying well, called ars
moriendi.

2. Attention to the physical domain of dying has come to predominate over the
nonphysical domains—the psychological, the social, and the spiritual—ever
since the beginning of the scientific age about 500 years ago.

3. Each nonphysical domain in end-of-life care deserves attention comparable to
that of the physical domain.

To Learn More …

1. Block SD. Psychological considerations, growth, and transcendence at the end
of life: the art of the possible. JAMA. 2001;285(22):2898–905.

2. Lo B, Quill T, Tulsky J. Discussing palliative care with patients. Ann Intern
Med. 1999;130(9):744–9.

3. Meier DE, Back AL, Morrison RS. The inner life of physicians and care of the
seriously ill. JAMA. 2001;286(23):3007–14.
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Chapter 2
The Symptoms and Signs of Dying

Whenever a doctor diagnoses a fatal disease, the typical patient immediately asks
two questions: How long will I live and will I suffer? Chapter 5 addresses the first
question; this chapter, the second.

Professionals who provide any part of end-of-life care must understand some-
thing of the physical symptoms that dying patients experience. These patients often
fear the symptoms of dying more than death itself. Their highest priority is
symptom relief. I believe that relief is critical: Patients must be physically com-
fortable before their minds can focus on other aspects of care, including the psy-
chological, social, and spiritual aspects this book describes. All professionals who
attend the dying, therefore, must commit to a compassionate, effective plan to
address physical symptoms.

An open discussion is a key first step in providing symptom relief. That dis-
cussion should include four elements. First, it should state explicitly the clinicians’
commitment to relieve symptoms to the maximum extent possible. Making this
commitment should include a sense of urgency about addressing symptoms when
they arise [1]. Some clinicians, in fact, rightfully consider pain in dying “a medical
emergency.” Second, the discussion should mention access to expertise for treating
persistent symptoms. That expertise already exists widely in numerous textbooks
and journal articles. It also exists in many hospitals and healthcare systems through
special palliative care teams. Third, the discussion should explain that conscientious
care can significantly relieve many symptoms of dying, especially pain [2].
Common side effects of symptom relief treatments such as opioid-induced nausea
and constipation can also be managed successfully. However, some symptoms such
as poor appetite may yield only partly to treatment. And, fourth, the discussion
should assure patients and family members that the attending professionals will
never ignore patients’ symptoms or neglect their care.

The attending professionals, especially the biomedically trained clinicians, must
be able to respond to the concerns of patients and families as particular symptoms
arise. Good care begins with good explanations. This chapter can help with its
descriptions of the prevalences, presentations, and pathologies of common
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end-of-life symptoms. The chapter also briefly describes treatments for the symp-
toms, but limitations of space and focus prevent any extensive discussions of those
treatments. Readers can find detailed discussions of them in other sources.

The symptoms of dying, of course, vary somewhat among the many diseases that
can cause death. The most common fatal diseases in North America these days are (in
order of descending incidence) cardiovascular diseases (including congestive heart
failure and strokes), cancer, chronic obstructive lung disease (such as chronic bron-
chitis or emphysema), dementias, and degenerative nervous system diseases [3, 4].
Yet likely due to the public’s long focus on cancer and the resulting generous funding
for it most research on end-of-life symptoms concerns cancer. Relatively little
research concerns other fatal diseases [5]. This chapter, therefore, follows the pro-
fessional literature’s lead by concentrating on cancer. I believe, though, many points
about cancer apply to other fatal diseases, too. In fact, as the chapter explains later,
some experts believe dying from most fatal diseases follows one “final common
pathway” of symptoms [6].

The chapter starts by describing frequent symptoms in dying including pain,
dyspnea (shortness of breath), fatigue, confusion (delirium), cachexia (loss of
weight), anorexia (loss of appetite), and depression. The chapter then discusses
three phases of symptoms as death becomes imminent. The chapter concludes by
describing the various physiologic signs people use to determine for themselves a
patient’s time of death. A woman with brain cancer illustrates many of the chapter’s
points.

The Case

Mrs. W. an elderly Euro-American woman, lives with her husband, Mr. W. in a
retirement center. She suffers increasing weakness in her legs over several weeks.
Her mobility declines from standing and walking independently to just lying in bed.
Her ability to speak also declines to the point she rarely speaks at all.

One day a bilateral paralysis suddenly strikes Mrs. W. from the neck down, and
she cannot respond. Mr. W. calls an ambulance, which transports her to the nearest
hospital. A work-up there reveals a large brain cancer. Treatment with maximal
steroids and irradiation shrinks the tumor, reducing its encroachment on nearby
normal brain tissue. The oncologist informs Mr. W. that no further treatment exists,
and the tumor will eventually grow back, worsening her symptoms again. At the
oncologist’s suggestion Mr. W. authorizes Mrs. W.’s transfer back to the retirement
center for long-term care.

Mrs. W.’s symptoms and signs distress the family over the next weeks. She
regains some ability to respond but only intermittently. She fluctuates unpredictably
between responsive good days and unresponsive bad days. Mr. W. feels whipsawed.
Even whenMrs. W. does respond, she is confused and does not recognize family and
close friends. She often complains of a headache, and groans and grimaces. Her
family interprets these signs to mean Mrs. W. is suffering pain despite her intensive
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opioid regimen. The retirement center’s primary care doctor adjusts the opioid doses
with some improvement in Mrs. W.’s alertness and apparent comfort.

Mrs. W. also does not eat well and has lost considerable weight since hospital
admission. The local nutritionist introduces high-calorie, high-protein foods into
Mrs. W.’s diet. Her intake improves slightly. The primary care doctor explains to
Mr. W. that weight loss may be inevitable with Mrs. W.’s cancer. Mr. W. also
worries that his wife fatigues easily and occasionally appears short of breath. The
doctor says he cannot help the fatigue much, but he does prescribe supplemental
oxygen for the shortness of breath. All the while, Mr. W. wonders whether the
doctor has told him “the whole story” about Mrs. W.’s condition.

Pain

Pain is the unpleasant sensory and emotional experience associated with tissue
damage [7]. All pain travels along peripheral nerves to one central spinal cord tract,
the spinothalamic tract, and then on to the brain. But different pain sensations travel
along different fibers within those nerves. “Fast” fibers carry the transient,
well-localized pains that serve a protective function. Pain from noxious pressures or
extreme temperatures on the skin travels along these fast fibers. When activated,
these fibers initiate an automatic reflex that instantly withdraws the affected body
part from the noxious stimulus. “Slow” fibers, in contrast, carry the long-term,
diffuse pains that often arise deep in the body and appear to serve no biological
function. Those pains occur with many internal diseases and after surgeries.

Pain characteristics, of course, vary by site of origin [8]. Pain from bones,
muscles, or joints (“somatic pains”) localizes to the general area of injury and
presents as dull, throbbing, or achy. Bone fractures or tissue wounds have those
pains. In contrast, pain from internal organs such as heart or bowels (“visceral
pains”) localizes poorly and presents as cramping, squeezing, or gnawing. Heart
attacks (“myocardial infarctions”) or bowel obstructions have those pains. Finally,
pain from nerves (“neuropathic pains”) localizes either well or poorly and presents
as shooting, burning, tingling, stabbing, or electrical shock-like. Tumor invasion
into nerves or post-amputation “phantom” limbs have those pains [9].

Patients and their families fear pain more than any other symptom in dying [1].
Although palliative care specialists believe current treatments can alleviate pain for
most dying patients, many still suffer with it regardless of their particular fatal
diseases. Various studies report high prevalences of end-of-life pain with cancer
(35–96 %); acquired immunodeficiency syndrome, or AIDS (63–80 %); various
serious heart diseases (41–77 %); COPD (34–77 %); end-stage kidney failure
(47–50 %) [7]; and end-stage liver failure, or cirrhosis (30–40 %) [10].

Why does pain still plague dying patients? Several possibilities exist. First,
patients may not report their pain. Although the decreased quality of life associated
with pain should prompt patients to report it, counterbalancing considerations may
act as obstacles to doing so. One study asked cancer patients to rate eight attitudes
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that might act as obstacles to reporting pain (Table 2.1) [11]. The researchers
contrasted the ratings of patients with and without uncontrolled pain. Patients with
controlled pain tended to doubt that any of the eight attitudes creates obstacles to
reporting pain. Yet patients with uncontrolled pain tended to believe more (or doubt
less) that all of these attitudes create such obstacles. Specifically, compared to
patients with controlled pain, patients with uncontrolled pain tended to see as
reporting obstacles the fear of opioid addiction, the fear that increasing pain means
the disease is progressing, the belief that taking opioids early in a cancer’s course
will make them ineffective later, and the belief that treating pain distracts clinicians
from fighting the cancer. Furthermore, women more than men tended to believe
medication side effects create obstacles to reporting pain, the elderly and the poor
more than the young and the well-to-do tended to believe “good” patients do not
complain about pain, and the poorly educated more than the better educated tended
to believe pain is inevitable in dying.

Second, many clinicians may lack the knowledge to provide sufficient pain relief.
Professional medical organizations have responded by sponsoring educational ini-
tiatives to increase that knowledge and to encourage its use. These initiatives stress
the World Health Organization’s stepped approach [12] to analgesia: Nonopioids
such as acetaminophen (e.g., Tylenol) or nonsteroidal anti-inflammatories (e.g.,
aspirin, Motrin, and Aleve) are the Step I drugs; the weak opioids such as tramadol
(e.g., Ultram) or codeine are the Step II drugs; and the strong opioids such as
morphine or meperidine (e.g., Demerol) are the Step III drugs. Many somatic and
visceral pains respond adequately to analgesics alone when used in a stepped
fashion. Yet many neuropathic pains require supplemental “coanalgesics,” drugs

Table 2.1 Cancer patients’ ratings of possible obstacles to reporting pain

Possible obstacle Mean ratings*

Patients with
controlled pain

Patients with
uncontrolled pain

Fear of opioid addiction 1.7 2.6

Fear that increasing pain means disease is
progressing

1.8 2.5

Fear of medication side effects 1.8 2.2

Fear of injections 1.8 2.1

Belief that taking opioids early in a cancer’s course
will make them ineffective later

1.2 2.2

Belief that treating pain distracts clinicians from
fighting the cancer

0.9 1.7

Belief that “good” patients do not complain of pain 0.9 1.4

Belief that pain is inevitable 0.9 1.4

Average score for all items 1.4 2.0

Adapted from Ward et al. [11], with permission
*The rating scale ranges from 0 (“do not agree at all”) to 5 (“agree very much”). 2.5 is the neutral
point between the disagree and agree ratings
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used together with analgesics to increase their pain relief effect. Coanalgesics include
antidepressants such as nortriptyline (e.g., Pamelor), desipramine (e.g., Norpramin),
duloxetine (e.g., Cymbalta) or venlafaxine (e.g., Effexor), and anticonvulsants such
as gabapentin (e.g., Neurontin) or pregabalin (e.g., Lyrica).

Third, because opioids occasionally depress respiration, some doctors hesitate to
dose them adequately for fear of causing severe respiratory depression and death.
(I firmly believe this fear arises mostly from doctors’ concerns over the
life-threatening harm to patients rather than over medical-legal liability for them-
selves.) Palliative care specialists counter that dosing opioids carefully but ade-
quately often relieves pain completely, and, if respiratory depression occurs, special
antagonist drugs can reverse the opioids’ effects. Doctors must simply be prepared
to use those drugs quickly if necessary. Palliative care specialists conclude that all
patients deserve optimum pain relief, and doctors have the duty to provide it [1].

The old ethical doctrine of double effect justifies that duty best. Whenever an act
will have simultaneous, inseparable good and bad effects, this doctrine permits the
act if the total expected good effects outweigh the total expected bad effects and the
actor intends only the good effects. The doctrine, therefore, permits escalating
opioid doses sensibly as needed to relieve a patient’s pain despite the simultaneous,
inseparable risk of respiratory depression. The doctor’s single-minded intention to
provide adequate pain relief is the key ethically permissive feature. But, in case
questions might arise afterward, the doctor should always document that intention
in the medical record.

Fourth, although inpatient and outpatient palliative care services are increasingly
available, doctors sometimes hesitate to use them [13]. One reason is that many
doctors misunderstand palliative care as applying only to end-of-life, hospice-like
situations. In fact, palliative care applies to any illness—fatal or not—requiring a
“focus on quality of life and the alleviation of symptoms” [8]. Furthermore, doctors
may underuse hospice even for dying patients, and the palliative care that goes with
it. The requirements for hospice may be partly to blame [3]. To reimburse for
hospice care, Medicare requires a doctor’s prediction that the patient has less than
six months to live. As Chap. 5 points out, many prolonged, fatal diseases including
most cancers defy precise prediction of remaining life span up to only a few days
before death. Doctors balk at making such uncertain predictions due to concerns
about misinforming patients and family members. Medicare also requires adequate
direct caregiving. While relatives or close friends may voluntarily provide that care
for some dying patients say, at home, many others have no one to give it. And,
while Medicare does not officially require it, one other condition often precedes
hospice referral: Patient, family, and attending doctors must all agree the patient is
dying and should receive no further aggressive care for disease control, only care
for comfort. Achieving that agreement can be difficult, sometimes delaying or even
preventing hospice referral.

How can clinicians help overcome the obstacles to getting dying patients the
pain relief they need? Clinicians can certainly educate themselves about pain relief,
legal and moral factors related to it, and hospice use. Clinicians should also actively
educate patients and families about pain relief. The education need not take much
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extra time: It can often take place at the bedside as clinicians conduct their usual
patient care. And they can encourage patients to report their pain and can
emphasize, repeatedly if necessary, that conscientious efforts usually achieve ade-
quate relief [2, 14].

Clinicians often need to address explicitly people’s fears about opioids. Defining
addiction, tolerance, and physical dependence is important in doing so [1].
“Addiction” refers to the persistent misuse of drugs—legal or not—despite sig-
nificant damage to one’s physical health, personal relationships, or work perfor-
mance. “Tolerance” refers to increasing dosing requirements over time to achieve
the same drug effects. And “physical dependence” refers to having certain symp-
toms and signs when a medication is withdrawn too quickly.

Having defined these terms for patients or family members, clinicians should
then explain that pain relief with opioids as needed is safe and beneficial: Addiction
occurs never; tolerance, rarely; and physical dependence, only occasionally. Such
pain relief does not damage patients’ physical health, personal relationships, or
work performance but promotes instead overall fulfillment during remaining life.
The absence of pain facilitates participating in relationships and functioning in other
ways. Furthermore, patients in pain request only the opioid doses they need, no
more. Almost no one encounters tolerance. The typical opioid regimen for adequate
pain relief reaches a dosing plateau and goes no higher. But even in the rare case of
true tolerance the ever-increasing doses have little significance: The opioid regimen
is usually short term, limited by the patient’s death. Furthermore, physical depen-
dence presents only an occasional problem because opioids are always tapered
gradually when decreased, and almost never stopped before death. (If withdrawal
symptoms do arise during a taper, clinicians can temporarily increase the doses to
eliminate symptoms and then taper again more slowly than before.) Above all,
clinicians must stress to patients and family members that adequate pain relief is an
essential part of end-of-life care. All patients deserve that relief.

Ethnic Similarities and Differences in Pain Experiences

Recent studies suggest American ethnic groups share certain pain characteristics but
differ on others [15, 16]. All groups share roughly the same pain threshold (the
lowest pain intensity a person detects), the same pain tolerance (the maximum pain
a person will voluntarily endure), and the same willingness to use mainstream
medical methods for relief. But the groups differ in heat/cold pain tolerance, which
decreases steadily from Euro-Americans (EAs) to Hispanic Americans (HAs) to
African Americans (AAs) [15]. The groups also differ in what prompts them to seek
pain relief. EAs tend to act on high pain intensity and interference with activities;
HAs, on frustration and worry; and AAs, on frustration and high numbers of pain
sites. Moreover, the groups differ in their use of nonmainstream methods for relief
[16]. Unlike EAs, HAs and AAs tend to use conscious rest, social support, and
prayer or other spiritual techniques.
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Clinicians who attend dying Americans might keep these differences in mind
when assessing pain and planning pain relief measures. EAs, for example, might
bear more pain than others without complaining. EAs may need frequent, explicit
encouragement to report their pain. Clinicians might also need to ask patients of all
ethnic groups for suggestions about how to use their cultural or spiritual practices to
achieve holistic pain relief.

The Case

Systemic steroids, oral opioids, and maximal radiation to the tumor provide con-
siderable relief from Mrs. W.’s dull, visceral-like headaches during the first weeks
of treatment. Visits from friends, trips outside in a wheelchair, and gentle physical
therapy in her room help distract her from the residual pain.

But the doctor knowsMrs.W.’s headacheswill worsen again as her tumor regrows.
He also knows that, as an EA, Mrs. W. may underreport her pain. He makes a mental
note to ask her periodically about it. He emphasizes to theW.s that treatment now aims
primarily to relieve pain, and he urgesMrs.W. to report it so he can treat it. The doctor
explainswhat addiction, tolerance, and physical dependence are andwhy they pose no
problem for her. He insists the opioids will help her function better, not worse. And he
warns her about possible side effects including nausea, decreased appetite, and con-
stipation. He assures the W.s he can treat those symptoms if they arise.

Three Other Common Symptoms: Dyspnea, Fatigue,
and Confusion

Dying patients may fear pain most but often suffer other symptoms, too. Three
symptoms—dyspnea (shortness of breath), fatigue, and confusion [2, 6]—occur
especially commonly before death from such varied fatal diseases as atherosclerotic
heart disease, congestive heart failure, cancer, COPD, AIDS, and kidney failure.
The documented end-of-life prevalences of these symptoms range widely from 10
to 95 % for dyspnea; from 32 to 90 % for fatigue; and from 6 to 93 % for con-
fusion. All three symptoms increase in prevalence as death nears [17].

Dyspnea (shortness of breath) is a feeling of difficult, but not necessarily rapid,
breathing. It has many known causes including disturbances in the chest wall’s bel-
lows that expand and contract the lungs, in the lungs’ inner membranes where oxygen
diffuses into the blood, and in the receptors that monitor the blood’s oxygen and
carbon dioxide concentrations [18]. Multiple causes often operate at once. Curiously,
up to 25 % of dying patients have dyspnea without detectable abnormalities in chest
anatomy, lung function tests, or arterial oxygen or carbon dioxide concentrations [17].
Some authors attribute those dyspneas to cultural or psychiatric factors.
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Whenever dyspnea arises or worsens, a doctor should perform a thorough
examination to determine cause and treatment. However, a few simple measures
can provide some immediate relief. Those measures include elevating the head of
the bed, directing a fan gently across the patient’s face, and providing supplemental
low-flow oxygen by short nasal tubes [19]. Some dyspneas, of course, require more
sophisticated treatments such as special breathing techniques, low-dose opioids,
thoracentesis (a procedure that removes obstructing air or fluid from the space
around the lungs), and tracheal intubation with mechanical respiration.

Fatigue is an extreme tiredness, exhaustion, weariness, or lethargy that impairs
activity [7]. Excessive physical activity, insufficient rest, dehydration, and even
poor diet can cause temporary fatigue in healthy people. That fatigue protects the
body from overexertion and responds to rest. The persistent fatigue in dying
patients, however, appears to serve no protective function and does not respond to
rest. The pathology of that fatigue remains unknown: It can exist independent of
infections, anemias, and other plausible causes. Some authors speculate that
advanced cancer or its chemotherapy causes fatigue by disrupting the body’s
immune and inflammatory systems, but little research has tested the idea. The lack
of a tested, credible clinical explanation for this end-of-life fatigue prevents
effective assessment and treatment of it.

Confusion is a broadly dysfunctional mental state causing disturbed compre-
hension and bewilderment. The two most important end-of-life confusions are
delirium and dementia. They afflict approximately 28 and 11 %, respectively, of
dying patients. While these confusions share some presenting features such as
short-term memory deficits and mood lability, effective treatment and prognosti-
cation depend on distinguishing the two [7, 20].

Delirium, also called “acute confusional state” or “terminal restlessness,” is a
sudden impairment of consciousness with cognitive, affective, and physical mani-
festations. Risk factors include advanced age, male gender, prior illicit drug or
alcohol abuse, underlying dementia, malnutrition, brain tumor, kidney failure, and
poor pain control. Delirium causes primarily inattention, that is, poor concentration.
Problems with perception and reasoning may also occur. Other common features
are fluctuating consciousness [9] (typically more awareness in the morning and less
at night), delusions (the inability to distinguish reality from imagination), halluci-
nations (disordered visual, auditory, or olfactory sensations), and speech which may
be louder, faster, or slower than normal. Delirium often causes either baseline
drowsiness, hyperalertness, or a mixture of the two [21].

Many conditions can trigger delirium: acute illnesses such as hip fracture,
infection, and kidney failure; dehydration, low blood pressure, or abnormally high
or low body temperatures; abnormal concentrations of sodium, calcium, glucose, or
other substances in the blood; psychoactive drugs including opioids, antidepres-
sants, and corticosteroids; sensory impairments; constipation or stool impactions;
liver or kidney failure; and physical restraints [9]. Multiple triggers often work
together simultaneously [22].

Treatment can reverse many of these triggers and the resulting delirium. When
an opioid causes the delirium, for example, either reducing the dose or changing the
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opioid can improve the delirium. Maximal improvement may require 3–4 days.
Approximately 50 % of deliriums occurring a month or more before the end of life
resolve within a week. Unfortunately, 88 % of deliriums occurring in the last two
weeks of life do not resolve before death [22].

A patient’s delirium, of course, often distresses patient, family, and caregivers.
When it does, education helps [21]. Clinicians might use the preceding explanation
as a guide. They should give a brief description of delirium in plain language and
identify any triggers that might be reversed in the case. Clinicians might also
instruct others in simple interventions that may help calm the patient: providing
adequate but not glaring light, displaying pictures of family members at the bedside,
eliminating extraneous noise, speaking in soothing tones, reading aloud to the
patient, caressing parts of the patient’s body, or holding his or her hand. If the
delirium defies treatment, clinicians might explain that despite appearances to
others the delirium (say, hallucinations depicting long-dead relatives) may actually
be easing the patient’s transition from life to death. After all, delirium may be the
brain’s last coping mechanism [20].

Many people confuse delirium and dementia. The importance in distinguishing
the two lies in the different treatment approaches and prognoses. In contrast to
delirium, dementia is a slowly and steadily progressive deterioration of memory
with at least one simultaneous other cognitive problem. Both problems together
must be severe enough to impair social or vocational function [7, 23]. Risk factors
for dementia include advanced age, female gender, low educational attainment, and
dementia in the family. Memory deficits are the usual presenting complaint and
predominant feature of dementia, but the associated cognitive problems range from
being unable to remember words, perform previously learned tasks, or recognize
familiar objects to getting lost in familiar surroundings, losing impulse control, or
having problems with planning and judgment [24]. Treatment for dementia
involves frequent reorienting and other supportive care. Table 2.2 contrasts delir-
ium and dementia.

The Case

Although Mrs. W. has no obvious dyspnea, she does have persistent fatigue in her
first several weeks back on the retirement center’s nursing ward. She tires quickly
with simple activities such as eating a meal or sitting up briefly in bed. She may
sleep for a whole day after a visit from well-wishers.

She also has new confusion. She cannot recognize close family and friends and
often becomes disoriented to time and place. She sometimes sees visions of her
long-dead parents, waves her hands aimlessly above her head, or makes stitching
motions in the air. Her strange visions and motions improve in the morning and
worsen in the evening. She cannot concentrate on conversations, however brief.
And, when she talks, her speech is unusually loud and slow. Naturally, her con-
fusion distresses the family.
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The doctor believes Mrs. W. has a delirium. Her underlying risk factors include
advanced age and the brain tumor. The doctor tries to identify specific, treatable
triggers. He can prove or disprove some with blood and urine tests. But he can only
suspect others: her psychoactive drugs such as the opioids and steroids, her con-
finement to bed much of the time with resulting dehydration and constipation, and
her low sensory stimulation in an unfamiliar, single-occupancy ward room.

The urine and blood tests return normal. The doctor tells the family he can still
treat other possible triggers. He reassures the family that most deliriums respond to
such multifaceted “shotgun” treatment plans even when no one specific cause is
identified. The doctor lowers the opioid doses but makes sure Mrs. W. stays
comfortable. He hydrates her with oral and intravenous fluids and increases her time
out of bed. He starts a laxative. The doctor also encourages the family to orient her
frequently to time and place during their visits, to place family pictures around her
room, and to use a lot of therapeutic touch with her.

His treatment plan works. Mrs. W.’s delirium subsides over the next few days.
She regains her ability to recognize visitors and to carry on a coherent conversation.
Her speech returns to normal. The strange visions and motions stop. The family is
relieved.

Table 2.2 Distinguishing delirium and dementia

Characteristic Delirium Dementia

Onset Sudden (over hours to days) Gradual (over months
to years)

Identifiable triggers Frequent Infrequent

Predominant deficit Inattention/poor
concentration

Memory lapses

Consciousness May be clouded but
fluctuates.

Alert until late stages

Speech patterns Often loud and unusually fast
or slow

Difficulty in finding
words, articulating
thoughts

Hallucinations (disordered visual,
auditory, tactile, or olfactory
sensations)

Common Uncommon

Delusions (the inability to
distinguish reality from
imagination)

Common Uncommon

Course in a day’s time Fluctuates. Typically better
in the morning, worse at
night.

Stable

Duration Most resolve in days to
weeks. Average duration is
one week.

Worsens steadily over
years.

Adapted from Bookbinder and McHugh [7, Table 6, p. 312], with permission
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Cachexia (Loss of Weight) and Anorexia (Loss of Appetite)

A medical school classmate of mine once naively asked a world-renowned
oncology professor what ultimately kills cancer patients. The question stumped the
professor. Today some oncologists believe cachexia—the severe, progressive
weight loss occurring with long-term anorexia (loss of appetite)—does so [25]. But
cachexia and anorexia accompany not only fatal cancers (especially those of the
internal solid organs such as the lungs, stomach, and ovaries), but also other fatal
diseases (such as advanced tuberculosis, AIDS, and heart or liver failure).

Two theories suggest mechanisms for cachexia [26]. One theory says that certain
diseases prompt one kind of white blood cells (macrophages) to secrete special
proteins (cytokines) that cause widespread inflammation and destruction of body
fats and proteins [27]. The other theory says those diseases excite nerves that
stimulate secretion of natural steroids or chemical transmitters (specifically, sero-
tonin) in the brain. One or both then stimulate the breakdown of fats and proteins by
some still unknown processes. These two theorized mechanisms, if valid, may
operate simultaneously.

How does cachexia differ from the other common kind of weight loss, starvation?
The distinction is critical for end-of-life care (Table 2.3) [27, 28]. Starvation—
prolonged food deprivation in a healthy person—prompts no abnormal inflammatory
response and shifts the body into survival mode to conserve fat and protein.
Starvation generally maintains blood concentrations of albumin (a major body pro-
tein) and cholesterol. Starvation also increases body sensitivity to insulin and uses
energy sources efficiently. All these metabolic changes reverse with careful refeeding.
Furthermore, body weight during starvation does not predict survival. Voluntary
dieting, of course, is the most common example of starvation.

Cachexia, in contrast, occurs in chronically ill people and may prompt the
abnormal inflammatory response the one theory suggests. Cachexia persistently and
indiscriminately destroys body fats and proteins. Blood concentrations of albumin
and cholesterol decrease early and remain low. Cachexia also decreases body

Table 2.3 Distinguishing starvation and cachexia

Characteristic Starvation Cachexia

Overall body condition Healthy Sick

Pathologically increased inflammation present? No Yes

Total body fat and protein Conserved Destroyed

Blood albumin Low only late Low from early on

Blood cholesterol May remain normal Low from early on

Energy use Efficient Inefficient

Insulin sensitivity High Low

Does refeeding reverse the condition? Yes No

Does body weight predict mortality? No Yes

Adapted from Thomas [28], with permission
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sensitivity to insulin and uses energy sources inefficiently. These metabolic changes
do not reverse with refeeding. Furthermore, body weight in cachexia does predict
survival: Reduction to below 66 % of ideal body weight signals imminent
death [26].

The anorexia that accompanies cachexia understandably worries family and
caregivers because food has such important emotional and social meanings [26, 29].
Human instincts about food are primitive, deep seated, and powerful. We associate
food with love, nurturance, and care. Providing and consuming food during meals
provide a supportive, communal experience; emotional comfort; and culturally
significant pleasures. Understandably, then, when a dying patient stops eating,
loved ones fret. They may mistakenly label the patient as “starving to death” and
cannot bear that prospect. Such a fate seems to them uncomfortable and inhumane.
Intending to help the patient live, they try to force him or her to eat.

Recent research on starvation and cachexia strongly refutes the common
assumption that they are uncomfortable [30]. Healthy people who voluntarily starve
themselves in fasts may experience little discomfort after the first day. I myself have
fasted a day or two at a time on many occasions and have had little discomfort. I do
not feel hunger, in fact, until I resume eating. Studies on dehydration and cachexia
in dying cancer patients have shown similar results. One study showed that, as fluid
intake increases after dehydration, so does thirst [31]. And another showed that
despite requesting and receiving little or no food or fluids 63 % of the terminal
study patients never felt hunger, another 34 % felt hunger only briefly, and 62 %
never felt thirst. Furthermore, patients’ symptoms with thirst usually required only
ice chips by mouth or lubrication on the lips for relief [32]. Cachexia may even
cause a mild euphoria in dying. One doctor describes this euphoria in his
85-year-old mother as she died [33]. Suffering from chronic depression, progressive
debilitation, and an acute pneumonia, his mother decided to die by not eating. The
doctor-son supported her wish. Once his mother stopped eating, she smiled for the
first time in months. Friends visited, and she chatted animatedly with them. But she
weakened steadily after some days and became ever more sleepy. She finally did
not wake up at all and died on the sixth day. She never complained of hunger or
thirst.

Such evidence, systematic and anecdotal, argues strongly that limited nutrition
and hydration for the dying do not have the ill effects many people think [30, 34].
The actual effects may be beneficial: maintaining comfort; preventing nausea,
vomiting, and other troublesome problems; and producing some euphoria [9].
Monitoring patients carefully, of course, is important to ensure the good effects
outweigh any bad effects. Cachexia may be one way nature eases terminal patients’
transition into death.

With that idea in mind, I have changed my practice in recent years. I no longer
aggressively urge dying patients to eat or drink. Instead, I offer them food and water
and allow them to take what they want. I support whatever choices they make. With
the approval of patients (if conscious), family members, and other attending pro-
fessionals, I sometimes stop all nutrition and hydration for patients who obviously
have only a few hours to live.
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The Case

Mrs. W. loses considerable weight during her hospitalization. When she returns to
the retirement center, she has little appetite and eats only a few bites off each meal
tray. Mr. W. worries that “starvation” will keep her from recovering. He asks the
doctor to prescribe “appetite pills” or feeding tubes to increase Mrs. W.’s intake. The
doctor responds by explaining how starvation and cachexia differ and why Mrs. W.
is probably not suffering from her anorexia. He knows Mrs. W.’s cancer may
eventually cause additional weight loss, but he urges patience for the time being. The
doctor also tries several simple ways to boost Mrs. W.’s intake. He decreases her
opioid doses, asks the dietician to put Mrs. W.’s favorite foods on every menu, and
urges Mr. W. to sit with Mrs. W. during meals to provide companionship. The
doctor stresses not “force feeding” her. He also asks the nurses to give her ice chips
by mouth and lubrication for the lips.

Mrs. W.’s appetite improves over the next few weeks. She remains comfortable
despite the lower opioid doses. She especially enjoys the ice cream on her trays and
eats better when Mr. W. joins her for meals. Her weight stabilizes but at a lower
level than when she was healthy.

Depression

Psychiatric disorders affect many people, including 15 % of the general public and
12–30 % of primary care patients. These disorders are predictably even more
common among patients with fatal diseases. One survey of patients with newly
diagnosed cancers, for example, found psychiatric diagnoses in 47 %, including
adjustment disorders in 32 % and depression in 6 % [35]. The prevalence of
depression increased with the duration of the cancers.

These data raise a vexing question for professionals who attend the dying
patient: Is a patient’s sadness “pathologic” depression or “normal” grief? [36]
Depression and grief, of course, share the characteristic of sadness. Sadness is
certainly not surprising in end-of-life situations. The many losses involved—losses
of health, physical abilities, roles, relationships, and anticipated futures—invariably
create sad feelings. The unwelcome and sometimes unpredictable losses may
frighten the patient or erode his or her sense of wholeness, continuity, and control.
Depression and grief share other features, too, including sleep problems, anorexia,
fatigue, and poor concentration [37].

But the different treatment strategies involved—formal psychotherapy and
medications for depression, and brief formal psychotherapy or informal support
groups for grief—require clinicians to distinguish the two disorders. A prominent
cancer psychiatrist, Susan D. Block, MD, draws useful contrasts between the two
disorders (Table 2.4) [38]. The depressed dying patient, unlike the merely grieving
one, has constant sadness; feels hopeless, helpless, worthless, or guilt-ridden [37];
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and has lost the capacity to experience pleasure in the present or to imagine a
positive future. Furthermore, the depressed patient, but not the merely grieving one,
may consider active steps such as suicide to cause his or her death.

Dr. Block urges attending professionals to respond actively and positively to
depression, grief, and other psychiatric disorders in dying patients. She decries
fatalistic attitudes revealed in such comments as “If I were dying, I’d be depressed,
too.” or “The patient’s depression doesn’t matter. The patient will die soon any-
ways.” Dr. Block believes health professionals should take instead an active,
optimistic approach to soothing the psychological and spiritual traumas of dying,
even late on. Keeping up frequent contact with the patient and the family, main-
taining a reassuring presence, and providing explicit emotional support
help. Empathetic listening, though emotionally difficult at times, can ease patients’
despair and provide important professional satisfactions. Attending professionals
need only patience and courage to do it. And promising to continue contact with
patient and family through the patient’s death can calm any fears of abandonment.

Dr. Block also emphasizes the need for attending professionals to follow up any
patient statements about suicide. She suggests responding promptly with questions
such as “Would you like to talk about that?” or “What causes you to think about
suicide now?” If patients do not answer directly, professionals might probe
specifically for the worries that many Oregon patients who have requested
physician-assisted suicide express: progressive, serious debility; inability to care for
themselves; loss of control over their deaths; and burdensome medical bills and
physical care for their families. Chapter 11 elaborates on these worries in its section
on physician-assisted suicide.

Finally, Dr. Block encourages attending professionals to nurture the inner
strengths and supportive external relationships of all their dying patients whether
depressed, grieving, or not. She suggests four ways to do so. First, professionals can
encourage dying patients to conduct life reviews and to tell especially significant

Table 2.4 Distinguishing “pathologic” depression from “normal” grief in dying patients

Characteristic Pathologic depression Normal grief

Constancy of sad feelings? Yes No, episodic only

Feelings of hopelessness,
helplessness, worthlessness, or
guilt?

Yes No

Capacity to experience pleasure in
the present?

No Yes

Capacity to imagine a positive
future?

No Yes

Preferred involvement in death Sometimes active (i.e.,
suicidal)

Always passive

Suggested management Formal psychotherapy
and/or medications

Sometimes formal
psychotherapy or support
groups

Adapted from Block [38], with permission
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memories to others. Patients can thereby remember important accomplishments, fill
important gaps in their life histories for others, and leave a legacy of values and life
lessons. Second, professionals can suggest patients allow family members the
privilege of contributing to their care. Taking part in that care at such a meaningful
time can strengthen bonds of intimacy perhaps for the last time. Third, professionals
can urge dying patients to “get their affairs in order” by making testamentary wills,
funeral arrangements, and plans for body disposition. Tying up life’s “loose ends”
in this way renews patients’ sense of control over their lives and gives the satis-
faction of having prepared their worldly affairs properly for survivors. And fourth,
professionals can encourage patients to explore with clergy or others the big
transcendent questions patients may have about life and death. Dying patients
surely wonder about these questions and can use the impetus of dying to grow
through them.

The Case

When healthy, Mrs. W. enjoyed playing sports, entertaining, and keeping house.
But the neurologic complications from her brain tumor now make those activities
impossible. She wants to go home, but her nursing care necessitates her staying
permanently in a spare single room on a skilled nursing ward. She looks sad, never
laughs, eats little, sleeps a lot, and mentions fatigue. She never actually complains
or expresses suicidal wishes. Her doctor wonders whether she is depressed, quietly
grieving her lost prior lifestyle, or simply recovering as the tumor shrinks with
treatment. He chooses to monitor her mood closely.

One day Mrs. W. suddenly perks up without specific psychiatric treatment. She
eats better, begins watching sports events on television, converses (though spar-
ingly), smiles, and laughs. She enjoys visitors again and invites them to “come back
soon.” Both responses indicate a renewed capacity to experience pleasure and to
imagine a positive future. The doctor concludes Mrs. W. has not been depressed but
has either been grieving her new physical limitations or improving mentally after
the tumor treatments. He can make no definite determination. Regardless, Mrs. W.’s
upbeat mood continues for some weeks.

Symptoms and Signs at the Very End of Life

Some palliative care experts believe many long-term eventually fatal diseases fol-
low a final common pathway of symptoms and signs [6, 14]. As conceived, that
pathway lasts days to months and exhibits many of the symptoms and signs this
chapter discusses. Cancers and some major-organ-failure diseases such as end-stage
congestive heart failure, COPD, and cirrhosis may take this pathway, but the
existing research documents it most strongly for cancers (Table 2.5) [39–41].
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Different diseases, of course, will present variations on the general pattern
depending on particular pathologies, body locations, timelines, and treatments [41].
While not all palliative care experts accept the concept of a final common pathway,
I believe it provides a clinically useful framework for anticipating many patients’
end-of-life experiences.

I imagine the pathway divided into three phases—the early decline, the later
decline, and the very end—based on the typical progression of symptoms and signs.
Readers should realize, however, that patients may not progress neatly from phase
to phase in order. Pinpointing even approximate transition times between phases
may be difficult [6]. Symptoms and signs wax and wane, patients may simultane-
ously show characteristics of more than one phase, and different clinicians may
interpret patients’ clinical pictures differently. Furthermore, predicting a patient’s
remaining life span much before death is often impossible [5, 42]. The phases,
therefore, represent a general pattern of decline, not a rigid one.

The Early Decline

Increasing pain and dramatically deteriorating function characterize this phase
[5,44]. It may last a few months for cancer but only a few weeks for other pro-
longed, fatal diseases. Individualized, intensive analgesia based on World Health
Organization guidelines usually provides adequate pain relief [14]. Yet the patient’s
steadily increasing debilitation requires ever more help with the basic Katz
Activities of Daily Living (i.e., bathing, dressing, grooming, eating, toileting,
walking, and transferring). Increasingly frequent serious complications from the
disease require increasingly frequent hospitalizations. Unfortunately, the American
healthcare system, fragmented among specialist caregivers and between in- and
outpatient settings, manages this phase poorly [14]. Family members must often
take time off work to give the care that the patient needs but that the health system

Table 2.5 Prevalence of symptoms in end-stage cancer patients in palliative care

Symptoms 1–2 months
before death (%)

1 week before
death (%)

1–2 days before
death (%)

Pain 54 30–99 51

General malaise/debilitation or
“unhealthy” feeling

58 82 –
*

Dyspnea/shortness of breath 17–70 46–47 22

Anorexia/poor appetite 8 80 –

Nausea/vomiting 12–62 13–71 14

Dry mouth – 70 87

Death rattle – 56 56–92

Adapted from Morita [39], with permission
* The dash means no data available.
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does not provide or the family cannot pay for. Family members may suffer finan-
cially with lost workdays and unreimbursed, out-of-pocket care expenses [10].
Their savings may dwindle [45].

A particularly curious phenomenon, called “taking to bed,” [46] deserves
mention here. Apparently healthy, elderly nursing home residents may fall and then
complain of vague body pains or show a small weight loss (about 5 lb). They go to
bed and quickly lose their appetites, functional independence, and mobility. The
mortality can be high. One study reported the outcomes of such elders a year later:
Only 36 % had regained the ability to walk, 6 % remained bed bound, and 58 %
had died. Somewhat surprisingly, the lack of localizing medical findings predicted
death best.

Taking to bed may occur as often as 1.3 times per 100 resident-months in a
typical nursing home population. The exact mechanism for the sudden, unexpected
decline is unknown. Some experts speculate it is progressive apathy and loss of the
will to live stemming from accumulated physical and personal losses over a life-
time. Yet these elders demonstrate few features of classic depression and do not
improve with antidepressants.

The Later Decline

Some describe this phase as “agonal,” a word derived from the Greek noun, agonia,
meaning a struggle or an anguish. Lasting a few days to a few weeks, the
later-decline phase encompasses a progressive shutdown of whole organ systems.
That process, some people believe, is nature’s or God’s way of helping the body
disengage from life.

The patient often suffers multiple increasing symptoms at once, typically 6-10
symptoms altogether including pain, fatigue, confusion, dyspnea, dry mouth, and
anorexia (Table 2.6) [2, 4, 6, 39, 40, 47]. Pain that diminished with prior intensive
treatment may increase again [10, 42]. Some 40–65 % of cancer patients end up
with pain “most of the time” in their last days or weeks [43, 48]. The gynecology,
head-and-neck, and prostate cancers produce the most pain late on [40]. This
resurgence of pain often prompts last-minute referrals to hospice for expert palli-
ation [13].

Such chronic, unremitting pain demoralizes the terminal patient and distresses
the family. For that reason palliative care specialists believe it should be treated as

Table 2.6 Levels of consciousness for terminal cancer patients at various times before death

Level of
consciousness

1 week before death
(%)

1 day before death
(%)

6 h before death
(%)

Awake 56 26 8

Drowsy 44 62 42

Comatose 0 12 50

Adapted from Morita et al. [42], with permission
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an emergency. Clinicians should use adequate opioid doses, titrating them
methodically upward to achieve maximal relief [9]. The ideal achievement is
complete relief. Despite the highly reported prevalences of terminal pain, palliative
care specialists insist skilled analgesia can relieve pain completely for 98 % of
patients [2, 40]. The side effects should be minimal. Any sedation caused by the
opioids usually subsides within several days after doses stabilize. And excessive
sedation or respiratory depression is rare and reverses immediately with opioid
antagonist medications [9]. Still, clinicians should anticipate family concerns about
addiction and tolerance and address them with explicit reassurance at the time of
treatment. Even if pain relief requires high opioid doses, [42] compassion dictates
giving those doses for the short time until the patient’s death.

For the rare cases when no other regimen achieves sufficient pain relief, induced
sedation to unconsciousness is a last resort. This technique uses medication to cause
the patient to sleep through the pain of his or her last days [29, 49, 50]. Such a
drastic step, of course, requires careful informed consent beforehand.

Confusion presenting as hallucinations also may occur in this phase [21]. The
hallucinations may be visual, auditory, or tactile. They may involve out-of-body
experiences or encounters with dead relatives or significant religious or cultural
symbols such as Jesus or angels [51]. A man in one of my studies described being
“dead” in a prior coma and standing “on the other side of a mountain (from Jesus).
I kept asking Him to take me. I was ready (to die)” [52]. Hallucinations may
comfort or distress patients but usually distress family members. Clinicians should
reassure them about the common occurrence of such hallucinations near death [22].

The Very End

Waning consciousness characterizes this final phase of dying, which may last just
hours (Table 2.6). Patients move progressively from being awake (arousable, able
to converse and to follow commands), to being drowsy (arousable with difficulty,
unable to converse or to follow commands) to being comatose (unarousable) [42].
If the patient has already become drowsy or comatose and survivors have not yet
said their final goodbyes, the attending professionals should urge survivors to do so.
The patient, though drowsy or unresponsive, may still be able to hear.

The imminently dying patient often shows other physical signs, too (Table 2.7)
[42]. The “death rattle” is a noise caused by vibrating patches of saliva or mucus
when the weak and drowsy terminal patient can no longer clear those secretions
from the mouth or upper airways [9, 37]. Like hallucinations the death rattle often
distresses observers at the bedside [53]. Clinicians can minimize the distressing
sound by restricting the patient’s fluids and giving drying medications [9, 54].
Clinicians should avoid deep suctioning, which appears to irritate patients. Other
physical signs of imminent death include lower jaw movements with respiration, a
blue color (cyanosis) on the arms and legs, and the absence of a radial artery pulse
at the wrist [42]. The dying patient may sometimes show Cheyne–Stokes breathing,

28 2 The Symptoms and Signs of Dying



a pattern characterized by frequent respiratory pauses for up to 20–30 s. Urine
production decreases, and the patient may become incontinent of urine and feces
[9]. The dying patient may also spontaneously grimace, groan, and rub or scratch
specific body areas. Medically untrained observers may interpret these actions as
signs of distress [55]. Attending clinicians should explain such actions are common
in dying [9]. They may indicate restlessness but probably not conscious distress.
Nonetheless, clinicians should pledge continuing efforts to keep the patient as
comfortable as possible [9]. In this last phase of dying, clinicians’ demonstrated
competence, attentiveness, respectfulness, and compassion toward the patient attest
best to high-quality end-of-life care.

The Case

As I originally draft this chapter, Mrs. W. is still alive three months after the
diagnosis of her brain tumor. Her Karnofsky Performance Score (KPS) varies
day-to-day between K40 (moderate disability, needs special assistance) and K30
(severe disability, needs institutional care) (see Table 5.2 for the full KPS scale
[56]). Because her KPS falls below K50, Mrs. W. probably does not have long to
live, maybe only months [40].

Nonetheless, she does not yet show signs of entering the terminal phases of her
illness. Treatment with steroids and radiation has improved her alertness and
function. Unlike during her hospitalization she now can sit up for a while each day
in a wheelchair. She also follows simple commands. Mr. W. performs daily
range-of-motion exercises with her in the room and takes her for wheelchair rides
outside. Mrs. W. feeds herself. Her appetite and weight have stabilized. Mrs. W.
denies any significant pain on her current opioid doses, but she fatigues easily and
sleeps a lot. She wakes up for visitors, enjoys their company, and holds brief
conversations with them. The W.s’ children visit frequently to support both their
parents.

Mr. W. provides constant companionship for Mrs. W. except when he returns to
their independent living apartment to sleep or do household chores. He believes
Mrs. W. will make a miraculous recovery. The primary doctor warns him gently not

Table 2.7 Duration from onset to death for various clinical signs in terminal cancer patients

Sign Duration from onset
to death (in hours)

Mean Median

“Death rattles” with respiration 57 23

Lower jaw movements with respiration 8 3

Blue color (cyanosis) of the arms and legs 5 1

Absence of a pulse at the outer wrist (i.e., over the radial artery) 3 1

Adapted from Morita et al. [42], with permission
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to get his hopes up: Mrs. W.’s improvement in function and symptoms is only
temporary. The doctor urges Mr. W. to savor his interactions with her now. The
primary doctor continues to see Mrs. W. several times weekly, monitoring her for
signs that she is deteriorating again and becoming terminal.

Epilogue to Mrs. W’s Case

Mrs. W.’s improvement holds for about 8 weeks. She then deteriorates again as she
enters the early-decline phase of her illness. She can no longer sit in the wheelchair
and remains all day in bed. She complains of constant, severe headaches. The
doctor recommends hospice care for pain relief, and Mr. W. agrees. Hospice’s
titration of the opioid doses improves the headaches somewhat but never com-
pletely eliminates them. More symptoms appear as Mrs. W. enters the later-decline
phase. She loses her appetite, becomes lethargic, and complains of shortness of
breath. Her circumstances confuse her. She no longer understands why she is not
living in the W.s’ apartment. She sees visual hallucinations of family members who
died long ago. And she criticizes Mr. W. uncharacteristically often.

Mrs. W. finally becomes drowsy and loses consciousness completely as she
enters the last phase of her illness, “the very end.” She moans and grimaces peri-
odically. Family members at the bedside hear death rattles and notice a blue color
creeping up her legs. The doctor assures the family that despite these understand-
ably distressing observations she is not consciously suffering. Mrs. W. dies
peacefully only hours later with Mr. W. and a daughter at the bedside.

Which Signs Define the Time of Death?

The last important signs in dying indicate the time the patient dies. That time has
significant implications for survivors because it determines in part their memories
of the death, their visitation and funeral plans, their entitlements (such as Social
Security and perhaps life insurance benefits), and their possible liability for
healthcare charges. That time also has significant implications for attending pro-
fessionals because it affects their immediate duties and workloads, and for other
patients because it may affect their access to healthcare resources (possibly
including transplantable organs).

Official medical, legal, and financial procedures take that time to be whatever the
attending doctor determines. He or she typically uses the clinical examination to
make the determination by cessation of either effective cardiorespiratory function or
total brain function. The absence of spontaneous chest wall motions, of prominent
pulses (such as at the carotid arteries in the neck), and of heart and respiratory
sounds through a stethoscope imply cessation of effective cardiorespiratory func-
tion. The absence of adequate respirations, of spontaneous responses or movements
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(such as to painful stimuli), and of brainstem reflexes imply cessation of total brain
function. Hypothermia (excessively cold body temperature) and deep sedation from
drugs—two conditions that can mimic cessation of total brain function—must be
absent. A standardized protocol, called “the apnea test,” proves inadequate respi-
rations. All required deficits for cessation of total brain function must persist for six
hours to three days, depending on the cause of brain injury. Tests for brain cir-
culation or brain waves are never required, merely confirmatory, for determining
death.

Despite these well-established medical and legal procedures, disagreements over
the time of death can arise because the medically untrained may determine that time
for themselves according to various other physiologic signs. Colleagues and I once
asked an ethnically diverse group of elders how they recognize a person’s time of
death [52]. The elders mentioned several different signs; no one sign predominated.
Some elders mentioned the traditional signs of cardiorespiratory death: cessation of
heartbeat and visible respirations. But some mentioned other signs such as turning
cool; being unable to recognize others, speak, or move; making gurgling or gasping
sounds; and turning the eyes back into the head. One difference occurred by ethnic
group: Some Mexican Americans and Euro-Americans, but no African Americans,
recognized time of death by cooling of the body [52].

Such differences may create a difficult problem at the end of life: A moribund
patient may be simultaneously alive to some people and dead to others. For
example, an observer who recognizes time of death by cooling of the body may
consider the patient alive at the same time another observer who recognizes time of
death by cessation of respirations considers the patient dead. Such differences may
complicate postmortem procedures including organ harvesting, autopsies, and
transfers to the morgue or funeral home. I think that, whenever a patient meets
standard medical criteria for death, clinicians should ask family members, “Do you
agree or not that the body is already dead?” Only when (within reason) everyone
agrees the body is dead, should clinicians stop all treatments and initiate post-
mortem procedures.

Summary Points

1. Pain, dyspnea (shortness of breath), fatigue, confusion, cachexia (weight loss),
and anorexia (loss of appetite) occur in many prolonged, fatal illnesses.

2. Patients often do not report their symptoms, especially pain. Clinicians must ask
about them, repeatedly if necessary.

3. Nearly all the pains of fatal illnesses respond well to treatment until perhaps very
late. Other common symptoms do not respond consistently so well.

4. The general public may rely on physiologic signs other than cessation of
heartbeat and breathing to determine for themselves when a patient dies.
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Chapter 3
Decisions at the End of Patients’ Lives

All patient care requires decisions addressing certain clinical questions. What is the
patient’s most likely diagnosis? What is the most dangerous possibility? Which
laboratory tests will clarify the diagnosis? How should they be sequenced? Which
treatments will serve the patient best? How should the treatments be administered?
Each large decision encompasses many smaller ones. End-of-life care with the
intense emotions, complex technical treatments, and stark life-or-death implications
involved presents some of the most difficult clinical decisions of all.

Despite medicine’s recent efforts to explain options for care and to consider
patients’ wishes, the methods doctors use to make clinical decisions still baffle most
patients, family members, and others without medical training. Unfamiliarity with
the professional medical culture in general and with basic medical concepts in
particular causes some of the bafflement. Yet even doctors sometimes do not rec-
ognize the decision-making methods they use.

To help all parties involved, this chapter describes clinical decision-making
methods. It does so by addressing topics especially relevant to end-of-life care:
How do doctors judge medical futility? Who should participate in end-of-life care
decisions? Which clinical decision-making methods do doctors use most often? and
How might negotiations resolve decisional conflicts? The complicated case of an
advanced liver-failure patient illustrates both general clinical decision-making
methods and specific decisions common in end-of-life care.

The Case

Mr. T., a 63-year-old African American, suffers from advanced, long-term alcoholic
liver failure with cirrhosis. His illness involves frequent accumulations of abdom-
inal fluid hindering his breathing, an overactive spleen that destroys blood cells, and
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occasional stomach bleeds causing disordered thinking and even obtundation. At
home Mr. T. often ignores his low-salt diet and skips his medications. He also
smokes. Mr. T.’s next of kin, his daughter, cares for him as best she can although
she lives with her own family some miles away.

The daughter brings Mr. T. to the emergency room one night after finding him
bloated with abdominal fluid, “asleep” on the floor, and unresponsive. She believes
Mr. T. stopped his medications again. The doctors admit him immediately to one of
the hospital’s wards.

How Do Doctors Make Clinical Decisions?

Doctors’ decisions often seem opaque to the medically untrained. The reasons for
this opaqueness include the complexities of human biology, the ever-present factual
uncertainties of clinical situations, the changes in patients’ circumstances with time,
the varied clinical backgrounds and idiosyncratic decision-making styles of indi-
vidual doctors, and their infrequent or unclear explanations. I believe most clinical
decisions are sound despite their seeming opaqueness. Yet the unclear
decision-making process can frustrate patients and family members and confuse
other health professionals. It also can undermine patient or family trust in doctors
and even raise suspicions that they withhold important information. To avoid these
problems, doctors must understand their own decision-making processes and be
able to explain those processes to others.

Any explanation, however, must address the common misperception that clinical
medicine is an exact science. This misperception portrays clinical medicine as using
basic concepts or research data to derive the one sure, correct solution for each
clinical problem. Twentieth-century medical education promoted that view, and its
implication was obvious: By mastering medical science the doctor can solve each
clinical problem with the single correct solution.

But clinical medicine is not an exact science like physics or chemistry. Clinical
medicine does not have ever precise, objective observations; invariant rules of
deductive logic; and single correct solutions to problems. Instead, as Jerome
Kassirer (the former editor of the New England Journal of Medicine) says, clinical
medicine is “not a science (but is) based on science.” [1]. It is like other applied
disciplines. Its “basic” concepts are many, variably applicable, and occasionally
even conflicting, and its applications are sometimes inexact, even “messy.”

To help everyone understand the clinical decision-making process, the following
discussion describes some of the basic concepts of the process. The descriptions fall
into two parts according to the two questions a doctor must answer whenever a
patient presents a medical problem: What is causing the problem? and How should
it be treated? I group concepts under the question most closely related to them. But I
reemphasize that none of the concepts is invariant, absolute, or all-determinative.
Rather, an essential part of the doctor’s “art” has always been knowing when to
adhere to basic concepts and when to deviate from them.
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What Is Causing the Patient’s Problem?

To answer this question, the doctor must first define the patient’s problem in clear,
clinically useful terms. The patient’s original chief complaint often suffices but
sometimes requires reformulation to permit further diagnostic analysis. This
reformulation involves distilling the patient’s presentation into its most clinically
important features. For example, a chief complaint of “dizziness” requires refor-
mulation and distillation into either vertigo, syncope, or disequilibrium—each
implying different diagnoses and treatments.

The doctor then applies one of four methods—hypothesis generation based on
differential diagnosis, Bayesian probabilities, pathophysiology, or pattern recogni-
tion—to narrow down the diagnostic possibilities. The first three methods are
deductive, applying general concepts to the patient’s specific case. Deductive
thinking is typically slow, conscious, logical, and less prone to errors. Doctors
usually apply deductive thinking in difficult or atypical cases. The fourth method is
inductive, extrapolating knowledge from similar past cases to the new case of this
patient. Inductive thinking is typically quick, mostly subconscious, intuitive, and
more prone to errors. Some authors believe inductive thinking evolved to help
humans survive by reacting quickly to danger. Doctors usually apply inductive
thinking in common or familiar cases [1].

Experienced doctors often make diagnoses without realizing how they do so. Yet
patients, family members, and professional colleagues need some explanation of
doctors’ methods to understand the resulting diagnostic conclusions. Doctors
should be able to recognize the methods they use, and professional colleagues
should have a basic familiarity with the possibilities. To help all involved, I briefly
describe all four methods here.

Hypothesis Generation Based on the Diagnostic Possibilities

This method, first articulated by Arthur Elstein, involves generating diagnostic
hypotheses and testing them against the patient’s clinical data [2]. The doctor
creates a mental list of diagnostic possibilities for the patient’s problem (“the dif-
ferential diagnosis”); distills the most important features of the case presentation
from the history, physical examination, and laboratory results; and tests each
diagnostic possibility by weighing the case’s features for and against it. The logic
behind the testing goes as follows: A patient with a particular disease should show
the symptoms and signs that characterize the disease. If the patient does not show
many of these symptoms and signs, then he or she probably does not have that
disease. This logic can rule out many diagnoses. The diagnostic possibilities sur-
viving this culling process then guide further workup or treatment. Generating and
testing hypotheses, of course, mimic the scientific method. But the “weights” of the
presentation features and the thresholds for ruling a diagnosis in or out are purely
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subjective. They differ among doctors, sometimes yielding different diagnostic
conclusions in the same situation.

The doctor might use the hypothesis generation method to evaluate a patient
presenting with a cough. The differential diagnosis for cough includes common
diseases (such as asthma, acute and chronic bronchitis, gastroesophageal reflux
(“heartburn”), upper respiratory tract infections and allergies, and side effects of
some drugs). The differential diagnosis also includes rarer but more dangerous
possibilities (such as lung cancer or tuberculosis). The clinician might investigate
the diagnostic possibilities by reviewing the patient’s drug list, asking about pets
and allergies, checking the patient’s vital signs (including body weight), and
ordering a chest X-ray.

Bayesian Probabilities

Thomas Bayes, an eighteenth-century English clergyman, pioneered a rigorous
method for using new information to revise up or down initial probability estimates
about uncertain conditions or events [1]. This method, called Bayesian analysis, has
application in clinical medicine as a way to adjust probability estimates for a disease
according to positive or negative diagnostic test results [3]. A diagnostic “test” is
any information about the patient’s condition: a historical detail, an observation on
physical examination, or a laboratory test. A positive diagnostic test result typically
increases the probability estimate for the disease; a negative diagnostic test result
decreases that estimate. Specifically, the disease’s “pretest probability” (initially the
prevalence of the disease in a population) is multiplied by the test’s unique “like-
lihood ratio” (a number which characterizes the test’s ability to discriminate patients
with and without the disease) to produce the disease’s “posttest probability.”

Though arithmetically simple in concept, Bayesian analysis in its strictest form
has significant disadvantages for clinical use. Research has not determined most
likelihood ratios (doctors must guess at them), people cannot reason easily with
probabilities, and multiple simultaneous test results require long Bayesian terms to
calculate an exact posttest probability. The process quickly becomes too complex
for clinical use.

Fortunately, a simpler, more intuitive approach captures the essence of Bayesian
analysis if not its precision. This approach involves a qualitative scale of proba-
bilities for a disease: very unlikely (less than 10 %), unlikely (10–33 %), uncertain
(34–66 %), likely (67–90 %), and very likely (more than 90 %). A pretest proba-
bility estimate in the middle three categories, but not the two end categories,
ordinarily requires further testing to rule a disease in or out. A positive test result
boosts the disease probability up one category while a negative test result drops that
probability down one category. Unencumbered by detailed arithmetic calculations,
doctors have been able to use this simplified Bayesian analysis in their everyday
diagnostic work.

I believe this simplified Bayesian analysis can also help the medically untrained
understand medical tests results. A doctor, for example, might use Bayesian
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probabilities to justify an exercise stress test for a middle-aged woman with atypical
chest pain and a family history of early atherosclerotic heart disease. A positive test
might increase the doctor’s estimate of significant atherosclerotic heart disease from
“uncertain” to “likely.” Most patients would likely understand this conclusion more
easily if expressed as a qualitative disease probability (i.e., “uncertain” or “likely”)
than as a quantitative one (i.e., “34–66 %” or “67–90 %”).

Pathophysiology

Probably the least used of all decision-making methods, pathophysiology involves
reasoning from a known pathologic cause to a predictable physiologic effect. This
method inspired the dramatic twentieth-century medical education reforms that
made medical students first into scientists and then into clinicians. As a result,
students for many years have studied first the basic medical sciences such as
anatomy and physiology before starting actual clinical training. Such pathophysi-
ologic reasoning, though rarely invoked explicitly today, might still help the doctor
diagnose, say, a particular heart valve’s constriction (aortic stenosis) in a “dizzy”
patient with a characteristic heart murmur.

Pattern Recognition

Seasoned doctors probably use this method most often. It involves comparing the
important features of a new case to familiar disease prototypes. Beginning medical
students make these comparisons slowly and consciously based on “classic” text-
book descriptions of diseases as comparators. But more experienced clinicians
make comparisons faster and less consciously while simultaneously recognizing
subtle variations in disease presentation. “Anchoring” is a danger, however:
Features noted early in an evaluation tend to influence the diagnostic conclusion
more than do features noted later on. Still, some highly experienced doctors using
pattern recognition can simply glance at a patient and instantly make a correct
diagnosis. A doctor might use pattern recognition to diagnose a facial rash by
quickly identifying the characteristic features of seborrheic dermatitis (scaly pat-
ches, indistinct borders, an underlying red color, and rare itching), psoriasis (scaly
plaques, sharp borders, a dark or violaceous color, and frequent itching), or rosacea
(small nodules, some with pus, indistinct borders, a flushing red color, and no
itching).

I emphasize that no doctor makes all diagnostic decisions by only one method.
A doctor may use different methods in the same case, that doctor may use different
methods in different cases, and different doctors may use different methods in the
same case. Therefore, the doctor trying to explain diagnostic decisions to the medi-
cally untrained should be able to identify the method or methods used in the patient’s
case and the contribution each method makes to an overall diagnostic conclusion.
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The Case

The ward doctors use all four diagnostic decision-making methods to identify the
likely cause for Mr. T.’s “sleepiness.” The doctors immediately relabel the problem
as “mental status changes,” a clinically meaningful category, and list the diagnostic
possibilities including advanced liver disease; kidney failure; a stroke, concussion,
or bleed in the head; chemical disorders of the blood including low sodium or high
calcium; sedative ingestion; and serious infection (the hypothesis-based-on-
differential-diagnosis method). The doctors believe advanced liver disease most
likely because Mr. T. has presented similarly for past exacerbations of it (pattern
recognition). Initial laboratory tests of liver, kidney, and blood coagulation func-
tions and blood counts support that diagnosis. Those results boost the doctors’
probability estimate for it from a pretest “likely” to a posttest “very likely”
(Bayesian probabilities). At the same time, various other negative blood chemis-
tries, urine toxicology screenings, a head scan, and bacterial cultures drop their
probability estimates from a pretest “uncertain” to a posttest “unlikely” for other
diagnostic possibilities (such as low sodium, high calcium, sedative ingestion, a
head mass problem, and a serious infection). In addition, the doctors reason that
only advance liver disease with its attendant brain swelling, abdominal fluid
accumulation, and spleen overactivity can explain all the features of Mr. T.’s
clinical presentation (pathophysiology).

Mr. T.’s doctors, therefore, decide to treat him for an exacerbation of his liver
disease. Doctors typically plan treatment focused on the highest priority diagnostic
possibilities, that is, the most likely and the most dangerous ones. Mr. T.’s initial
workup just happens to reveal his advanced liver disease as both the most likely and
the most dangerous diagnostic possibility.

How Should the Patient’s Problem Be Treated?

Having whittled down the “working diagnoses” to only one or a few possibilities,
doctors usually initiate treatment by medicine’s traditional “try-and-see” approach.
Medicine’s poor understanding of diseases through much of history made treatment
effects often unpredictable and sometimes harmful. “Try and see” made sense under
the circumstances. Doctors would try a treatment and see its effects. If they had little
or no benefits (or even harms), doctors would stop that treatment and try another.
Even as the medical science revolution has produced more consistently effective
treatments, the “try-and-see” approach has persisted due to individual variability in
responses among patients.

The “try-and-see” approach requires constant monitoring of treatment results to
determine the ongoing balance of benefits and harms for each patient. The doctor
conducts this monitoring by following the course of a few “sentinel variables”
specific to each disease or treatment. These variables indicate whether treatment “is
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working,” that is, providing a favorable balance of benefits over harms for the
patient. If the treatment is “working,” the doctor continues it. If it is not, the doctor
stops it. Doctors, patients, and others must all commit time and patience to the
“try-and-see” treatment process. Unfortunately, many patients and family members
do not understand it. They expect quick, sure results. When the results are not like
that, these patients or family members may become frustrated and angry. Doctors
respond to them best by acknowledging the frustration and anger, describing the use
of sentinel variables, and estimating (if possible) the timeline for assessing treat-
ment results definitively. Doctors may also have to remind patients and family
members that waiting patiently for a properly timed treatment assessment is one of
the hardest parts of being ill.

The Case

Realizing that Mr. T. may also have some stomach bleeding (a well-known com-
plication of advanced liver disease), the ward doctors begin treating him in the usual
“try-and-see” manner with standard, first-line treatments. They order salt restriction,
modest dose diuretics, suction to the stomach, abdominal fluid aspirations, and a
bowel purgative. Mr. T.’s alertness and certain blood tests serve as the “sentinel
variables” for monitoring his progress. Some of these variables including his
alertness improve at first; others do not. When Mr. T. slips back into a coma on
hospital day 3 and all the sentinel variables deteriorate again, the doctors conclude
that the standard treatment is not working. They must find out why.

Repeat blood tests confirm that Mr. T. is bleeding intermittently into his stomach
and his liver function is declining. He appears to be teetering on the brink of
complete liver failure. The ward doctors treat him urgently as best they can. The
doctors consult the liver specialists about Mr. T.’s chances for a liver transplant.
The specialists explain they have followed Mr. T. for more than a year. He now has
seventh place on their local transplant priority list. They predict he must wait a
month or more for a donated liver unless he appears to be dying and his liver failure
score increases. Then he would move to the top of the priority list.

Mr. T. deteriorates further over the next day. The liver specialists now predict he
will die shortly without a transplant. They tell the ward doctors that Mr. T.’s liver
failure score will rise enough to make him eligible for a transplant only on transfer
to the intensive care unit (ICU). The liver specialists promise to pursue a transplant
immediately for Mr. T. if the ward doctors make that transfer.

The treatment choice is clear: Sending Mr. T. to the ICU gives him a chance,
though only a small one, at receiving a transplant and living a meaningful life for
some more months or years. In contrast, keeping him on the ward gives him no
chance at a transplant and ensures he will die within days. The ward doctors consult
Mr. T.’s daughter by telephone. She waffles on the decision. One minute she wants
Mr. T. to go to the ICU and to have a chance at a transplant. The next minute she
wants him to stay on the ward and to receive comfort care there. In effect, the ward
doctors must decide what to do. And they must decide quickly.
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Yet they are split. The most senior ward doctor, an attending, believes that Mr. T.
is irreversibly dying and no treatment can save him. This doctor favors comfort care
for him on the ward. A more junior ward doctor, the resident, believes Mr. T.
deserves a chance at fully aggressive ICU care and a life-saving transplant. The
resident bases his opinion on having seen doctors refuse at first to treat his grand-
mother after a stroke. They relented when the family pressed for treatment. His
grandmother lived several more happy years afterward. The anxious, most junior
ward doctors—the interns—can muster no opinion. But a ward nurse with ICU
experience warns, “I’ve seen many patients like Mr. T. go to the ICU. They all die
there, sometimes miserably.” The ward doctors face an obvious futility judgment
about ICU treatment and a liver transplant for Mr. T.

How Do Doctors Judge Medical Futility?

Clinical medicine has always required futility judgments [4]. In fact, such judg-
ments predominated over the centuries when medicine had no scientific grounding
and few effective treatments. The treatments of those times produced few benefits
and many harms. The Hippocratic oath, therefore, warned doctors against causing
unnecessary suffering by treating patients when illness had “overmastered” them
[5]. Many doctors even tried to protect their reputations as good healers by com-
pletely refusing to attend the irreversibly dying.

A History of Modern Medical Futility Judgments

The bioscientific revolution of the nineteenth and twentieth centuries transformed
clinical medicine dramatically, yielding curative or palliative treatments for many
formerly untreatable illnesses. But a backlash began around 1970. People worried
that a “technologic imperative” had come to dominate clinical practice. They
defined this imperative as the irresistible temptation to use technologic treatments
indiscriminantly even with little realistic expectation of benefit to patients. People
wondered whether doctors instituted such treatments oblivious to their low chance
for success and high chance for harm and then could not stop the treatments once
they proved ineffective or harmful. Of course, desperate patients and family
members sometimes fell victim to that imperative, too. While the backlash against
technologic medicine started slowly, it soon erupted full force as Americans
became convinced about needless patient suffering and uncontrolled medical costs.
At the same time the new hospice philosophy created an attractive alternative to
such “high-tech” medicine at the end of life.

This backlash helped fuel a vigorous debate about medical futility. The debate
raged from the mid-1980s into the early 2000s and focused on disagreements over
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subjective aspects of an operational definition of the futility concept; specific
illogical, inconsistent, or frankly discriminatory applications [6]; potentially dele-
terious general effects on the traditional doctor–patient relationship (such as
seeming to abandon the sickest patients); and conceptual confusions between
futility and rationing [4, 5, 7–9]. The debate eventually lost most of its steam,
leaving some conceptual and practical problems unresolved. Still, doctors face
futility judgments in everyday patient care [5, 9]. Those judgments deserve the
clearest possible guidance.

Judging Medical Futility in Patient Care

I believe one particular article provides the best currently available guidance for
judging futility [10]. This article combines good intuition, conceptual rigor, and
clinical usefulness. Authors Schneiderman, Jecker, and Jonsen begin the article by
defining futility as a quality of an action: uselessness for achieving a defined goal.
They then expand on the widespread intuition that futility has two independent
dimensions—one quantitative, one qualitative. Futility can occur by either
dimension. The quantitative one involves the conclusion drawn from the attending
doctor’s experience, other doctors’ experience, or empirical studies that a medical
treatment has not succeeded in the last 100 similar cases. Critics decry this
threshold success rate of less than 1 % as merely subjective, and it certainly is. But I
believe it falls well within most health professionals’ intuitive idea of futility
thresholds (running typically from 1 to 5 %) and is low enough to protect against
many unjustified, discriminatory judgments.

The qualitative dimension of futility, a somewhat more controversial idea,
involves the assessment that a treatment offers no expectation of progress toward a
justified treatment goal, that is, a benefit the patient can appreciate. The authors
explain the idea by distinguishing effects and benefits. Effects are changes merely in
biological variables or processes that patients usually cannot appreciate. Examples
include changes in blood chemistries or blood pressure. Because patients do not
appreciate them, effects cannot serve as adequate treatment goals. In contrast,
benefits are changes in symptoms or body functions that patients can appreciate for
making their lives better. Examples of benefits include relieving pain or increasing
the distance one can walk. Because patients do appreciate them, benefits can serve
as adequate treatment goals. The authors conclude their argument by ruling out as
possible benefits merely permanent states of unconsciousness, overwhelming suf-
fering, an all-consuming struggle to survive, or dependence on the ICU. The
authors believe patients cannot appreciate such results. Thus, the treatments that
create only them are necessarily futile.

Schneiderman, Jecker, and Jonsen grant doctors final authority to decide medical
futility but urge prior consultation with patients, proxies, and other health
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professionals (especially the specialists most experienced with similar cases).
I support that position with some elaboration. I believe patients (or their proxies
when patients lack decision-making capacity) deserve the greater say in choosing
overall treatment goals because patients know best what they will appreciate as
beneficial outcomes. But, because patients and proxies may sometimes misunder-
stand the limitations of treatments, I believe doctors ordinarily deserve the greater
say in choosing the best treatment means to achieve patients’ goals. Naturally,
patients can provide important input for decisions about treatment means [5, 11].
A patient, for example, may prefer to limit interventions to only “high-yield”
treatments or to entertain some “long-shot” treatments. Such preferences might
reasonably influence a doctor’s futility judgment about treatment means.
I emphasize again, however, that a doctor should take great steps to prevent futility
judgments from becoming unilateral power plays. Ideal medical decision-making
seeks consensus from patients (or proxies) and doctors alike on treatment goals and
means. The burden of proof should always fall most heavily to those who favor
withholding standard treatments on futility grounds.

Schneiderman, Jecker, and Jonsen also allow for some variability in futility
judgments. Because reasonable, well-meaning people may reach different conclu-
sions in the same case, the authors are willing to accept some range of futility
judgments as valid. They are also willing to accept for good purposes the rare use of
treatments ordinarily considered futile but not entailing excessive suffering for
patients.

The Case

The ward doctors must decide about the futility of immediate ICU transfer and a
possible liver transplant for Mr. T. His circumstances do not appear to meet criteria
for qualitative futility. If intensive care keeps Mr. T. alive until he receives a
transplant, he might return to a life he appreciates (perhaps living independently and
seeing his daughter and her children). But his circumstances may or may not meet
criteria for quantitative futility. Mr. T. presents several drawbacks for transplanta-
tion. He has not shown that he understands his liver disease or treats it conscien-
tiously. For instance, he often does not follow its basic treatment regimen at home
[12]. He also smokes, putting him at increased risk for dying unexpectedly from
another disease such as a heart attack or stroke. The liver specialists, however, do
not completely write off his chances for benefiting from a transplant. As one doctor
says, “We’ve transplanted patients as sick as Mr. T. before. Some have lived for
two years or longer. Mr. T. might surprise us and do well.” Furthermore, Mr. T.
submitted to long-term treatment by the liver specialists and allowed himself
placement on the transplant waiting list. The ward doctors reason he must, there-
fore, have wanted a transplant or at least been willing to have one.
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Who Should Participate in End-of-Life Medical Decisions?

Critical treatment decisions these days usually prompt doctors to consult patients
about their preferences. Mr. T. himself might have been able to give his trans-
plantation preferences only days before hospitalization or even briefly when he
regained alertness during hospitalization. Fortunately, today’s medical ethic
encourages doctors to consider patients’ preferences about these decisions, but that
ethics obviously has not always held sway. Doctors historically made all medical
decisions for patients. Doctors’ arcane medical knowledge, their benevolent pro-
fessional ethics, and patients’ passivity due to illness and to limited education
seemed to justify this paternalism for centuries. But medical decision-making
changed drastically in the twentieth century as patients became more educated, more
aware of their rights, and more assertive than ever before. Patients began cam-
paigning for a voice in their care, especially to refuse unwanted treatment. As they
established that voice, patient autonomy became central to modern medical practice.

Still, incorporating patient autonomy into everyday practice has proven more
complicated than expected. Many patients have welcomed their new
decision-making authority. But many others have not, preferring instead to let their
families or doctors still make medical decisions for them. How can doctors know
which patients wish to exercise their decision-making rights, and which do not?
Whenever possible, of course, doctors should ask each patient’s preferences about
participating in medical decisions. But can research help doctors anticipate those
preferences?

To answer this question, I examined North American studies about patients’
preferences and perceptions about participating in decisions about their care.
(I assumed these study patients, almost all of whom were inpatients, generally
suffered from critical or terminal illnesses.) I identified three published American
studies, three published Canadian studies, and one unpublished American study
addressing patients’ preferences for such participation (Table 3.1). Large majorities
of respondents (62 % or greater) in six studies [13–18] and a near majority (47 %)
in the seventh [19] preferred participating in care decisions either by having final
control themselves or sharing it with their doctors. Though not performed across all
the studies, subgroup analyses suggested that more female, Euro-American,
unmarried, and better educated respondents than others preferred to participate in
those decisions [13–15, 18].

I also identified two published American studies, one published Canadian study,
and one unpublished American study addressing patients’ perceptions of their
actual participation in decisions about their care (Table 3.2). Mere minorities of
respondents (48 % or less) in all four studies reported such participation [17–20].
Of the four studies just two performed subgroup analyses, and they produced
conflicting results by age, gender, and ethnic subgroup [18–20].

This limited review suggests that, although most North Americans want to par-
ticipate in decisions about their care, too few do so. To a greater extent than they
may realize, doctors may still control care decisions for critically or terminally ill
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patients. Doctors may need to redouble their efforts to include patients (or proxies)
in those decisions.

The Case

If Mr. T. were able to communicate, his doctors would surely consult him about the
transplantation decision. His input might have tipped the decision definitively one
way or the other. But the obtundation prevents his input at the crucial moment.

Table 3.1 Patients’ preferences for participation in medical decisions

Study Patients Preferences for autonomy

Whole-sample
analyses

Subgroup analyses

Cassileth,
1980,
USA*[13]

Mixed cancer inpatients
and outpatients. Various
ethnicities.

62.5 % wanted to
participate; 37.5 %
did not.

Euro-American, younger,
and more educated
respondents wanted to
participate. No gender
differences.

Blanchard,
1988, USA
[14]

Cancer inpatients. No
ethnicities reported.

69 % wanted to
participate; 31 %
did not.

Female, younger, and
unmarried respondents
wanted to participate.

Kelner,
1995,
Canada
[15]

Elderly inpatients with
chronic respiratory or
neurologic diseases. No
ethnicities reported.

71 % wanted to
participate; 29 %
did not.

Unmarried, more
educated, and higher
socioeconomic
respondents wanted to
participate. No age or
gender differences.

Hofmann,
1997, USA
[19]

Intensive care unit
patients. Various
ethnicities.

47 % wanted to
participate.

No analyses reported.

Deber,
1996,
Canada
[16]

Cardiac angiogram
inpatients. No ethnicities
reported.

26 % wanted
doctor control;
29 %, patient
control; 45 %,
shared control.

No analyses reported.

Stewart,
2004,
Canada
[17]

Coronary care unit
patients. “Mostly”
Euro-American.

34 % wanted
doctor control;
29 %, patient
control; 37 %,
shared control.

No analyses reported.

Perkins, no
date, USA
[18]a

Ward patients with
potentially fatal
diagnoses. Various
ethnic groups.

36 % wanted
doctor control;
40 %, patient
control; 22 %,
shared control.

African Americans and
men wanted doctor
control; other ethnic
groups and women
wanted patient control.

aIn preparation
*USA = United States of America
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Unfortunately, other possible sources of information about Mr. T.’s wishes do not
decide the matter, either. The liver doctors themselves do not recall Mr. T.’s
expressing to them any clear wishes about transplantation. Of course, the doctors
may have never asked. They may have just assumed that, because Mr. T. did not
object, he agreed to the sequence of treatments for advanced liver disease including
transplantation. As a result, the doctors may have missed their opportunity to learn
explicitly Mr. T.’s overall treatment wishes and life goals. The observation of one
end-of-life expert might apply here: We doctors focus “so much on fixing the
physiological wreckage that we (forget about) the lives our patients (wish to) lead.”
[21].

The doctors then consult Mr. T.’s daughter about any wishes he previously
expressed about transplantation. She remembers none. In fact, she says Mr. T. never
talked much about his medical problems or hinted at what he wanted for treatment.

Finally, the doctors consult research about treatment wishes among African
Americans. Unfortunately, as Chap. 10 suggests, the limited data about African
American men do not argue definitively for one decision or the other. Arguing for a
transplant, some data show African Americans, both men and women, generally
request more life support than do other American ethnic groups [22–24] and are
willing to live with greater disabilities than are other groups [25, 26]. But perhaps
arguing against a transplant, other data suggest that African American men, unlike

Table 3.2 Patients’ perceptions of participation in medical decisions

Study Patients Perceptions of autonomy

Whole-sample analyses Subgroup analyses

Hofmann,
1997,
USA*
[19]

Intensive care unit
patients. Various
ethnicities.

23 % had discussed
CPRa wishes with
doctor; 12 % had
discussed ventilator
wishes.

No analyses reported.

Stewart,
2004,
Canada
[17]

Coronary care unit
patients. “Mostly”
Euro-Americans.

53 % perceived doctor
control; 24 %, patient
control; and 23 %,
shared control.

No gender difference.

Happ,
2007,
USA [20]

Intensive care unit
patients on
ventilators. Various
ethnicities.

40 % of patients
perceived their
participation in
treatment decisions.

No ethnic or gender
differences. The young
participated in even
everyday decisions; the
elders, mainly only in
withholding decisions.

Perkins,
no date,
USAb [18]

Ward patients with
potentially fatal
diagnoses. Various
ethnic groups.

33 % perceived doctor
control; 22 %, patient
control; and 26 %,
shared control.

Minorities and men
perceived mostly doctor
control. Euro-Americans
and women perceived
mostly patient control.

aCPR cardiopulmonary resuscitation
bIn preparation
*USA = United States of America
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African American women, feel disempowered in the medical care system and fear
harm from it [27]. The conflicting data leave the doctors still wondering which
decision would serve Mr. T. best.

Conflicts About End-of-Life Care

Conflict characterizes much of modern American life. In fact, decisions about
end-of-life care almost guarantee conflicts among the parties affected because of the
high, life-or-death stakes; the burdensomeness of many life-prolonging treatments;
their uncertain results; and the intense emotions involved. Even the ward doctors in
Mr. T.’s case encounter their own conflict over which treatment decision would
serve him better: ICU transfer and possible transplant or continued ward care aimed
at comfort. Many end-of-life conflicts turn acrimonious but they need not be. The
doctors in Mr. T.’s case worked through their conflict respectfully.

Table 3.3 lists factors that can fuel these end-of-life conflicts. Sources for the
factors include patients and families, health professionals, and the healthcare sys-
tem. I find that a few factors from each source commonly fuel many of the conflicts:
from among the patient and family factors, poor understanding of the medical
situation, and disruptive family dynamics; from among the health professional
factors, poor communication skills, differences over diagnosis, treatment or

Table 3.3 Factors that fuel conflicts in end-of-life care

Source Factor

Patient and family Poor understanding of the medical situation

Knowledge-base differences

Disruptive family dynamics (especially long-simmering conflicts)

Underlying impatience or guilt feelings

Health
professionals

Poor communication skills (e.g., unclear explanations, discomfort with
discussing death, insensitivity to others’ emotions)

Differences among health professionals over diagnosis, treatment, or
prognosis

Unfamiliarity with the patient’s values or treatment goals

Differences between patient and health professional values

Inadequate symptom control

Excessive hesitation or haste in using life-support treatments

Seeing the patient’s death as a defeat

Fatigue

Excessive fear of retaliatory lawsuits

The healthcare
system

Overly routine use of “high-tech” life-support treatments

Overly restrictive policies and regulations

Costliness of care
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prognosis, and unfamiliarity with the patient’s values or treatment goals; and from
among the health system factors, the overly routine use of “high-tech” life-support
treatments (with the attendant psychological difficulties in stopping them). Because
these factors can be easily overlooked, health professionals who find themselves
mired in end-of-life conflicts might review Table 3.3 for possible unrecognized
sources of conflict.

In Mr. T.’s case the factors playing the most important roles in the conflict over
treatment arise from health professional factors. They include the ward doctors’
different predictions about the possibility and success of a liver transplant, and their
unfamiliarity with Mr. T.’s general life philosophy and goals for treatment.

Negotiating Resolutions to End-of-Life Conflicts

When a conflict over end-of-life care arises, the lead doctor attending the patient
should take responsibility for finding a patient-centered resolution. Ideally, that
doctor serves as moderator for discussions about the conflict. But doing so requires
effective leadership.

Whoever the moderator is should arrange the time, place, and participant
composition of the initial discussion. Its timing should allow for maximum par-
ticipation by the most important parties affected and for unhurried, private
exchanges. I find scheduling discussions after regular work hours has the advantage
of minimizing interruptions. The discussion may occur at the bedside (if there are
few participants and privacy can be maintained) or in ward conference rooms
otherwise. In either case the place should be quiet, comfortable, and convenient for
all. Whenever possible, the patient should attend and be permitted to choose the
family and friends who attend. The lead doctor, any key consulting doctors, and a
nursing representative, chaplain, or social worker should also attend. The moderator
may have to exercise judgment in limiting the number of participants. I find six to
be about the maximum. Table 3.4 lists stages and steps in the negotiating process.

The moderator might begin the discussion by reminding everyone that its pri-
mary purpose is to serve the patient’s interests. That is, all the care decisions that
result from the discussion should produce not merely “effects” (improvements in
physiologic variables), but “benefits” (improvements in symptoms, function, or
longevity that the patient will appreciate).

The moderator should then summarize the patient’s case history. The moderator
may need to have reviewed beforehand the rationale for past critical decisions and
to have delineated what about the case can be known with certainty and what
cannot. The moderator might conclude with a best-guess prediction about the
patient’s future. However uncomfortable doctors feel about such predictions,
patients and families want them. Of course, in making a prediction, the doctor
should always acknowledge the possibility of unforeseen intervening events that
might change the prediction. Throughout this summary the moderator should speak
plainly, avoiding the “doctor speak” of specialized concepts and terms.
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After that case review the moderator should try to articulate the core conflict and
indicate whether it concerns the goals of care, the means of care, or both. This
whole “setup” for further discussion should take only a few minutes.

The moderator can then begin the negotiations in earnest. He or she should
encourage key participants, starting with the patient, to express their views about
the subject of the conflict. Strong emotions may run through these views. The
moderator may, therefore, occasionally need to remind participants that respectful
listening holds the key to resolution, and that all should be allowed to speak freely.
A full initial airing of views and emotions may set the stage for cool, rational
deliberations later. The moderator or other health professionals present may also
need to acknowledge the expressed emotions, to anticipate any unexpressed emo-
tions, and to express empathy. Such empathetic expressions let people know their
emotions have been heard [2]. When each speaker finishes, the moderator should
confirm an accurate understanding by briefly summarizing that person’s views.

The moderator should eventually invite suggestions for resolution of the conflict.
He or she should facilitate the brainstorming without dominating it [2]. For the sake

Table 3.4 Negotiating resolutions to end-of-life conflicts

Stage of the negotiation Suggested steps

Preparing for the discussion Find a quiet, comfortable, convenient place for discussion.

Invite all appropriate parties to attend.

Beginning the discussion Remind all about the primary purpose of the discussion: to
serve the patient’s interests best.

Outline the patient’s case history in plain language.

Define the conflict and identify its source from your
viewpoint: the goals of care, the means of care, or both.

Encouraging respectful
exchange of differing views

Listen closely.

Repeat back comments to ensure accurate understanding.

Express empathy. Let people know you have heard them.

Correct misunderstandings about healthcare practice, law,
or policy.

Identifying and implementing
solutions

Brainstorm solutions.

Decide on a solution.

Share responsibility for the decision(s).

Promote transparency by making sure to inform all affected
parties about the decisions (unless the patient objects).

Plan follow-up for implemented decisions.

Responding if no solution arises Remember that the passage of time resolves many conflicts.

Keep communications open whenever possible.

Encourage healthy coping strategies for all.

Suggest referral to a hospital ethics consultant or
committee.

Always protect the patient’s interests.

Data from Quill [2]
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of progress, the moderator may sometimes need to take an active role in guiding the
discussion. One way to do so is to elicit specific information depending on whether
the conflict concerns the goals or means of care. If the goals of care, the patient’s
wishes about treatment outcomes (especially function, relief of symptoms, and
survival) should carry the greatest weight in any resolution. The patient should have
the chance to express those wishes explicitly if possible. (Otherwise, well-informed,
trustworthy proxies should try to do so.) Because articulating wishes about treat-
ment outcomes unnerves many patients, I recommend the moderator elicit those
wishes with specific questions. He or she might ask the patient, for example, What
do you enjoy doing these days? What are you still looking forward to doing? or
What makes life worthwhile for you now? In addition, the moderator might ask the
patient about trade-offs between survival and comfort. For example, given the
choice, would you prefer longer survival with some discomfort or shorter survival
with little discomfort? Answers to these questions can provide critical information
about which functional outcomes the patient considers benefits (that is, treatment
goals) and how much comfort the patient is willing to give up to achieve prolonged
survival (that is, the comfort-survival trade-off).

If the conflict involves the means of care, the patient’s wishes about specific
treatments should carry the greatest weight in the resolution. Most expressed
treatment wishes are refusals. No treatment, of course, can be forced on informed,
aware patients. The United States Constitution and voluminous case law protect
patients’ bodily privacy, permitting them to refuse even life-saving treatments. To
elicit treatment refusals in conflict negotiations, the moderator might ask the patient,
Have you ever been seriously ill before? What treatments did you receive? and
Would you refuse any of those treatments again (or others you know about) even if
your life depended on them? Any discussion about the means of care should also
include input from health professionals knowledgeable about the relevant treat-
ments. The health professionals should be able to explain the potential advantages
and disadvantages of those treatments. I offer one warning, however: Patients
should not be allowed to demand just any treatment. Health professionals need not
—and sometimes must not—provide treatments that violate law, personal con-
science, or established professional practice.

The health professionals participating in conflict negotiations must have a sound
grasp of healthcare practice, law, and policy. Misunderstandings in all three areas
are common. In healthcare law, for instance, common misunderstandings include
that forgoing life support for decisionally incapacitated patients requires prior
evidence of their wishes, that withholding fluids or nutrition is illegal, that hospital
risk management must approve all life-support terminations, and that administering
high doses of analgesics to relieve pain invites prosecution. Another common
misunderstanding involves the hospital attorney’s role: It is solely to protect the
hospital’s interests. Therefore, whenever the hospital’s interests conflict substan-
tially with the patient’s, health professionals may have the legal duty not to follow
the hospital attorney’s advice.
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Negotiating to a single resolution may sorely test the moderator’s patience and
understanding of human beings. Keys to success are inclusiveness, openness to
suggestions, good listening, and respectful responses. I find that most conflict
discussions have a natural time limit, between a half hour and an hour. In con-
cluding the discussion, the moderator may need to exercise firm but fair direction in
suggesting a solution based on what participants have said. The moderator should
acknowledge his or her share of responsibility for the decision, make sure any
centrally affected parties not present are informed (unless the patient objects on
solid grounds), and plan follow-up for implementation of the solution. The mod-
erator should also report the discussion, its conclusion, and any dissents in the
patient’s medical record. I believe most conflicts can be resolved in this matter.

Some negotiations, of course, will not achieve a resolution, and health profes-
sionals should not always expect one. Participants in those cases should remember
that just the passage of time resolves many conflicts. Meanwhile, the moderator of
the conflict discussion should try to maintain communications with the disagreeing
parties and encourage everyone in healthy coping strategies. Furthermore, the
moderator might suggest referral to a clinical ethics consultant or committee.
Rarely, though, an ongoing impasse threatens a patient’s vital interests perhaps by
prolonging unnecessary suffering. Those situations, I believe, justify doctors in
exercising rightful professional authority to implement a carefully considered,
definitive, patient-centered resolution despite the lack of consensus.

Implementing Decisions to Withdraw Life Support

Withdrawing life support and allowing a patient to die are heart-wrenching for
everyone. Such actions, once fully considered and agreed to as promoting the
patient’s interests, demand courage from the patient’s lead doctor. He or she should
not expect nurses or other health professionals to stop the respirator or withdraw the
nasogastric feeding tube. Rather, the lead doctor should take responsibility for
performing the withdrawal. He or she should set a convenient time to do it and
invite the family to attend. At the designated time, the doctor should briefly review
the decision and its rationale and perform the withdrawal. Afterward he or she
should make reassuring visits or calls to the family and the staff well into the
grieving period after the patient dies.

The Case

The ward doctors demonstrate some of the best features of conflict negotiation in
Mr. T.’s case. They explicitly acknowledge to one another at the start that they all
aim to promote the best for him. They also acknowledge that the conflict involves
both the goals of care (prolonged survival versus comfort) and the means of care
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(ICU transfer and possible transplantation versus continued ward care and comfort
measures).

The doctors invite Mr. T.’s daughter to join the negotiations over the telephone.
They express empathy to her about her distress over Mr. T.’s dire medical condition
and ask her views about his likely wishes under the circumstances. Unfortunately,
she gives them no clear, consistent answer. She then declines her decision-making
prerogative and asks the doctors to do what they think best. With the management
decision falling squarely to them, the doctors promise to notify the daughter when
they reach one.

The doctors briefly review Mr. T.’s hospital course and then brainstorm about
management options. They listen carefully to each other’s views: the attending
doctor to the resident doctor’s proposal for ICU transfer and an attempt at trans-
plantation; the resident doctor to the attending doctor’s proposal for continued ward
care aimed at comfort. Each doctor repeats back the other’s view to ensure an
accurate understanding. The doctors note the pros and cons of each option and
agree no “halfway” compromise exists. Management must be all one option or all
the other. Furthermore, the attending ward doctor does not “pull rank” to get his
own way. He insists the different management options rest on their merits, not on
the hierarchical status of their proponents.

In addition, the ward team consults the liver specialists to ensure an accurate
understanding about the technical aspects of transplantation (e.g., Mr. T.’s initial
position on the priority list, the time he would likely have to wait for a donated
liver, the factors that would move him up on the priority list, the liver specialists’
prior treatment experience in similar situations, their willingness to try a transplant
with Mr. T., and Mr. T.’s predicted life expectancy of 1–2 years with a successful
transplant).

Finally, the doctors apply the futility criteria of Schneiderman, Jecker, and
Jonsen to the transplantation option [10]. The doctors agree that a successful liver
transplantation would provide Mr. T. significant life benefits such as continuing to
enjoy his children and grandchildren—not merely prolonging permanent uncon-
sciousness, extreme suffering, or dependence on the ICU. Furthermore, the liver
specialists believe the success rates of transplants for patients such as Mr. T. are low
but higher than 1 %. This reasoning suggests that transplantation for Mr. T. meets
neither the qualitative nor quantitative definitions of futility.

Time for the debate quickly runs out as Mr. T.’s condition deteriorates further.
Forced into a decision, the doctors opt for one last chance to save Mr. T.’s life or at
least to give his daughter time to visit him before death. They, therefore, transfer
Mr. T. to the ICU for immediate transplantation preparations. The transfer maxi-
mizes his priority for a liver transplant. However, when the liver specialists evaluate
Mr. T., they note even further deterioration in his liver function. They then declare
him too sick for transplantation and remove him from the eligibility list. They order
comfort care only, notify Mr. T.’s daughter, and liberalize visiting hours for her.
Mr. T. dies the next day.
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An Epilogue to Mr. T.’s Case

I presented Mr. T.’s case to two audiences of more than 70 doctors each. The case
presentation stopped at the point when the ward doctors had to decide between ICU
transfer and continued ward care. I asked the audiences to vote by secret ballot for
one option or the other. Both audiences split exactly evenly between the two
options.

Summary Points

1. Doctors must answer two fundamental questions in patient care: What is causing
the patient’s problem? and How should that problem be treated?

2. The diagnostic process, addressing the question What is causing the patient’s
problem? may use one or more of the following approaches: hypothesis gen-
eration based on diagnostic possibilities, Bayesian probabilities, pathophysiol-
ogy, or pattern recognition. Treatment typically uses a “try-and-see” approach.

3. Medical futility has both quantitative and qualitative dimensions. The quanti-
tative dimension defines futility as the treatment’s lack of success in the last 100
applications; the qualitative dimension defines futility as the treatment’s being
unable to achieve any benefits the patient would appreciate.

To Learn More …

1. Kassirer JP. Teaching clinical reasoning: case-based and coached. Acad Med.
2010;85(7):1118–24.

2. Quill TE. Recognizing and adjusting to barriers in doctor-patient communica-
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3. Schneiderman LJ, Jecker NS, Jonsen AR. Medical futility: its meaning and
ethical implications. Ann Intern Med. 1990;112(12):949–54.
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Chapter 4
Risks, Benefits, and Patients’ Treatment
Decisions at the End of Life

For centuries patients made no treatment decisions for themselves while a
doctor-knows-best paternalism dominated medical care. Patients knew little of
medical science and assumed doctors’ treatment decisions served patients’ interests
well.

As I mentioned before, attitudes in the USA began to change in the mid-twentieth
century. The rising level of the general public’s education and the simultaneous
assertion of personal rights prompted patients to demand more involvement than
ever before in treatment decisions. Patients wanted both more information and more
decision-making authority. Numerous studies have since documented this shift in
attitudes. Many patients want some control, partial or full, over treatment decisions;
only a few patients want to maintain sole doctor control [1–5]. The shift in attitudes,
however, is not limited to the USA but has spread to most other Western countries,
too. Western medicine has changed as a result: Patient autonomy has eclipsed the old
medical paternalism and become the new dominant ethic for making treatment
decisions.

The doctor–patient relationship has changed accordingly. Changes in patients’
decision-making role have changed doctors’ caregiving role. Doctors still have their
superior technical knowledge but no longer make unilateral treatment decisions
with it. Instead, they use that knowledge to inform patients about treatment options,
benefits, and burdens. Doctors then consciously encourage patient choice. That
choice often determines end-of-life treatment especially when standard medical care
offers few benefits and considerable harms.

Under their new decision-making autonomy, patients have had to accept new
responsibilities to inform themselves and to make decisions in a process called
informed consent. However simple that informed consent idea seems, implementing
it in the complicated world of critical or terminal care often proves difficult [6, 7].
Patients who ordinarily grasp technical information easily and make firm, clear
decisions with it can become befuddled with their lives at stake. Patients must learn
unfamiliar medical concepts quickly under stress; define and express core personal
values; assess the physical, psychological, social, and financial implications of
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various treatment options; and make a choice—occasionally an irreversible,
life-or-death one. Family and attending health professionals (HPs) may sometimes
disagree with patients’ choices, complicating the decision-making process. Perhaps
for those reasons some patients relinquish decision-making authority back to
doctors whenever the illnesses are chronic and serious (such as with diabetes or
heart failure [8]), or life-threatening (such as with cancer or atherosclerotic heart
disease) [2, 9, 10].

Still, today’s patients command great leverage over treatment decisions in
end-of-life situations, especially with life-support refusals [11, 12]. To engage
patients effectively in the decision-making process, HPs must expand their per-
spectives of patients beyond the physical body. HPs must take account of patients’
psychological, social, and spiritual circumstances. Those circumstances create the
backdrop for patients as they weigh treatment options, make decisions, and live
with the consequences. And those circumstances can exert considerable influence
over the decision-making process itself [13]. To understand patients’ decisions,
then, HPs must understand the values that emerge from patients’ circumstances and
that affect their treatment assessments.

This chapter addresses those values. It focuses its discussion on seriously or
terminally ill patients by first describing how doctors might break bad news, say, of
life-threatening situations, to them. This chapter then discusses specific values
patients often consider in balancing treatment benefits and burdens to make their
choices. Next, it critiques the death-with-dignity idea as it relates to such choices.
Finally, this chapter discusses possible changes in patients’ treatment choices over
time, common benefit-burden trade-offs for certain ethnic groups and genders, and
the key distinction between established treatments and experimental interventions.
The case of a severely burned young man who adamantly refuses life-sustaining
treatment illustrates many of the points.

The Case

Mr. C. is a smart, handsome young man. He is also a college graduate, rodeo
athlete, avid outdoorsman, and former military pilot who has worked in his father’s
real estate business since military discharge. One day he and his father are
inspecting some farmland for development. Unknown to them, a gas line on the
property is leaking. When the men start their car nearby, they accidentally ignite a
fiery explosion, and both suffer deep, widespread burns. Mr. C.’s face, for example,
is instantly burned beyond recognition, and his hands reduced to stumps. He sur-
vives the ambulance ride to the hospital, but his father does not.

Mr. C. clings precariously to life as he arrives at the hospital. The staff begin
aggressive life support and transfer him to the intensive care unit (ICU). To everyone’s
amazement Mr. C. survives, but he undergoes many operations over the next months
including skin graftings, removal of one eye, and partial amputations of both hand
stumps. He also endures daily, painful antibiotic immersion baths to prevent
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infections. The doctors believe Mr. C.’s life depends critically on continuing these
treatments.

However, Mr. C. eventually becomes so despondent that he demands a stop to
all treatments and a discharge home to die. Desperately wanting him to live, his
mother pleads with Mr. C.’s doctors not to grant his wish. She is a deeply religious
woman and hopes Mr. C. will yet embrace the Christianity he abandoned years
before. Meanwhile Mr. C.’s doctors interpret his refusal of further life-saving
treatments as a sign he is irrationally depressed. They conclude he can no longer
make good decisions for himself and should be declared “legally incompetent.”
They want a guardian appointed to make decisions for him.

The doctors, therefore, consult Dr. W., a psychiatrist, for help with the
guardianship. Dr. W. interviews Mr. C. as part of his clinical assessment, hears Mr.
C.’s arguments for refusing further treatment, and finds them surprisingly rational
and coherent. Mr. C. says emphatically in summary, “I do not want to live as a nearly
blind and severely crippled man.” Dr. W. concludes he himself would feel the same
way in Mr. C.’s position. Dr. W. decides to assist Mr. C. in the only ways possible—
by helping him make a terminal care plan and by engaging a lawyer to press it before
the hospital’s administrators and doctors. Mr. C., Dr. W., and the lawyer eventually
propose the following plan: If a court upholds Mr. C.’s right to refuse treatment, he
may stop all life support, remain in the hospital, and receive comfort care there until
he dies.

The case never reaches court. To avoid formal adjudication, the hospital’s
administrators and doctors agree to the proposal. Nonetheless, having won recog-
nition for his right to refuse life-sustaining treatment, Mr. C. unexpectedly changes
his mind. He decides not to exercise his newly acknowledged right and chooses
instead to continue all treatments as before. He finally returns home after months of
hospitalization and makes a new life for himself. He earns a law degree, gets
married, and launches a lecturing career based on his hospital experiences.

Mr. C. admits years later that his intervening life has been worthwhile and that he
is glad to have received those life-saving treatments in the hospital. He still insists,
however, he would make the same demand now as then to stop all of them if he
landed in the same situation again. He asks rhetorically, “What gives a doctor the
right to keep alive a patient who wants to die?” Dr. W. also observes correctly that
had Mr. C. been so severely burned only a few years earlier, he “would have simply
died.” The powerful new medical technologies that became available in the interim
and then saved his life have created a new controversy about control over them.
Though starting with Mr. C.’s case, that controversy about control over
life-sustaining technologies rages through many subsequent medical and legal cases.
It eventually resolves in patients’ favor [14].
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Breaking Medical Bad News

Health professionals often equate “medical bad news” with some new or recurrent
fatal disease. Mr. C.’s burns certainly qualify as bad news in that way: they could
kill him. But I agree with one expert who expands the definition of medical bad
news to include “any (medical) information that seriously and adversely affects
one’s view of the future” [15]. Under this expanded definition Mr. C. frequently
faces more medical bad news even after he survives the immediate risk of death.
His grim future prospects include prolonged hospitalization, daily painful burn
treatments, severe disabilities caused by near blindness and widespread body
scarring, and radically altered self-image and life plans. Such suffering and dis-
abilities surely qualify as medical bad news and deserve as careful and sensitive a
handling as does any fatal disease.

Disclosing the bad news of fatal or disabling diseases is an important obligation of
medicine, and the public expects doctors to fulfill it [16]. In fact, as they have
disclosed to patients ever more in recent years, doctors have discovered that medical
bad news, though sad, rarely harms patients permanently. Rather, the open com-
munication involved often provides unexpected benefits: It can correct misunder-
standings, promote trust, encourage realistic treatment plans, and help calibrate
expectations for the future. Many HPs now suspect that patients already know their
medical bad news before their doctors divulge it. Thus, the therapeutic privilege—
the old practice of withholding information from a patient solely on the suspicion it
would harm him or her—no longer holds much credence. Today’s HPs firmly
believe patients deserve to hear bad news unless they specifically request not to.

Patients themselves almost never initiate discussions about medical bad news.
They expect their doctors to do so [17]. So how might a doctor deliver medical bad
news clearly and sensitively? Table 4.1 lists six steps in the process according to
the mnemonic SPINES. The table also lists specific tasks within each step [15].
First, the doctor sets an overall approach. The senior attending doctor primarily
responsible for the patient’s care should ordinarily take the lead in planning, con-
ducting, and following up the bad news discussion. Before starting it, this
doctor-moderator should review the patient’s past medical course and current
condition and discuss them both as necessary with the patient’s other attending
doctors to determine points of agreement and disagreement [18]. This doctor-
moderator should also mentally rehearse delivering the bad news, imagine how the
patient might react emotionally, and prepare responses for any distraught reactions.

Second, the doctor plans the logistics. The doctor should ask the patient
beforehand who should attend important discussions about the patient’s diagnosis
and treatment. The doctor should also locate a quiet, private, and accessible meeting
place and agree on a time that allows for lengthy, uninterrupted discussion.
Naturally, the doctor should dress professionally for the meeting [19] and bring a
supply of tissues to offer tearful participants.

Third, the doctor starts the bad news discussion by introducing himself or herself
and briefly explaining (as necessary) his or her role in the patient’s care. The doctor
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Table 4.1 Steps in breaking medical bad news: the SPINES modela

Step Specific tasks

1. Set an overall approach. a. Determine who should deliver the bad news. (It
should usually be the senior principal doctor
attending the patient.)

b. Review beforehand the patient’s past medical
course and present condition.

c. Determine points of agreement and
disagreement among the attending doctors. Avoid
surprise disagreements in front of the patient or
family!

d. Rehearse mentally how to deliver the news.

e. Imagine how the patient and others may react
emotionally. Rehearse how to respond.

2. Plan for the discussion. a. Ask the patient ahead of time which family
members and friends should be present.

b. Identify a quiet meeting room.

c. Set a time that allows for lengthy, uninterrupted
discussion. If time constraints exist, ensure the
room has a clock placed where you can watch it
unobtrusively.

d. Dress professionally.

e. Bring handkerchiefs or tissues for teary
participants.

3. Introduce yourself (if necessary) and inquire
about the patient’s understanding of the illness.

a. Introduce yourself and explain your role in the
patient’s care.

b. If you have time constraints, mention them at the
outset.

c. Use body language to create an atmosphere of
trust (e.g., sit near the patient, make eye contact, or
hold the patient’s hand as appropriate).

c. Ask what the patient already understands about
the situation. Correct misunderstandings
respectfully.

d. Ask what the patient foresees for his or her
condition, its treatment, and its possible outcomes.

e. Ask what specific wishes the patient has for
other aspects of his or her future.

4. Deliver the bad news. a. Tailor the approach to “where the patient is.”
Try to use the patient’s own words, concepts, and
wishes to let the patient know you have really
heard him or her.

b. Warn the patient that bad news is coming.

c. Avoid jargon, euphemisms, acronyms, or overly
technical concepts.

d. Give the news in small doses, checking
periodically for participants’ understanding.

e. Respond to questions about remaining life span
with time ranges, not particular times. Couch those
ranges as best-guess estimates.

(continued)
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should also elicit the names and relationships to the patient of those in attendance. If
time constraints exist, the doctor should mention those constraints at the outset [19].
(I recommend the time-constrained doctor face a clock on the wall or on a nearby
table to be able to monitor the time unobtrusively.) If time runs out, the doctor
should negotiate with participants another time to address any remaining concerns.
The doctor should, of course, use good body language throughout the discussion to
convey a caring attitude. The doctor might sit down next to the patient and make
direct eye contact with him or her. The nonverbal part of the discussion is just as
important as the verbal part.

Then the doctor inquires about what the patient already knows about the illness.
Specifically, the doctor might ask, “What do you know about your condition?” or
“What is it like for you to be ill?” A recent study catalogues the responses of 209
cancer, congestive heart failure (CHF), or chronic obstructive pulmonary disease
(COPD) patients to a similar question, What do you understand about your illness?
[20] Patients usually address some of five topics—naming the disease or describing
its pathology, recounting an illness history, describing symptoms or functional
limitations due to the illness, ascribing a cause to the disease, and predicting a

Table 4.1 (continued)

Step Specific tasks

5. Empathize. a. Observe the patient and others for emotions.

b. Note emotions as they arise and mentally
categorize them for later recall.

c. Encourage participants to express their
emotions.

d. Acknowledge the emotions explicitly. Say
something like “I know this is not the news you
wanted to hear. I wish it were different.”

e. Validate the emotions with empathic statements
such as “I imagine, if I were in your shoes, this
news would make me discouraged, afraid, or
angry. Are you feeling any of those emotions?”

f. Consider expressing your own feelings of
sadness.

6. Summarize the discussion and set a follow-up
action plan.

a. Summarize the patient’s circumstances briefly.

b. Avoid saying, “There is nothing more I can do.”

c. Propose therapeutic goals for future care.

d. Pledge ongoing involvement (including visits to
the patient).

e. Give realistic hope (even if it must be directed at
comfort, not cure).

f. Give contact telephone numbers and invite the
patient and family to call if necessary.

g. Promise to review matters soon (always within a
day or so).

aModified from the SPIKES model. Baile et al [15], with permission
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prognosis. The content of patients’ responses, however, varies by disease
(Table 4.2). Many patients with cancer name their diagnoses and give illness his-
tories, often relating detailed treatment chronologies. Few, however, describe their
symptoms or functional limitations, and almost none explicitly attribute their
cancers to specific causes such as smoking (even when these patients have
smoking-related cancers). Some cancer patients mention their prognosis in general
terms such as “I don’t have a long future.” Unlike the patients with cancer, only a
few patients with CHF or COPD name their diagnoses or give illness histories.
Many of these patients describe instead their symptoms or functional limitations,
and some COPD patients attribute their diseases specifically to smoking. Almost no
CHF or COPD patients mention prognosis in any way. The content of responses
also varies by patients’ education: Patients with more overall education tend to
mention diagnosis, pathology, and prognosis more often than do patients with less
education. To form as complete a picture as possible of the patient’s understanding,
the doctor may need to prompt the patient about those topics the patient does not
spontaneously mention.

The doctor, of course, must always listen attentively [21]. The doctor must be
fully “present,” blocking out all mental distractions. Furthermore, the doctor should
periodically try to summarize what the patient has said. Coulehan suggests using
patient-centered comments such as “Let’s see if I have this right …,” “It sounds as
though you are telling me …,” or “This is what I think I heard from you. Did I miss
anything you especially wanted me to understand?” [22]. The doctor should use the
patient’s own words and concepts whenever possible. Accurate summaries show
the doctor’s close attention to what the patient has said and increase the patient’s
trust in the doctor. Summaries also help check for important knowledge gaps that
still need to be addressed.

Fourth, the doctor delivers the news, preparing the patient by first warning that
bad news is coming. The doctor should use ordinary, nontechnical language
throughout. Specifically, he or she should avoid jargon, euphemisms [18], acro-
nyms, and excessively technical concepts [21]. If technical concepts are necessary,

Table 4.2 Prevalences of responses to the question, What is your understanding of your illness?

Themes Cancer
patientsa

(%)

Congestive heart
failure patientsb

(%)

Chronic obstructive
pulmonary disease
patientsb (%)

Naming a diagnosis 77 39 41

Giving an illness history 55 43 33

Describing symptoms or
functional limitations due to
the illness

4 30 26

Ascribing a cause to the
disease

1 7 23

Predicting a prognosis 27 5 7
a N = 69; b N = 70; Condensed from Morris et al. [19], with permission
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the doctor should define them. But the doctor should realize that medically
untrained people may not grasp those concepts with the first explanation. The
doctor may need to give several explanations, using slightly different words each
time. The doctor should also check periodically for understanding by simply asking
“What questions do you have?” or “May I go over any points again?” But people
may hesitate to ask questions at first. They may have misguided fears about
bothering the “busy” doctor or looking ignorant, or may be overwhelmed at the bad
news and simply forget questions they ordinarily would ask. The doctor, therefore,
must invite questions several times during the discussion as the bad news “sinks in”
[16]. The doctor should also anticipate questions that might occur to the patient or
family later and address those questions up-front.

Fifth, the doctor empathizes with the patient, the family, and the other HPs
caring for the patient. Many doctors find this empathizing to be the hardest part of
breaking bad news: confronting heart-wrenching reactions is exhausting. Still,
empathizing forms the compassionate bedrock of the best bad news discussions.
Because bad news delivers a serious, life-changing blow, those affected often need
immediate emotional support to be able to cope. The doctor leading the discussion
should begin to provide it. Participants’ spontaneous reactions to the news can
guide how to do so. Two experts recommend categorizing reactions into one of the
three categories as an aid to later recall: physiologic (including the
adrenaline-fueled fight-or-flight response), cognitive (including denial, blame,
excessive intellectualization, and disbelief), and emotional (including anger, fear,
anxiety, sadness, despondency, guilt, and helplessness) [23]. At an appropriate time
before the discussion ends, the lead doctor should acknowledge any potentially
distressing reactions and offer to address them. The doctor must judge on the spot
whether to address those reactions right then with the whole group or later with
specific participants in private.

Several emotionally difficult reactions of discussion participants may present
challenges for the lead doctor. He or she should prepare beforehand to manage
them. Most participants, of course, feel sadness at learning medical bad news. But,
if anyone shows abject despondency, the doctor might say something like “I know
this news makes you very, very sad. It makes me sad, too. I wish I could change
matters, but I can’t. I will, however, stand by you through them.” In addition,
participants may feel frank anger and turn it back on the doctor, thereby “shooting
the messenger” who has delivered the bad news. They may accuse the doctor of
misdiagnosing the patient, misleading them about the patient’s progress, or mis-
handling the patient’s treatment. The doctor must never reflect that anger back onto
the accusers or others. Reflecting it only fuels it more. Instead, the doctor should
analyze it, acknowledge it openly, and respond to it calmly and constructively.
Participants may also suddenly experience fears for the future. One expert urges
responding to such fears explicitly with supportive but realistic reassurances [16].
I believe the lead doctor can always provide realistic reassurances—even in the
grimmest of situations—if only to promise his or her continued involvement. The
doctor can promise, for example, “to see this situation through with you—wherever
it takes us.” Furthermore, the lead doctor (and other clinical HPs in attendance)
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should liberally enlist the help of clergy, psychiatrists, or social workers to help
follow up the most severe emotional reactions.

Some experts warn health professionals generally against “I’m sorry” responses.
These experts believe people misinterpret such responses as pitying, as admitting a
clinical error (even if there is none), or as prematurely cutting off discussion of a
problem [23]. Other responses prove better. Table 4.3 presents some for when
patients or others react in emotionally stressful ways [24]. Health professionals
should, of course, not repeat these responses rotely but modify them to suit cir-
cumstances and personal communication styles. Above all, health professionals
should remember that patients and survivors appreciate spontaneous, genuine
expressions of compassion more than stock statements.

Especially while inquiring about what the patient knows, delivering the bad
news, and empathizing (Steps 3, 4, and 5), the doctor must keep his or her own
insecurities, biases, and fears from interfering with giving the patient and the family
emotional support. Two common threats to that support are time urgency and action
orientation. Medical training inculcates both of those values, and they serve doctors
well in many other patient care situations. But, while breaking medical bad news,

Table 4.3 How health professionals might respond to emotionally stressful reactions from
patients or family membersa

Reactions Possible responsesb

Feeling despondent at receiving very
bad news

“I wish the news were better. It’s disappointing for
us all.”

Expressing unrealistic hope “Sadly, medicine has limits on what it can achieve.
Your particular hope is probably not realistic. So
let’s focus on other goals we can realistically
achieve to make matters better.”

Expressing feelings of loss, grief, or
hopelessness

“I wish things had turned out differently. I imagine
this has been a terrible blow for you.”

Expressing severe disappointment in
the physician or in medicine

“I know you are disappointed in the way things have
turned out. I am, too. One of the hardest things for
me is reaching the limits of what medicine can do.
But despite those very real limits we can still do
things to help.”

Expressing demands for excessively
aggressive treatment aimed at cure

“I can imagine how disappointed you are in the way
things are turning out. Because aggressive treatment
at this point does not offer [‘you’ or the patient’s
name] any curative benefit, we should channel our
efforts into offering what we can—conscientious
comfort care.”

Reacting to severe medical
complications

“This setback is hard for you. It’s hard for us all.
But we now need to do the best we can with the
hand we’ve been dealt.”

aAdapted from Quill et al. [24], with permission
bI have modified the wording of some of the authors’ original comments to conform to my own
communication style.
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doctors must resist them due to the resulting temptation to control the discussion or
to stop it prematurely. I agree with one expert who emphasizes letting the bad news
discussion follow its natural course. “Do not fear tears or silences,” this expert
suggests. “Allow (the) tears … And don’t … leap to fill awkward silences. Give
both the time they need. They eventually end” [25]. Of course, just being present,
waiting patiently, and remaining attentive through those raw moments convey
caring [21]. And, if compassion prompts such gestures, holding the patient’s hand
or laying one’s hand gently on the patient’s shoulder can have a powerfully
soothing effect without using words.

Sixth, the doctor summarizes the discussion, sets an action plan for future care,
and documents both in the patient’s medical record. The doctor should never say,
“There is nothing more I can do.” Even when cure is impossible, the patient always
hopes for comfort, and the doctor can take steps to accomplish it. The doctor can
also plan for therapies to maintain the patient’s optimal function. Furthermore, the
doctor can implement activities to bolster patient and family spirits. He or she can
make follow-up calls or visits. The doctor can also provide contact telephone
numbers and invite the patient and family to call whenever necessary [21]. If the
patient is a “take-charge” person, the doctor can even assign the patient specific
tasks such as informing family members and close friends not present at the bad
news discussion; scheduling and attending specialist consultations; screening
prospective palliative or hospice care agencies; and making a will or funeral
preparations. Such an action plan dispels the patient’s sense of helplessness.

Some patients and families may retain little information from the first “bad
news” discussion. The doctor should, therefore, schedule follow-up discussions for
later [16, 21]. Those discussions can review the patient’s interim illness history,
answer questions that have cropped up, address new problems, and recast hope as
circumstances change. One reassuring lesson I have learned: The doctor need not
worry about conducting the “perfect” bad news discussion. Patients and family
readily forgive missteps if the doctor’s aftercare is compassionate and dependable.

Of course, creating an end-of-life care plan requires different treatment decisions
than those in ordinary curative care, and patients’ treatment assessments play a
central role in them. The next sections describe the values patients often use to
balance the benefits and burdens of treatments near the end of life.

Patients’ Treatment Assessments

Important Values to Consider

Expected outcomes drive treatment decisions. Patients seek a doctor’s treatment,
hoping to improve their illness outcomes. Historically, doctors responded out of the
Hippocratic oath’s paternalistic directive to treat “for the benefit of the sick” [26].
Doctors chose from among the possible treatments and outcomes those the doctors
felt would benefit patients most. The new patient autonomy, however, has upended
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that old paternalism. Now, patients assess treatments and outcomes for themselves
[27, 28]. The resulting individualized treatment plans require doctors and other HPs
to keep a strong focus on individual patients’ values.

I believe everyone has a unique collection of values related to health and health
care, but the individual values are not all unique. People share some of them,
especially ones related to end-of-life care. Recent research has identified a few of
those shared end-of-life values. Knowing them can help health professionals
anticipate how dying patients might assess treatment options and outcomes.

Table 4.4 presents the end-of-life care values that have earned consistent
endorsement by doctors or patients in recent studies. I have classified each value in
the table under one of the six care domains this book emphasizes. Five of those
domains—the physical, the psychological, the social, the spiritual, and the mis-
cellaneous others—address care of the patient; the other addresses care of the
family. As I describe the values in each domain, I illustrate them with patient or HP
quotes from the medical literature.

The reader should note that normal curative acute care focuses on the physical
and psychological domains of the patient. Between the two domains the physical
predominates. It prompts more patient visits, commands more attention, and has a
greater impact on treatment than does the psychological. Curative acute care typ-
ically concerns itself with saving lives, relieving physical symptoms, and improving
bodily function. Mr. C.’s treatment on arrival at the hospital follows this pattern. To
save his life, the staff institutes immediate, aggressive burn care including intensive
care unit admission, contact isolation, broad-spectrum intravenous and topical
antibiotics, and extensive wound debridement. But shortly afterward the staff must
contend with Mr. C.’s psychologically driven protests against the painful antibiotic
baths.

Yet, whenever cure will not occur and the patient is dying, the focus of care
shifts. End-of-life care takes some focus off the patient’s physical and psychological
domains and trains it on his or her social and spiritual domains and on the
care-of-the-family domain. Mr. C.’s demand to stop all life-saving treatments sig-
nals the possibility he will need end-of-life care soon. Such care would affect his
social domain (relations with his mother), perhaps his spiritual domain (his lapsed
Christianity), and the care-of-the-family domain (the physical and emotional toll on
his mother if he were to be discharged home to die). Common end-of-life values
come to the fore.

Mr. C.’s caregivers might consult the list of values in Table 4.4 under those
circumstances. But I would caution the caregivers about four points. First, the list is
only preliminary. Some important end-of-life care values may still not be identified.
And others, though identified, may still lack the necessary widespread, documented
endorsement for inclusion in the table. Second, the reader should understand that a
dash in the table does not mean the particular consensus statement or study con-
siders the value unimportant. Instead, the dash means only that the statement or
study does not address the value. The cross-cultural studies by my colleagues and
me, for example, do not explicitly address many of the values in the table, but we
still consider them all important in end-of-life care. Third, I used a somewhat
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arbitrary cutoff to label a value “endorsed.” The table summarizes four studies with
data from doctors and four with data from patients. I considered a value “endorsed”
by a group whenever two or more studies for that group designated the value as
important in end-of-life care. And, fourth, although each of these values is endorsed
by at least one study of doctors and one of patients, a few values (such as “pro-
moting the patient’s emotional well-being” and “preparing the family for the
patient’s death”) are endorsed by more doctor studies than patient studies. Despite
my usual patient-centered approach, I include those values in the table because I
believe doctors must have seen firsthand the importance of the values in the care of
dying patients. I also believe patients would not object to including those values in
a terminal care plan and might even endorse them if asked.

The Physical Domain

All four doctor studies and three of the four patient studies cite relief of physical
symptoms as important in end-of-life care. Two of the doctor studies also cite
promoting physical abilities, especially self-care, as important. Both of those values
have played central roles in revolutionizing end-of-life care and now receive as
much emphasis in end-of-life care as in acute curative care. In fact, the Preamble to
the National Hospice and Palliative Care Organization’s Standards of Practice
alludes to them both. “When cure is no longer possible,” the Preamble states,
“hospice recognizes that a peaceful and comfortable death is an essential goal of
health care … and that intensive palliative care focuses on … enhanced quality of
life for the terminally ill.” That quality of life certainly depends on optimizing
bodily function as much as on relieving physical symptoms.

The Psychological Domain

All four doctor studies and two of the four patient studies cite relief of psycho-
logical symptoms as important. Yet three of the four doctor studies also cite pro-
motion of psychological health as important. Thus, in both the physical and
psychological domains, doctors and other HPs may actually orient more toward
health promotion at the end of life than do patients. (Patients may just not think
about health promotion at such times.) Accordingly, one HP who is not a doctor
described his or her efforts to keep dying patients from despondency. “I want to do
everything I can to encourage (their) living long and healthy (sic),” this HP said. “(I
try not) to have an air of pessimism (but to) give optimism” [29]. Furthermore, two
doctor studies and three patient studies cite as important the trustworthiness of
health professionals’ clinical and interpersonal skills. Dying patients and their
families need to believe such care will be technically skilled, dependable, and
compassionate. They also need to believe the dying patient will be treated
respectfully and never abandoned to face death alone. Furthermore, three doctor
studies and two patient studies cite as important in end-of-life care facilitating
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patients’ thinking and communication. Addressing HPs’ good interpersonal skills
and communication with patients, one family member recalled the care for her
dying father. “The (medical) residents always approached my father as if he was a
person,” she said. “There weren’t any divisions between them …. They would sit
on his bed, hold his hand, talk about their families, his family, …” [30].

Doctors and patients, however, may differ over the value of patient control in
dying. Only one doctor study but three patient studies cite such control as impor-
tant. One of the three patient studies asked the question, “Are the doctors more
likely to do what you want if you sign an advance directive?” Many patients in that
study believed their doctors would follow those wishes. One patient said, “Of
course, your doctor is going to do what you want… because that’s (his) duty … He
does what his patient wants” [31]. And another said, Doctors “honor a man’s
agreement and his will” [31]. Similarly, a patient in a different study said, “That’s
my life …. It’s very, very important to me … that I make choices for myself” [32].

The Social Domain

This domain acknowledges contacts with family or friends as helping to sustain
patients emotionally through the difficult dying process.Accordingly, three of the four
studies for doctors and patients alike recognize nurturing significant relationships as
important in end-of-life care. A patient dyingwith the human immunodeficiency virus
(HIV) said in one study, “I (had) never told anyone in my family that I was
HIV-positive. (But) to complete my living will, I had to tell (my brother)… (It) was
quite a challenge for me. And I did tell him, and everything has just worked out fine.
He’s 100 % supportive,…we were close before… but now we’re really close” [32].
And a hospice volunteer remembered a similar relationship-nurturing experience.
“(This hospice patient) liked … (car) rides,” the volunteer said. “He couldn’t walk
around very well, but he invited another patient to come out. She was very debilitated,
too. So the three of us would drive around the community. As debilitated as some
patients get, they’re still capable of helping someone else…” [30].

The Spiritual Domain

All four doctor studies and three of the four patient studies explicitly cite promoting
spiritual health as important in end-of-life care. Spirituality for most people, of
course, involves religion and God. A social worker said in one study, “When
terminally ill patients discuss death … religion and spirituality almost always come
up. Patients … want to share what their experience (with God) has been on earth …
(But) sometimes you see fear of the unknown. (Their) comfort in discussing it
depends on how strong their faith (is) …” [29]. Also in a religious vein a patient in
another study explained, “We’re here on borrowed time. When God tells you (that)
you gotta leave … that’s when you die. He is going to take your soul” [33]. And
still another patient said, God “prepares a place for you. He takes good people to
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live with the angels” [34]. A few people, though, described their spirituality without
mentioning God or religion. A family member remembered a recently dead relative
whose spirituality focused on nature alone. “(When) he got home,” this family
member said, “(the attendants) got him out of the ambulance. I remember his
saying, ‘Can I wait (here) just a minute to remember the sunshine?’” [30]. And
another patient described heaven as being without God. It is, he said, “a classroom
where we can learn something (new)—a different dimension, a new type of being”
[34].

Miscellaneous Other Values Relating to the Patient

This domain contains two values. One is patients’ fulfilling particular financial,
legal, and ethical duties at the end of life. These duties might include filling out an
advance directive, drawing up a testamentary will to distribute property posthu-
mously, arranging other kinds of legacies, and planning for a funeral. Two of the
four studies for doctors and patients alike cite the importance of this value. “I’ve
already made a will because I’m a single parent,” said one study patient. “I didn’t
want my children to go through making decisions that would be difficult… (I want)
to take the burden off them” [29]. And another study patient said, “I had the
opportunity to sit down with my parents and talk about their advance directives, talk
about their funeral arrangements, and spend the whole afternoon thinking about
death and what would happen in this situation and that situation” [29]. The other
value in this domain is avoiding inappropriate prolongation of dying. Just as no one
wishes to die prematurely, no one wishes to languish long before death. Many
people express such wishes as dying at the right time. (Chapter 11 addresses that
topic in detail.) As one study patient said, “I wouldn’t want life supports if I’m
going to die anyway. There’s no dignity in it. It’s just a guinea pig thing” [32]. And
yet another said, “I don’t want to be kept alive artificially forever just to die later on
and (to) suffer (in the meantime) …” [32].

The Family Care Domain

This domain acknowledges the family as an important focus for end-of-life care.
The domain comprises at least three values. One is preventing physical and
financial burdens on others. Three out of the four studies each for doctors and
patients explicitly endorse this value. As a patient said in one study, “I’d (want to)
die here (in the hospital), not at home. I wouldn’t put the (care) burden on my
family” [32]. And another patient explained, “I hope to stop myself from becoming
a burden to (my children). Looking after somebody either takes a lot of money, …
or you have to do it yourself. I do not wish for my children to be in the position of
having to do that (for me). I would rather die faster than later” [32].

A second value here is preparing the family for the death. Two of the four doctor
studies endorse this value. One study quotes a nurse who described past experiences
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with families who took patients home to die. “When the last breath came,” this nurse
said, “the families panicked. They brought the patient into the emergency room and
went though (CPR). Preparing the family, assessing what they actually know, and
figuring out what you have to teach them is essential” [30]. Also, one woman recalled
HPs’ willingness to answer her questions during her husband’s terminal illness.
“Whatever you ask,” this woman said, “they tell you whether you want to hear it or
not. That’s good. I asked, ‘Why is his urine brown?’ (The hospice volunteer) told me,
‘His kidneys are shutting down.’ After(wards) my husband would ask (me what that
person had said) … and I would tell him…. We’d talk about it” [29]. The treatment
plan for another man, the same study reports, apparently called for stopping nutrition
and hydration. His “children would say, ‘Daddy is starving to death.’ (His wife, the
stepmother,) had never experienced a death before. But because the hospice (per-
sonnel had) prepared her, shewas able to say to the (children), ‘No, he’s not (starving).
His body’s shutting down, and we have to realize that’” [29].

And a third value in this domain involves comforting and supporting the family
in their grief. Two of the four doctor studies endorse this value. Having discussed
beforehand the family’s beliefs about what happens after death can suggest what
health professionals might say and do at a patient’s death to act on this value. One
woman insisted that when a friend died, she stayed in her body “15 or 20 min, long
enough to be warm (for her husband) to hold (her) for a while and to say good-bye”
[34]. A HP witnessing such a death might encourage this man and other survivors
to hold the newly dead woman if they wish and to tell her their good-byes at the
same time. Other families may believe death releases patients from their suffering
so they can finally rest. Recalling his dead sister’s long, difficult fight against
leukemia, one man remembered the family’s heart-wrenching decision to stop her
ventilator. “It was sad,” he explained. “But she (was then) no longer suffering. Her
soul went … to heaven, and she’s resting (now).” Of course, many grievers hope to
reunite someday with dead relatives and friends in heaven [33, 34]. Even when not
sure about grieving survivors’ beliefs, health professionals might offer comfort by
expressing those widespread hopes. HPs might say something like “Many of us see
death as a release from suffering. We hope that to be so with your (dead) loved one.
We can also hope that you will see (him or her) again someday in the hereafter.”

The Case

Table 4.4 serves as a checklist for evaluating Mr. C.’s care as the end-of-life care he
wants [35–39]. The intensive burn treatments certainly keep him alive, but they
often miss the mark as compassionate end-of-life care. The frequent skin-grafting
surgeries, meticulous wound debridements, and antibiotic baths cause him great
physical pain. He lives in an infection-control isolation room, cut off from most
people. His social interactions, therefore, are brief and infrequent. And he can do
little for himself including feeding, bathing, and toileting himself. Miserable, he
soon begs to stop all treatments and to be allowed to die. Perhaps he is really
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pleading for the multifaceted physical, psychological, social, spiritual, and familial
care that comes with state-of-the-art end-of-life care.

When Mr. C. expresses his wish to stop treatments, his doctors understandably
suspect a depression. They automatically and not necessarily correctly assumeMr. C.
is irrational for wanting to die. And they do not ask his reasoning behind the wish and,
thus, do not perceive the importance to him of regaining some control over his life.

They do, however, consult Dr. W., the psychiatrist. He provides the care Mr. C.
needs most—someone to listen. Dr. W. uses what he hears to broaden treatment’s
focus beyond the narrow physical domain. Specifically, Dr. W. listens to Mr. C.’s
complaints and concludes they are reasonable. Dr. W. then helps Mr. C. reformulate
those complaints into a plan for his terminal care.

Although I have little direct information about the planning process, I imagine
here how Dr. W. would approach Mr. C.’s case. Dr. W. would quickly realize that
promoting Mr. C.’s treatment refusal requires simultaneous attention to all five
domains of end-of-life care. Dr. W. would also see that Mr. C.’s despondency
blinds him to his mother’s own despondency. Dr. W., therefore, would remind Mr.
C. that his mother (like any other mother) badly wants her child to live. Fulfilling
Mr. C.’s wish to stop all treatments and to return home to die will exact too terrible
a toll on her. His wish will grieve her, she will exhaust herself providing the
physical end-of-life care he needs, and she may be left with huge medical bills
afterward. Furthermore, his mother may resent his decision to stop treatment and to
die because she still hopes he will embrace his Christian faith again. Dr. W. would
explain that, if Mr. C. stops life-sustaining treatments, he will bear some respon-
sibility for supporting his mother through the dying process.

Dr. W. would also advise Mr. C. to make legal, financial, and ethical prepara-
tions for dying. Mr. C. can state his treatment refusals in an instructional advance
directive and appoint a trusted proxy to carry them out if he ever becomes unable to
make refusal decisions for himself. (Dr. W. may not serve as Mr. C.’s proxy due to
legal prohibitions, and Mr. C.’s mother should not due to her conflict of interests
over Mr. C.’s wishes.) Mr. C. can also draft a testamentary will, plan his funeral,
and arrange for body disposition after death. Mr. C. should complete these
preparations before he stops the life-sustaining treatments.

Whatever his actual approach, Dr. W. then empowers Mr. C. by engaging a
lawyer to press his case. Mr. C. can finally help himself. He, Dr. W., and the lawyer
draft a terminal care plan, which Mr. C. believes prevents the inappropriate pro-
longation of his death. The plan calls for Mr. C. to stop all life support and then to
continue comfort care in the hospital until he dies. Mr. C.’s mother will not have to
bear the burden of providing Mr. C.’s terminal care at home. Dr. W.’s uncon-
ventional care strategy transforms Mr. C.’s helplessness into a valid hope for taking
back some control over his life. Dr. W. thereby earns Mr. C.’s trust. Mr. C.
eventually gains solid recognition for his right to refuse life-sustaining care.
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Methods for Balancing Competing Values

Patients’ treatment choices depend on medical circumstances, underlying personal
values (as in Table 4.4 for terminal patients), and the balance of treatments’ benefits
and burdens. I discuss here two methods for assessing that balance. One method
compares benefits and burdens among individual treatments and the other, among
overall health-state outcomes [40–43]. The two methods differ in the focus of their
benefits-to-burdens assessments; their underlying conceptual framework; the main
benefits considered; and the form, qualitative or quantitative, of the assessments
(Table 4.5).

Assessing Individual Treatments

This method suits best choosing one treatment among several options when the
final treatment choice will dominate much of subsequent care. Examples include
choosing among surgery, irradiation, and chemotherapy to treat certain cancers, or
between medical clot dissolution and surgical clot removal to treat new strokes. The
typical informed consent process uses this method. The benefits-to-burdens
assessments focus on each treatment option individually. The underlying concep-
tual framework is usually biomedical, and the main benefits considered are physical
—survival, symptoms, and bodily function. The form of assessment is rough,
intuitive, and qualitative: comparing each treatment option against all others for the
desirability and likelihood of benefits and burdens. The right treatment choice offers
the greatest likely balance, or “proportion,” of benefits over burdens for the patient.
This comparative balancing is called “proportionality.”

How do patients make such benefits-to-burdens assessments for individual
treatments? Cardiopulmonary resuscitation (CPR) provides a good illustration. It is
probably the most frequently assessed individual treatment due to its brief,
self-contained, intense, and potentially life-saving nature. CPR burst dramatically

Table 4.5 Contrasting methods for assessing treatment outcomes

Characteristic Proportionality Trade-offs

Focus of
benefits-to-burdens
assessments

Individual treatments Whole outcome states after one or
more treatments

Underlying
conceptual
framework

Biomedical Biopsychosocial

Main benefits
considered

Narrow: typically only
survival, physical symptoms,
and bodily function

Expansive: psychosocial values as
well as survival, physical symptoms,
and bodily function

Form of assessment Qualitative Quantitative
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into clinical medicine in the early 1960s when it revived patients who suffered
sudden death during surgery. Because those patients would have certainly died
before, mainstream medicine quickly adopted CPR and made it the standard of care
for all cardiorespiratory arrests.

Yet the generalized use of CPR has not fulfilled initial hopes. The realized
benefits have actually been quite disappointing: Only 1–22 % of people who have
CPR in or out of the hospital survive to hospital discharge. And many patients
discharged alive suffer severe, permanent neurologic damage. Unwitnessed car-
diorespiratory arrests, patient age over 70, and underlying diagnoses of cancer or
widespread infection (“sepsis”) consistently predict unlikely survival and poor
function after CPR [44]. Only 10.5 % of elderly resuscitated cancer patients, for
example, survive to hospital discharge, and even less, only 2.3 %, survive to
hospital discharge when they start out confined to bed for more than half the time
[45]. Furthermore, patients who do survive to hospital discharge live a median of
only an additional 5 months and endure poor physical function in the meantime.

At the same time CPR involves great burdens. They often include intensive care
unit admission; mechanical ventilation; and invasive, uncomfortable procedures
such as central vein catheter or tracheal breathing tube placements. Complications
may include rib fractures (from the chest compressions) and damage to the brain
and other major organs (from prolonged oxygen deprivation).

Unfortunately, patients may choose to have CPR without realizing its low sur-
vival rates, poor functional results, and potential complications. Television and
movie depictions may be responsible, giving people an overly favorable impression
of CPR outcomes [16]. Yet, when informed realistically about those outcomes,
many patients who would ordinarily choose CPR refuse it [46].

The Case

At admission the doctors make Mr. C. eligible for CPR as part of their all-out effort
to save his life. Mr. C. himself may actually agree at first. Only with full-CPR status
will the intensive care burn unit admit him, and will he be allowed to undergo his
many later surgeries. Yet Mr. C. soon changes his mind as he decides to stop all
life-sustaining treatments. I imagine Dr. W. and the other doctors thoroughly
explain to Mr. C. the potential benefits and burdens of CPR as he is making his
decision. Eventually his CPR refusal becomes an important part of the end-of-life
proposal Mr. C., Dr. W., and the lawyer present to the hospital and its doctors.

76 4 Risks, Benefits, and Patients’ Treatment Decisions …



Health-State Outcomes

The other assessment method focuses on the benefits and burdens of overall
health-state outcomes rather than of individual treatments. A health-state outcome
may result from primarily one treatment or many treatments used simultaneously or
in sequence.

Several techniques fall under this method [47]. The rating-scale technique is
probably the simplest, most intuitive, and clinically most useful. The rating scale is
a line with the worst and best possible health-state outcomes, usually death and
return of full health, at the ends as anchors. Demarcations at equal intervals run
along the line, say, from 0 to 10. Death is usually 0; return of full health, 10. The
demarcations allow an arithmetic comparison of the overall values of different
health-state outcomes. The patient marks on the line the value of an anticipated
health-state outcome compared to the two anchor states [47]. The distance of the
mark from the lower anchor point serves as the measure of that outcome’s value to
the patient. Of course, if the patient considers some live health-state outcomes
worse than death, the rating-scale line must extend beyond death into the negative
range. Several studies, for example, suggest Americans consider chronic coma,
severe dementia, and other severely impaired states worse than death [48, 49].

Another technique, time trade-off, is conceptually harder. With it, the patient
evaluates a fixed longer survival with a specific chronic illness against systemati-
cally varied shorter survivals in perfect health. The fixed survival time with the
chronic illness may be arbitrary (perhaps, say, 1 or 5 years) or have grounding in
data (perhaps a median survival time for such diseases as heart failure, emphysema,
or Alzheimer’s dementia). Time trade-off, in effect, asks the patient to imagine an
exchange or “trade-off” between survival time and symptoms or disabilities. When
the patient exactly equates the value of shorter survival in perfect health to longer
survival with symptoms and disabilities of the chronic illness, the ratio of the two
survival times represents the patient’s evaluation of living with the chronic illness.

Still another technique, willingness-to-pay, resembles time trade-off except the
patient buys freedom from symptoms or disabilities with money. The patient
estimates the maximum percentage of family income he or she would be willing to
pay for a cure. That percentage is the patient’s evaluation of the cured state; 100 %
minus that percentage is the patient’s evaluation of the ill state.

One other technique, the standard gamble, requires explicit probabilistic rea-
soning and has had some use in carefully designed research. But, because most
people have difficulty thinking in terms of probabilities, the technique has found
little use in patient care. For that reason I do not describe the standard gamble here.
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The Case

If Mr. C. tries to make an assessment early in his hospitalization, he would rate his
health state as extremely poor. His consistently expressed wish to die rather than to
continue treatments indicates he considers his state worse than death, that is, below
zero by the rating-scale technique. And, miserable as he is, he would surely trade
his severely disfigured and disabled condition even for a short time with complete
cure by the time trade-off technique or would spend a high percentage of family
income for a cure by the willingness-to-pay technique. Both results would show
great dissatisfaction with his ill state.

However, Mr. C.’s assessment of his health state improves once he gains
recognition for his right to refuse the burn treatments. To everyone’s surprise he
stops refusing them and claims he wants to live after all. He finishes the treatments
and survives to return to a somewhat normal life. He earns a law degree, marries,
and begins a successful lecturing career. If he re-evaluates his health state then, the
evaluation would be more positive than at any other time since the accident. Mr. C.
would probably rate his health state in the positive range, that is, better than death.
And he would likely trade only a relatively long survival without disfigurement and
disabilities for his current condition (by the time trade-off technique) and would
sacrifice only a lower percentage of family income for a complete cure (by the
willingness-to-pay technique). Both results would indicate improved satisfaction
with his health state.

Death with Dignity: A Comment

Mr. C.’s severely disfiguring and disabling burns; his prolonged, painful treatments;
and his resulting demands to be allowed to die bring to mind “death with dignity.”
Some readers would surely recommend it to him under the circumstances.

Many people believe today’s high-tech care (as in Mr. C.’s case) erodes dying
patients’ sense of worth and steals from them any control over their lives. This
belief has prompted widespread calls for changes in end-of-life care to ensure
“death with dignity.” Proponents of the idea seek to “dignify” dying through
honoring patients’ wishes and respecting patients’ intrinsic worth and life accom-
plishments [50]. One author has even proposed “dignity-conserving” end-of-life
care along illness-, person-, and community-specific lines [51].

Yet one old but insightful article takes issue with the “death-with-dignity” idea.
The author of this article claims that, though well intentioned, the idea lacks suf-
ficient clarity to provide much guidance for care [52]. He identifies four possible
competing meanings for the idea: (1) letting “nature” take its course and avoiding
mechanical support that merely maintains an unconscious or uncommunicative
existence, (2) taking steps (such as physician-assisted suicide) to avoid the outrages
of critical illness, (3) coping maturely, and (4) maintaining self-esteem while dying.
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The author concludes that “death with dignity” has diverse, confusing, and often
unrelated meanings. He also doubts the idea, regardless of the particular meaning
taken, captures the complexities of human dying. “Death with dignity,” therefore,
may just be an overly simple slogan.

This author then offers four ideals as alternatives to “death with dignity” for
guiding end-of-life care—respect for persons, reverence for the human body,
human worth based on inclusion in the human community, and an ennobling
destiny. I agree: Those ideals address a depth of human dying that the
“death-with-dignity” idea does not. They provide a touchstone for humane, com-
passionate end-of-life care. In fact, I believe the end-of-life care values in Table 4.4
derive from them. But, while endorsing the four ideals generally, I admit they need
further specification for direct applicability in clinical practice.

How Patients’ Treatment Assessments Change with Time

Patients’ treatment assessments may change with time and circumstance, compli-
cating decisions about their care. Mr. C. apparently changes his assessments twice.
He accepts life-sustaining burn treatments shortly after hospital admission. Then he
changes his mind and demands to stop all treatments and to go home to die. Finally,
after gaining recognition for his right to refuse, he changes his mind again and
resumes treatments as before. He eventually completes the treatments, goes home,
and creates a new personal and professional life for himself despite ongoing
handicaps. Mr. C. says later during some lectures that he would refuse
life-sustaining treatments again in the same situation, but he is glad that he had
them when he did and lived.

As Mr. C.’s case shows, patients’ treatment assessments may change dramati-
cally. The changes—some as sudden and unexpected as Mr. C.’s—may frustrate
HPs’ attempts to match treatments to patients’ current wishes. Those changes, for
instance, undercut the fundamental assumption behind advance directives that a
patient’s past treatment wishes accurately predict his or her future wishes.
A well-known phenomenon, called response shift, may play a key role in causing
the changes. According to response shift, changing circumstances cause people to
change the values by which they make benefits–burdens assessments of treatments
or health-state outcomes. The assessments themselves may change, too, as a result
[53]. I find that phenomenon common with patients. A patient who, when well, has
always insisted he or she would refuse cancer chemotherapy accepts it willingly
upon receiving a cancer diagnosis. The same phenomenon may explain Mr. C.’s
own change in treatment assessments. The treatments he finds unacceptable when
they seem forced on him early become acceptable to him later when he gains the
power to reject them.

The response shift phenomenon has stimulated considerable research into the
stability of patients’ treatment wishes over time. Unfortunately, the results are
mixed. Patients’ wishes concerning life support show modest stability by the
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percentages (67–88 %) over 1–24 months [54–57]. But the associated kappa
statistics—measures of agreement beyond chance—deteriorate from fair or good
after one month (range 0.35–0.70 on a scale of −1.00 to +1.00) [58] to very poor
after 5–16 months (range 0.01–0.29) [59] (see Chap. 7 for more explanation of the
kappa statistic).

Three factors, in particular, may affect the stability of treatment wishes. One
factor, elapsed time, produces instability with many kinds of treatment wishes: The
longer the elapsed time between elicitations, the more changes occur [60]. The
other two factors—recent hospital discharge [61] and severe depression—create
instability specifically with wishes about life support. Recent hospital discharge
tends to decrease patient wishes for life support at first, but those wishes increase
again in as little as three months [61]. Furthermore, severe, but not mild or mod-
erate, depression tends to decrease patient wishes for life support, but those wishes
increase again after successful antidepressive treatment [55]. Age, gender, ethnicity,
and education have no consistent effect on the stability of treatment wishes. Still,
some treatment wishes show more stability than others: refusals (compared to
acceptances) [61], wishes about the riskiest or most invasive treatments such as
CPR, and wishes (usually refusals) expressed in instructional advance directives
[57].

Patient assessments of health-state outcomes can also change [57]. One study
examined people’s ratings of seven health-state outcomes with varying undesir-
ability (coma; inability to reason; inability to communicate; severe, uncontrollable
pain; confinement to bed; legal blindness; and functional deafness). Subjects rated
each outcome twice some 10–11 months apart. Overall, subjects rated coma the
most undesirable outcome at both times. They also rated two outcomes with high
initial undesirability ratings (inability to reason and inability to communicate) and
another with a low initial undesirability rating (legal blindness) more stably than the
three other outcomes with intermediate initial undesirability ratings (severe,
uncontrollable pain; confinement to bed; and functional deafness) [59]. Therefore,
wishes pertaining to future health-state outcomes having extremely high or low
undesirability ratings vary little compared to wishes pertaining to future health-state
outcomes having intermediate undesirability ratings. Wishes pertaining to current
health states also vary little [57].

These stability studies can provide some help in deciding treatment for the
currently uncommunicative patient who earlier refused certain life-support treat-
ments or health-state outcomes. Overall, respect for persons requires honoring their
expressed wishes for themselves. But, when the patient cannot express current
wishes but did express prior ones, HPs face the possibility that the patient’s prior
wishes might have changed in the interim. Prior refusals create the most perplexing
situations. What should HPs do?

The stability studies suggest considerations for deciding whether to honor past
refusals. Considerations, often strong, for honoring such refusals exist whenever the
patient has consistently refused (preferably in writing) any similarly risky, invasive
treatments or whenever treatments will likely produce a coma or other highly
undesirable health-state outcome (such as one involving little ability to think or
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communicate). Considerations, often weak, against honoring such refusals exist
whenever the patient’s immediate life-threatening crisis presents a significant,
unexpected change from the patient’s usual past health state (so the patient’s prior
refusals might no longer apply); whenever other intervening events could reason-
ably have changed those refusals; or whenever the patient expressed them during a
severe untreated depression or soon after a hospital discharge. In general, unless
solid evidence strongly suggests a patient’s prior refusals no longer remain valid,
HPs should honor them even though the patient cannot express them at the moment.
But HPs should always consider life support the default treatment in highly
uncertain situations.

The Case

When Mr. C. refuses life support, he might be suffering from a situational
depression. Without knowing the details of Mr. C.’s treatment regimen, I assume
that, if he needs antidepressive treatment, he receives it from Dr. W. and that the
treatment does not change his refusal. I, therefore, think the hospital and its doctors
eventually decide correctly to honor his refusal. They probably also continue to
offer the life-sustaining treatments for his burns but do not force those treatments on
him. Thus, I also think, when Mr. C. changes his mind and accepts those treatments
again, the hospital and its doctors decide correctly to reinstitute them.

How Patients’ Assessments Differ by Demographics

Four recent studies associate ethnic group and gender with varying patient
assessments of life-support treatments and health-state outcomes. Overall,
Euro-Americans (EAs) want life support least, African Americans (AfAs) want it
most, and Korean Americans (KAs) and Hispanic Americans (HAs) fall in between
[62–65]. Specifically AfAs typically want various life-support treatments two to six
times as often as do EAs; and KAs and HAs, about one and a half times as often as
do EAs (Table 4.6).

Two of these four studies also address gender. They suggest that, overall,
American women want life support about 40 % less than do American men [64].
This gender difference applies across EAs, AfAs, and HAs [65]. A study of Britons
shows the same gender difference but examines possible reasons for it. Perhaps due
to their own prior caregiving burdens, British women tend to refuse life support for
themselves because they wish not to impose the accompanying caregiving burdens
on others. British men, in contrast, tend to accept life support because they trust its
effectiveness and do not think so much about the caregiving burdens on others [46].

Only one study reports assessments of health-state outcomes by ethnic
group. That study suggests EAs value disabled states less than do AfAs. Subjects
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rated the desirability of three disabled states—inability to do basic self-care (such as
bathing, dressing, and grooming), inability to walk more than a few steps, and
permanent confinement to a nursing home. EAs rated each state only a third as
desirable as did AfAs [66]. No studies report assessments of health-state outcomes
by gender.

Health professionals, of course, must apply such research results cautiously in
patient care. The studies are few and the data are sparse. Furthermore, because
individuals in no demographic group share all the same values or beliefs, health
professionals must avoid overgeneralizing about the whole group. Mr. C.’s case
illustrates the dangers. He is an EA man. According to the studies, as an EA, he
should tend not to want life support—a conclusion consistent with his intermediate
wishes but not his later ones. But, as a man, he should tend to want those treatments
—the opposite of his intermediate wishes. Anticipating Mr. C.’s wishes from these
demographics, therefore, would certainly confuse his caregivers. I, therefore,

Table 4.6 Treatment wishes of other American ethnic groups relative to Euro-Americans

Study Subjects Treatments Odds ratios of wishesa

Korean
Americans

Hispanic
Americans

African
Americans

Sehgal
[62]

Hemodialysis patients Hemodialysis if
demented

– – 3.9

McKinley
[63]

Cancer patients Intensive care unit
monitoring

– – 5.8

Life support in
general

– – 2.8

Cardiopulmonary
resuscitation

– – 3.1

Nasogastric
feedings

– – 2.3

Mechanical
ventilation

– – 3.4

Blackhall
[64]

Community-dwelling
seniors

Life support in
general

1.2 1.8b 2.1

Barnato
[65]

Medicare
beneficiaries

Hospitalization
until death

– 2.2 2.3

Life-prolonging
drugs

– 1.2 1.9

Mechanical
ventilation

– 1.4 2.1

aAn odds ratio here results from dividing the odds that members of another ethnic group want a particular
treatment by the odds that Euro-Americans want it. (As the referent group, Euro-Americans always have
an odds ratio of 1.0.) The ratio shows how much more likely subjects from the other ethnic group want
the treatment than do the Euro-American subjects. For example, according to the Sehgal study, African
American hemodialysis patients are 3.9 times more likely to want hemodialysis continued if they become
demented than are Euro-American hemodialysis patients.
bThe term “Hispanic Americans” generally refers to anyone from a Latin American country (e.g., Cuba,
Puerto Rico, El Salvador, or Mexico). The Hispanic Americans in this study, however, came only from
Mexico.
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believe (as Mr. C.’s case shows) enough variability exists within any ethnic or
gender group that HPs must not try to deduce a patient’s values just from his or her
demographics. Rather, the surest way to learn a patient’s assessments of treatments
or health states is, of course, to ask. Perhaps Mr. C.’s burn doctors need to do
exactly that not only to hear his treatment refusals but also to understand the reasons
behind them.

The Therapeutic Misconception

Despairing over Mr. C.’s “pathetic plight,” Dr. W. might question how long
treatment can sustain “life in (such) a wrecked body” [14]. Yet a clinical research
project might be exploring at the very same time new approaches to such extensive
burns, and Mr. C. might qualify to participate. Although he refuses established
treatments, he just might accept experimental interventions. Other patients in
similar circumstances surely would accept any intervention, even unproven and
experimental, that seems to offer increased chances at survival.

Systematic drug research has improved medical treatment vastly in recent dec-
ades. A rigorous, stepwise testing protocol has been developed and now plays a
central role in vetting new drugs. Once finished with animal trials, a promising new
drug undergoes four phases of human trials. Phase 1 trials establish the drug’s
toxicity and dosing range in humans. Based on the milligram-per-kilogram doses in
the animal trials, doses in the Phase 1 human trials begin low and escalate rapidly
until unbearable toxicities occur. Those toxicities fix the upper limits of the drug’s
doses. Phase 2 trials continue to monitor the drug’s toxicities but primarily assess its
benefits. These trials use relatively few participants under strictly regulated clinical
conditions, which exist, say, on a special drug-testing ward at a university hospital.
If the drug continues to show promise, Phase 3 trials expand the participant base to
large numbers of patients in “real-world” clinical practices where drug use may
differ from the ideal conditions of Phase 2 trials. Participants in Phase 3 trials, for
example, may have varying comorbidities (i.e., coexisting diseases other than the
target disease the drug aims to treat) or varying adherence (the extent to which
subjects take the drug as prescribed). Favorable results from these three trial phases
usually then convince the Food and Drug Administration to approve the drug for
use as an established treatment against the target disease. Phase 4 trials occur later
and test a previously approved drug for diseases other than the original target
disease. “Postmarketing” data collection also continues to monitor for side effects.
This stepwise protocol has yielded great success over many years for distinguishing
the few clinically useful new drugs from the many others that fail due to excessive
harms or inadequate benefits.

Because drug trials often occur in hospitals, clinics, and similar treatment set-
tings, patients often confuse established drug treatment and experimental drug
research. Several authors first recognized this confusion in psychiatric drug trials of
the early 1980s. Many patients who participated in those trials never understood
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that random chance, not a doctor’s therapeutic judgment, determined whether they
received the experimental drug or a placebo. The authors called this confusion “the
therapeutic misconception.” They defined it as the lack of understanding that
research protocols impose certain restrictions (such as randomization and blinding),
which clinical care never does and which may sometimes actually harm participants
[67]. I modify the authors’ original idea by calling this “the process kind of ther-
apeutic misconception” because it involves the research process.

The idea of the therapeutic misconception, I think, has expanded over the years
to include still another kind, which I call “the outcome kind of therapeutic mis-
conception.” This kind involves the research outcomes for the participant. Many
patients for whom all established treatments have failed may think that clinical
research, most often drug trials, still offers a chance for cure. Their attending HPs
sometimes share this belief. In fact, one study of Phase 1 cancer drug trials found
that more than 70 % of participants believed the experimental drugs “would control
their cancer.” Their optimism did not correlate with age, gender, or education but
did correlate with higher expected benefits from medical interventions and higher
self-rated optimism, physical health, quality-adjusted life expectancy, strength of
religious convictions, and willingness to take risks [68].

In reality, only about 5 % of participants benefit from Phase 1 drug trials [69].
That small percentage convinces me the informed consent process before a patient’s
entry into research must clearly differentiate the aims of established treatment and
clinical research. Established treatment aims to benefit the particular patient.
Considerable prior research and/or clinical experience supports as reasonable the
expectation that the patient will benefit directly. Treatment aligns the intentions of
patient and doctor. In contrast, clinical research aims to produce “generalizable”
knowledge. Only genuine prior uncertainty about whether the experimental inter-
vention will work (called “clinical equipoise”) justifies the research. The researcher,
the drug manufacturer, and future patients may benefit from it, but the research
participant almost certainly will not. The research may even harm the participant.
Thus, research often divides the intentions of patient-participant and researcher. I,
therefore, believe the patient who is considering participation in clinical research
must understand those differences clearly.

Because the two kinds of therapeutic misconception may have subtle but
powerful effects on decisions, I urge a HP whom the patient trusts to be present
whenever a researcher asks a critically ill patient to participate in clinical research.
(The patient’s primary care doctor often fulfills this advisory role best, but the
consulting Dr. W. might fulfill it best for Mr. C.) That HP must ensure the patient
understands accurately the possible benefits and burdens of research participation.
To do so, the advising HP must listen closely to the informed consent discussion
between researcher and patient and ask key questions that reflect the patient’s most
important values.

As the primary care doctor, I once hospitalized a long-time patient of mine for a
newly diagnosed, life-threatening leukemia. I knew this elderly grandmother loved
most being at home and having her grandchildren visit her there. But her leukemia
was already far advanced at diagnosis. The consulting oncologist told me he could
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offer no established chemotherapies, only a Phase 1 experimental drug. I asked to
sit in when the oncologist discussed the drug research with the patient.

After the oncologist’s initial description the patient said she wanted the exper-
imental drug. But she appeared to have the outcome kind of therapeutic miscon-
ception: She believed the drug was her only chance to live, and she did not grasp
the potentially serious complications involved. Specifically, she would not likely
benefit and might suffer significant toxicities from the escalating drug doses. I,
therefore, asked the oncologist a few questions in front of the patient to clarify the
drug’s possible benefits and burdens to her. The oncologist answered candidly
roughly as follows:

Question: Is there a reasonable expectation the drug will benefit the patient by either
improving symptoms or lengthening survival?
Answer: No, there is too little experience with the drug to expect this patient will
benefit directly. Future patients, however, might benefit from the knowledge we
gain from this patient’s participation in the research.
Question: What serious side effects might occur?
Answer: Life-threatening infections or bleeding, loss of appetite and weight, and
severe fatigue.
Question: How long (out of a projected remaining lifespan of only several months)
will the patient be hospitalized to receive the drug?
Answer: At least several weeks but longer if serious complications occur.
Question: Might the patient die sooner with the drug than without it?
Answer: Yes, especially if serious infections or bleeding occurs.
Question: Once the patient joins the research, can she withdraw early if she wishes?
Answer: Each participant must commit to completing the study. Otherwise, the
participant undertakes research risks and produces little useful data.

After all these questions the oncologist emphasized that the patient should join
the study only for the right reason: to try to help future patients, not to benefit
herself. He also reminded her that she might have only a small chance at benefit,
and it would almost certainly not be a cure. She might also experience serious
symptoms and life-threatening complications. The experimental drug might even
shorten her life. The patient reconsidered her initial choice. She said she wanted to
maximize her time at home and the visits with her grandchildren. She, therefore,
finally chose not to participate in the research but entered hospice instead and
returned home to die. Other patients in her situation might, of course, choose freely
and knowingly to participate in the research. I can accept that choice as long as the
informed consent process addresses forthrightly the possibility of the therapeutic
misconception.
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Summary Points

1. The SPINES mnemonic helps structure a discussion to deliver medical bad
news: Set an overall approach, Plan for the discussion, Introduce yourself and
Inquire about the patient’s understanding of the situation, deliver the bad News,
Empathize, and Summarize the discussion and Set a follow-up action plan [15].

2. Doctors and patients alike perceive relieving physical and emotional symptoms,
nurturing significant relationships, promoting spiritual health, and preventing
physical and financial burdens on others as important values in dying patients’
assessments of treatments or outcomes.

3. In addition, patients more than doctors perceive achieving some control over the
dying process and trusting health professionals’ clinical and interpersonal skills
as additional important values in those assessments [31–39].

4. Generally, Euro-Americans want life support least, African Americans want it
most, and Korean Americans and Hispanic Americans fall in between [62–65].

5. Doctors should clearly explain to patients who are considering participation in
research the differences in aims and procedures between established treatment
and clinical research.
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Chapter 5
The Challenges of Prognosis Near the End
of Life

“How long do I have to live, doctor?” the patient often asks as a panic-stricken first
response to a new fatal diagnosis. Emotional turmoil grips the patient. Life as usual
no longer stretches out endlessly. The future seems instead palpably short and
unpredictable. Matters peculiar to the end of life, which the patient may have
ignored before, inject themselves with urgency. The patient faces momentous
treatment decisions, end-of-life financial and legal plans, and arrangements for body
disposition and a funeral. He or she may also have to say important good-byes and
otherwise attend to meaningful relationships; plan purposefully for special events
such as trips, weddings, or reunions; or close out a life’s work. The patient may
simultaneously search for answers to such pressing existential or spiritual questions
as How will I die? What legacy will I leave? Is there life after death? and If so, what
will that life be like for me?

Doctors typically dread the survival question [1]. It heralds not only tumultuous
changes in the patient’s life but also dramatic changes in the doctor–patient
relationship. Much of how the patient responds to the diagnosis depends on the
doctor’s answer. Yet the doctor faces a difficult challenge because the patient
usually wants two potentially conflicting qualities in the answer—honesty and
optimism [2]. The doctor asks him- or herself, How can I accurately disclose a fatal
prognosis without also dashing many of the patient’s hopes for the future? In any
case the doctor may foresee a long, uncomfortable, emotionally draining follow-up
discussion. No wonder many doctors, though acknowledging the importance of
informing patients about fatal prognoses, actually prefer to avoid the topic of
survival. Nearly half of American internists in a large nationwide survey [3] said
they do not volunteer survival predictions. Rather, they make those predictions—
and quite reluctantly—only if patients ask. In fact, the more experienced the
internists, the more likely they wait for patients to ask explicitly for such predic-
tions. Some doctors surely hope patients never ask.

So exactly what accounts for doctors’ wish to avoid the survival question? That
national survey of American internists suggests some reasons. First, most respon-
dents [3] felt poorly prepared to address the question. They wanted better training
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for it. Second, even more respondents admitted that delivering a survival prediction
stresses them, and nearly all respondents considered making an accurate survival
prediction more stressful than making an accurate diagnosis [3]. One respondent
said, “The course of (an) illness is much more difficult to pin down (than a diag-
nosis). You’re talking about what’s going to happen in the future!” Respondents
also insisted that increased experience with the question does not reduce the stress
involved. Third, nearly as many respondents believed patients “expect too much
certainty” from such a prediction. “Patients routinely request prognoses regarding
conditions which (are) highly variable from patient to patient,” explained a
respondent. “I find this aspect of clinical practice … the most difficult (part) ….
(It’s) the ‘art of medicine.’” And exactly half of respondents claimed a prognostic
error causes patients (and perhaps colleagues) to lose confidence in a doctor’s
clinical abilities. Of course, the survival question also raises for everyone the
sobering, even frightening reality of death. Most people, including doctors, prefer
not to think about it.

Still, clinical reality makes the survival question almost impossible to avoid. The
same national survey showed that American general internists, pulmonologists or
critical care specialists, and hematologists or oncologists face the question roughly
6, 25, and 100 times a year, respectively, in their practices (Table 5.1) [3]. Still,
difficult as it is, addressing that question may actually benefit dying patients and
their doctors. It may summon latent courage that neither patients nor doctors knew
they had. The question may also begin an especially meaningful dialogue between
them. That dialogue may help patients clarify their end-of-life goals, cull out the
unrealistic ones, and plan ways to accomplish the others. The dialogue may also
help patients and doctors together anticipate decisions about withholding
life-support treatments and making hospice referrals (Table 5.1). And it may pro-
vide doctors important professional satisfactions for guiding patients compassion-
ately through the dying process.

By explicitly discussing end-of-life prognoses, or clinical predictions, this
chapter aims to reduce their fearsomeness to all. The chapter begins by discussing

Table 5.1 Internists’ median annual encounters with the survival question, decisions to withhold
or withdraw life support, and hospice referrals

Kinds of internists Median times the
question How long do
I have to live, doctor?
arises in clinical
practice annually

Median annual
number of decisions
about withholding
or withdrawing life
support

Median annual
number of
hospice
referrals

General internists 6 5 5

Pulmonologists or
critical care specialists

25 16 10

Hematologists or
oncologists

100 25 38

Data from Christakis and Iwashyna [3], with permission
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the anxiety that often causes patients and family members to ask doctors the sur-
vival question in the first place. The chapter then reviews people’s attitudes about
prognoses. It next addresses the accuracy of doctors’ subjective clinical predictions,
considers potentially helpful additional predictive factors, and describes several
common functional trajectories to death. The chapter closes with suggestions of
steps for discussing fatal prognoses with patients. The case of a man newly diag-
nosed with colon cancer illustrates many of the points.

The Case

Mr. F., an accomplished 73-year-old architect, has never been seriously ill in his
life. He lives with his wife, who is beginning to show memory deficits characteristic
of dementia, and works full time at his profession. Mr. F. enjoys an especially close
relationship with his youngest granddaughter, who is eight. He picks her up from
school every weekday and helps her with her homework. Mr. and Mrs. F. some-
times prepare dinner for her when the girl’s parents work late. Mr. F. says he looks
forward to seeing his granddaughter grow up.

Mrs. F. persuades Mr. F. to undergo his first-ever screening colonoscopy.
(A colonoscopy involves inserting a lighted, flexible, roughly yard-long tube into
the rectum to inspect the colon higher up.) A gastroenterologist, a bowel specialist,
performs the procedure and spots a “suspicious” mass just up from the rectum. He
biopsies the mass. The pathology reading comes back several days later: cancer.
The doctor delivers the bad news to Mr. F. at a follow-up office visit. The news
catches Mr. F. completely off guard, “stunning” him. He asks the doctor, How long
do I have to live?

Anxieties About the Future with a Potentially Fatal Illness

A new cancer diagnosis, of course, sets any patient reeling. While the immediate
anxiety often prompts the question Mr. F. asked, How long do I have to live? other
questions invariably follow. Can my cancer be treated? Can it be cured, or is it “a
sure death sentence?” How will the cancer and its treatments affect my daily life?
Will I be able to fulfill my usual responsibilities at home and at work? Will I
eventually have to depend on others for my personal bodily care? Will the cancer
and its treatments burden my family physically, emotionally, or financially? [1, 2]
And, if the cancer becomes terminal, the patient may ask still other questions. What
symptoms will I have now? Will I suffer? Will I ever need life-support machines?
How will I die? Will I have control over any part of my death? Will I be able to die
at home? How will my family react to seeing me die? [1, 2, 4, 5].

The particular questions vary from patient to patient. Unfortunately, doctors
cannot predict which questions to address with which patients. Fear of appearing
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ignorant, bothering busy doctors, or getting more bad news [6] prevents many
patients from asking their questions outright. And no sociodemographic or clinical
characteristics indicate which questions particular patients want answered. The
doctors must guess. Often specialists, they tend to anticipate only technical ques-
tions in their specialties. These doctors assume—usually incorrectly—that patients
will ask other questions if they want or need other information. As a result, the
informing process succeeds only partially. Patients are often satisfied with the
technical information they receive but not with the nontechnical information they
receive about such matters as future symptoms, physical function, and care needs.

Thankfully, doctors have allies to help with addressing patients’ questions and
anxieties. Nurses are especially good at it, but other health professionals (HPs) can
be, too. I, therefore, believe doctors should explicitly encourage other HPs to
contribute to the overall informing process. Good reasons support such a shared
approach: Questions and anxieties may arise as these other HPs care directly for
patients, the patients may feel most comfortable voicing their questions or anxieties
to these caregivers, the caregivers can begin responding to patients’ needs on the
spot, and involvement of the other HPs may unburden the doctors.

Whoever addresses dying patients’ questions and anxieties should explicitly
invite them if patients do not raise them spontaneously. Caregivers might say, for
example, “Many patients in your situation worry with questions about their futures.
Do you have any questions like that? If so, I can try to answer them. If I cannot, I
can ask someone else (perhaps your doctor) to try.” If the patient volunteers no
questions or anxieties, the caregiver might suggest some. He or she might say,
“Some people wonder, What will my symptoms be like later on? What care needs
will I have? or How will my family react as they see me decline? Do you have any
questions like those?” Of course, all doctors and other caregivers who address a
dying patient’s questions and anxieties should answer well within their knowledge
of the case and inform the other attending caregivers, say, through progress notes,
about the patient’s ongoing fears and informational needs.

The Case

When Mr. F. asks the survival question, the doctor squirms. He is obviously
uncomfortable answering. He does not explore the anxieties behind Mr. F.’s
question. Rather, the doctor just says he cannot answer without doing more tests to
determine the cancer’s spread. He then schedules several scans and a return visit.
The ordinarily unflappable Mr. F. leaves the office in a mental “fog.”

This “fog” envelops Mr. F. on his drive home. Troubling questions pummel his
mind. Will I never see my granddaughter grow up? What will my wife do without
me as her dementia progresses? Should I abandon my partially completed archi-
tectural plans for my one daughter’s new home? Should I immediately redraft my
will and plan my funeral? Should I agree to treatment or just take to bed and die?
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When Mr. F. arrives home, he tells Mrs. F. his diagnosis. Upset by the news,
Mrs. F. peppers Mr. F. with questions. He cannot answer most of them. His lack of
answers only upsets her more. Mr. F. finally realizes that nearly everything the
doctor said after “colon cancer” went “in one ear and out the other.” Mr. F. thinks,
in fact, that he did ask other questions besides the survival question and that the
doctor probably answered them. But he—Mr. F.—did not hear the answers. Finally,
Mr. F. tells Mrs. F. he must go for more tests. Mrs. F. cuts him off. “You don’t need
all those tests,” she says angrily in her denial. “Those doctors are only trying to
make big profits off of you.”

A Recent History of Prognosis in Clinical Medicine

In my own hospital ethics consultations I repeatedly sensed doctors’ hesitancy to
give or use prognoses in practice. The famous SUPPORT study confirmed that
sense. It showed that doctors often hesitate to use authoritative prognoses even
when given to them. Specifically, doctors in that study received “accurate predictive
information on future functional ability (and) survival” for particular, seriously ill
patients of theirs. Fifty-nine percent of the doctors acknowledged receiving the
prognostic information, but only 15 % said they discussed it with the patients. Data
analysis detected no impact of the information on any patient outcomes including
prevalence or timing of do-not-resuscitate (DNR) orders, days spent in the intensive
care unit (ICU) or on mechanical ventilators, or use of hospital resources [7].

Such hesitancy to give or use survival prognoses may arise from worry about
possible prediction errors or about patients’ tendency to consider such prognoses
either too literally or not at all. One researcher, however, takes an intriguingly
different view: He sees prognostication as a recently neglected clinical skill. He
thinks twentieth-century medical education progressively emphasized diagnosis and
treatment and deemphasized prognosis. He supports his view with comparative
readings of medical textbooks from the 1890s to the 1980s [8]. He took pneumo-
coccal pneumonia as a representative disease and compared the textbook space
allocated to its diagnosis, treatment, and prognosis. The textbooks, he found,
devoted ever more space over time to the diagnosis and treatment of pneumococcal
pneumonia while devoting ever less space to its prognosis. By the 1980s, prognosis
received almost no space at all. The researcher concluded that diagnosis and
treatment had come to overshadow prognosis completely, and thus, doctors got out
of the habit of using it clinically.

This researcher has suggested a historical explanation for the progressive
deemphasis of prognosis. Before 1900, medical practice focused on determining
survival. Doctors believed outcomes from illness depended on patients’
unchangeable underlying physical constitutions, ranging from healthy and robust to
sickly and weak. A doctor’s main task involved first observing the symptoms,
signs, and complications of an illness to identify the patient’s underlying physical
constitution. Then the doctor would predict whether that constitution would support
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the patient enough to allow him or her to survive the illness. Patients wanted to
know whether they would live.

But, as clinical medicine increasingly embraced its new science early in the
twentieth century, medical practice began to focus on diagnosing disease, that is,
the malfunction of body parts or processes. Medical thinking evolved to believe
disease actually changes a patient’s underlying physical constitution from naturally
healthy to unnaturally ill. The doctor’s main task shifted from speculating about
survival to identifying specific diseases. Patients wanted to know what caused their
symptoms.

By the late twentieth century, medical science had evolved still further. It had
discovered many new treatments that could actually cure or control disease. Those
treatments included insulin, antibiotics, vaccines, life-support techniques,
immunologic modifiers, transplantation, antidepressants, and many others. The new
treatments could convert a patient’s ill physical constitution back to a healthy
“natural” one. With such a significant treatment armory, medicine boldly adopted
the language of war against disease. Terms such as “the war on cancer,” “battling
disease,” “the therapeutic armamentarium,” and “magic bullet” treatments illus-
trated medicine’s confident fighting spirit. Medical practice changed focus again,
this time to determining treatment. Many treatments proved so successful that
doctors’ main task became picking and administering the treatment that would cure
the patient. Making an accurate diagnosis became merely a stepping stone to
choosing an effective treatment. Patients wanted to know how their diseases could
be treated. Patients also began to believe medicine could cure almost anything.
Prognosis, therefore, diminished steadily in clinical importance throughout all this
history.

Yet, with the successful cure of many acute diseases, chronic diseases have risen
to dominate clinical practice at the start of the twenty-first century. Medical practice
must now focus on delaying the progression of chronic diseases such as
atherosclerosis, the rheumatic diseases, and the dementias [5]. Some of those dis-
eases eventually cause death; nearly, all cause long-term disability. Now, patients
with those diseases want doctors’ predictions about survival and function once
again. Prognosis, I believe, is reemerging as an important part of clinical practice.

The Case

Mr. F.’s mental “fog” persists for about four weeks after the gastroenterologist
discloses the cancer diagnosis. But both Mr. and Mrs. F. finally begin to accept it.
Mr. F. undergoes the additional tests the doctor orders. The results indicate the
cancer has spread only to the closest lymph nodes. The doctor recommends surgery,
describing it as “definitive” but says other, unspecified treatments may be neces-
sary, too. He casually mentions the possibility of a colostomy. The doctor refers Mr.
F. to a colorectal surgeon, a “radiation cancer doctor,” and a “chemical cancer
doctor.”
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Still not informed about his prognosis for survival, Mr. F. does not understand
why he needs two cancer doctors in addition to the surgeon. Like many other
patients in that situation, he thinks the treatment involves simply “cutting out the
cancer.” He expects to have the surgery immediately, be cured, get “back on
(his) feet within a few weeks,” and resume his normal life.

Unfortunately, the actual treatment regimen is not so simple. Mr. F. undergoes 2
months of daily preoperative radiation and intravenous chemotherapy. Extreme
fatigue, loss of appetite, and weight loss set in. “I’m vanishing,” an alarmed Mr. F.
thinks. “My body is disappearing!” Still, the doctors insist at first he is “doing
well.” When his weight loss reaches 50 lb and Mr. F. can barely eat at all, his
doctors change their minds and hospitalize him for extensive nutrition before the
surgery.

Doctors’ Subjective Predictions for Survival in Potentially
Fatal Illnesses

Potentially fatal illnesses cause patients to worry most about two kinds of prognoses
—survival time and interim function. The greater worry concerns survival time.
Expectations for survival, of course, affect patients’ treatment preferences. For
example, as I mentioned in Chap. 4, most of the general public initially request
cardiopulmonary resuscitation (CPR) for cardiac arrest because they believe CPR
offers high survival rates. But those rates are actually quite low: Survival to hospital
discharge runs only about 20 % after in-hospital arrests and only about 5 % after
out-of-hospital arrests. When informed about those low survival rates [9–13], many
people change their minds to refusing CPR [14]. A similar phenomenon may occur
with palliative treatment for advanced cancer. Many patients may take such treat-
ment, whether radiation or chemotherapy, because they mistakenly believe the
treatment offers a chance for cure [2, 15–17]. The treatment does not, and many
patients might refuse it if they knew that.

With outcome expectations influencing their treatment preferences so much,
patients depend heavily on doctors’ predictions. How accurate, then, are doctors’
subjective predictions of survival? I reviewed the literature about them. I found it
small and focused mostly on cancer patients (perhaps because cancer dominates the
popular American image of fatal diseases) [18]. The accuracy of such predictions
even for advanced cancer is only fair. Overoptimism accounts for most of the
inaccuracy. One summary of eight studies reports that doctors’ median survival
prediction for their advanced cancer patients was six weeks while the patients’
median actual survival was only four weeks [19]. Furthermore, the doctors’ survival
predictions fell within 1 week, 2 weeks, and 4 weeks of the patients’ actual sur-
vivals only 25, 43, and 61 % of the time, respectively. Doctors’ accuracy improved,
however, as they made repeated predictions for the same patient and as patients
neared their deaths. That second phenomenon, increased predictive accuracy as an
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event nears, is called “the horizon effect” and occurs commonly in weather fore-
casting [20].

Doctors’ excessive optimism occurs especially commonly in survival predictions
for hospice patients. Most of those patients, of course, have cancer. One study
found 80 % of those predictions were inaccurate. Overestimates of survival were
nearly four times more common than underestimates. Overall, doctors predicted
survivals averaging more than five times longer than patients’ actual survivals [21].
A similar study showed hospice doctors predicted their patients would survive a
median of 75 days and told the patients a median of 90 days. The patients actually
survived a median of only 29 days. Predictive inaccuracies did not differ among
hospice doctors, nurses, and social workers [20, 22].

The overoptimism of doctors’ survival predictions may be either intentional or
unintentional. One study explored the possibility of intentional biasing among
hospice doctors. Twenty-eight percent of doctors surveyed admitted they inten-
tionally give patients overly optimistic survival predictions; 12 %, intentionally
overly pessimistic ones; and 37 %, strictly accurate ones. Twenty-three percent of
doctors said they give no survival predictions at all [23]. Two reasons may explain
the tendency to give patients intentionally overly optimistic survival predictions.
One reason may be the natural human reluctance to give bad news. Doctors, like
most others, prefer to please people with good news rather than to upset them with
bad news. Good news leaves people encouraged; bad news leaves them discour-
aged. Therefore, when news is bad, doctors may intentionally couch it as positively
as possible, trying to soften the blow. Another reason for intentionally overly
optimistic predictions might be the internal and external pressures on doctors to
maintain hopefulness among patients and family members. People often say they
want honesty from their doctors. But, when the survival news might be bad, people
may really want a shading toward optimism more than strict honesty. Sensitive to
those wishes, doctors may be unable to resist the temptation to cast bad news
intentionally toward the optimistic.

Two reasons may also explain doctors’ giving unintentionally overly optimistic
survival predictions. One of those reasons might be the “planning fallacy,” the bias
that, according to one author, helps people cope with death by planning to fight it
actively rather than to accept it passively. This bias tends to exaggerate the benefits
and minimize the burdens of the struggle [24]. The other reason might be the
emotional investment doctors make in their patients. Doctors hope patients do well.
Making the right diagnosis, giving the best treatment, and producing an outcome
the patient values give doctors professional satisfaction. A patient’s death, in
contrast, may give only disappointment or the sense of professional failure. Doctors
may even grieve for their patients who die [25]. Doctors may, therefore, subcon-
sciously pin their expectations more on good outcomes than bad ones.

Some commentators from within medicine judge doctors’ predictive inaccura-
cies harshly, especially the tendency to overoptimism about survival. These com-
mentators often blame that optimism specifically for the growing rates of
chemotherapy use in far advanced cancer [26], the relatively low rates of timely
hospice referrals [27, 28], and the persistently high rates of in-hospital deaths for
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patients with end-stage cancer [29]. One commentator says that doctors do not
recognize when the end of life has begun [30]; another, that they cannot “recognize
the nearness of death.” [29] One commentator simply calls doctors’ survival pre-
dictions “poor” [29] and another calls them “notoriously inaccurate.” [1] Taking a
less negative view, yet another commentator suggests doctors’ predictions simply
“reflect the finitude of the possible.” [31].

I believe doctors’ subjective survival predictions will always play an important
role in end-of-life care despite their inaccuracies. Most patients and family members
want those predictions, treatment decisions depend on them, and Medicare requires
them for assessing hospice eligibility. The challenge is to make those predictions as
accurate as possible while delivering them as humanely as possible.

Conceptual Aids to Doctors’ Subjective Predictions

However important already, doctors’ subjective outcome predictions can certainly
use improvement. Partly for that reason an outcomes research movement has grown
up in recent years. That research follows particular diseases and treatments to
determine their outcomes. The data can then be organized into conceptual aids to
doctors’ subjective predictions about not only survival but also interim function.

Conceptual Aids for Predictions About Survival

Data useful for making survival predictions can be either qualitative or quantitative.
One kind of qualitative data, disease staging, has proven helpful with cancers, heart
failure, and other potentially fatal diseases. Cancer staging, for example, typically
categorizes a cancer in one of four stages: confined to the original organ site (stage
1), contiguously extended outside that organ (stage 2), seeded to regional lymph
nodes (stage 3), or spread widely throughout the body (stage 4). These stages help
determine treatment. They also provide a crude survival prognosis. In general,
survival decreases the wider the cancer has spread.

Several kinds of quantitative data pertaining to survival prognoses exist, too.
One kind expresses survival as the percentage of patients who typically live for a
certain time, say 5 years, after the diagnosis. For example, 40–65 % of patients who
like Mr. F. have colon cancer with local lymph node spread and who take full
treatment can expect to live at least five more years [32]. Another kind of quan-
titative data expresses survival as a median, that is, half of patients live less than the
specified time and half live more. For example, the median survival for patients
with heart failure is 5 years; the median for patients with severe emphysema,
4 years [33, 34]. And still another kind of quantitative data expresses survival
prognoses as a time range. For example, patients with Alzheimer’s dementia typ-
ically live 3–15 years after the diagnosis [35]. Such data can be helpful to patients
and family members but only if HPs explain the data in everyday language.
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I believe these data can also help doctors make and communicate survival
predictions in two ways. First, both the qualitative and quantitative kinds of data
can anchor doctors’ predictions for purposes of limiting excessive optimism or
pessimism. Second, the quantitative data—especially when expressed as means,
medians, or ranges—convey the important idea that survival predictions for an
individual patient are never precise, only approximate [36]. They are merely best
guesses. Still, that idea may frustrate some patients and family members who expect
from medicine specific, accurate survival time predictions. When such expectations
arise, doctors might address them by explaining the inherent inexactness of all
clinical predictions. Definitive knowledge in a particular situation often requires a
wait-and-see approach.

Efforts to improve survival predictions have not been limited to guessing sur-
vival times directly. Parallel efforts have tried to guess those times indirectly from
patients’ interim function. The rationale here is simple: The breakdown of the
body’s physiological and psychological resources creates ever more functional
impairments the closer one comes to death. Certain functional changes, therefore,
should reflect how close one is to death [37].

Early research about survival times and function focused on the well-established
Karnofsky Performance Status Scale (KPSS) (Table 5.2) [38]. First published in the
late 1940s, the KPSS grades patient function from KPSS-100 % (full function: lives
at home, provides self-care, performs other normal activities, and can work; no
evidence of disease) through KPSS-50 % (partial function: lives at home; can
provide some self-care but cannot work; and requires considerable medical care and
assistance) to KPSS-0 % (no function: dead). Doctors initially used the KPSS to

Table 5.2 Karnofsky Performance Status Scale (KPSS)

Overall condition Performance
status (%)

Level-specific descriptions

Lives at home. Needs no
care assistance. Performs
normal activities and can
work.

KPSS-100 Has no symptoms or signs of disease.

KPSS-90 Has only minor symptoms or signs of disease.

KPSS-80 Has significant symptoms or signs of disease.
Must exert effort to perform normal activities.

Lives at home. Mostly
able to care for self but
sometimes needs
assistance. Cannot work.

KPSS-70 Cares for self. Cannot perform normal activities.

KPSS-60 Cares for self most of the time. Needs occasional
assistance.

KPSS-50 Needs considerable medical care and assistance.

Cannot care for self: needs
institutional-level
assistance. Disease may
progress rapidly.

KPSS-40 Moderately disabled. Needs significant assistance.

KPSS-30 Severely disabled. Needs hospital or other
institutional care although death is not imminent.

KPSS-20 Severely disabled. Needs intensive institutional
care.

KPSS-10 Moribund. Fatal disease progresses rapidly.

KPSS-0 No function: dead.

Adapted from Doyle et al. [38], with permission
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predict cancer patients’ ability to care for themselves [4], their need for hospital-
ization [28, 39], and their response to chemotherapy [39]. Some doctors then tried
to apply the scale to predicting survival, too. The KPSS proved only moderately
useful for that task. Low KPSS scores accurately predicted short survivals: Any
patient with a score below KPSS-50 % did not survive longer than 6 months. KPSS
scores higher than 50 %, however, did not necessarily predict longer survivals
possibly because a dying patient’s function may deteriorate suddenly, drastically,
and irreversibly [4]. The KPSS also proved only modestly discriminating at low
scores. The clustering there of many poorly functioning, advanced cancer patients
limited the KPSS’s power to discriminate the varying survivals among those
patients [40]. Furthermore, the KPSS had low interrater reliability, that is, low
reproducibility of ratings across observers. Some commentators, therefore, criti-
cized the scale for excessive subjectivity [37]. For all those reasons the KPSS has
been inadequate as a survival prediction aid for clinical purposes [28].

Despite the failure of the KPSS as a survival prediction aid, researchers rec-
ognized the intuitive sense of tying survival to function in prognostic schemes.
Many studies subsequently validated that intuition [30]. Researchers, therefore,
kept the KPSS’ basic functional template but added to it two other recently iden-
tified predictor variables, nutritional intake and level of consciousness, to create the
new Palliative Performance Scale (PPS) (Table 5.3) [18, 41]. The functional part of
the PPS, like the KPSS, tracks basic patient functions such as walking, providing
self-care, and participating in other activities. Overall, the PPS has eleven grades
from PPS-100 % (mobile and active) to PPS-0 % (dead) [18, 30, 39]. Those grades
parallel various extents of disease. Function is the most powerful predictor variable
in the PPS. Nutrition, defined as either poor appetite or weight loss, is the next most
powerful predictor variable, and level of consciousness is the least powerful [5, 42,
43]. The sequence of steps for using the PPS takes account of the three variables’
different predictive powers in determining a patient’s PPS score.

Despite the similar functional templates of the KPSS and the PPS, some com-
mentators see the PPS as more structured and more objective than the KPSS [44].
The limited follow-up data, which focus on cancer [18, 45] and palliative care
patients [40, 42], support that impression. Unlike the KPSS the PPS has proven its
discriminatory predictive power for survival all along its scale except in one or two
short mid-scale intervals [18].

Trying to improve further on the PPS, some researchers have tested additional
predictor variables, but those variables have made only small differences in accu-
racy for predicting survival. Symptoms (including shortness of breath, dry mouth,
and swallowing difficulties) and physical signs (including mental changes) have
proven modestly predictive [20, 30, 39, 46, 47]. Laboratory data (including white
blood cell count and lymphocyte count) have proven only slightly predictive [20].
Social and psychological variables have not proven predictive at all [42]. The
Palliative Prognostic Index, another scale for predicting the survival of terminal
cancer patients, uses three of the same variables as the PPS (functional status, oral
intake, and presence or absence of delirium) and adds two other variables, presence
or absence of shortness of breath at rest and of swelling [30].

Doctors’ Subjective Predictions for Survival in Potentially Fatal Illnesses 101



Table 5.3 Victoria Hospice Society Palliative Performance Scale, Version 2 (PPSv2)a

PPS
level

Ambulation Activity and evidence of
disease

Self-care Intake Conscious
level

100 % Full Normal activity and work
No evidence of disease

Full Normal Full

90 % Full Normal activity and work
Some evidence of disease

Full Normal Full

80 % Full Normal activity with effort
Some evidence of disease

Full Normal
or
reduced

Full

70 % Reduced Unable normal job/work
Significant disease

Full Normal
or
reduced

Full

60 % Reduced Unable hobby/house work
Significant disease

Occasional
assistance
necessary

Normal
or
reduced

Full or
confusion

50 % Mainly
sit/lie

Unable to do any work
Extensive disease

Considerable
assistance
required

Normal
or
reduced

Full or
confusion

40 % Mainly in
bed

Unable to do most activity
Extensive disease

Mainly
assistance

Normal
or
reduced

Full or
drowsy
± confusion

30 % Totally bed
bound

Unable to do any activity
Extensive disease

Total care Normal
or
reduced

Full or
drowsy
± confusion

20 % Totally bed
bound

Unable to do any activity
Extensive disease

Total care Minimal
to sips

Full or
drowsy
± confusion

10 % Totally bed
bound

Unable to do any activity
Extensive disease

Total care Mouth
care only

Drowsy or
coma
± confusion

0 % Death – – – –

PPS = Palliative Performance Scale.
aAccessed at www.npcrc.org/files/news/palliative_performance_scale_PPSv2.pdf, 24 August 2016
bInstructions for use of PPS (see also definition of terms)
1. PPS scores are determined by reading horizontally at each level to find a “best fit” for the
patient, which is then assigned as the PPS % score.
2. Begin at the left column and read downward until the appropriate ambulation level is reached
and then read across to the next column and downward again until the activity/evidence of disease
is located. These steps are repeated until all five columns are covered before assigning the actual
PPS for that patient. In this way, “leftward” columns (columns to the left of any specific column)
are “stronger” determinants and generally take precedence over others.
Example 1: A patient who spends a majority of the day sitting or lying down due to fatigue from
advanced disease and requires considerable assistance to walk even for short distances but who is
otherwise fully conscious level (sic) with good intake would be scored at PPS 50 %.
Example 2: A patient who has become paralyzed and quadriplegic requiring total care would be
scored at PPS 30 %. Although this patient may be placed in a wheelchair (and perhaps seem
initially to be at 50 %), the score is 30 % because he or she would be otherwise totally bed bound
due to the disease or complication if it were not for caregivers providing total care including
lift/transfer. The patient may have normal food intake and be with full conscious level.
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Example 3: However, if the patient in example 2 is paraplegic and bed bound but still able to do
some self-care such as feed themselves (sic), then the PPS would be higher at 40 or 50 % since he
or she does is (sic) not “total care”.
3. PPS scores are in 10 % increments only. Sometimes, there are several columns easily placed at
one level but one or two that seem better at a higher or lower level (sic). One then needs to make a
“best-fit” decision. Choosing a “half-fit” value of PPS 45 %, for example, is not correct. The
combination of clinical judgment and “leftward precedence” is used to determine whether 40 or
50 % is the more accurate score for that patient.
4. PPS may be used for several purposes. First, it is an excellent communication tool for quickly
describing a patient’s current functional level. Second, it may have value in criteria for workload
assessment or other measurements and comparisons. Finally, it appears to have prognostic value.
Definition of Terms for PPS
As noted below, some of the terms have similar meanings with the differences being more readily
apparent as one reads horizontally across each row to find an overall “best fit” using all five
columns.
1. Ambulation
The items “mainly sit/lie,” “mainly in bed,” and “totally bed bound” are clearly similar. The subtle
differences are related to items in the self-care column. For example, “totally bed bound” at PPS
30 % is due to either profound weakness or paralysis such that the patient not only can not get out
of bed but is also unable to do any self-care. The difference between “sit/lie” and “bed” is
proportionate to the amount of time the patient is able to sit up versus need (sic) to lie down.
“Reduced ambulation” is located at the PPS 70 % and PPS 60 % level. But using the adjacent
column, the reduction of ambulation is tied to inability to carry out their (sic) normal job, work
occupation or some hobbies, or housework activities. The person is still able to walk and transfer
on their (sic) own but at PPS 60 % needs occasional assistance.
2. Activity and Extent of Disease
“Some,” “significant,” and “extensive” diseases refer to physical and investigative evidence which
shows degrees of progression. For example, in breast cancer, a local recurrence would imply
“some” disease, one or two metastases in the lung or bone would imply “significant” disease,
whereas multiple metastases in lung, bone, liver, or brain, hypercalcemia, or other major
complications would be “extensive” disease. The extent may also refer to progression of disease
despite active treatments. Using PPS in AIDS, “some” may mean the shift from HIV to AIDS,
“significant” implies progression in physical decline, new or difficult symptoms and laboratory
findings with low counts. “Extensive” refers to one or more serious complications with or without
continuation of active antiretrovirals, antibiotics, etc.
The above extent of disease is also judged in context with the ability to maintain one’s work and
hobbies or activities. Decline in activity may mean the person still plays golf but reduces from
playing 18 holes to 9 holes, just a par 3, or to backyard putting. People who enjoy walking will
gradually reduce the distance covered although they may continue trying sometimes even close to
death (e.g., trying to walk in halls).
3. Self-Care
“Occasional assistance” means that most of the time patients are able to transfer out of bed, walk,
wash, toilet, and eat by their own means, but that on occasion (perhaps once daily or a few times
weekly), they require minor assistance.
“Considerable assistance” means that regularly every day the patient needs help, usually by one
person, to do some of the activities noted above. For example, the person needs help to get to the
bathroom but is then able to brush his or her teeth or wash at least hands and face. Food will often
need to be cut into edible sizes, but the patient is then able to eat of his or her own accord.
“Mainly assistance” is a further extension of “considerable.” Using the above example, the patient
(sic) now needs help getting up but also needs assistance washing his face and shaving, but can
usually eat with minimal or no help. This may fluctuate according to fatigue during the day.
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Far less research has focused on survival prediction aids for other potentially
fatal diseases. However scarce, the data on these diseases consistently identify prior
patient function as the most powerful predictor of survival [48–50]. Other important
predictors include patient age [49, 51], the particular disease [51], and certain
physiologic variables such as severity-of-illness scores [48, 51].

Some newer prediction aids take the form of equations. These equations,
however, usually have narrow derivation conditions that only occasionally apply
precisely to the clinical situations at hand. In addition, the equations incorporate
many variables, require extensive clinical assessments, and involve complicated
arithmetic computations. For all these reasons, such aids have typically proven too
cumbersome to use in everyday clinical practice [51].

Nonetheless, I believe a few simple concepts underlying all these aids can help
doctors make survival predictions. For example, with a cancer the doctor might first
tether a preliminary prediction of the patient’s survival to the general survival data
for the type and stage of cancer. The doctor might next intuitively modify that
prediction up or down depending mostly on the patient’s functional abilities
(walking and self-care) and nutritional indicators (appetite and weight loss).
The PPS can prove helpful at this point. Then, the doctor might modify the pre-
diction in minor ways by considering certain symptoms (shortness of breath, dry
mouth, and swallowing difficulties) and signs (mental changes). With other
potentially fatal diseases the doctor might base his or her survival predictions on
some intuitive mix of published data about the disease, his or her own direct
experience with it, and the patient’s disease severity and age. But, to emphasize
again, the doctor must state plainly (and perhaps repeatedly) to patients, families,
and others that all survival predictions are mere guesses and that unforeseen events
may intervene at any time to change those predictions.

“Total care” means that the patient is completely unable to eat without help, toilet or do any
self-care. Depending on the clinical situation, the patient may or may not be able to chew and
swallow food once prepared and fed to him or her.
4. Intake
Changes in intake are quite obvious with “normal intake” referring to the person’s usual eating
habits while healthy. “Reduced” means any reduction from that and is highly variable according to
the unique individual circumstances. “Minimal” refers to very small amounts, usually pureed or
liquid, which are well below nutritional sustenance.
5. Conscious Level
“Full consciousness” implies full alertness and orientation with good cognitive abilities in various
domains of thinking, memory, etc. “Confusion” is used to denote presence of either delirium or
dementia and is a reduced level of consciousness. It may be mild, moderate, or severe with
multiple possible etiologies. “Drowsiness” implies either fatigue, drug side effects, delirium, or
closeness to death and is sometimes included in the term stupor. “Coma” in this context is the
absence of response to verbal or physical stimuli; some reflexes may or may not remain (sic). The
depth of coma may fluctuate throughout a 24-h period.
Copyright: Victoria Hospice Society, BC, Canada (2001), www.victoriahospice.org
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Conceptual Aids for Predictions About Function

Fatally ill patients worry not only about how long but also about how well they will
live until death [52]. They dread a poor quality of life at the end. When asked to
describe components of such a quality of life, many patients mention functional
decline, changing social roles, symptoms (especially pain), loss of control over
dying, financial burdens, stress on the family, and ambivalences over wanting to
know medical details and fearing bad news [2]. Functional decline may be the most
important of all these components because it can demoralize patients by itself and
exacerbate so many of the other components.

Modern American culture values privacy and independence highly. Perhaps for
that reason many dying American patients worry most about losing the ability to
perform basic personal care functions such as dressing, eating, and toileting. These
self-care dependencies and the increasing care-receiving roles that accompany them
can damage patients’ self-image and burden their families. Dying patients and their
families may, therefore, need some forewarning to prepare themselves emotionally
for the functional declines ahead. If patients and family members do not broach the
subject themselves, doctors or other HPs may have to [36].

The results of one clever study, conducted as part of a broader study, can help
with this informing process [53]. The broader study interviewed a large, repre-
sentative sample of American elders annually over many years. One question in the
interviews asked about people’s ability to perform seven “activities of daily living”
(ADLs): bathing, grooming, dressing, eating, toileting, transferring between bed
and chair, and walking a short distance (such as across a small room). The
researchers identified the fatal diseases that killed decedents in the study over one
particular year and grouped those diseases into five major categories—sudden
death, cancer, major organ failure, progressive frailty, and miscellaneous others.
Each category represented about 20 % of deaths. The researchers then plotted the
average number of ADLs decedents in each fatal disease category could perform by
the number of months between the decedents’ last annual interviews and their
deaths. Each disease category included enough decedents interviewed in each of the
12 months before death to allow plotting the whole group’s ADL functional decline
over the year.

Four of the five disease categories showed distinct patterns of decline (see
Fig. 5.1). Sudden death showed full function until the simultaneous loss of all
ADLs at death. Massive blood clots to the brain or lungs (i.e., strokes or pulmonary
emboli, respectively) illustrate this disease category. Cancer (identified as ‘terminal
illness’ in the figure) showed high initial function, either full or decreased by only
one ADL over many months. But then as many as four ADLs disappeared quickly
during the last 3 months before death. Solid organ cancers such as cancers of the
colon or lungs illustrate this category. Major organ failure started the last year with
a modest functional deficit of about two ADLs. A steady overall loss of another two
ADLs followed. Meanwhile acute exacerbations and partial recoveries superim-
posed their waxing and waning pattern over the general downward functional trend
until one exacerbation suddenly caused death. Late-stage heart failure and
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emphysema illustrate this disease category. Progressive frailty started the last year
at a low functional level. Decedents had already lost three or more ADLs. Function
declined another three or so ADLs through the year in a downward, stair-step
pattern. Temporary plateaus of stable function interrupted the otherwise steady
declines. The progressive dementias common among nursing home residents
illustrate this category. The unclassifiable, “miscellaneous other” diseases showed
no distinct pattern. Long-term atherosclerotic heart disease illustrates this disease
category and comprised nearly half of its diseases.

These graphs of functional decline may explain why more cancer patients than
any others populate hospices. Of all five fatal disease categories, only cancer shows
a sharp, predictable final functional downturn that leaves sufficient time for a
hospice referral. Unfortunately, recognizing the exact time when that irreversible
downturn toward death occurs is hard, perhaps explaining the late chemotherapies
and late hospice referrals that many advanced cancer patients receive [29].

Fig. 5.1 Functional trajectories of dying. The ordinate shows the average number out of seven
“activities of daily living”—bathing, grooming, dressing, eating, toileting, transferring between
bed and chair, and walking a short distance (such as across a small room)—elders could perform at
the time of their last annual study interviews. The abscissa counts down in months the time
intervals between those interviews and the elders’ deaths within the year. The rightmost point in
each graph designates time of death for all elders in the particular fatal disease category. (From
Lunney et al. [64], with permission)
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The Case

Like many medically untrained patients Mr. F. begins his cancer treatment with
overly simple expectations. They arise partly due to the gastroenterologist’s inad-
equate explanations about the disease and its treatment. He explicitly mentions only
surgery. Mr. F., therefore, thinks “they just cut out your cancer, and you get back on
your feet in two to three weeks. You go back to living your usual life. You’re cured.”
Mr. F. does not anticipate the several months of arduous preoperative radiation and
chemotherapy. Those treatments eventually cause him severe fatigue, loss of
appetite, and weight loss. When Mr. F. must be hospitalized as a result, he thinks the
treatments themselves are killing him. “If someone had told me what this whole
process would involve,” he says, “I would have thought twice about starting it.”

Mr. F. is not afraid to die but does not want to do so just yet. He badly wants to
see his youngest granddaughter grow up. This deeply human desire would surely
fuel “a planning fallacy” about treatment: In Mr. F.’s mind the anticipated benefits
(a prolonged life enjoying his granddaughter) would always outweigh the adverse
effects (specifically the side effects of radiation and chemotherapy before the sur-
gery and the fatigue and colostomy after the surgery). I believe Mr. F. would have
chosen full treatment even if he had always understood its harsh reality. As he tells
Mrs. F. at one point, “I either take the treatments the doctors tell me to take, or I
die.” Foreknowledge of the treatment side effects likely would not have changed his
final decision.

But Mr. F. struggles with the frustration that “no one tells you what to expect, how
you’re doing. You’re just told to go to the specialists.” The gastroenterologist
rightfully bears some responsibility for this frustration. The doctor should use the
prognostic aids available to him to explain to Mr. F. the possible benefits and burdens
of treatment. The doctor could mention the 40–65 % 5-year survival rate with full
treatment. He could explain the likely duration and side effects of preoperative
radiation and chemotherapy. And he could describe the typical functional trajectory
of cancer and assure him about long-term postoperative function especially con-
cerning basic personal care. Furthermore, the doctor should engage a specially
trained nurse to visit Mr. and Mrs. F. preoperatively to prepare them for colostomy
care later. Above all, the doctor should reassure Mr. F. that he will not burden his
family with his personal care in the foreseeable future or perhaps ever. Such an
informative approach with predictions concerning survival and interim function
might go far in correcting Mr. F.’s misguided expectations and calming his fears.

Patients’ Attitudes About Doctors’ Clinical Predictions

Some doctors hesitate to make clinical predictions out of concern that the medically
untrained public will not understand those predictions correctly. The public in
general, of course, does not have the clinical sophistication of trained HPs. But that
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fact does not necessarily mean the public takes doctors’ predictions too literally,
dismisses them too readily, or does not appreciate the uncertainties behind them
[31].

I believe, in fact, the public does take a remarkably perceptive view of clinical
predictions. People do appreciate, for example, the potential inaccuracy involved.
One study found that 88 % of proxies of intensive care unit patients expect and
accept such inaccuracy [54]. The public attributes that inaccuracy often to
incomplete human knowledge about medical matters but occasionally to God’s
working unexpected miracles in human affairs. I also believe the public views
doctors’ clinical predictions not simply as baseless speculation or perfect fore-
knowledge but as something more complicated: valuable “best guesses” about the
future based on doctors’ past clinical experiences. The public’s confidence in those
guesses increases, of course, when the predictions of multiple doctors agree or
when the predictions come true [54]. Whatever inaccuracy in the details, doctors’
honest, well-reasoned, best-guess predictions surely can help patients and family
members prepare mentally for the future. For instance, those predictions can help
patients and family members brace themselves for hardships ahead [54].
Professionals of all kinds who attend the dying should, therefore, be able to discuss
clinical predictions honestly and supportively with patients and families.

The Case

After his surgery Mr. F. repeatedly asks his surgeon, the nurses, and other HPs how
he is doing. None answer him straightforwardly. For example, Mr. F. asks the
surgeon immediately after the cancer resection, “How do we know whether the
operation worked?” The surgeon evades the question. “You were pretty sick,” he
says. “I cut out a lot of tissue. You’ll be recovering for months. I will see you once
after discharge but then won’t need to see you again for a year.” Such answers
frustrate Mr. F. He feels “stonewalled.” Yet, as long as he responds “well” to
standard treatments, he tolerates the evasiveness.

While he cannot get a clear, specific prediction for himself, Mr. F. takes an
appreciative but realistic view toward doctors’ clinical predictions in general. He
sees them as valuable educated guesses, which sometimes may be wrong. He also
says he would not question a doctor’s competence if the doctor admits to uncer-
tainty about the future or makes a prediction that proves wrong. “But I hate being
kept purposely in the dark,” Mr. F. explains. “I’m an impatient patient. The doctors
should educate me, tell me what is going on. I don’t like the feeling that I’m the
only one who doesn’t know what will happen to me.”
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Prognostic Discussions with Seriously or Terminally Ill
Patients

Timing, Barriers, and Benefits

Patients with potentially serious or terminal illnesses should be offered candid
prognostic discussions at some point for the benefits they can provide. Still, doctors
who undertake these discussions must consider suitable timing and potential bar-
riers for them.

Timing for Prognostic Discussions

Timing for prognostic discussions especially near the end of life presents a chal-
lenge simply because no time ever seems right. Nonetheless, doctors may look for
certain signs as cues for such discussions. The cues may include increasing disease
severity, decreasing responsiveness to treatment, increasing frequency or duration
of hospitalizations, chronically diminished appetite or weight loss, the patient’s loss
of the will to live, or just the patient’s request for the discussion [55–58]. Perhaps
the most common cue is whatever expected survival time intervals define termi-
nality for the immediate attending doctors. Those time intervals, however, may vary
widely. Many doctors use the time interval of 6 months, Medicare’s definition of
terminality for hospice eligibility. Still, a nationwide survey revealed that American
internists consider expected survival time intervals anywhere from 1 to 75 weeks as
defining terminality for them. The more experienced internists tend to favor the
shorter intervals [3]. The wide range and arbitrariness of these intervals suggest that
no single one will ever be acceptable to all doctors [3].

The Case

Mr. F.’s case, of course, does not present many of the cues that typically prompt
doctors to have prognostic discussions with seriously or terminally ill patients. Mr.
F. does not have increasing disease severity, decreasing responsive to treatment, or
increasing frequency of hospitalizations. Specifically, he shows no signs of residual
cancer after the surgery and does not need follow-up hospitalizations for any reason.
Furthermore, he regains his appetite and some of his lost weight. He also firmly
states he wants to live and participates again in activities meaningful to him. He even
resumes his architectural practice and the afternoon homework sessions with his
granddaughter. And with Mr. F.’s good chance, 40–65 %, to live at least another 5
years, no one would consider him “terminal” by his expected survival time.

Nonetheless, by asking the question, “How do we know whether the operation
worked?”, Mr. F. is obviously requesting a prognostic discussion. That moment is a
suitable time to begin the discussion.
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Barriers to Prognostic Discussions

Whatever cues doctors use to initiate them, prognostic discussions near the end of
life should probably be more frequent and more substantive than they are. Two
studies support this conclusion. One study of terminal cancer patients examined
medical records for evidence of such discussions. Only 38 % of records docu-
mented any prognostic discussions, and only 9 % documented estimates of
expected survival times [59]. The other study asked elders seriously ill with cancer,
heart failure or chronic lung disease, and their doctors whether they had ever
discussed prognosis with each other. The patients and their doctors agreed only
about 20 % of the time, a poor level of agreement beyond chance, that such
discussions had occurred [60]. Both of these studies, therefore, suggest end-of-life
prognostic discussions occur far too infrequently.

Why do they occur so infrequently? I believe significant barriers exist for all
parties who have a stake in the discussions—doctors, patients, families, and insti-
tutions. But I focus here on barriers for doctors for two reasons: First, these dis-
cussions cannot realistically occur without the doctors’ taking the lead in promoting
them and, second, society expects the doctors to do so [22].

Table 5.4 lists some common barriers to prognostic discussions for doctors [3, 6,
14, 36, 58, 60, 61]. Three of the barriers relate to timing. One is doctors’ reluctance
to discuss a bad prognosis unless firmly established by clinical data [8]. Whenever
the data are uncertain (and they often are), doctors tend to say nothing rather than to
risk giving inadvertently misleading information. Another barrier is the false belief
that patients will ask for what they want to know. This belief causes many doctors
to wait to disclose a bad prognosis until patients ask for it. But many patients wait
simultaneously for the doctors to initiate the disclosure. As each side waits for the
other to start the disclosure, too often no one does so. A third barrier is the belief
that patients are either too sick or not sick enough at the moment to hear a bad
prognosis. Because patients may always be perceived as either too sick or not sick
enough for the discussion, it may never occur. All three of these barriers, then,
discourage end-of-life prognosis discussions. One author calls the phenomenon “a
collusion” between doctors and patients to postpone the discussion forever [57].

Potential adverse reactions of patients and family members may also create for
doctors significant barriers to prognostic discussions [1]. Doctors may anticipate
that patients and family members may not understand a bad prognosis, may not
retain it accurately for long, or may not know how to respond constructively.
Doctors may also worry that disclosing a bad prognosis may cause patients or
family members either an immediate emotional breakdown or some longer-term
mental or physical harms, any of which may prove difficult to control [1].
Furthermore, doctors may encounter families who ask doctors to compromise their
professional ethics by keeping prognoses from patients altogether [6].

The emotional stresses on doctors themselves create additional barriers to
prognostic discussions. Doctors may not know for certain what and how much
information patients or family members need or want. Doctors may also lack
confidence in their ability to deliver a fatal prognosis accurately and
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compassionately [6]. They may even become discouraged at having to acknowl-
edge a fatal disease without being able to offer curative treatment. And among the
barriers I mentioned earlier, doctors may struggle with the temptation to give better,
more hopeful prognoses than warranted [23, 30]. Many doctors understandably just
prefer to give seriously ill patients happy rather than sad news. And doctors may
grieve for dying patients whom they know well or have worked hard to save.

Table 5.4 Barriers for doctors to having prognostic discussions with seriously or terminally ill
patients

Category of
barriers

Specific barriers References

Timing of
discussion

Reluctance to discuss a bad prognosis
if not yet firmly established by the
clinical data

Bradley et al. [59], Hancock
et al. [6], Helft [57], Lamont
and Christakis [23]

Belief that doctor should wait for
patient to ask first about prognosis

Hancock et al. [6], Helft [57]

Belief that patient is either too sick or
not sick enough for a prognosis
discussion

Hancock et al. [6], Jackson et al.
[61]

Adverse
reactions of
patients or
family

Doubts about whether patient or family
will understand prognosis correctly

Hancock et al. [6], Jackson et al.
[61], Kiely et al. [36], Murphy
et al. [14]

Doubts about whether patient or family
will retain discussion content
accurately for long

Fried et al. [60], Jackson et al.
[61]

Worry that patient or family may not
know how to respond constructively

Hancock et al. [6]

Fears of an immediate, uncontrollable
emotional breakdown for patient or
family

Hancock et al. [6]

Fears about long-term mental or
physical harms for patient or family

Bradley et al. [59], Hancock
et al. [6]

Worry that family might ask doctor to
compromise professional ethics by
keeping the prognosis from patient
altogether

Hancock et al. [6]

Emotional
stresses for
doctors

Uncertainty about what and how much
information patient or family needs or
wants

Jackson et al. [61]

Lack of confidence in one’s ability to
communicate a bad prognosis
accurately and compassionately

Bradley et al. [59], Hancock
et al. [6], Lamont and Christakis
[23]

Discouragement in the face of a fatal
disease without curative treatment

Hancock et al. [6]

Temptation to give a more hopeful
prognosis than warranted

Christakis and Iwashyna [3]

Grief for the dying patient Hancock et al. [6]
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Benefits to Prognostic Discussions

Despite the potential barriers to end-of-life prognostic discussions, common sense
suggests they can have significant benefits for doctors and patients alike (Table 5.5)
[6, 36, 59, 62, 63]. Such discussions fulfill a doctor’s duty, now firmly embedded in
medical ethics, to disclose prognoses to patients as an important part of informed
consent [6]. These discussions also prompt doctors to formulate as working
hypotheses explicit tentative outcome predictions [62] for use in guiding end-of-life
care [59, 62]. Of course, such “working hypothesis” predictions may require
changes as patients’ circumstances change. The discussions may also prompt
patients to revise priorities for their remaining lives. Patients may decide to relive
meaningful past events (say, through photographs or calls to family or close
friends), arrange for significant legacies, repair damaged relationships, say impor-
tant good-byes, address end-of-life financial or legal affairs, or enroll in medical
research [36]. And, when predictions point to imminent death, prognostic discus-
sions may help prepare patients emotionally for it [36, 62, 63]. For example, those
discussions may reorient patients mentally from curative to palliative care and lead
them to accept timely hospice referral.

Guidelines to Discussing Prognosis with a Seriously Ill
Patient

How might doctors or other HPs discuss a bad prognosis, perhaps a fatal one, with a
seriously ill patient? One article gives especially clear steps for doing so [61]. Some of
those steps resemble the steps in delivering other kinds of medical bad news such as a
worrisome diagnosis or a failed treatment. (The reader might consult Chap. 4 for a
broad overview of delivering medical bad news.) For simplicity’s sake I assume here
that the principal doctor managing the patient’s care leads the prognostic discussion.
Some circumstances, however, may require other HPs do that. If so, those other HPs
should coordinate their planned disclosures with the principal doctor to avoid saying
anything that unnecessarily contradicts prior disclosures or causes confusion.

Table 5.6 outlines the steps in the discussion process and suggests questions for
introducing some of the steps. The principal doctor should review the patient’s

Table 5.5 Benefits to having prognostic discussions with seriously or terminally ill patients

Specific benefits References

Opportunity to fulfill a doctor’s duty to give patients (or proxies)
important prognostic information

Hancock et al. [6]

Prompt for doctors to formulate predictions to guide further care Bradley et al. [59], Perkins [62]

Prompt for patient to rethink priorities for his or her remaining life Kiely et al. [36]

Emotional preparation of patient when death is imminent Kiely et al. [36], Lynn [63],
Perkins [62]
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Table 5.6 Steps in discussing a bad prognosis

Step Substeps Description of step Sample introductory questions (if
relevant)

1 Review the patient’s illness course.
Read up on the particular disease.
Understand the rationale for the
diagnostic and therapeutic plan.

N/Aa

2 Assess the patient’s readiness to discuss
prognosis.

2a Assess the patient’s current
understanding of the illness.

“How do you think you are doing
now?”

2b Ask whether the patient has ever
thought about future complications.

“Have you ever thought what it would
be like if you become more ill?”

2c Determine timing for the prognostic
disclosure.

“Should I discuss prognosis now or
wait? If I wait, when would a better
time come? Why would it be better?”

3 Determine an approach to the
discussion based on the patient’s
readiness to discuss prognosis and on
the urgency of the situation.

3a The patient prefers to discuss prognosis
right away whatever the urgency of the
situation. Begin with general,
open-ended introductory questions.

“What is your body telling you about
what is ahead?”

3b The patient hesitates to discuss
prognosis, and there is no immediate
urgency to do so. Mention the benefits
of discussing prognosis, but do not
force the discussion. Offer the
opportunity for a discussion later.

“May we schedule a later time to
discuss what might be ahead for you?
How about (name a time soon)?”

3c The patient hesitates to discuss
prognosis, and there is an immediate
urgency to do so. Introduce the subject
deftly but firmly.

“We need to talk about what lies ahead
for you. It is important. May we do it
now?”

4 Give prognostic information tailored to
the patient’s wishes and needs. Many
patients consider predictions of survival
time and function most important;
others consider prediction of symptoms
and strategies of care most important.
Always use everyday language and
explain key terms.

N/A

5 Document the discussion in a progress
note. Include the time, date, and place;
the participants involved; the
information disclosed: any questions the
patient or others asked; the answers
given; and the informational areas that
still need addressing.

N/A

Data from Jackson et al. [61]
aN/A = not applicable.
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illness course before the discussion (Step 1). If that doctor does not specialize in the
patient’s particular disease, he or she might read up about it in, say, general medical
textbooks. (Nondoctors might consult general nursing textbooks or reliable medical
Internet sites such as WebMD.) The doctor should consult knowledgeable col-
leagues about any important lingering questions. The doctor should initiate the
prognostic discussion with the patient only when he or she thoroughly understands
the rationale for the diagnostic and therapeutic plan. This preliminary review often
suggests how urgent the prognostic discussion is.

The doctor should approach the discussion by assessing first the patient’s
readiness for it (Step 2). This step might include three substeps. The doctor might
initially ask the patient’s current understanding of his or her illness (Step 2a).
A simple question such as “How do you think you are doing?” might suffice to open
the conversation. The doctor might then assess whether the patient has already
anticipated future complications (Step 2b). The doctor might ask, “Have you
thought about what it would be like if you ever become more ill?” I find asking that
question in a normal conversational tone avoids alarming the patient. The patient’s
reply may then help the doctor decide on timing the prognostic disclosure (Step 2c).
The doctor might ask him- or herself, “Should I discuss prognosis with this patient
now or wait for another time? If not now, when would be a better time, and why
would that time be better?” The doctor should ordinarily have sound reasons for
delaying. But it might be justified, for example, if a definitive diagnosis is not yet
firmly established, if a crucial therapy has not yet declared itself a success or failure,
or if key family members have not yet arrived to give the patient support. The
doctor, of course, must not delay the discussion excessively. Setting a reasonable
time limit for initiating it and adhering to that time limit can help prevent such
unwise delay.

Patient preferences and the urgency of the situation often lead the doctor to one
of the three conclusions at this point (Step 3). First, the patient prefers to discuss
prognosis right away whatever the urgency of the situation (Step 3a). The doctor
might act on this conclusion by asking such questions as “What is your body telling
you now about what is ahead?” Second, the patient hesitates to discuss prognosis,
and no urgency exists to do so (Step 3b). The doctor might act on this conclusion by
sensitively acknowledging the fearsomeness of discussing the future of an illness
and also by explaining the possible benefits of doing so. Those benefits include
allowing time to digest the prognostic information, to develop good coping tactics,
to reevaluate treatment goals, and perhaps to make a timely hospice referral [18, 30,
39, 57, 61]. Of course, the doctor should never force the discussion on such a
patient. Rather, the doctor might offer the opportunity for a discussion later. Third,
the patient hesitates to discuss prognosis, and some urgency for the discussion
exists (Step 3c). Causes for such urgency might include uncontrollable, increasingly
distressing symptoms; failing treatments aimed at cure; a life-threatening downturn
in the patient’s condition; patient or family requests for life support likely to be
ineffective; or imminence of death [6, 39]. The doctor should act on this conclusion
by pressing deftly but firmly to have the discussion. He or she might say to the
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patient, “We need to talk about what lies ahead for you. It’s important. We should
do so as soon as possible. May we do it now?”

In all cases the doctor must tailor the content of the prognostic discussion to the
information the patient wants or needs (Step 4). Unfortunately, no clinical or
demographic factors reliably help the doctor know beforehand what that informa-
tion is. Society may expect the patient to die in bed, at home, and with his or her life
business complete [63], but that ideal occurs only occasionally. In fact, expectations
about dying vary among patients, and not all of them want society’s ideal.
Therefore, the doctor must ask what each one already understands and still wants to
know. The doctor must then listen carefully to learn how to meet each patient where
he or she is.

Many patients consider survival time and functional course the most important
parts of a terminal prognosis. The doctor might describe to those patients the best,
worst, and most likely dying scenarios based in part on the range of expected
survival times [36]. Such an approach may avoid many overly optimistic predic-
tions. Other patients, however, may rather learn about future symptoms, comfort
interventions, personal control in dying, and “dignity” measures [1, 39, 63]. The
doctor might emphasize to those patients strategies of care. Such an approach
would aim to ease worries about prolonged, painful deaths. The doctor should, of
course, always use everyday language and explain key terms. The doctor should
only rarely confront the patient with prognostic information he or she really does
not want to hear—and then only when absolutely necessary.

Finally, the doctor conducting the prognostic discussion must document it in the
patient’s medical record (Step 5). That documentation informs other HPs what
information the doctor, the patient, and the family members have already discussed
and how the various participants reacted. The documenting progress note should
give the time, date, and place of the discussion; the people attending; the infor-
mation disclosed; any questions the patient or others asked; the answers the doctor
or other HPs gave; how participants took the news; and the informational areas that
still need addressing.

The Case

Mr. F.’s illness presents numerous opportunities for prognostic discussions. An
intelligent, motivated patient, Mr. F. asks the doctors and nurses repeatedly about
his prognosis. But the HPs fumble every opportunity for a substantive discussion.
As a result Mr. F. never gets key information about his expected survival time or
future function.

The prognostic communication failures begin at the office visit when the gas-
troenterologist first tells Mr. F. he has colon cancer. Mr. F. asks the typical question,
“How long do I have to live?” Although the gastroenterologist surely knows the
5-year survival data for colon cancer, he does not answer the question. He simply
mentions surgery. Mr. F. concludes the cancer will be cut out, he will be cured, and
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his normal life will resume again. But the treatment is not so simple. The gas-
troenterologist refers Mr. F. without explanation to a “radiation cancer doctor” and
a “chemical cancer doctor” for preoperative treatment. Those doctors start the
treatment but do not clearly explain its possible side effects. The treatment sickens
Mr. F. severely. Extreme exhaustion sets in, his appetite vanishes, and his weight
drops 50 lb in just a few months. “I’m melting away,” Mr. F. thinks, but he never
complains to the doctors. They always tell him he is doing well. “I didn’t know the
right questions to ask,” he explains later. “I trusted the doctors to know what they
were doing.” Mrs. F. decides meanwhile that Mr. F. does not need the preoperative
treatments after all. She urges him to stop them. She tells Mr. F., “The doctors are
only trying to profit from you.” Finally, Mr. F.’s severe weight loss catches his
doctors’ attention. They hospitalize him, stop the preoperative radiation and
chemotherapy, and start treatments to boost his nutritional status.

Discussions about prognosis do not improve in frequency or substance after the
surgery excising the colon cancer. Mr. F. asks his surgeon immediately afterward,
“How do we know whether the operation worked?” The surgeon replies only
tangentially with “You’re pretty sick right now. I did major surgery on you. I cut
out a lot of colon.” A specialized hospital nurse then visits Mr. F. several times over
the next few days to teach him colostomy care. Mr. F. asks her how he will do after
discharge. “You’ll do just fine,” the nurse replies. Finally, Mr. F. asks the surgeon
again at discharge how he—Mr. F.—will do at home. “You’ll do well,” says the
surgeon tersely. “I won’t need to see you again for a year.”Mr. F. concludes he will
recover over a few weeks and then go back to living life as before, including
full-time architectural practice.

Unfortunately, his recovery does not proceed that way. Mr. and Mrs. F. imme-
diately struggle with the practical problems of colostomy care at home. The F.s feel
totally unprepared. They have difficulty finding colostomy supplies, changing the
bags, and identifying the most compatible foods for Mr. F. to eat. “You don’t know
what care you need at home until you need it. And then there are so few people to
talk to about your problems,” he says. The surgeon’s office staff provide little
practical help. Mr. F. finally asks his accountant brother, a longtime diabetic, for
advice. His brother suggests home health care. Mr. F. contacts such an agency, and
the staff there assure him they can help. But the agency must await the surgeon’s
order for service. That order arrives about two weeks later, and the agency at last
begins its help for Mr. F. The help goes well. One day when the colostomy care has
become nearly routine, Mr. F. asks the home healthcare nurse, “What needs to
happen now?” “Your colostomy is doing fine, and you look better. Continue
managing it the way you are,” she says. “But you’ll have to ask your doctor about
the colon cancer.” Mr. F. still cannot get straight prognostic information about his
underlying disease.

Now several years after the surgery, life for Mr. F. has yet to return to what it
was before. He is still thin and monitors his diet carefully to avoid diarrhea. He tires
easily and must take long naps each morning and afternoon. But he works a few
hours a day and helps his granddaughter with her homework. At this point the
surgeon might review with Mr. F. the 5-year survival statistics, that is, 40–65 %
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survival for patients with his stage of colon cancer at resection. The surgeon might
also review Mr. F.’s current Palliative Performance Scale (PPS) score (Table 5.3).
Mr. F. ambulates fully and is working with some effort at his architectural practice
but has no further evidence of cancer. He needs no help with personal care, has
normal or decreased nutritional intake (with a stable but low body weight), and has
full consciousness. His PPS score, therefore, is 80 %. The surgeon should tell Mr.
F. this number and explain its implications: Mr. F. should do well for the fore-
seeable future. However, the doctor must remember the high PPS score does not
ensure against an eventual downturn in Mr. F.’s health due to the cancer. The
surgeon might also explain that the good function Mr. F. now enjoys is the most
powerful predictor for an overall good prognosis.

Unfortunately, Mr. F. gets none of this information and is understandably
frustrated. He hates being ill-informed about his cancer. As he says, his architec-
tural business requires him to ask specific questions; to get “straight” answers from
building contractors; to make timely decisions and clear plans; and to anticipate
results in detail. He wonders why HPs do not behave similarly. “I’m the patient, and
I know less about what’s going on with me than anybody else. I don’t like the
feeling that I’m the only one who does not know what will happen to me. I don’t
like being in the dark. So talk to me even if you’re not certain. I want to take part in
the conversation about me.” He then adds, “I realize I have to learn how to be a
patient. I don’t know what to expect or how to react. And I’m impatient. So educate
me.” For sure, the healthcare system has not met Mr. F.’s information needs about
prognosis.

The system can and must do better about informing patients with potentially
fatal illnesses. Important end-of-life plans for patients and survivors alike depend
on timely, candid, and thorough prognostic information. Whichever patients want
that information should be able to get it.

Summary Points

1. Patients with fatal diseases often worry about survival time and interim function.
Though aware of the uncertainties inherent in predictions, patients and family
members typically want doctors’ predictions about those two variables.

2. Function, both prior and current, is the most important predictor of survival with
many fatal diseases. Current nutritional status is the second most important
predictor with cancer.

3. Four of five main categories of fatal diseases—sudden death, cancer, organ
system failure, and progressive frailty—have distinct downward functional
trajectories during the last year of life. Knowing the trajectory of the pertinent
disease may help patient, family members, and attending professionals antici-
pate a patient’s course.
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Chapter 6
Advance Care Planning and Preparing
to Die

Advance planning is the process of making decisions about one’s future medical,
legal, or financial affairs in case one becomes incapable of making those decisions
later [1–4]. Such planning often addresses end-of-life affairs such as testamentary
bequests, organ donation, disposition of the dead body, and funeral arrangements.
This chapter focuses only on advance care planning (ACP), the kind of advance
planning that addresses premortem medical care. ACP commonly tries to answer
such questions as What roles should patient, proxies, and doctors take in
decision-making? When should aggressive, potentially curative treatments be used?
How should their outcomes be evaluated? Should the patient ever enter clinical
research trials? When should purely comfort measures begin? and Where does the
patient want to die?

Advance care planning appeals intuitively to Americans [1, 5–7]. They know
that days, months, or even years of mental incapacity may precede a modern death,
and they fear both overtreatment and undertreatment in those interim periods. For
that reason most Americans want some control over their end-of-life treatment even
if they cannot decide it for themselves at the time [8]. They want to express their
wishes early to guide their treatment later.

ACP has taken three forms over its history [8]: instructional legal documents,
proxy-designating legal documents, and more informal, dedicated discussions. The
two kinds of legal documents are called advance directives (ADs). Instructional
ADs give the patient’s explicit instructions for treatment in times of future inca-
pacity; proxy-designating ADs, in contrast, name one or more people to make
treatment decisions at those times based on the incapacitated patient’s previously
expressed or currently presumed wishes. Both kinds of ADs have gained legal
status throughout the USA [9–11]. Still, many Americans sign neither but simply
express that information verbally to their families or doctors. These informal,
dedicated discussions are also a kind of ACP.

The relationship of do-not-resuscitate (DNR) orders to ACP deserves special
clarification here. Some authors consider DNR orders a kind of ACP [12]; I dis-
agree [13]. DNR orders resemble ACP superficially because they issue an
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instruction about one possible future treatment: never use cardiopulmonary resus-
citation (CPR). In contrast, ACP often issues instructions about many other possible
future treatments, too, and may designate a proxy decision-maker. More particu-
larly, though sometimes grounded in instructional ADs or ACP discussions, DNR
orders do not meet the definition of either (Table 6.1). They need not reflect the
patient’s explicit or presumed treatment wishes (such as when CPR would be futile
or, worse, harmful for the patient) and do not require patient decision-making
capacity at signing or patient decision-making incapacity at implementation.
Furthermore, DNR orders require a doctor’s signature, not the patient’s, to become
clinically and legally valid and never require formal witnessing under law. (They
may, however, require cosigning by the patient or by a valid proxy under some
hospitals’ policies.) I, therefore, do not consider here DNR orders a kind of ACP.

This chapter begins by discussing cues that should prompt ACP. The chapter
then describes the three kinds of ACP in the rough chronological order of their
widespread acceptance: instructional ADs first, proxy-designating ADs next, and
broad ACP discussions last. The descriptions address the origin, content, advan-
tages, and disadvantages of each kind of ACP. Each kind improved on the prior
one, but none is perfect. This chapter focuses mostly on dedicated discussions, the
kind of ACP I prefer and call “broad ACP.” These discussions address a patient’s
relevant life history, personal values, and goals of care [14]; the mental preparation
of patient and survivors for the coming end-of-life experience (including its diffi-
culties and uncertainties); and the doctor’s pledge to attend patient and family
faithfully throughout. This chapter also discusses Physicians’ Orders for
Life-Sustaining Treatment (POLST), an AD that suits currently terminally ill
patients well and has widespread popularity [15, 16]. The chapter closes by out-
lining a stepwise approach to ACP and by describing the “negotiation of death,” a
process by which the dying patient, survivors, and attending clinicians plan together
how the patient should die [17]. Notably, many of this chapter’s references date
from the 1990s when much of the most important ACP research occurred. The case
of Mrs. G., the same patient as in Chap. 7, illustrates key concepts.

Table 6.1 Contrasting do-not-resuscitate orders and advance care planning

Characteristic Do-not-resuscitate
orders

Advance care planning

Kinds of directive One treatment
instruction only

Often multiple treatment instructions
and/or a proxy designation

Legal meaning A doctor’s order A patient’s expressed wishes

Signer Doctor Patient

Witnessing necessary under law? Never Always

Patient has decision-making
capacity at signing?

Not necessarily Always

Patient has decision-making
capacity at implementation?

Not necessarily Never
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The Case

Eighty-four-year-old Mrs. G. has suffered back pain for many years. Moderate
doses of opioids relieve it partially, but Mrs. G. refuses higher doses due to the
drowsiness, nausea, and constipation they cause. She has also experienced two
recent, potentially life-threatening problems with her lungs—a blood clot and a
pneumonia. She recovered from both with intensive inpatient treatment. Although
each illness presented the opportunity for formal ACP with her doctors, it never
took place. That omission complicates management of her next medical crisis.

Still, Mrs. G. conducts her own informal ACP discussion after she learns a
distant relative survived a cardiac arrest and stroke only to endure mechanical
ventilation and tube feedings before dying years later. Wanting to avoid such a fate,
Mrs. G. expresses her end-of-life wishes to her husband and two daughters during a
family conversation. Most of her expressed wishes concern property bequests, but a
few concern medical treatments. Unfortunately, her treatment wishes are often
vague or inconsistent. For example, Mrs. G. says at different times both “Treat me if
I have any chance to live,” and “I don’t want to live if I cannot participate in life.
I don’t want to be a vegetable.” She never reconciles those potentially contradictory
statements. She also instructs the family never to let her care bankrupt them. “Don’t
sell the house,” she says, “just to pay my medical expenses.”

During that family conversation the elder daughter asks specifically for Mrs. G.’s
wishes about mechanical ventilation. Mrs. G. not only describes her horror at the
distant relative’s experience with the ventilator but also mentions a friend’s more
hopeful one. Doctors placed this friend on a ventilator and then decided she could
not survive. They then weaned her progressively off the ventilator and expected her
to die. To everyone’s surprise the friend began breathing spontaneously and lived
on for many years. “You just never know,” Mrs. G. concludes. When the elder
daughter presses again for her wishes, Mrs. G. quickly ends the conversation by
saying only, “You and your father can decide about that ventilator when the time
comes. You’ll know what to do.”While this informal ACP discussion identifies Mr.
G. and the elder daughter as Mrs. G.’s preferred proxies, it merely postpones critical
decisions about mechanical ventilation. The discussion leaves the family confused
about what Mrs. G. really wants. A systematic ACP process, especially if guided by
a doctor, might have helped.

Mrs. G. subsequently suffers a cardiac arrest at home, is resuscitated there, and is
transferred emergently to a hospital. She is placed on a ventilator in an intensive
care unit (ICU) but successfully weans off after a few days. A cardiologist, a
neurologist, and a pulmonologist take care of her at first. She improves. But then
her heart condition deteriorates again when she can no longer communicate.
A second cardiologist urges placing her back on the ventilator, but her family has
reservations about the idea. Relying on her sketchy prior instructions, they have to
decide what to do. Fortunately, a skilled ethics consultant eventually joins the case
to help everyone work through the impasse. Mrs. G. finally dies with hospice care
in the hospital but without the ventilator.
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Advance Care Planning

The Origins of Advance Care Planning

Amazing new life-saving treatments including CPR, mechanical ventilation, and
hemodialysis first appeared in the 1950s and 1960s. These treatments revolution-
ized medicine. They saved the lives of patients who would have died from their
illnesses before. CPR quickly became standard treatment for cardiac arrest [18].
Intensive care units (ICUs) cropped up to use those new treatments expertly for
serious heart damage and rhythm disturbances, pneumonias and other causes of
respiratory failure, and kidney failure. Critical care became its own specialty.

Yet experience with the new treatments eventually showed they do not always
produce good results. A few lucky patients revived miraculously to resume good
mental and physical function, but many did not. For example, as I noted before,
overall survival rates to hospital discharge after cardiac arrest and CPR rarely
exceeded 22 % [18, 19]; those rates for patients over 70 and for cancer patients
rarely exceeded 10 % [20, 21]. Some patients who did survive cardiac arrest and
CPR often suffered severe brain damage, even permanent unresponsiveness. Some
mechanically ventilated patients remained forever dependent on their ventilators.
Even many hemodialysis patients attained only modest survivals—three to five years
on average for all such patients and less for diabetics—and they lived functionally
diminished lives on dialysis [22]. Americans began to rethink their initial enthusiasm
for the new treatments. That enthusiasm soon gave way to a more sobering view.
Many people finally decided they did not want the new treatments for themselves.

Americans, of course, have long embraced their common law right to refuse
treatments, even life-saving ones [23–26]. But, for such refusals to be legally
secured, patients historically had to voice them on the spot in the crisis. The
possibility of becoming too weak or brain-damaged to voice on-the-spot refusals
led many people to demand ways to make treatment decisions in advance.

Beginning in the late 1960s, ACP arose to meet this demand. The Euthanasia
Education Council, later renamed Concern for Dying, published the first instruc-
tional AD in the 1970s [27]. Called A Living Will [7], it instructed caregivers, “If
… (t)here is no reasonable expectation of my recovery from physical or mental
disability, I request that I be allowed to die and not be kept alive by artificial means
or ‘heroic measures.’ I do not fear death itself as much as the indignities of dete-
rioriation, dependence, and hopeless pain….” A Living Will requested comfort
measures under such circumstances. It, however, had no official legal standing
partly due to the unfortunate name. Lawyers could not understand a “will” to be
executed before, not just after, a person’s death [28]. Nonetheless, signers tried to
persuade caregivers to comply with A Living Will anyway, and for that reason it
closes with the plea, “I hope you who care for me will feel morally bound to follow
(this) mandate” [27].

Two court cases subsequently gave ACP important legal support. The Karen
Quinlan case in 1976 recognized for the first time the authority of proxies to refuse
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life support for an incompetent patient. Specifically, the court allowed the parents of
permanently comatose Karen Quinlan to stop her ventilator and to allow her to die
if she could never regain a “cognitive, sapient” life. The court reasoned that Quinlan
herself would not want life support under those conditions. Then the Nancy Cruzan
case in 1990 gave a boost specifically to instructional ADs [29]. In that case the
United States Supreme Court let stand a Missouri law permitting proxies to stop life
support for an incompetent patient only with “clear and convincing evidence” of the
patient’s wishes to do so. Many scholars interpreted the Cruzan decision to mean
instructional ADs provide the necessary clear and convincing evidence that
Missouri and some other states demand in those situations [30].

Advance care planning in its various forms has since become a familiar feature
of modern American life. Considerable professional and popular literature about
ACP has accumulated, addressing such questions as: Which circumstances should
cue ACP? How do the advantages and disadvantages of each kind of ACP balance
out? and Which kind produces the best results? The next several sections take up
those questions.

Cues for Conducting Advance Care Planning

Doctor–patient ACP discussions about end-of-life care have recently gained
widespread support [3, 26, 31, 32]. Patients in general want them [6, 33–35], and
doctors favor them for the many patients who are rapidly deteriorating [36],
admitted to ICUs, unlikely to survive CPR, or terminally ill [37]. Professional
medical societies also favor such discussions. Oncology societies, for example,
encourage them for all cancer patients likely to die within a year [36, 38].
Unfortunately, actual performance of these discussions falls far short of such goals
[39, 40]. Only 23–30 % of critically ill patients [41, 42], 18–38 % of terminally ill
patients [37], and 27–40 % of end-stage cancer patients [36, 43] report actually
having the discussions with their doctors. This disconnect between performance and
goals [34, 35] raises the question, What cues should trigger doctor–patient ACP
discussions about end-of-life care? [44].

The discussions, of course, should occur at the optimal time for patients [45], but
patients and doctors differ over when that time is. Patients generally want ACP
discussions earlier in the doctor–patient relationship or earlier in a serious illness
than when doctors ordinarily conduct them [46]. But patients do not consistently
specify one time they consider optimal. Doctors must guess at it.

Still, clinical experience suggests reasonable cues for ACP discussions about
end-of-life care. Table 6.2 lists the cues one expert uses [47]. The table separates
those cues into cues that should prompt immediate ACP and cues that should
prompt near-term, but not necessarily immediate, ACP. The reader should note that
diagnosing a potentially fatal disease requires breaking the bad news in a timely
way. Breaking bad news differs fundamentally in purpose from conducting ACP:
Breaking bad news informs the patient about a serious diagnosis while ACP plans
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with the patient for future care. The two often benefit from different timing and
approaches. (I discuss approaches for breaking bad news in Chap. 4.) Cues for
conducting ACP immediately include the doctor’s foreseeing the patient’s death as
imminent and the patient’s expressing a wish to die or suffering intolerable,
overwhelming, and uncontrollable symptoms [48]. Cues for near-term but not
necessarily immediate ACP include the doctor’s not being surprised if the patient
dies within 6–12 months, or the patient’s having a life-limiting illness (especially
when it precipitates hospitalization), choosing a potentially life-prolonging treat-
ment with only a small chance of success [43], or initiating discussions about ADs
or end-of-life care [47]. Doctors may use other cues that also make sense such as
low Palliative Performance Scale scores (see Chap. 5), the presence of multiple
serious coexisting diseases, or a history of multiple failed chemotherapies [43].

If the doctor does not initiate the ACP discussion when the patient or family
want it, the patient or family should initiate it themselves [49]. The best care in
today’s American health system often requires such assertiveness from patients and
families. The doctor should be willing to go with it.

The Case

Strong cues for conducting ACP occur both before and during Mrs. G.’s last
hospitalization. Beforehand either her blood clot or her pneumonia would have
justified near-term ACP because each was a potentially fatal illness prompting
hospitalization. Furthermore, if ever revealed to her doctors, Mrs. G.’s AD (which
she signed in the interim) and informal ACP discussion with her family would also
have justified near-term ACP because she initiated those end-of-life care conver-
sations herself.

Table 6.2 Suggested cues
for conducting advance care
planning

Cues for immediate advance care planning
• The doctor foresees an imminent death.

• The patient talks about wanting to die.

• The patient suffers intolerable, overwhelming, and
uncontrollable symptoms.

Cues for near-term advance care planning
• The doctor would not be surprised if the patient dies within 6–
12 months.

• The patient has a potentially fatal illness (especially if it
prompts hospitalization).

• The patient chooses a potentially life-prolonging treatment
with only a small chance of success.

• The patient initiates discussions about advance directives or
end-of-life care (including hospice).

Adapted from Quill [47], with permission
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Other, equally strong cues for ACP occur during her hospitalization. The car-
diorespiratory arrest certainly qualifies as a potentially fatal disease that prompts
hospitalization. In addition, the doctors might reasonably expect her to die immi-
nently (as the first cardiologist thinks) or within 6–12 months. Despite her suc-
cessful resuscitation the full cardiorespiratory arrest outside the hospital gives the
elderly Mrs. G. more than a 90 % likelihood of dying before hospital discharge.
This likelihood only increases as her condition deteriorates later.

Notably, Mrs. G. shows at times early in the hospitalization that she can
understand conversations and respond appropriately. Though sometimes groggy,
she consistently opens her eyes and moves her arms to the neurologist’s commands.
She also communicates meaningfully with her family. Mr. G., for example, once
asks her, “Do you want one of my ‘famous kisses’?” Mrs. G. nods and puckers
up. Mr. G. then kisses her and asks, “Did you like that?” She nods yes again. Such
incidents suggest Mrs. G. can perform some ACP at that time. But her doctors do
not try it.

Unfortunately, as the hospitalization continues, Mrs. G.’s responsiveness
diminishes. It finally disappears completely as the question of reventilating her
arises. Because Mrs. G. can no longer express her wishes, her doctors must rely on
her written AD and the prior family discussion for guidance in making that deci-
sion. Even then, the decision-making process proves difficult.

Barriers to Advance Care Planning

Westerners have long considered illness abnormal and health normal. Only the ill,
not the healthy, have presented for medical care. Thus, Western medicine evolved
to diagnose, treat, and cure diseases in the few who were ill [50]; it paid little
attention to preventing diseases in the many who were healthy. Preventative
measures traditionally fell to public health programs. Yet by the mid-twentieth
century the emergence of vaccines, antibiotics, and other powerful preventative
measures against infections forced Western medicine to expand its focus to include
such measures. ACP fits that preventative approach because people typically use
ACP to prevent end-of-life treatments they do not want. Unfortunately, ACP like
many other preventative measures has struggled to gain a foothold in cure-oriented
Western medicine. ACP still faces barriers, many unintentional, from patients and
families, doctors, and healthcare institutions alike. Those barriers often produce
what one author calls a powerful, unwitting “collusion” to avoid meaningful ACP
altogether.

Patient and Family Barriers

Talking about death is hard because it raises the specter of losing everything, even
existence itself [51]. For that reason the seventeenth-century writer La
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Rochefoucauld observed, “One can no longer look steadily at death than at the sun”
[52], and the modern-day end-of-life care expert, Ira Byock, M.D., says, Death
“constantly threatens to (awaken) us from the dream of life” [53].

Understandably, few patients can muster the courage to face their fears about
death and to plan for it. Most patients just avoid the subject. Some have no wishes
about future care and do not want to formulate any [37]. Others may never be able
to broach the subject with their families or doctors. These patients may wait for
others to broach the subject and secretly hope that no one does. These patients may
even kid themselves into believing that, if no one else mentions end-of-life ACP, it
must not be important. Still other patients may wait for the ideal time to conduct
ACP but always be just too sick or not sick enough to do so. The ideal time,
therefore, never arrives.

Both patients and family members may use other strategies, too, to block or
delay ACP. Some people may deny fatal diagnoses or the limits of curative med-
icine [45, 50, 54]. About a third of advanced cancer patients, for instance, do not
believe they are dying [55, 56], and many request aggressive chemotherapy up until
only days before death [57]. Some patients may even conceal symptoms they fear
will signal irreversible terminal illness or will end their treatments for cure [50].
Patients and family members may also delay ACP by endlessly requesting more
tests, second opinions, or long-shot treatments [38]. The desperate and impres-
sionable may even look outside mainstream medicine for the cure they are con-
vinced exists (and others enthusiastically promise). These people may believe
mainstream medicine is hiding the cure from them for the sake of experimentation
or profit [58].

Patients and family may also avoid mentioning ACP for fear of upsetting the
doctor. They realize the doctor wields great power over their lives. Patients and
family feel vulnerable [50]. They, therefore, hesitate to suggest anything (such as
ACP) they think might anger the doctor. (Unfortunately, some doctors do react
angrily to such suggestions and thereby stifle further meaningful ACP discussions
[50].) Patients and family may even fear the doctor will retaliate by prematurely
withholding or withdrawing any needed life support [54].

Doctor Barriers

Doctors present their own barriers to ACP [51]. Many feel ill-prepared to perform it
[54]. Recent research shows those feelings are justified: Doctors receive little
training in end-of-life communication and fall short of standards in their attempts at
ACP [14]. Doctors may also believe ACP dashes people’s hopes [38, 46, 54],
leaving patients and families despondent. Research, however, consistently dis-
proves that idea. Doctors may also fear that ACP unleashes patient emotions that
are difficult to witness, require a lot of time to assuage, and leave the doctor
exhausted. Finally, some doctors may see no role for ACP at all in medical practice.
These doctors may believe they must constantly fight death, their foremost enemy,
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with a maximal effort to save patients’ lives [46], or that every patient death
otherwise risks legal or professional censure.

Institution Barriers

Like patients, family members, and doctors, healthcare institutions also present
barriers to ACP. The fragmentation of care that now characterizes the American
health system creates fragmentation of ACP, too [54]. No one professional or
institution has responsibility for ensuring ACP is done in a timely, effective way. As
a result ACP often happens in an uncoordinated, piecemeal way [59]. Furthermore,
information about a patient’s prior ACP can easily get lost in a voluminous elec-
tronic medical record or during complicated information transfers across institu-
tions. Finally, data-driven, bottom-line-oriented health insurance policies do not
specifically reimburse for ACP [54]. That lack of reimbursement certainly dis-
courages routine ACP [37]: If the doctor performs it, he or she must do it for free.
Of the three institutional barriers to ACP mentioned here, I believe the last is
conceptually easiest to fix: performing ACP deserves reimbursement.

Important Communication Skills for Advance Care Planning

Good doctor communication skills, I believe, can overcome many of the barriers to
ACP [60]. Some of those skills such as creating rapport with patients, asking
questions insightfully, and listening carefully to patients’ answers should underlie
all health professional–patient interactions. But certain skills become especially
important in ACP: thinking positively, fostering trust, and using good communi-
cation techniques likely to serve the purpose. The need for such communication
skills in ACP seems obvious. But, because many doctors’ ACP discussions may fall
short of accepted standards [14, 61, 62], I discuss here the three skills I believe are
especially important in ACP. I talk in terms of doctors’ conducting the ACP pro-
cess, but other clinicians such as nurses may also do so.

Thinking Positively

Preexisting attitudes can have a powerful influence on how human endeavors work
out. Thinking positively about ACP, therefore, may go a long way to realizing its
benefits. Unfortunately, many doctors dislike the process, feel ill-prepared to
conduct it, and try to avoid it. Such negative attitudes can only diminish the success
of ACP.

Therefore, optimal outcomes depend on a positive attitude. And good reasons
justify such an attitude. For one, ACP gives patients the rare opportunity to take
stock of their lives. ACP challenges patients to examine their core personal values
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and goals in life. Some patients have never done so before. ACP may even prompt
important changes in activities or attitudes for whatever time remains. ACP also
offers rewards for doctors including the chance to get to know patients on a deeply
meaningful level. During ACP, patients may reveal their most heartfelt thoughts
about living and dying, making themselves emotionally vulnerable. Tender hopes
and troubling fears may surface. The doctors, in turn, have the opportunity to
respond out of humaneness and compassion. For that significant opportunity they
should consider ACP more a privilege than a burden [47]. Of course, this privilege
should inspire doctors to improve constantly on their ability to conduct ACP.

Fostering Patients’ Trust

The vulnerability that comes with illness makes patients enter any doctor–patient
relationship by trusting their doctors. That baseline trust is an advantage for doctors:
Patients begin by assuming their doctors are well trained and conscientious in their
care.

Doctors then have the opportunity to build on that trust whenever patients suffer
life-threatening illnesses and need ACP [13]. One way to build trust involves
slowing down the usual clinical pace and exercising the patience necessary to do
ACP. Doctors’ typical time urgency can make patients feel hurried, even harried.
Patients may need time for the difficult end-of-life decisions to “percolate.” Doctors
should allow patients that time to the extent possible. I find those decisions often
happen eventually at the “right” time and pace [63]. Clinical urgency, however,
occasionally requires doctors to press for decisions before patients feel ready to
make them, but doctors should do so only when absolutely necessary [13].

Another way to build trust involves listening attentively to patients’ views and
responding thoughtfully. Using patients’ own words helps. Such responses tell
patients the doctor has heard them and cares about what they think. Still another
way to build trust is assuring patients explicitly that they may safely express even
their rawest feelings such as frustration, discouragement, and despair. Doctors
should reply with empathy. They might say, for example, “Many patients in similar
circumstances tell me they have those feelings” or “I would feel the same way in
your situation.” Such empathy “validates” or “legitimizes” those feelings for
patients [13, 54]. And still another way to build trust is showing respect for past
decisions by patients, proxies, or other clinicians. Denigrating those decisions only
reflects badly on the doctors making the judgments and may paradoxically
undermine patients’ respect for them [13].

One final way to build trust involves pledging good-faith efforts to follow a
patient’s wishes as closely as possible in critical illness. Doctors, however, must be
honest: Some circumstances, perhaps unforeseen beforehand, may not permit strict
adherence to a patient’s wishes. Doctors should explain that expressing wishes
during ACP does not guarantee they can be followed later.
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Using Effective Communication Techniques

Some techniques, though conceptually simple, can have considerable impact on
ACP results. One such technique is conducting ACP with patients frequently, even
routinely. Here, the old adage, practice makes perfect, applies. But research sug-
gests doctors conduct ACP too infrequently, too late, or not at all [43]. Seventy
percent of doctors in one study said they never conduct end-of-life care discussions
with patients while only 20 % said they “routinely” do so. I suspect the cues listed
in Table 6.2 justify ACP with many more patients than get it now.

Each ACP session also deserves adequate doctor–patient face time, at least 20–
30 min for initial ACP, I believe, to allow patients to talk liberally. Yet research
indicates the typical session lasts only 5.6 min, surely too little [62]. Doctors must
allow more time for ACP to make it worthwhile.

Certain general communication techniques can help the doctor use productively
whatever time exists for ACP. (A later section in this chapter discusses techniques
specific to a stepped approach for conducting ACP.) The doctor should give a
rationale for ACP at the outset to allay any false patient fears, say, about an
impending new terminal diagnosis. The doctor might say to the patient, “I have
thoroughly explained your current medical condition. But I think we should talk
about your overall goals for care so that I can know them for the future. I want to try
to honor those goals even if you become very sick and can’t communicate your goals
to me directly” [64]. The doctor might then add, I have this discussion with …
“every patient regardless of his or her current condition,” “every patient whose
symptoms we are still trying to control,” “every patient hospitalized for this prob-
lem,” or “every sick patient even if we cannot tell how long he or she will live,”
depending on the doctor’s usual practice and the patient’s current condition.

Of course, the doctor should always try to engage patients “where they are.” This
technique requires something hard for doctors: stepping out of the typical doctor
mind-set and giving patients some control over the conversation [47]. The doctor
must encourage patients to steer the ACP conversation at times where they want it to
go. Open-ended questions—that is, questions without prespecified answers such as
just yes or no—go a long way to giving patients that encouragement. Examples of
open-ended questions used commonly in ward rounds include “What is bothering
you most today?” and “How do you feel now?” Open-ended follow-up probes such
as “Tell me more” or “Go on” invite patients to elaborate on prior responses.

These open-ended questions require the doctor to listen a lot. Unfortunately, the
doctor usually talks70 %of the time and the patient only 30 %of the time in the typical
brief ACP session [62]. Patient-centered ACP surely requires reversing those per-
centages. Careful listening, though, has its rewards. It enables the doctor to learn how
patients understand their illnesses. That understanding in the case of life-threatening
illnesses often touches the psychological, social, and spiritual domains as well as the
pathophysiologic. Perhaps for that reason careful listening by the doctor can increase
the satisfaction with end-of-life care for both patient and doctor.

Of course, engaging patients “where they are” also means making ACP as rel-
evant as possible to them by tailoring discussions to patients’ understanding [37, 65].
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One well-known way to maintain relevance is to use the ask–tell–ask method in
giving information. The doctor asks what information patients want, gives that
information, and asks what patients then understand. The doctor explains more if
necessary [56].

The doctor should also be careful not to overload patients with information. He
or she must remember that few patients have had prior medical training. To
understand medical information accurately, most need small doses, time, repetition,
and perhaps alternate explanations. The doctor should always keep his or her
comments brief, simple, and specific [54]. The doctor should also avoid vague
terms (such as “poor prognosis,” “doing everything,” and “being a vegetable”) and
confusing medical jargon (such as “comatose,” “metastatic,” and “end-stage”) [14].
Of course, an accurate understanding of the medical situation occasionally requires
using a technical term. If so, the doctor should define it briefly and simply. But so
accustomed are clinicians to using technical medical language that they seldom
realize when they are using it with patients. Clinicians must conscientiously guard
against that mistake because technical language effectively excludes the medically
untrained from discussions.

I realize conducting any kind of good communication in practice takes time and
faces obstacles. The greatest obstacle is perhaps lack of reimbursement.
Unfortunately, quality ACP cannot become standard practice until health insurance
reimburses it adequately.

Kinds of Advance Care Planning

Three kinds of ACP have evolved over the years. First came instructional ADs, then
proxy-designating ADs, and finally broad ACP discussions. I think of them as
first-generation, second-generation, and third-generation ACP, respectively. The
three kinds have different advantages and disadvantages. Each kind tries to correct
for the disadvantages of earlier kinds, but none is perfect yet. Therefore, no one
kind completely supplants the others, and people may use combinations of the
three.

I describe here the three kinds in chronological order. I begin with an overview
of ADs. Then I sequentially take up instructional ADs, proxy-designating ADs, and
broad ACP discussions. Mrs. G.’s own AD and the ACP discussions with her
family illustrate each kind.

Advance Directives: An Overview

Table 6.3 compares nine prominent ADs. Eight of the nine contain both treatment
instructions and proxy designations. The lone exception is the original A Living
Will. It pioneered the concept of written instructional ADs [27]. (Because A Living
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Will was the only existing AD for years, many people developed the habit of calling
all instructional ADs “living wills.” To avoid ambiguity here, I use “A Living Will”
to mean only that original instructional AD and not later ones.) A Living Will was a
laudable first step for ACP but had one insurmountable obstacle involving its core
instruction, “If … I can no longer take part in decisions for my own future, (and) …
if there is no reasonable expectation of my recovery from physical or mental
disability, I request that I be allowed to die and not be kept alive by artificial means
or ‘heroic measures.’” The vagueness of that instruction bewildered clinicians as
they tried to implement it in clinical care. They soon concluded that so sweeping are
the interpretations required that the instruction gives virtually no useful guidance.
Many more clinically sophisticated instructional ADs have appeared since A Living
Will. For that reason I recommend against using it. I believe it has only historical
significance today.

The other eight ADs listed in Table 6.3 appeared after 1989. They represent a
huge leap forward in sophistication. Specific states drafted three of the eight, but all
states and the District of Columbia now recognize ADs legally [60]. Explanatory
workbooks, professional journal articles, or even videos accompany these ADs.
Adult patients, especially if not pregnant, may sign six of the eight. Clinicians must
sign the other two—the Veterans Health Administration Long-Term Advance Care
Proxy Planning and the Medical Orders for Life-Sustaining Treatment—on behalf
of patients. Effecting the documents usually requires either irreversible, severe brain
damage or terminal illness. All eight ADs allow signers to accept or refuse
life-support treatments. Three allow signers to request hospice or comfort care
explicitly, and four allow them to permit organ donation. The length of these ADs
ranges from 1 to 12 pages. Some, but not all, of the ADs assume or encourage
proxy designation; try to explain concepts briefly and simply; and require periodic
review of patients’ wishes.

Unfortunately, several of the ADs exaggerate their benefits. Five Wishes, for
example, promises to allow the patient to keep control over “how you are treated if
you get seriously ill.” Similarly, the AD under the Texas Advance Directive Act
promises to “prevent arguments and bad feelings at the end of life,” to give the
patient “a good end of life,” and to help survivors achieve “a more peaceful
bereavement.” I cannot find empirical substantiation for these promises.

The Case

Mrs. G. signed her AD at her attorney’s office probably when she was preparing her
testamentary will [66]. Many attorneys now include ADs in a standard package of
end-of-life documents for clients to sign.

Though Mrs. G. used none of the ADs listed in Table 6.3, her AD shares many
of their features (Table 6.4). Sections 1–4 and 7 designate her proxies and their
powers. Section 1 appoints Mr. G. as “Primary Advocate” and the elder daughter as
“Successor Advocate.” Section 2 empowers her advocates to make treatment
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Table 6.4 Mrs. G.’s instructional directive and designation of the person(s) to have the durable
power of attorney for health care*

1. Designation of advocates: I appoint my husband as Primary
Advocate with my durable power of attorney for health care. I appoint
my elder daughter as Successor Advocate if my husband cannot serve
as Primary Advocate.

2. Invocation of these powers: My advocate may exercise this durable
power of attorney for health care after my attending doctor and one
other doctor or mental health professional have determined that I
cannot participate in making decisions about my medical or
psychological affairs.

3. Authority of my advocate:
A. Before making any decision my advocate will try to discuss with

me the matter at hand.
B. If my advocate cannot determine my wishes on the matter, he or

she will try to follow my relevant prior instructions whether
communicated orally or in writing.
C. If my prior instructions do not resolve the matter or I have left no

relevant prior instructions, then my advocate will decide the matter
based on my best interests.
D. I give my advocate the following specific authorizations subject

to any restrictions from my prior instructions:
i. To arrange for my admission to any health care facility
ii. To arrange for my discharge from any health care facility
iii To consent to any treatment for me [including cardiopulmonary

resuscitation (CPR)]
iv. To refuse any treatment for me (including CPR)
v. To read my health care records and to disseminate their

information as my advocate considers best for me
vi. To donate to a needful recipient my blood during my lifetime or

my organs after my death
E. My advocate may authorize or refuse any treatment to relieve

pain for me even if that treatment may produce physical damage,
addiction, or a hastened death. My advocate may not intentionally
cause my death.

4. Release from liability: On behalf of me and my estate, I release from
liability all my caregivers so long as they try to follow my instructions
in good faith.

5. Statement of wishes
A. Any written or oral wishes I express after signing this document

will supersede it in case of any conflict.
B. I do not wish any life-sustaining treatment if …
1. I have a condition that my attending doctor believes is incurable

or irreversible and will result in a reasonably quick death if he or she
does not implement life-sustaining treatment; or

2. I have a coma or vegetative state that my attending doctor
believes is irreversible.
C. By “life-sustaining treatment” I mean any medical intervention

that uses machines, drugs, or other nonnatural means to maintain a
vital bodily function and that merely prolongs the dying process for
someone with a terminal illness. I consider feedings through tubes into
the stomach, intestines, or veins as “life-sustaining treatments.”

(continued)
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decisions for Mrs. G. whenever her attending doctor and a comparable clinician
determine Mrs. G. cannot make those decisions for herself.

Section 3 describes the decision-making authority and procedures Mrs. G.
expects her advocates to use. She directs them to try first to discuss the matter with
her directly. If that proves impossible, she asks them to decide her treatment based
primarily on her relevant prior instructions and only secondarily on the proxies’
guesses about her best interests. She also authorizes her advocates to arrange
admissions and discharges from healthcare institutions, to accept or refuse any
treatments (including CPR and pain treatments), to read and disseminate her
medical information as needed, and to donate her blood during her lifetime and her
organs after death. Mrs. G. specifically prohibits her advocates from intentionally
causing her death. Section 4 releases Mrs. G.’s advocates from legal liability as
long as they exercise good faith in trying to follow her instructions.

Section 5 gives Mrs. G.’s specific instructions about treatment. She asks her
advocates not to use life-support treatments (meaning any “machines, drugs,
(various kinds of tube feedings) or other nonnatural means that maintain a vital
bodily function … and merely prolong the dying process”) if she ever becomes
irreversibly comatose or terminally ill. She requests instead care at home or in a
hospice if that care will not threaten her recovery or overburden her family.

Section 6 revokes any prior ADs. Section 7 repeats the advocates’ authority to
“obtain, use, or disseminate” Mrs. G.’s medical information as needed to fulfill her
wishes or to promote her best interests.

The First Generation of Advance Care Planning:
Instructional Advance Directives

Instructional ADs provided the logical first step in ACP’s evolution. People wanted
a way to refuse invasive life-sustaining treatments such as CPR or mechanical
ventilation and to request conscientious pain management during a future

Table 6.4 (continued)

D. I ask to live my last days at home or in a hospice rather than in a
hospital if such a disposition does not put at risk my chances for
recovery and does not create excessive burdens for my family.

6. Revocation of prior directives: I revoke any prior instructional
directives or designations of people to have powers of attorney for
health care matters.

7. Release of medical information: My advocate may obtain, use, and
disseminate information about my health condition as he or she
believes will accomplish my wishes or promote my best interests.

Patient’s signature Witnesses’ signatures

Date Date

*Modified and condensed fromMrs. G.’s original (see case discussion)
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permanent coma or similar illness. The solution seemed simple: People should
record their treatment instructions for future reference.

Despite the simplicity of the idea, instructional ADs give four reasons for cau-
tion [4, 67]. First, patients using these ADs have to decide about sophisticated
life-sustaining treatments they often understand poorly [29, 68]. Many patients, for
example, badly underestimate the harms and overestimate the benefits of such
treatments. Typical lay estimates for survival after cardiac arrest and CPR, for
example, run around 70 % even though actual survival runs much lower [4, 68].) In
response, experts have tried mightily to write into instructional ADs descriptions of
common life-sustaining treatments. I believe none of these descriptions have suc-
ceeded adequately at being brief, accurate, and colloquial enough to ensure
understanding. Second, patients (and their families) often expect their AD
instructions to be followed exactly. Yet medical crises are often complex and
unpredictable. Unforeseen complications arise, frustrating even the best intentions
to follow patients’ prior instructions [69].

Third, the instructions, necessarily general to cover a wide range of crises, do not
speak for themselves. They require extensive interpretation in specific clinical
circumstances. Illnesses may, therefore, play out far differently than anyone
anticipates beforehand. Fourth, most instructional ADs require terminal illnesses or
persistent comas to activate their instructions. Yet comas must last a long time,
usually 1–3 months, to be called “persistent,” and many other illnesses such as
deliriums, late-stage dementias, and even severe psychiatric illnesses that leave
patients unable to make decisions are not strictly covered under these ADs. All
these four reasons lead one expert to conclude that instructional ADs have had little
influence over the use of CPR [13] and other life-support treatments [67, 70–73].
I generally agree, but I describe one exception shortly.

The Case

Despite these drawbacks instructional ADs do have some benefits. Mrs. G.’s
instructional AD has at least two. In it she refuses “any medical intervention that …
maintain(s) a vital bodily function and merely prolongs the dying process …” if she
ever becomes irreversibly, imminently terminal or permanently comatose or veg-
etative. This instruction, though too vague by itself to decide the reventilation issue
that arises during her last hospitalization, provides the family encouragement as
they decide it. “Mom meant these (instructions) as something (for us) to hang on
to,” the elder daughter explains afterward. “They made it a little easier for us” to
refuse the ventilator on her behalf. The family may reason that Mrs. G. is
expressing in her AD the wish to forego life-sustaining treatments, though not
further specified, in extreme medical situations. The family could reasonably
conclude she is permitting them to forego the ventilator in the particular critical
situation that does occur.
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The instructional AD might also console the family in one way after Mrs. G. dies
[25, 71, 74]. Mr. G. and the daughters surely feel occasional doubts about whether
refusing the ventilator was right for Mrs. G. [74]. Mr. G., for example, sometimes
tells his daughters regretfully, “Your mother really wanted to live.” Still, the family
can remind themselves at those times about the wish in her AD to spend her “last
days (comfortably) at home or in a hospice.” The family can reassure themselves
(rightfully, I believe) they fulfilled that wish as best they could.

Unfortunately, Mrs. G.’s instructional AD has many shortcomings of instruc-
tional ADs. She signs it at the attorney’s office. Doing so offers the convenience of
signing it with other end-of-life documents but prevents immediate access to expert
clinical knowledge in case of questions. I do not know whether Mrs. G. ever
consults her primary doctor about the instructional AD [75]. If like many other
patients she does not, important questions arise about the validity of the wishes she
expresses. How well does she anticipate and understand her likely future illnesses?
How well does she understand life-sustaining treatments? How firm or flexible are
her decisions about treatments? Would she ever change her mind about the
acceptability of certain outcomes, say, living with disabilities? Furthermore, Mrs.
G.’s focus on bequeathing possessions during the family ACP discussion raises
doubts for me about her attention to the medical decisions and about her knowledge
of them at the time. Her AD’s vague treatment instructions overall (and specifically
her expressed ambivalence about ventilation during the family discussion) also raise
doubts for me about whether they meet legal standards of “clear, convincing, and
consistent” evidence to base decisions solely on those instructions.

Even if Mrs. G. tells her doctor about her AD, he or she may not follow up with
a dedicated doctor–patient ACP discussion. If the doctor does, the discussion may
encounter some common problems with such discussions: an insufficient allotment
of time for it; a focus on dire situations that discriminate poorly (because nearly all
patients would refuse life-sustaining treatments anyway in those situations); out-
comes described only as the extremes of life or death, never as intermediate out-
comes of life with various disabilities; and no elicitation of relevant patient life
values, goals for care, or an underlying logic for decisions. Such a discussion would
provide little practical clinical guidance.

Access to Mrs. G.’s AD also proves to be a problem at hospital admission. Her
emergency transfer by ambulance occurs so hurriedly that the hospital staff do not
know her name on arrival and admit her only as “Jane Doe.” They obviously cannot
gain access to her prior medical records and AD. Furthermore, amid the chaos of
the transfer, the family forget to bring their copy of her AD. Before they can
produce it, Mrs.G. has already been sent to the intensive care unit (ICU) and put on
a ventilator. These admission events dismay the family for what they consider
excessive haste. They do not appreciate Mrs. G.’s immediate need for life support.
They wonder whether the doctors have little interest in Mrs. G.’s prior treatment
wishes as expressed in her AD.

Mrs. G.’s AD also does not define precise criteria for determining two crucial
times later in her hospitalization. Determining both times eventually requires dif-
ficult, on-the-spot judgments by clinicians and family. One time is when Mrs. G.
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can no longer “participate in making decisions about (her) medical or psychological
affairs” and needs her advocates to make medical decisions for her. Mrs. G. can
likely make decisions early in her hospitalization but certainly not later. Yet the
exact time she loses decision-making capacity cannot be pinpointed. The doctors
finesse the problem by seeking decisions from the family throughout the hospi-
talization as long as Mrs. G. does not object.

Determining the other critical time does not have such a simple solution. That
time is when Mrs. G. becomes terminal and her terminal care instructions should
take effect. The AD defines a terminal illness as “an incurable or irreversible
(condition that) will result in a reasonably quick death … (without) life-sustaining
treatment.” The words “irreversible” and “reasonably quick” introduce the ambi-
guity that underlies the dispute between the second cardiologist and the family about
when all “nonnatural means … merely prolong the dying process.” Though difficult
to determine, a clearer definition of terminal illness might resolve the dispute more
quickly and allow Mrs. G. to transfer to hospice sooner than what actually happens.

Finally, Mrs. G.’s AD does not anticipate the fragmentation in today’s health
care. That fragmentation raises the pivotal question in Mrs. G.’s case, Who is her
primary attending doctor for purposes of declaring her terminal? The second car-
diologist assumes the role of primary attending doctor only because all the other
attending doctors—the pulmonologist, the first cardiologist, and the neurologist—
have left the case. But that second cardiologist refuses to declare Mrs. G. terminal
for having “an incurable or irreversible condition that would result in a reasonably
quick death.” “I know what is wrong with her heart,” he tells the family. “She has a
rhythm problem, and I can fix it. If you do not put her back on the ventilator, she
will die (needlessly).”

Some people claim that while instructional ADs may not provide much benefit,
they at least do no harm. I disagree. Mrs. G.’s AD risks several possible harms that
she could not anticipate. Two thankfully do not occur. The AD’s prohibition against
intravenous “feedings” in terminal illness could complicate comfort management if
interpreted as banning intravenous fluids and morphine. The family might interpret
such a ban as causing Mrs. G. to suffer “starvation,” dehydration, and excessive
pain at the end. Furthermore, the AD’s criteria for prohibiting hospice care—
jeopardizing “my chances for recovery” or creating “excessive burdens for my
family”—might appear to prevent such care completely. After all, the second
cardiologist believes Mrs. G. can still be cured, and hospice care at home might
excessively burden Mr. G.

The one harm that does occur partly due to Mrs. G.’s instructional AD concerns
the reventilation dispute between the second cardiologist and Mrs. G.’s family. That
cardiologist insists on reading the AD, its definitions, and its conditions quite
narrowly. He does not believe that, by it, Mrs. G. is terminal and should receive
comfort care only. Rather, he is convinced she can survive, and he briefly convinces
Mr. G. of that hope. Mr. G., therefore, leans at first toward the cardiologist’s view
of reventilating Mrs. G. The daughters, in contrast, believe Mrs. G. is irreversibly
dying, and her AD clearly refuses all life support in such circumstances. Unlike the
cardiologist, they favor comfort care only.
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The second cardiologist unfortunately angers the daughters in subsequent dis-
cussions due to his insistence on reventilation. They believe they have already
decided the issue by signing a form earlier in the hospitalization agreeing to no
more mechanical ventilation. “Why is he bothering us again with this question
when he should know from the chart that we already made that decision?” they ask
themselves. “He should not think he can be The Big Hero just by sweeping in and
fixing her heart.” The daughters view the cardiologist as refusing to see Mrs. G. as a
“whole person” or to honor her prior instructions. They also believe he is giving
Mr. G. false hopes and driving a psychological wedge between them and their
father. Eventually the daughters begin to see this cardiologist as “pompous” and
“obnoxious” and to distrust his clinical judgment. Only the skillful intervention by
the ethics consultant resolves the dispute.

As Mrs. G.’s case illustrates, instructional ADs do not speak for themselves.
Implementation always requires interpretation in light of circumstances [76].
Good-faith interpretation uses intimate knowledge of the patient and his or her life,
reasonable surmises about the patient’s care wishes, and patient-specific methods of
decision-making. No instructional AD provides all that. End-of-life care, therefore,
necessarily involves negotiation. The last section of this chapter takes up that topic.

Physician Orders for Life-Sustaining Treatment (POLST):
A Special Instructional Advance Directive

By the 1990s, state laws had long required emergency medical technicians, if called
for cardiorespiratory arrests in the field, to perform CPR and then to transfer
patients automatically to hospitals even if the patients were terminal and had prior
DNR orders [77]. People realized these laws defeated a main goal of hospice care:
letting terminal patients die at home if they wished. Therefore, clinicians and others
in Oregon decided to create a new instructional AD unconstrained by such laws.
The reformers called the new AD the Physicians’ Orders for Life-Sustaining
Treatment (POLST) [15, 16, 78].

When published in 1996 and legally approved, POLST gave patients a way to
express their treatment wishes as immediately valid, “active medical orders that do
not require interpretation or further activation” anywhere [79]. POLST also
authorized proxies to make life-support decisions for the future for patients who had
already lost decision-making capacity. POLST validated these life-support deci-
sions permanently across admissions to the same inpatient institution, across
admissions to different inpatient institutions, and even across admissions to different
outpatient institutions [80]. Many states have since legalized the POLST idea
although a few states call it by different names such as Medical Orders for
Life-Sustaining Treatment (MOLST) in New York, or Physician Orders for Scope
of Treatment (POST) in Tennessee and West Virginia. More states will likely
legalize the idea in the future.
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POLST in the typical form come as an easy-to-read, bright pink, single sheet of
paper [80, 81]. That sheet gives patients’ names and birthdates at the top, brief
summaries of patients’ medical conditions and the names of the informants (i.e.,
patients or proxies) next, and the authorizing clinicians’ signatures and contact
information at the bottom. POLST typically address such treatments as CPR,
admission to acute care hospitals or ICUs, comfort care, antibiotics, and tube
feedings. Patients (or proxies acting on incapacitated patients’ behalf) pick among
distinct, predetermined choices to accept or refuse each treatment:

• cardiopulmonary resuscitation (CPR) if the patient in crisis has no pulse or
respirations: attempt or do not attempt;

• medical interventions if the patient has a pulse or respirations: use “comfort
measures only” (transfer to the hospital only if comfort cannot be achieved at the
current location), “limited additional interventions” (transfer to the hospital if
needed but avoid intensive care measures), or “full treatment” (transfer to the
hospital and use all measures including intensive care as needed);

• antibiotics: never use, decide whether to use or not when infection occurs, or
definitely use whenever they will prolong life; and

• artificially administered nutrition by tube: never use, use only for a “defined trial
period,” or use long-term if necessary.

The authorizing clinicians record informants’ choices as medical orders; sign
those orders; and distribute copies to the medical record and to patients, proxies,
and other key people. Patients or their caregivers must then post POLST sheets in
prominent places around the patients’ homes (such as on refrigerator doors) for
ready reference. Clinicians can consult the sheets and implement the orders
immediately in an emergency.

One follow-up study showed that paramedics had little difficulty finding,
understanding, and implementing POLST in the field [82]. Nursing homes that have
used POLST, however, have encountered predictable, mostly minor problems with
them (Table 6.5). In one study, 62 % of such nursing homes reported problems
with retrieving patients’ POLST forms from other healthcare institutions.
Furthermore, 37 % reported problems with getting doctors to fill the forms out;
34 %, with getting doctors to sign the forms; 28 %, with disagreements from
families over POLST decisions; and 21 %, with interpreting the orders for imple-
mentation in an emergency [75].

The differences POLSTmake in actual patient care are difficult to assess, but some
studies have begun to try [15]. The early results are encouraging. For example,
Americans appear willing to accept and use POLST. One study measured POLST
completion rates among nursing home residents. Sixty percent in geographic areas
actively promoting POLST completed POLST forms, and 48 % in geographic areas
not actively promoting POLST did so [79]. Both percentages dwarf the usual 5–30 %
completion rates of traditional ADs [2, 10–12, 23, 24, 26, 75, 83–85]. Another study
contrasted the prevalences of certain life-sustaining treatment orders between nursing
home residents with completed POLST forms and nursing home residents without
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such forms (Table 6.6). Orders concerning CPR were nearly equally prevalent
between the two groups, 98 % versus 86 %. But orders about curative or comfort
care, antibiotics, and artificial feedings were far more prevalent in the POLST group
(all 92 % or more) than in the non-POLST group (all 14 % or less) [81]. Still another
study surveyed participants in a comprehensive elder care program for their POLST
completion rates and the consistency between their POLST and actual care. Almost all
program participants (57 of 58 (98 %)) had completed POLST forms, and the care for
completers in their last twoweeks of life often compliedwith their POLST statements.
Specifically, 91 % of CPR decisions, 46 % of cure versus comfort decisions (in-
cluding hospitalization), 86 % of antibiotic decisions, and 94 % of feeding tube
decisions did so. Overall, 39 % of completers had full compliance with their POLST,
and another 51 % had majority compliance [86]. The reader must remember,

Table 6.5 Problems in using the Physician Orders for Life-Sustaining Treatment (POLST) forms

Problem Percentage of nursing homes reporting the
problem (%)a

Retrieving POLST forms from other health
care facilities

62

Getting doctors to complete the POLST

• To fill out the form 37

• To sign the form 34

Implementing POLST

• Facing family disagreements over the
content

28

• Interpreting the orders 21

Adapted from Wenger et al. [79], with permission
aThis study contrasted nursing homes in areas promoting POLST educational materials, policies
and procedures with nursing homes in areas not doing so. I report the percentages for all nursing
homes together because no differences between the two groups reached statistical significance.

Table 6.6 Documented orders about life-sustaining treatments for nursing home residents by
POLSTa status

Life-sustaining treatment Percentage of residents with
completed POLST forms
who had orders (%)

Percentage of residents
without completed POLST
forms who had orders (%)

Cardiopulmonary
resuscitation

98 86

Medical interventions
related to balancing
curative versus comfort
care

97 14

Antibiotics 96 3

“Artificial” tube feedings 92 7

Adapted from Hickman et al. [81], with permission
aPhysicians Orders for Life-Sustaining Treatment
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however, that such cross-sectional studies cannot prove cause-and-effect. Verbal
patient wishes, doctor practice habits, or the unavailability of treatments rather than
POLST may have actually determined treatment decisions. Additional studies must
sort out the cause-and-effect possibilities.

Even as ongoing research assesses the precise effect of POLST on life-sustaining
treatment, I support their use. They surely promote ACP and improve the confor-
mity of some care to patients’ wishes. Patients who are imminently dying (including
home hospice patients) or who refuse specific life-sustaining treatments for all
situations will most likely benefit from POLST. Attending clinicians will also likely
find POLST helpful when clinical assessment in the life-threatening emergency is
simple (pulse/no pulse or respirations/no respirations) and treatment options are few
and distinct (CPR/no CPR or hospital transfer/no hospital transfer). But POLST will
likely have little effect in other situations, which present unclear diagnoses or
complex treatment options.

The Case

POLST forms were not available in Mrs. G.’s case. Her state of residence was still
debating, developing, and pilot-testing various versions of POLST at the time. In
fact, the state has still not legalized any of those versions several years later.

Even if POLST had been available, they would probably not change Mrs. G.’s
care. She is not clearly terminal when she suffers the cardiorespiratory arrest at
home, and she expresses no universal refusal of CPR beforehand. In fact, she tells
her family the opposite—that she wants “every chance to live.” Furthermore, neither
the paramedics nor the emergency room doctors can confidently determine Mrs. G.’s
underlying diagnosis or prognosis at hospital admission. Rather, as often happens,
the critical illness requires some days to “declare” itself and its course. For what
anyone knows early on, Mrs. G. may still regain all her prior function and return to
“participating actively in life.” But she needs sophisticated life-sustaining treatments
to stay alive in the meantime. By all those considerations the family and the para-
medics make the right decision to perform CPR in the home and to transfer Mrs. G.
to the hospital for intensive life support. POLST would not affect that decision.

The Second Generation of Advance Care Planning:
Proxy-Designating Advance Directives

The early instructional ADs soon revealed serious problems with their use [12, 23].
The problems included inadequate patient understanding of medical facts and
treatments at signing [68], inaccessibility of the ADs in the crisis [87], irrelevance
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of the instructions to the crisis [88], and the occasional lack of agreement between a
patient’s prior instructions and current best interests [2, 67]. Proxy-designating
ADs, officially called durable powers of attorney for health matters, emerged to
circumvent such problems [23].

Sound reasons justified these new ADs. Long tradition in medicine had doctors
already consulting family members as unofficial proxies for treatment decisions that
patients could not make themselves. Family members, often named as patients’
proxies in these ADs, were assumed to know patients best and to promote their
interests most faithfully. These ADs legitimized that important tradition [89, 90]. In
addition, many patients no longer wanted to leave to chance the particular people
who would make decisions for them in a crisis. They wanted to choose their proxies
beforehand and to document those choices. Furthermore, with these ADs clinicians
no longer needed to recruit stop-gap proxies at the bedside or over the telephone
during the crisis. Such tasks are time-consuming, risk suboptimal proxies and proxy
decisions, and divert clinicians’ attention away from urgent medical matters. These
ADs, in contrast, designated clearly the proxies whom patients wanted and provided
readily accessible contact information for the crisis.

Other reasons supporting proxy-designating ADs have emerged with time. These
ADs improve decision-making by introducing particularity and flexibility that static
instructional ADs do not have. Proxies can respond to particular, immediate cir-
cumstances and need not guess at them beforehand. Proxies can also change
decisions as necessary if circumstances change. Furthermore, proxies can partici-
pate in give-and-take with doctors and thereby build collaborative decision-making
partnerships with them. Mutual trust is bound to increase as a result.

Proxy-designating ADs also offer an ease of completion that instructional ADs
do not. Most patients already understand proxy decision-making and know their
preferences for proxies [83, 91]. Patients typically need no special explanations of
concepts (such as of particular diseases and treatments as with instructional ADs).
Therefore, signing proxy-designating ADs is simpler for patients and quicker for
doctors than signing instructional ADs. In fact, signing proxy-designating ADs
easily fits into the standard 15-min patient office visit.

Though an improvement over instructional ADs, proxy-designating ADs present
their own problems. Patients may never disclose their proxy choices to the proxies
themselves or to other key people. Proxies unaware of their selection beforehand
may not be willing or prepared to serve as proxies in the crisis. Disputes may also
arise among the proxies whom the patient chooses and others who expected to be
chosen. The AIDS epidemic presented that problem. Many early AIDS patients
lived a secretly gay life. When they became severely ill, they often had not yet
“come out” to their families but had had long-term, intimate partners. These patients
usually preferred their partners, not their blood relatives, as proxies.
Proxy-designating ADs clarified these patients’ proxy choices but still proved
awkward in some cases. Clinicians sometimes had to inform family members in the
crisis that they were not the patient’s preferred or official choices for proxies.
Clinicians then had to negotiate treatment decisions between marginalized partners
and hurt or judgmental family members [13].
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The designated proxies themselves may also present problems. Proxies may lack
adequate knowledge of patients’ wishes [3, 92–94] or have difficulty understanding
medical facts. Proxies may also lack the necessary courage to make critical
life-or-death decisions. They may just not have the sturdy backbone to handle the
momentousness of the decisions, the uncertainties involved, or the sometimes
withering criticism from others. Furthermore, proxies may not clearly separate their
own interests from patients’ interests. Strong emotional attachments can conflate the
two [94]. (Legally separating powers of attorney for medical and financial matters
may alleviate that problem.) Thus, all clinicians who attend vulnerable, dying
patients have the duty to monitor proxy decisions for reasonable agreement with
patients’ interests. If proxy decisions deviate significantly from those interests,
clinicians must act to protect the patients. In extreme cases clinicians may have to
insist on a change of proxies.

The Case

Mrs. G.’s proxy-designating AD provides clear benefits: Most importantly among
them it identifies two trustworthy, accessible family members as her proxies. Mrs.
G. names Mr. G. as Primary Advocate due to his deep knowledge of her. As her
lifetime partner, he surely knows her better than does anyone else. And Mrs. G.
names her elder daughter as Successor Advocate partly due to her excellent orga-
nizing skills. That daughter organizes much of the family response to Mrs. G.’s
illness crisis including round-the-clock bedside watches. In addition, the AD helps
the attending clinicians avoid having to guess about whom Mrs. G. wants as
proxies.

In addition, the AD informs Mr. G. and the elder daughter about their selection
as proxies. Both must sign a form accepting that role (Table 6.7). They thereby

Table 6.7 Acceptance of
responsibilities by Mrs. G.’s
advocates*

I accept the responsibilities of serving as Mrs. G.’s advocate
under the following conditions:

1. My authority as her advocate becomes effective only when
she cannot make her own decisions about medical care.

2. I may decide to withhold or withdraw life-sustaining
treatment and to allow her to die only if she has previously
expressed a clear, convincing, and consistent wish for that
decision under the circumstances.

I will act according to fiduciary standards that promote her
best interests. I will presume that her treatment wishes, when
known, indicate those interests.

Primary Patient Advocate’s
Signature

Successor Patient Advocate’s
Signature

Date Date
*Modified and condensed from Mrs. G.’s original
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acknowledge empowerment as advocates only for times when Mrs. G. becomes
unable to make medical decisions for herself. Mr. G. and the elder daughter promise
to withhold life support from Mrs. G. only with “clear, convincing, and consistent”
prior wishes from her to do so. And they vow to serve her always as fiduciaries.
Moreover, when the two sign this form, they have the chance to read her instruc-
tions and to prepare themselves for possible future decisions on her behalf. The AD
specifies many of those decisions. It allows decisions about institutional admissions
and discharges, treatments, dissemination of medical information, and donation of
blood and organs. It also allows decisions about pain relief treatments even if those
treatments risk physical damage, “addiction,” or hastened death. But the AD pro-
hibits decisions that would “intentionally” cause Mrs. G.’s death.

Along with its benefits Mrs. G.’s proxy-designating AD has drawbacks, too. One
drawback is the unclear division of decision-making authority among Mr. G. as
Primary Advocate, the elder daughter as Successor Advocate, and the younger
daughter who has no official decision-making authority. Mr. G. believes at first that,
as Primary Advocate, he must shoulder the whole decision-making burden. But the
two daughters also want a say. The G. family eventually work out a
decision-making method that includes all three. Less harmonious families, how-
ever, might end up fighting over the proxy decision-making authority.

Mrs. G.’s AD also does not specify the circumstances that would invalidate
either named proxy’s decisions for her. Some of those circumstances could surely
be anticipated and documented beforehand. Of course, a named proxy’s decisions
ordinarily deserve the benefit of the doubt for promoting the patient’s wishes or
interests. Yet protecting the patient occasionally justifies, even demands, clinicians
overrule the proxy. Such a drastic step requires enormous diplomatic skills.

Conflicts of interest always create a threat to the validity of proxy decisions.
Such conflicts may be financial, emotional, or physical. Financial or emotional
conflicts are usually obvious. The less obvious physical conflict of interests often
involve exhausting caregiving at home. While most proxies surely make respon-
sible patient care decisions despite conflicts of interest, clinicians sometimes have
difficulty knowing that for sure [5].

Mr. G. like many other intimates faces emotional conflicts of interest in making
his proxy decisions. He may not be able to disentangle his emotional interests from
Mrs. G.’s, thereby unwittingly confusing his with hers. The reventilation issue
poses just such a severe conflict of interest. Because Mr. G. loves Mrs. G., he wants
her to live. He pledges selflessly (and unrealistically) to care for her fully if she does
live. The second cardiologist’s plan to ventilate Mrs. G. fuels Mr. G.’s hope. That
hope pulls Mr. G. toward reventilation. But Mr. G. also sees Mrs. G.’s suffering in
her current critical illness. Reventilation and intensive care mean even more dis-
comfort and loss of privacy for her and do not guarantee her survival. Mr. G.
wonders whether, if Mrs. G. could speak, she would choose comfort care instead.
Compassion for her pulls him toward comfort care.

Mr. G.’s conflictedness illustrates the wear and tear decision-making can have on
proxies. Though I do not know about Mrs. G. in particular, many patients choose
their proxies without thinking about how much the decision-making process may

152 6 Advance Care Planning and Preparing to Die



adversely affect those proxies. After Mrs. G. dies, Mr. G. certainly regrets not
reventilating her. Still, I think he and his daughters make the best decision for her.

Mrs. G.’s proxy-designating AD also holds her advocates to fulfilling her best
interests in situations for which she never expressed treatment wishes. This
best-interests decision-making method has gained widespread acceptance lately in
medical ethics and clinicalmedicine. Nonetheless, I believe the best-interests standard
is difficult, perhaps even impossible, to meet. It is future-oriented, requiring clinical
predictions. A proxy must imagine all possible outcomes, choose the best one
according to the patient’s presumed interests, and judge accurately that treatment will
producesuchanoutcome.Clinicalpredictionsarenotoriously inaccurate forclinicians,
surely more so for medically untrained proxies. As a result, reasonable differences of
opinion arise frequently, causing conflicts among proxies, clinicians, and others.

Such a conflict arises in Mrs. G.’s case. Mr. G. and the daughters disagree
initially about whether reventilation would fulfill Mrs. G.’s best interests. Persuaded
by the second cardiologist that Mrs. G. can survive, Mr. G. believes initially her
best interests lie in reventilation because it gives her the best chance to “participate
in life” again. The daughters, however, believe Mrs. G. is irreversibly, imminently
dying, and her best interests lie, as she states in her AD, in comfort care at home or
in a hospice. (Even after Mrs. G. dies, no one can know for sure which decision
promoted her interests better.)

I favor proxy decisions based not on the patient’s presumed best interests but on
the best “fit” of treatment and outcomes to the patient’s life history and personal
values. This method is called the constructed judgment method. Unlike the best
interests method, the constructed judgment method based on a patient’s life history
is past-oriented, and its application open to reasoned discussion among the patient’s
family and friends. Proxies often find the constructed judgment method easier to
use than the best-interests method because they can draw on their own memories of
the patient. (I discuss the constructed judgment method in greater detail in Chap. 7.)
The G. family, for example, have seen Mrs. G. suffer from back pain for many
years. They have also seen her enjoy herself despite that pain. She likes her life, she
has said, as long as she can move around; do basic self-care; and visit her children,
grandchildren, and great grandchildren. But, once she becomes bed-bound and
unresponsive late in this hospitalization, the family realizes she can no longer live a
life acceptable to her. The family correctly, I believe, opt to let her die under
hospice care.

Two other minor objections about Mrs. G.’s proxy designation occur to me, too.
It does not specifically combine or separate proxy decision-making powers over
medical and financial matters. Many people assume that having one kind of proxy
authority automatically means having the other. That assumption is incorrect. In
fact, separating the two kinds of powers often makes good sense as a protection for
everyone involved. For that reason, whenever people claim decision-making
powers for a patient, clinicians should check the official documents for an exact
definition of the powers granted.

Mrs. G.’s AD also makes the confusing statement that her proxies “may not
intentionally cause (her) death.” That statement might exacerbate her family’s
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regrets over refusing reventilation. I firmly believe, however, the family justifiably
intends not to prolong her dying at the end but rather to promote her comfort. Many
other clinicians would also agree with the family’s decision. But, in case regrets
might surface after Mrs. G.’s death, her clinicians should explicitly reassure the
family about their support for the decision not to reventilate. The clinicians should
also explicitly assume some responsibility for the decision.

The Third Generation of Advance Care Planning: Broad
Discussions

Both the instructional and the proxy-designating ADs take seemingly logical
approaches by trying to match future treatment decisions exactly to patients’ prior
wishes. Instructional ADs function like a movie script; AD-designated proxies, like
movie directors. By using ADs the patients, or “script writers,” expect to control the
future action [95]. Yet voluminous, rigorous research over many years raises
serious doubts about that expectation [2]. Life-threatening illness almost never
follows the anticipated storyline and sometimes veers quite far off script.
Furthermore, the “script” instructions are often vague, [26, 69], and the “directors”
can guess patients’ wishes little better than chance [2, 26, 70, 96]. Life-threatening
crises with their unexpected complications invariably force impromptu responses.
Some years ago I addressed this point in an article entitled “Controlling Death: The
False Promise of Advance Directives” [4]. The false promise is that ADs can make
critical illness yield to prior human direction. They cannot.

If these two kinds of ADs cannot extend patient autonomy to future
life-threatening crises, does ACP have any value at all? I say yes but only with
changes in ACP’s purpose and approach. I believe that rather than trying to match
future care exactly to individual patients’ prior wishes, ACP should try to prepare
patients (and their families) mentally and emotionally for the end of life and the
decisions involved. The preparation should include understanding the real benefits
of planning, eliciting patients’ relevant values and goals for end-of-life care,
readying everyone for the difficulties ahead, and securing the steady support of
doctors and other HPs throughout the experience [49]. I call this approach “broad
ACP.”

The Value of Planning

As the Cold War escalated in late 1957, President Eisenhower addressed a planning
conference of business executives recruited to serve in key government jobs during
any future national security emergency. He made a seemingly curious statement at
the time. He said, “I heard long ago in the Army (that) plans are worthless, but
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planning is everything … (An) emergency, … is not going to happen the way you
(expect). So (you may have to) … take all the plans … and throw them out.” But
the planning, Eisenhower then added, “makes it possible to carry forward (intelli-
gently in) … an emergency. You prepare yourselves (for the unexpected).”

Eisenhower’s statement reflects the fundamental problem of instructional and
proxy-designating ADs: confusing the value of the plan with the value of the
planning. The real value of broad ACP is preparing people mentally for the
end-of-life crisis to come [49, 90]. It creates not a detailed instruction manual for
patients’ end-of-life care but a supportive partnership among patients, proxies, HPs,
and others for facing the end of life bravely together. Mrs. G.’s case points out some
potential benefits of broad ACP.

Broad ACP should reassure people about future quality care while dispelling
unrealistic expectations of prior control. Mrs. G. and her family expect her AD to
control fully her care at the hospital. But, when she is admitted immediately to the
ICU and placed on a ventilator despite contrary instructions in her AD, the family
become frustrated and angry. They believe the doctors are intentionally ignoring
Mrs. G.’s wishes in order to treat her maximally. The family feel steamrollered.
Broad ACP could have prepared them beforehand for the uncertainties and com-
plexities of such a critical illness. Unforeseeable situations arise often, requiring
unanticipated decisions on the spot [97]. As Mrs. G.’s case shows, acutely
life-threatening events require quick clinical responses, which may not permit
consultation with patients or families. Broad ACP might have also encouraged the
G. family to ask immediately about decisions they do not understand and about
aspects of the situation that might lie beyond medical control.

Broad ACP can also communicate to patients and family the commitment of
strong moral support in the end-of-life crisis. A patient’s long-time primary care
doctor historically provided that support with attentive presence and advice. But
extensively fragmented care unfortunately prevents such care today. Hospital-based
doctors must provide that service as best they can even when they do not know
patients and families well. Of course, the doctors alone need not provide it. Other
professionals including nurses, chaplains, social workers, and family ministers can
help. In Mrs. G.’s case I do not know whether her primary care doctor visits her in
the hospital or provides moral support in other ways. Most of the hospital-based
doctors (especially the second cardiologist) certainly do not provide that support.
But, as I will detail shortly, the ethics consultant does. He meets with the family
several times, supports them as they decide about reventilation, and helps imple-
ment the decision afterward. The family’s minister also gives critical support by
meeting and praying with them as they deliberate.

Broad ACP planning should also help patients’ views “mature” in their
decision-making approach with time and experience [98]. Patients should learn
what medical treatment can and cannot realistically accomplish. A well-informed,
respectful, ongoing discussion beginning with the doctor in the clinic and contin-
uing with the doctors in the hospital promotes this maturation best. Unfortunately,
to the extent Mrs. G. does not have either well-informed or ongoing discussions
before hospitalization, her ACP may not optimally promote such maturation for her
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or her family. The family’s views, in fact, must mature quickly in the mere hours
they have to decide about reventilation.

Focusing on Patients’ Personal Values and Goals
for End-of-Life Care

Several experts find patients’ life histories, personal values, and goals for care more
useful than patients’ specific treatment wishes for guiding medical care [13, 39, 51,
99–101]. I certainly do. Life histories and personal values lay the conceptual
foundation for defining specific functional goals for care that patients would
appreciate [8]. Patients rightfully play the key role in defining those goals. But once
the overall functional goals are set, patients should allow their doctors considerable
leeway to choose the best treatments for achieving those goals. Mrs. G. specifies
clearly her minimal functional goals for care: being able to move about somewhat
independently, to give herself basic care, and to enjoy her family. Ventilation
immediately upon admission makes sense when she might still regain respon-
siveness and achieve those goals. But reventilation later on makes less sense when
she slips back into unresponsiveness and may never again achieve any of her three
functional goals.

HPs might begin eliciting patients’ functional goals for care by asking the high
points of their lives. This exercise sets the context within which to interpret
patients’ functional goals later. Mrs. G. might mention meeting Mr. G., marrying
him, and raising their children. HPs might then ask, “What makes life worth living
for you now?” “What do you still look forward to doing?” Or “What do you enjoy
most in life these days?” These questions elicit patients’ particular values and
functional goals at the moment. Mrs. G. might say she enjoys most being at home
with Mr. G. and seeing her family. She might also say she looks forward to playing
with her first great grandchild or seeing him go off to kindergarten.

Patients and doctors participating in broad ACP can then collaborate on artic-
ulating tentative patient-centered functional goals for care. Doctors might suggest
some based on the prior discussion and might allow patients to accept, reject, or
modify those goals. Doctors might also ask patients how much leeway they will
permit their proxies and doctors for revising the goals and determining treatments to
try to achieve them. Doctors should always emphasize the tentative nature of care
goals, which may have to change in response to changing medical conditions.

Preparing Patients and Survivors for the End of Life

Powerful emotions, many troubling, arise for patients and their survivors as patients
near death [97, 102–104]. Attending HPs should not only address those emotions
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when patients or survivors volunteer them but also anticipate them when patients or
survivors do not. I recommend HPs do so by avoiding the usual questions, How are
you doing? And How are you feeling? Both questions invite the unthinking, vac-
uous response, “I’m fine.” Instead, I recommend more substantive questions such as
What are you feeling now? or What bothers you most today? Those questions open
the conversation to discussing heartfelt emotions.

Of note, doctors (or other HPs) conducting broad ACP have the chance to help
people prepare to confront these emotions even before the end-of-life crisis strikes.
HPs might introduce the topic of emotions by saying something like “Patients and
their survivors may experience strong emotions toward the end of patients’ lives. To
help you and others later on, we might talk about those emotions now so you will
recognize them if they occur later.” The HPs, of course, should mention that they
cannot be sure these emotions will ever come up. The HPs might just say,
“Although many deaths produce similar emotions, each death is unique in its
details.”

One of the most common end-of-life emotions is fear about the uncertain or the
unknown to come. The process of dying probably creates more of this fear than
does the prospect of death itself. That very idea prompted the statement in A Living
Will, “I do not fear death itself as much as the indignities of deterioration,
dependence, and hopeless pain. I, therefore, ask (for) medication to alleviate
(my) suffering” while I am dying.

HPs might ask directly whether patients or their survivors fear what will happen
in the dying process and whether they want to talk about it. If they do, the HPs
might give a general description of how terminal illness evolves. As Chap. 5
explains, patient function declines, sometimes gradually, sometimes suddenly. The
underlying fatal disease determines much of the pattern of decline.

The patient’s attending doctors should assume responsibility for addressing
prognosis for the patient’s disease. They might use the Fig. 5.1 in Chap. 5 to
describe the most likely functional course for a patient’s disease. The doctors might
warn that such declines are hard to experience for patient and survivors alike. In
Mrs. G.’s case a waxing and waning neurologic course hampers early predictions of
her eventual survival. The family’s hopes soar when she regains responsiveness
early on but then nosedive again when she slips into permanent unresponsiveness
later. Furthermore, Mrs. G.’s illness does not fit any of the four established cate-
gories for end-of-life functional decline. Her illness falls instead into the remaining
miscellaneous category that defies specific functional prognosis. As I said earlier,
about 20 % of American deaths do.

Doctors conducting broad ACP might also mention that the main goals of care
may have to shift at some point from attempting cure to promoting comfort. When
that shift happens, it may anger observers who do not agree with its timing.
Different observers recognize death as imminent at different times. Those who
recognize death as imminent early may believe others are making the patient suffer
too long; those who recognize it as imminent only later may believe others are
letting the patient die prematurely. Acrimonious conflicts may follow.
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Furthermore, since the rise of hospice many people expect a symptom-free
death. That expectation is only partly realistic. Pain care has improved so much in
recent years that many patients can now die pain-free. But other symptoms do not
yield so well to palliative treatment. Mrs. G. does not appear to have much pain
during her hospitalization, but she does have other symptoms. The restlessness
during her last night responds well to simple sedation, but the retained airway
secretions recur throughout her hospitalization despite repeated, uncomfortable
tracheal suctionings. Doctors doing broad ACP might explain the variable response
of terminal symptoms to treatment. The doctors might conclude by saying, “I
cannot promise complete comfort at the end of life, but I can promise my best
efforts to achieve it.”

Doctors conducting broad ACP should also warn people about American
medicine’s extensive fragmentation. It results from the explosion of technical
medical knowledge and the accompanying high degree of specialization among
clinicians and within institutions. Coordination of care often suffers even at the end
of life [69]. Care may sometimes seem unfriendly, disorganized, rigid, confusing,
and inconsistent. It can frustrate patients and families. In Mrs. G.’s case, for
example, the family feels whipsawed by the doctors’ inconsistent, conflicting
opinions. Early on, the first cardiologist says Mrs. G. is imminently dying while the
neurologist says she might recover. Later the second cardiologist appears unwilling
to honor a document the family signed earlier with the pulmonologist to prevent
reventilating Mrs. G. Such experiences can bewilder, even anger, the medically
untrained. They feel vulnerable and may question clinicians’ competence. Doctors
doing broad ACP, therefore, should acknowledge the problem early. They should
urge patient and family members to learn as much about the patient’s care as
possible and to engage it actively. The patients and family members should ask
questions; take notes about important care decisions; and bring photocopies of
problem lists, medication lists, and other key medical documents to meetings with
doctors [13]. Such active participation can minimize the discontinuities of care and
protect patients.

Importantly, HPs conducting broad ACP should remind patients and family
members about some surprisingly positive aspects of the dying experience: It offers
emotional benefits in addition to the emotional trials [102]. One benefit is the
opportunity for personal growth. Legacies can be planned, relationships strength-
ened, and spiritual values explored. Mrs. G.’s terminal illness, for example, surely
strengthens ties within her family and deepens their faith connections to God.
Another benefit is reliving treasured memories and otherwise enjoying patients’
company as never before. The G.s enjoy reliving significant memories with Mrs. G.
(such as Mr. G.’s “famous kisses”) while she can still communicate. Yet another
benefit for some family members is gaining satisfaction from helping with direct
care of the patient. The G. family, for example, maintains a presence at Mrs. G.’s
bedside and gains satisfaction from helping the nurses keep her comfortable. One
final benefit is the peacefulness that often accompanies death. Clinicians can
reassure patients and survivors that the imminently dying often slip quietly into
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unconsciousness shortly before death and may not even know when they die. This
peaceful interlude before death may be nature’s way of easing patients from life into
death.

The Health Professionals’ Pledge

Broad ACP should conclude with a simple, heartfelt pledge from the HPs—the
principal attending doctors most importantly—never to abandon dying patients or
their survivors. The great uncertainty, distress, and sense of loss at the end of life
can leave patients and survivors emotionally adrift. They need HPs’ steady, sup-
portive presence. The HPs should not just monitor dying patients physiologically
but should also address the emotional burdens of patients and survivors. HPs can
ease those burdens just by being willing to hear them. The nurses in Mrs. G.’s case
address the family’s emotional burdens particularly well. (I find, in general, nurses
and chaplains are especially skilled at doing so.) In fact, the elder daughter returns
to the hospital some months after Mrs. G. dies specifically to thank the nurses for
the compassion they showed Mrs. G. and the family during the hospitalization.

A Final Comment About Broad ACP

Some may claim that broad ACP as I describe it here is too burdensome for busy
clinicians. The process does seem like a huge smorgasbord of topics.
Comprehensive broad ACP, of course, may not be possible in today’s busy clinical
reality. But as with other tasks clinicians should tailor their approach to the needs of
specific patients and family members, choose the most important aspects to address,
and follow through on them to the extent time and other resources permit.
Clinicians should also recruit clergy and other HPs to help in the process.

Steps in Conducting Advance Care Planning

Because talking about dying is always awkward, no time feels quite right for
ACP. Thus, patients, family members, and professionals should never expect to feel
completely comfortable that the right time for ACP has come. Still, the Patient
Self-Determination Act of 1990 (PSDA) requires health care institutions to conduct
at least some ACPwith patients on admission. Institutions must inform patients about
their medical decision-making rights, ask whether patients have executed ADs, and
provide information about ADs for those patients who want it [66, 87, 105].
Unfortunately, these discussions give ACP short shrift. Admission clerks, not doc-
tors, nurses or other HPs, often conduct the discussions, and patients cannot focus on
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serious ACP decisions during the typically hectic admission process [2, 93].
PSDA-mandated discussions, therefore, cannot replace thoughtful, dedicated ACP
discussions with HPs at other times [92].

Most patients and end-of-life care experts recommend conducting those dedi-
cated ACP discussions during routine office visits to primary care clinicians when
patients are medically stable [46, 93]. Good sense, of course, suggests waiting until
clinician and patient have developed a good working rapport. One expert estimates
establishing such rapport takes at least four visits [31]. Clinicians and patients
generally agree the clinician bears responsibility for broaching the subject [33, 46,
93]. Most patients want their spouses and/or adult children—their usual choices for
proxies—to attend the discussions [46]. If the patient is healthy, the clinician should
explain that discussing ACP at that time does not mean the patient is dying [64].
ACP is merely planning for future care. Furthermore, ACP need not consume a lot
of time. One study timed initial ACP discussions at 13–18 min altogether; [7, 87,
92] another study, at 30–40 min. I allot 30 min in an extended office visit for the
initial substantive ACP discussion. Then I allot 5–10 min during later visits
whenever questions or changes arise. Unfortunately, by not covering such discus-
sions [87] current national reimbursement policies create a significant obstacle for
busy clinicians to perform ACP at all.

Table 6.8 suggests five steps in the ACP process [7, 106]. The reader will note
these five steps draw from all the generations of ACP. The table lists the skills required
for each step, and the component actions to be taken [106, 107]. (This discussion
assumes the patient’s principal doctor, usually a primary care doctor, conducts the
process, but any HPmay do so as long as the principal doctor has foreknowledge of it
and theHP communicates the results back to that doctor.) Step 1 introduces the idea of
ACP. Step 2 provides initial information and plans for the definitive follow-up dis-
cussion. Step 3 helps the patient articulate relevant personal values, goals for care, and
specific treatment wishes. Step 4 records and distributes the patient’s statements in
summary documents. And Step 5 reviews and updates the patient’s ACP summaries
later on as needed. The clinician ideally can devote one or two partial office visits to
Steps 1, 2, and 5, and another visit to Steps 3 and 4 together.

Step 1. Introduce ACP. Many patients have only the vaguest knowledge about
ACP before doing it. The doctor, therefore, should take a few minutes to introduce
ACP. The doctor should explain its importance and the steps in doing it. The doctor
should emphasize the purpose of ACP: to give family, friends, doctors, and other
professionals the patient’s guidance for making medical decisions on the patient’s
behalf if the patient ever cannot make those decisions in the future.

Step 2. Prepare for the definitive discussion. At the same time as Step 1 the
doctor might give the patient a sample AD and explanatory ACP materials. The
doctor should also ask the patient’s preferences for proxies and set a date for the
definitive Step 3 discussion. The doctor should urge the patient to read the ACP
materials, discuss them with the preferred proxies and any other key people in the
patient’s life, and bring the preferred proxies to the Step 3 discussion.

Step 3. Help the patient articulate personal values, goals of care, and specific
treatment wishes. Because many people assume ACP involves only the decision
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Table 6.8 Steps in conducting advance care planning (ACP)

Step Skills required Component actions

1. Introduce ACP. • Explanation
• Encouragement

A. Raise the idea of ACP.
B. Explain its importance.
C. Explain the process.

2. Prepare for the
substantive ACP
discussion.

• Explanation
• Encouragement

A. Provide a sample advance directive or
other printed ACP materials.
B. Ask the patient’s preferences for
proxies.
C. Set a time for a definitive step 3
discussion.
D. Recommend the patient discuss the
ACP materials with potential proxies
and other key people in the patient’s life.
E. Urge the patient to bring the potential
proxies to the step 3 discussion.

3. Help the patient
articulate relevant
personal values, goals
for care, and specific
treatment wishes.

• Explanation
• Supportive elicitation
• Unhurried, intent
listening

A. Initiate the ACP process with a brief
explanation of its purpose.
B. Ask the patient, “What makes life
worthwhile for you?” “What do you still
look forward to doing?” or “What do
you still enjoy in life?”
C. State important personal values and
goals for care derived from the patient’s
answers in part B.
D. Summarize what the patient has said
and confirm an accurate understanding:
“Do you want to change anything I said
in summarizing your answers?”
E. Describe specific life-sustaining
treatments most likely to require
decisions in the future when the patient
cannot express his or her wishes.
F. Elicit the patient’s wishes about those
treatments.
G. Use broad ACP to prepare patient and
proxies in general for end-of-life care.

4. Record the patient’s
statements in an ACP
summary and
distribute copies of it.

• Accurate written
description of the
patient’s values,
goals for care, and
treatment preferences

• Sensible distribution
of copies of the ACP
summary to the
people most likely to
need them for future
decisions

A. Summarize the patient’s statements in
the patient’s own words if possible.
B. Have the patient review, sign, and
date the ACP summary.
C. Distribute copies of that summary to
key people in the patient’s life (e.g.,
proxies, principal doctors, and other
significant people) and to the medical
record.
D. Give copies to the patient and
encourage storage in a logical, accessible
place for retrieval in a crisis.
E. Urge the patient to tell others where
the ACP summary is stored.

(continued)
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about CPR, they expect the doctor to ask immediately about it. The typical CPR
question is “What treatments do you want if your heart or lungs ever stop work-
ing?” I find patients’ answers to that question often unhelpful in clinical situations
and, therefore, save it for last. The more clinically helpful information, in contrast,
concerns the patient’s relevant life history [8] and personal values [51]. Practical
goals for care can emerge from them. For that reason I believe the definitive ACP
discussion should focus on those topics.

Still, the doctor should acknowledge patients’ initial expectations to talk about
life-sustaining treatments. He or she might open the discussion with “I realize you
may expect to talk about resuscitations, breathing machines, and similar treatments.
We will talk about them a little later. But I want to make sure all of your care in the
future—including the other kinds of treatments—is as true to you as possible even
if you cannot tell me your wishes at the time. To do that, I need to know about you
as a person including what is most important to you in your life.”

Then the doctor might pose one of the questions aimed at learning a patient’s
relevant personal values and goals for care: What makes life worth living for you
now? What do you still look forward to doing? or What are you enjoying most in
life these days? [74] Intent listening holds the key to getting useful answers.
Unfortunately, doctors tend to do more talking than listening in all doctor-patient
encounters including ACP discussions. ACP requires the doctor consciously to
practice good listening. A key part is dedicating a little necessary time, effort,
interest, and patience to the process. The doctor, for example, might draw the
patient out with probes such as “Tell me more.” or “Is there anything else?” The
doctor might also use the patient’s own words to summarize whenever the patient
finishes a reply [14]. The doctor might even invite corrections by asking, “Do you
want to change anything I said in summarizing your answers?”

Next the doctor might elicit the patient’s wishes about the life-sustaining treat-
ments most likely to require decisions when the patient cannot express his or her
wishes directly. Such decisions usually involve hospitalization, CPR, and
mechanical ventilation. The doctor should explain the risks and benefits of each
treatment and then might ask the patient’s wishes from among three choices: I want,
I don’t want, and I am not sure. The doctor should also remind the patient that

Table 6.8 (continued)

Step Skills required Component actions

5. Review and update
the ACP summary as
needed.

• Conscientious,
orderly tracking and
follow–up

• Logical storage of
materials

A. Review with patient prior expressions
of values, goals, and treatment wishes.
B. Elicit any changes.
C. Record the changes.
D. Have the patient review, sign, and
date any amended ACP summary.
E. Destroy all outdated ACP summaries.

Data from Emanuel et al. [106], Back et al. [107], and Emanuel [7]
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implementing treatment choices in the crisis always requires some interpretative
leeway [60] based on the patient’s life and values.

Finally, the doctor should try to prepare patient and proxies for end-of-life care
by conducting broad ACP. The doctor might mention not only the pressures,
uncertainties, frustrations, and emotions involved but also the rewards.

Step 4. Record the patient’s statements in an ACP summary document and
distribute copies of it. The doctor should summarize the patient’s statements in a
prominently placed medical progress note and attach any formal supporting doc-
uments such as ADs. The patient should review, sign, and date all the documents
including the progress note. The doctor should then make copies of everything and
distribute them to the patient, the proxies, and the medical record. The doctor
should also urge the patient to store his or her copies in a logical, accessible location
(not a safe deposit box) for easy retrieval during a crisis and to disclose the location
to trusted others. Finally, the patient should distribute copies to key nonproxy
family members and doctors.

Step 5. Review and update the ACP summary document as needed. Doctor and
patient should review together the patient’s wishes and ACP summary document
whenever the patient experiences significant life changes or an acute hospitalization
involving life support [24]. The doctor should record any changes. Then the patient
should review, sign, and date the new summary. Doctor, patient, and others should
keep copies of the new ACP summary and destroy any old ones.

Negotiating Death

End-of-life care has many aspects: partly sound scientific deduction based on data,
partly patient treatment wishes, partly happenstance, and partly potential medical
juggernaut [5, 17]. The various aspects can confuse patients, family members, and
sometimes even clinicians themselves. But, as Eisenhower said about all emer-
gencies, the complexity of the situation and the ever-present element of chance
ensure that the end-of-life crisis never develops as expected. Broad ACP may help
prepare people to confront the crisis, but much of its management requires
on-the-spot negotiations.

Some theoretical and empirical research, though scarce, illuminates this
important phenomenon of end-of-life negotiations. One author defines them as the
process by which the various meanings people attribute to a patient’s dying evolve
into a single plan to deescalate life support. She calls the process the “negotiation of
death.” [17] This author believes different observers derive different meanings from
the manner of a patient’s death. For patient or family the meanings might include
“giving up” on life by the patient, “giving up” on the patient by others [17],
avoiding a prolonged death, honoring the patient’s wishes, achieving “death with
dignity,” or allowing a “natural death.” For the clinician the meanings might
include being defeated by death, accepting the eventual failure of all life support,
recognizing the illness’ “declaration” that the patient is dying, honoring the
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patient’s or family’s wishes for comfort care over life prolongation, or risking legal
or professional censure for the death.

Amid the various meanings attributed to a patient’s dying, end-of-life negotia-
tions aim to create the best end-of-life care plan acceptable primarily to the patient
and only secondarily to interested others. Most of the negotiations occur during
informal conversations with the patient or family as the doctors make their rounds
or the nurses provide their bedside care. The plan that emerges involves compro-
mise. It is also dynamic, changing to accommodate changes in the patient’s medical
condition or in observers’ views. Still, the plan rarely achieves a total, ideal concord
among all parties; some dissatisfaction usually persists.

The plan specifies which treatments will be used when [17]. It often involves
“orchestrating” deliberate, staged treatment decisions, actions, and inactions [108].
The plan may continue life support treatments already in use when some people
simply cannot bear to stop them. The plan may also withhold other life support
treatments when people see them as invasive and ineffective. Most commonly, the
consciously withheld treatments are CPR, mechanical ventilation, or late-stage
cancer chemotherapies. The plan may withhold still other treatments, which might
be effective in other circumstances (such as antibiotics or certain tube feedings) [76]
but which cannot help the irreversibly dying patient [108]. All the while, discus-
sions about whether the plan qualifies as a good, dignified, proper, or natural death
may swirl in the background among observers. Most people hold strong views on
this subject, and such views may surface prominently in the end-of-life crisis.

All professionals attending the dying patient can play an important role in
negotiating the end-of-life treatment plan. Their sympathetic observer’s perspective
can help patient and family alike identify the meanings the death has for them, and
consider the best treatment plan in light of those meanings. Multiple meanings may
simultaneously exist for any one person. A wife may wish that her husband live a
long time while she also wishes that he not suffer unnecessarily. Clinicians can help
people sort through their feelings but must guard against hijacking with their own
technical knowledge the process of others’ finding meaning in the experience [17].

The Case

If Mrs. G. as an outpatient had discussed her AD with her primary care doctor,
end-of-life care negotiations could have begun with a broad ACP discussion well
before the hospital admission. The doctor could have elicited Mrs. G.’s relevant life
history, personal values, goals for care, and specific treatment wishes. The doctor
could have also asked Mr. G. and the daughters for their opinions. All could have
begun to think deliberately about the end-of-life care that would “fit” Mrs. G.’s life
and values best. At the same time the doctor could have explained the unpre-
dictability of life-threatening illness and the resulting need for on-the-spot care
negotiations. Such an exchange could have informed future end-of-life care
negotiations and prepared Mrs. G. and her family for them.
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Even if broad ACP did not take place beforehand, “negotiations of death” do
certainly occur several times during Mrs. G.’s hospitalization. Early on, the first
cardiologist, the neurologist, and the pulmonologist all reach different conclusions
about Mrs. G.’s presenting problems and their implications. The first cardiologist
concludes Mrs. G. is imminently dying after her cardiac arrest and the family
should assemble at once for their final good-byes. The neurologist, in contrast,
concludes Mrs. G. will surely live but in a severely impaired, perhaps permanently
vegetative, state. He might consider the situation not dire enough to justify
assembling the family for final good-byes. And the pulmonologist concludes Mrs.
G. cannot benefit from further mechanical ventilation. He convinces the family to
sign a document preventing all future ventilator use with her. Discussing the sit-
uation through the medical record, the three specialists reach an initial compromise
treatment plan: Mrs. G. will be weaned off the ventilator but otherwise receive full
life support.

The later heart arrhythmia and the subsequent debate about reventilation prompt
the most intense “negotiations of death.” Mrs. G. becomes unresponsive just
beforehand. That leaves the second cardiologist, the daughters, and Mr. G. as the
main parties to the negotiations. The cardiologist wants reventilation, the daughters
oppose it, and Mr. G. vacillates inbetween.

Disagreements such as this make me associate meanings for the situation with
the people who hold them. To the second cardiologist the situation means fixing a
physiological problem, the arrhythmia, and thereby saving Mrs. G.’s life. To the
daughters the situation means honoring Mrs. G.’s previously expressed goals for
care: regaining some mobility, some independent self-care, and enjoyment of her
family. If none of those goals are possible, the situation means implementing her
wish for comfort care only. To Mr. G. the situation means the fear Mrs. G. could die
soon. Such a fear would ordinarily prompt all life support measures, including the
ventilator, to give her “every chance to live.” But the situation also means pro-
longed suffering for her especially if she goes back on the ventilator. Furthermore,
to Mr. G. the situation means the burdens of shouldering the critical treatment
decisions on Mrs. G.’s behalf and of caring for her himself if she survives. To the
whole G. family the situation means placing Mrs. G.’s fate in God’s hands and
trusting Him with the outcome. The parties involved disagree over how to treat Mrs.
G. precisely because they derive such different meanings from her predicament.

Progress on the decisional impasse begins only when an ethics consultant is
called in to negotiate a treatment plan. He first meets with the family. As a sym-
pathetic outside party with good communication skills, he listens as the family air
their views. Mr. G. sees the second cardiologist’s reventilation proposal as “a ray of
hope” for Mrs. G.’s survival; the daughters, merely as prolonging her suffering and
dying. The daughters also air their frustrations with what they see as the cardiol-
ogist’s imperious manner. The ethics consultant then steers the conversation to
considering the pros and cons of reventilating Mrs. G. All eventually agree to
adjourn to think about the decision overnight. The family use that time to pray
about it. The next morning they tell the ethics consultant their decision: not to
reventilate Mrs. G. They are convinced that hospice suits her better.

Negotiating Death 165



The ethics consultant realizes he must win the second cardiologist’s support for
the decision. That process proves easier than the ethics consultant anticipates. He
meets privately with the cardiologist and explains the family’s decision and their
reasoning based on Mrs. G.’s life history and values. Despite his earlier rigid
insistence on the ventilator, the cardiologist readily agrees to the family’s decision
and signs the order transferring Mrs. G. to the hospital’s palliative care service.

The “negotiations of death” for Mrs. G., however, do not end there. The pal-
liative care service staff at first do not understand whether they are to admit Mrs. G.
to the nonterminal care ward or the terminal care ward. The ethics consultant must
intervene again to explain her terminal condition and to negotiate her admission to
the terminal care ward. Then the on-call palliative care doctor balks at sedating Mrs.
G. when she grows restless that night. He fears overdosing her. The family must
explain her discomfort and assure the doctor about their motives for requesting the
sedation before he acquiesces and orders the sedation.

In the final analysis the “negotiations of death”—not the instructional and
proxy-designating AD—provide the most substantial guidance for Mrs. G.’s
end-of-life care. The AD issues insufficiently specific treatment instructions for
Mrs. G.’s situation, and the family makes collective decisions despite the desig-
nations of individual advocates. In contrast to the AD, the on-the-spot “negotiations
of death”—a kind of ongoing broad ACP—succeed in allowing Mrs. G. to die
quietly and comfortably under hospice care as she always wanted.

Summary Points

1. Advance care planning aims to apply a patient’s treatment wishes from earlier
times of decision-making capacity to treatment decisions in future times of
decision-making incapacity.

2. Traditional advance directives, the most common form of such planning, either
issue specific treatment instructions based on the patient’s wishes, or designate
proxies who know the patient’s wishes well enough to make decisions on the
patient’s behalf. The instructional directives in particular have many drawbacks.

3. However, one kind of instructional directive, Physician Orders for
Life-Sustaining Treatment (POLST), can help terminal patients remain at home
and thereby avoid unwanted hospitalization and life-sustaining treatments.

4. By drawing broadly on a patient’s life history, personal values, and goals for
care, “broad” ACP discussions with patients can give proxies wide-ranging
guidance for future end-of-life care decisions.

To Learn More …

1. Tulsky JA. Beyond advance directives: importance of communication skills at
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Chapter 7
Proxy Decision-Making
at the End of Life

Instructional advance directives (ADs) were intended to give patients with current
decision-making capacity a say in their future treatment when they might lack that
capacity [1, 2]. Patients use these directives to specify their treatment wishes in
advance. Yet, as Chap. 6 explains, many practical problems have arisen with
instructional ADs. They are signed by relatively few Americans [3], may not be
located in the medical crisis [4, 5], and often do not anticipate key medical aspects
of a patient’s illness [4, 6, 7]. Furthermore, most such ADs issue vague instructions
[4–6, 8–10] that may not reflect interim changes in patients’ wishes [6], and apply
only to late terminal diseases when few treatment decisions arise [2, 11]
Instructional ADs, therefore, have had little impact on end-of-life care [1, 6, 10].

Disappointment over the usefulness of instructional ADs, however, has not
diminished medicine’s commitment to honor the treatment wishes of dying patients.
But many of those patients cannot make or express decisions for themselves [2].
One study indicates that nearly half of American elders who died from 2000 to
2006 required end-of-life treatment decisions, and three-quarters of those patients
could not make the decisions for themselves [2]. Therefore, health professionals
(HPs) must often turn to surrogates, or “proxies,” to make decisions for the patients.
These proxies make more than two-thirds of end-of-life treatment decisions for
nursing home residents, hospitalized patients with life-threatening illnesses [12],
and intensive care unit (ICU) patients [13].

Proxies gain their decision-making authority in any of three ways. One involves
the durable power of attorney (DPOA) for health matters. A patient who still has
decisional capacity signs this legal document naming one or more proxies to make
later treatment decisions if the patient ever cannot make those decisions for him- or
herself. Recent laws and regulations have promoted DPOAs, and they are
increasingly common in clinical practice. Even so, most patients still do not sign
them. The other two ways identify proxies for patients who do not have DPOAs.
One of those ways involves a legal hierarchy of preferred proxies. Many states have
already legislated such hierarchies. The typical hierarchy lists in order of decreasing
preference the patient’s spouse, adult children, parents, other relatives, and
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sometimes attending doctors. Another way relies on medicine’s tradition of using
readily available family members as informal proxies.

While other chapters in this book (Chaps. 8 and 9) address the emotions proxies
may experience as family to the dying patient, this chapter addresses the processes
proxies may use in making treatment decisions for the dying patient. This chapter
assumes throughout that the patient already either cannot or does not make treat-
ment decisions for him- or herself, necessitating proxy intervention. This chapter
also assumes the patient’s proxies are immediate family, but they need not be. Some
patients have no family, prefer certain distant family members over closer ones, or
prefer proxies (such as friends or professional advisors) other than family. HPs, of
course, must exercise good discernment in recognizing when a patient cannot make
decisions for him- or herself and in identifying who among possible proxies can
best make decisions on the patient’s behalf.

To help HPs do so, this chapter begins by describing the characteristics of
patients who lack decisional capacity. The chapter then discusses two particular
brain injuries—death by brain criteria and the persistent vegetative state—that often
cause such incapacity. The chapter next describes three methods proxies often use
to make their decisions—the “purely” subjective method, the substituted judgment
method, and the best interests method. As I will explain, I favor a fourth method
instead—the constructive judgment method—for its grounding in the patient’s life
story and its broad clinical applicability. This chapter concludes by describing
specific factors that can help or hinder proxy decision-making. The chapter illus-
trates its points with Mrs. G., the same patient as in Chap. 6.

The Case

Mrs. G. awakes with labored breathing one night, and her husband immediately
calls 911. Just as paramedics arrive, Mrs. G. suffers a full cardiorespiratory arrest.
Vigorous resuscitation efforts soon restore adequate breathing and blood pressures
but leave Mrs. G. unresponsive. The paramedics transport her to the nearest hos-
pital. Doctors at the hospital place her on a cardiac monitor in the emergency room,
insert a tracheal breathing tube, transfer her to the intensive care unit (ICU), and
begin mechanical ventilation there. Mrs. G.’s closest family, consisting of her
husband and two adult daughters, arrive at the hospital shortly afterward.

A neurologist, a cardiologist, and a pulmonologist all examine Mrs. G. within a
few hours of her ICU admission. Each specialist communicates a different
assessment to the family. The pulmonologist commits to no specific long-term
prognosis but suggests weaning Mrs. G. off the ventilator in the next day or two. He
admits she might or might not die in the process. The neurologist believes she will
probably live but cannot rule out an eventual vegetative state. He suggests a
wait-and-see approach. The cardiologist thinks Mrs. G. is definitely irreversibly
dying, and urges the family to say their last good-byes. These conflicting assess-
ments leave the family confused about what to think.
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Then the daughters remember that Mrs. G. said before, “I don’t want to live if I
cannot ‘participate in life.’ I don’t want to be a vegetable.” She also said that quality
life for her means being able to move about somewhat independently (despite a
painful constricted spine condition) and to recognize and enjoy her family.
Convinced Mrs. G. would not want to live permanently unresponsive or attached to
the ventilator, the family agrees to weaning her. They even take the pulmonologist’s
advice and sign an order never to start mechanical ventilation again. They brace
themselves for her death. Unexpectedly, however, Mrs. G. begins breathing on her
own during the weaning process. Her neurologic condition improves over the next
few days. She regains a dull consciousness and nods weakly to questions. The
family thinks she gives a flicker of recognition when they visit.

The family begins round-the-clock bedside vigils to ensure proper care for Mrs.
G. Mr. G. stays all day every day, sleeping sporadically on a nearby couch. The two
daughters take turns staying all night to notify the nurses whenever Mrs. G. needs
tracheal suctioning to clear airway secretions obstructing her breathing. Although
Mrs. G.’s DPOA officially appoints Mr. G. and the elder daughter as her proxies, he
and both daughters together make all care decisions for her.

A different cardiologist rotates onto Mrs. G.’s case one week into her hospital-
ization. He detects a new, abnormal heart rhythm and insists Mrs. G. go back on the
ventilator. “I know what is wrong with her heart,” he tells the family. “And I can fix
it. But she must go back onto the ventilator to ‘rest,’ or she will die.” The cardiol-
ogist’s comment gives Mr. G. renewed hope that Mrs. G. can survive, but com-
municates a sense of urgency for reventilating her. The comment also angers the two
daughters. They see the second cardiologist as “pompous and overly focused on the
heart,” not on Mrs. G. as a “whole” person. Furthermore, the daughters are con-
vinced Mrs. G. is irreversibly dying and should simply receive comfort care. They
believe reventilation will “just torture” Mrs. G. by increasing her suffering to no
purpose and “torture” the family by raising false hopes for her survival. In addition,
the family will have to retract the difficult decision they made to prohibit further
mechanical ventilation. When all the other doctors on Mrs. G.’s case defer to the
cardiologist on the point, the daughters request an ethics consultation.

The hospital ethicist responds by first reviewing Mrs. G.’s instructional AD,
DPOA, and current medical record. He next calls a meeting of the family and the
HPs attending her. Mr. G., his two daughters, the general internist assigned to the
ICU, the ICU’s head nurse, and the ethicist attend. At that meeting the ethicist
summarizes Mrs. G.’s hospital course for the group and then reads the most per-
tinent treatment instruction in her instructional AD, “I do not want life-sustaining
treatment if I have a condition that my doctor concludes is … irreversible and,
without … life-sustaining treatment, is expected to result in (my) death in a short
time.” Everyone concludes the instruction does not exactly apply because the
doctors do not yet agree Mrs. G.’s condition is “irreversible.”

The ethicist then asks each family member individually, “What do you think
Mrs. G. would decide for herself in this situation?”Mr. G. answers first. Because he
has known Mrs. G. the longest and the best, he feels most responsible for the
decisions made on her behalf. He leans toward reventilating her, citing Mrs. G.’s
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prior oral wishes to receive every chance to live. He believes she would accept
more mechanical ventilation to get that chance. The daughters gently disagree,
citing another statement in Mrs. G.’s instructional AD that, if life-sustaining
treatment serves only “to prolong dying … (in) a terminal condition,” she wants
comfort care alone. Discussion follows, but all finally decide they can neither
interpret percisely what Mrs. G.’s written or oral wishes mean nor guess confidently
what Mrs. G. would decide for herself in the situation.

The ethicist next asks the family, “What decision do you think would best serve
Mrs. G. interests?” The family considers again Mrs. G.’s previously expressed
wishes about having every chance to live but also about having enough quality of
life to be able to move somewhat independently and to enjoy the family. Eventually
Mr. G. asks, “Is there a chance she will ever do those things again?” The ethicist
admits no one can predict for sure. But he adds that Mrs. G.’s age, past medical
illnesses, and serious current medical condition weigh against long-term survival or
much return of function. The family still cannot decide which treatment plan will
best serve Mrs. G.’s interests. The ethicist finally adjourns the meeting to give the
family overnight to consider what to do.

That evening Mr. G. and his daughters talk privately among themselves, pray
together, and discuss reventilation with their minister and a close doctor friend from
the church. They finally decide to forego the ventilator and to request hospice care
instead. They call the ethicist about their decision the next morning. He takes the
decision to the cardiologist and persuades him to accept it. The cardiologist then
orders Mrs. G.’s transfer to the hospital’s hospice ward. Mrs. G. dies there early the
next day while Mr. G. and the younger daughter watch at the bedside.

When Does a Patient Lack Decision-Making Capacity?

Proxies, of course, gain their authority to make decisions for patients only when
patients lack sufficient decision-making capacity to do so themselves. Capacity here
means the ability to perform a specific task; decision-making capacity, the ability to
make decisions based on one’s personal values and a sound grasp of circumstances,
available choices, and likely consequences of those choices [14]. In medicine,
decision-making capacity underlies any valid informed consent. The
decision-maker—patient or proxy—ideally understands all key facts about the
disease, the options for treating it, the risks and benefits of each option, and the
relative worth of those options according to the patient’s own values. The
decision-maker then chooses the best treatment option for the patient and requests it
clearly and consistently.

Of course, no patient as decision-maker fulfills this ideal of decision-making
capacity completely. A patient in a particular situation fulfills some aspects of
capacity better than other aspects. Capacity may also change with time and
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circumstance: Capacity is not all-or-none forever but has varying degrees of more
or less. Complicating judgments of it further, no precise threshold exists for
determining whether a patient has sufficient capacity to make a particular decision.
Neither ethics nor law provides such a threshold. Still, many experts agree on one
point: Whatever one considers the general threshold, it should increase as the
momentousness of the decision increases. That is, the more momentous the
potential consequences of the decision, the greater should be the evidence that the
decision-maker commands sufficient capacity to make that decision. Yet even this
simple, intuitive idea raises some controversy. I, therefore, believe judgments of a
patient’s decision-making capacity necessarily involve imprecise “judgment calls.”
Naturally, the patient always deserves the benefit of the doubt. But, once a rea-
sonable judgment of patient decision-making incapacity emerges, a conscientious,
qualified proxy must step in to make decisions for the patient.

The Case

No doubt exists that Mrs. G. lacks decision-making capacity as she lies barely
conscious early during her hospitalization. She gives no sign of understanding facts
about her disease; weighing treatment options; or making clear, consistent treatment
requests. Therefore, when the pulmonologist recommends weaning her from the
ventilator, Mr. G. and the daughters—the people who know Mrs. G. best and whom
she trusts most—rightfully step in to make the decision for her.

Serious Brain Injuries

A Common Justification for Proxy Decision-Making

Many brain injuries can cause decisional incapacity and, when so, require proxies to
make care decisions for patients. Two especially serious injuries, death by brain
criteria (DBC) and the persistent vegetative state (PVS), always cause such inca-
pacity. However, the lay public and some HPs confuse these two conditions. That
confusion is understandable: Both conditions are commonly called “brain death”
and share one prevalent cause, cardiac arrest interrupting blood and oxygen flow to
the brain. But the two conditions differ in other ways—alternate causes, diagnostic
criteria, management, and prognoses. Proxies and HPs must clearly differentiate the
two conditions to make correct diagnoses and hence to institute the best manage-
ment strategies. Fortunately, recent medical advances that localize brain damage
and specify its pathologic signs help distinguish DBC and PVS [15, 16]. This
section contrasts them based on that new information (Table 7.1).
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Table 7.1 Characteristics distinguishing death by brain criteria and the persistent vegetative state

Characteristic Death by brain criteria Persistent vegetative state

Definition Complete brain destruction
including for the brain stem: no
arousal, thinking, or spontaneous
respirations or other brainstem
functions

Extensive brain damage but a
functioning brain stem: a
profound dementia with normal
arousal but severely impaired
ability to think. Differs from
coma by normal arousal: “awake
but not aware.”

Common causes Long-term interrupted blood flow
to the brain over 6–20 min due to
cardiac arrest, severe bodily
trauma (such as in auto accidents
or assaults), or ruptured major
arteries

• Short-term interrupted blood
flow to the brain such as from
cardiac arrest or severe bodily
trauma

• Also metabolic disorders (such
as carbon monoxide poisoning
or prolonged low blood
glucoses), severe infections, or
end-stage dementias

Degree and
location of brain
injury

Destruction of both the higher
and lower brain structures (i.e.,
the cerebral hemispheres and the
hypothalamus and brain stem).
Ineffective cardiorespiratory
contractions, unable to support
life, may continue for minutes to
hours.

Severe damage to the
higher-brain structures (the
cerebral hemispheres) but little or
no damage to the lower brain
structures (the hypothalamus and
brain stem). Effective brainstem
functions may support life for
years.

Spontaneous motor
movements

None Closing and opening eyes in
normal sleep–wake cycles; slow
scanning eye movements without
fixation; grunts, yawns, grimaces;
and primitive limb movements
often present.

Response to
noxious stimuli

Absent except for primitive
spinal cord reflexes

Present including startle reflexes
to loud sounds and pain

Spontaneous
respirations

Absent Usually absent at first (when
coma is present) but eventually
resume.

Brainstem reflexesa Absent Present

Discretionary
confirmatory tests

• Cerebral blood flow studies
show no flow.

• Electroencephalogram (a “brain
wave test”) shows no waves
(i.e., flatness or
“isoelectricity”).

• Cerebral blood flow studies
show some flow.

• Positron emission tomography
(“PET scan”) shows greatly
depressed brain tissue
metabolism.

Added
considerations

Sedation, low body temperature,
medically induced paralysis, and
persistently low blood pressure
must not be present. They can
mimic death by brain criteria.

Patients under 40 have a greater
likelihood of some neurologic
recovery than do older patients.
Recovery never includes the

(continued)
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Death by Brain Criteria (DBC)

Historically, cessation of all cardiovascular and respiratory functions defined death.
Doctors determined it by simply listening for a heartbeat and looking for chest
expansions. If doctors could detect neither, they declared patients dead. But new
technologies began to complicate those determinations in the 1960s. Widespread
introduction of machines to perform such vital functions as electrically stimulating
the heart or mechanically expanding the lungs suddenly kept some patients alive
who would have been declared dead before. Doctors wondered whether death in
those patients could ever be determined and, if so, how. The new life-support
technologies had upended the ages-old cardiorespiratory criteria for death.

Organ transplantation exacerbated the problem from the late 1960s on. As the
first transplantations (with kidneys) succeeded, the demand for transplantable
kidneys and eventually other transplantable organs quickly exceeded supply.
Meanwhile the traditional cardiorespiratory criteria for death became a significant
obstacle to harvesting cadaver organs for transplantation. Organs lose their viability
quickly when circulation and oxygenation stop. Harvesting must, therefore, occur
within minutes after cessation of effective cardiorespiratory function so the
cadaveric organs remain viable. But agonal, ineffective reflexive contractions of the
heart and chest wall muscles, independent of the brain and unable to sustain life,
may continue for minutes to days after apparent bodily death. The early laws about
transplantation required all such signs to stop before organs could be harvested
from cadavers. Doctors had to wait until organs had typically lost their viability.
Thus, the old medical traditions for determining death and the earliest transplan-
tation laws based on them prevented many beneficial transplantations.

Responding early on to the transplantation problem, a special Harvard Medical
School committee proposed in 1968 that permanent loss of all brain function, which

Table 7.1 (continued)

Characteristic Death by brain criteria Persistent vegetative state

ability to communicate or to live
independently.

Time to determine
permanence of the
brain-injured state

1–3 days 3–12 months

Management Patient is dead: stop all
treatments.

Patient is not dead. Treatment is
controversial, but life support is
often continued indefinitely.
Patient may live for years.
Survival depends on whether
life-threatening complications
such as pneumonias are treated.

aBrainstem reflexes include pupillary, oculocephalic (“doll’s eyes”), and oculovestibular (ear
“calorics”) reflexes.
Data from Refs. [15, 22]
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the committee called “irreversible coma,” supplement the traditional cardiorespi-
ratory criteria as a parallel definition for death [17]. Either definition, the committee
suggested, could determine death. The new parallel definition eventually became
known as “death by brain criteria.” Just as with the cardiorespiratory definition,
DBC was diagnosed solely based on the physical signs. They consisted of unre-
sponsivity to external stimuli (and presumed unawareness of them), absence of
spontaneous respirations or other movements, and absence of reflexes above the
spinal cord. The committee declared the flat electroencephalogram (a “brain wave
test”) merely optional confirmation for the diagnosis. An influential presidential
commission later added its support for the committee’s idea by declaring, a person
with “irreversible cessation of circulatory and respiratory functions, or … of all
functions of the entire brain, including the brainstem, is dead” [18]. That com-
mission urged states to codify both definitions under a new law, called the Uniform
Determination of Death Act. Most states now have.

DBC typically follows either cardiac arrests, severe bodily trauma, or ruptured
major arteries, in which blood flow to the brain stops for 6–20 min. Both higher
(cerebral hemispheres) and lower (hypothalamus and brain stem) brain structures
suffer extensive destruction. The higher destruction eliminates all thinking includ-
ing learning, remembering, and awareness of one’s self and surroundings. The
lower destruction eliminates all brain stem reflexes and life-sustaining functions.
Physical examination shows no response to pain (such as by groaning, grimacing,
or withdrawing limbs), no “higher” reflexes (including pupillary, corneal, and gag
reflexes), and no spontaneous respirations (by a standard protocol called the apnea
test). These signs must persist for 6–72 h, depending on the underlying cause of
injury. Sedation, low body temperature, medically induced paralysis, and persis-
tently low blood pressure (“shock”) must not be present because some aspects of
those conditions mimic DBC. Despite the judgment involved in recognizing the
signs of DBC, they produce good agreement among neurosurgeons and other
experienced observers [19]. Therefore, the physical examination for DBC is
reproducible and accurate. The diagnosis requires neither brain wave nor blood
flow studies. (Brain wave tests are, in fact, sometimes misleading. Blood flow
studies, however, always show absent blood circulation to the brain.)

No neurologic recovery occurs with DBC. Therefore, once diagnosed, DBC has
clear-cut management: The patient is dead, treatment provides no benefits, and the
doctor should stop all of it. General professional standards and all current law
concerning DBC support this strategy.

Persistent Vegetative State (PVS)

PVS like DBC involves extensive higher (cerebral) brain structure destruction or
damage but unlike DBC has preserved lower (hypothalamus and brain stem) brain
structure and function. PVS also like DBC may result from severe blows or
interrupted blood flow to the head. But PVS may have other causes, too, including
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metabolic disorders (such as carbon monoxide poisoning or prolonged low blood
glucoses), severe brain infections (such as meningitis, encephalitis, or abscesses),
and end-stage degenerative diseases (such as the dementias) [20, 21]. Blood flow
studies show some circulation, but positron emission tomography (PET) shows
severely depressed brain tissue metabolism.

A cardiac arrest such as Mrs. G.’s can first cause a coma, a state in which the
patient is neither awake nor aware of self or surroundings. The coma may even-
tually evolve into a vegetative state, in which the patient awakens but remains
unaware. That patient shows normal cycles of sleep and wakefulness on brain wave
testing but still does not sense self or surroundings. The patient opens his or her
eyes spontaneously and makes with them slow, scanning motions interrupted only
by unstimulated brief jerks or reactions to external sounds. The eyes never fixate.
Some higher reflexes including startle and arousal reflexes and brainstem reflexes
(such as pupillary and other eye reflexes) return. The vegetative patient yawns,
groans, or grimaces and moves arms and legs in primitive ways. The hands, for
example, may reflexly grasp objects placed into them. Untrained observers may
misinterpret such movements as conscious. Because the neurologic signs may
change as swelling in the brain subsides over weeks or months, the diagnosis of a
vegetative state or persistent vegetative state requires considerable time.
A vegetative state can be diagnosed only at one month; a persistent vegetative state,
only at three months after a cardiac cause or 12 months after other causes.

A few percent of PVS patients may regain some neurologic function months or
years after the initial injury. Patients under 40 have a higher likelihood of some
recovery than do older patients. But only about 0.1 % of diagnosed PVS patients
eventually regain any consciousness or cognition, and even those patients suffer
severe, permanent neurologic handicaps [22]. The regained neurologic function
almost never includes the ability to communicate or to live independently [23].

Because PVS patients are severely brain damaged but not actually dead, man-
agement for them remains controversial. Meticulous nursing care and aggressive
treatment of occasional, potentially life-threatening complications such as pneu-
monias can keep these patients alive for years. Karen Quinlan, for example, lived
nine years in her PVS. On the other hand, the Council on Ethical and Judicial
Affairs of the American Medical Association acknowledges that such a patient has
the right to refuse life-sustaining treatment through a proxy, and the doctor has no
duty to maintain a patient’s life without prospects for consciousness. Recognizing
the arduousness of PVS care and the extreme unlikelihood of future conscious life,
the Council concludes, “Even if death is not imminent but a patient is beyond doubt
permanently unconscious, … it is not unethical to discontinue … life-prolonging
medical treatment…. (as long as) the dignity of the (PVS) patient (is) maintained at
all times” [24]. The Council urges doctors, however, to consult neurologists and
other colleagues before discontinuing life support in such situations. While many
scholars support the Council’s position, others question the accuracy of PVS
diagnoses; note the possibility, though small, for PVS patients to regain con-
sciousness; suggest legal culpability for stopping a PVS patient’s life support; and
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worry about increasingly unjustified stoppages of life support on patients in general
[22]. For these reasons, withholding life-support treatment from PVS patients still
unnerves many doctors, and most choose to continue it indefinitely.

Remaining Controversies About DBC and PVS

Ever since the presidential commission endorsed the two parallel definitions of
death—cessation of all cardiorespiratory function and DBC—doctors have accepted
and used both widely. In the process they have implicitly endorsed three
assumptions behind the commission’s endorsement of those definitions: that only
the living can die; that the living and the dead can be distinguished; and that,
however death is determined, total brain deterioration accompanies it.

Still, controversies remain about especially the second and third assumptions and
their practical implications. One controversy concerns whether the whole brain (as
in current DBC) or only the higher brain (as in PVS) must cease functioning to
justify a determination of death by brain criteria. Proponents of the whole-brain
criterion understand death as the functional disintegration of the whole living
organism [25]. They see the whole-brain criterion as reliably heralding such dis-
integration as inevitable and imminent. They also point out that cessation of all
brain functions quickly shuts down all other bodily organs, thereby aligning the
whole-brain criterion for death with the traditional cardiorespiratory criterion.

Proponents of the partial, higher-brain criterion, however, understand death as
cessation of the two uniquely cerebral functions, consciousness and thinking. As a
result these commentators consider PVS as death. They argue against the
whole-brain criterion in two ways. First, they point out that the whole-brain cri-
terion requires testing only the brain stem, not the higher brain where the mind
functions. The underlying assumption is that, if the brain stem does not function,
the cortex does not either. These people argue that external devices such as ven-
tilators and pacemakers already can perform many of the brainstem’s life-sustaining
functions and may someday perform them all [26]. These commentators worry that
future patients who depend on external devices for such brainstem life-support
functions but still maintain consciousness and thinking ability may prematurely be
declared dead under the whole-brain criterion. Second, these commentators believe
the whole-brain criterion falsely separates the concepts of mind and brain. These
commentators consider the two inextricably bound together. The roots of this
disagreement over the separability of mind and brain extend back at least as far as
ancient Greek and Hebrew philosophers. The Greek philosophers believed the mind
separates cleanly from the brain (and the rest of the body) at bodily death, whereas
the Hebrew philosophers believed that mind and brain—forever intermeshed—live
and die together. As a practical point, however, the proponents of this partial or
higher-brain criterion for determining death admit that no easy, quick, or reliable
tests yet exist for testing cerebral functions separately from brainstem functions.
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Yet another commentator does not see life and death as discrete states separated
by a distinct moment in time [27]. Instead, she sees life as consisting of multiple
dimensions and declining unevenly as its various dimensions deteriorate at different
rates. She concludes that life does not suddenly shut off but “tapers off” gradually
into death. This commentator, therefore, favors a zone of discretionary declarations
of death based on brain and other bodily functions. PVS would provide this zone’s
highest functional boundary; cessation of cardiorespiratory function, its lowest.
Doctors, says this commentator, should be allowed to declare death anywhere
within that zone. This view coincides with the opinions of many doctors as reported
in a recent survey [28].

While acknowledging some merit in these various thought-provoking opinions, I
continue to support the current parallel definitions of death—cessation of all car-
diorespiratory functions and cessation of all brain functions—as a purely practical
matter. These definitions, though conceptually still rough and imperfect, have
shown themselves useful in clinical practice. They rely on simple tests in the
physical examination; have proven compatible with diverse legal, cultural, and
religious beliefs about death; and have withstood the test of time. These definitions
have served their purpose well. Only the most compelling reasons should justify
changing them. PVS should remain distinct from death.

The Case

Early in Mrs. G.’s hospitalization the neurologist rules out DBC by the current
whole-brain criterion. But he continues to entertain the possibility of a vegetative
state. He also knows that, if Mrs. G. has one, it might be either temporary or
permanent. He monitors her accordingly for the physical signs that predict poor
neurologic outcomes such as vegetative states or other severe brain disabilities after
cardiac arrest. (Those signs include absent corneal reflexes, pupillary reflexes,
motor responses, and responses to painful stimuli at 24 h and absent motor
responses at 72 h.) Unfortunately, no known signs reliably predict good neurologic
outcomes [19].

Thus, Mrs. G.’s family and doctors wait for her brain injury “to declare its
long-term nature.”Mrs. G. herself might have considered an eventual PVS a life not
worthwhile by her own criteria (being able to move purposefully and independently
and to enjoy her family). Still, a PVS is not death. And Mrs. G. obviously cannot
make decisions for herself. The family must continue to shoulder the
decision-making burden for her. In fact, Mrs. G.’s groggy consciousness, occa-
sional eye opening, and weak nods do not convince me that she ever regains the
ability to make medical decisions for herself. Her proxies must make them for her
until she dies.

Although Mrs. G.’s DPOA names only Mr. G. and the elder daughter as her
official legal proxies, I believe the younger daughter also plays a legitimate role as a
proxy for Mrs. G. throughout her hospitalization. I explain in the next section my
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reasons based on medicine’s tradition of engaging available family as informal,
on-the-spot proxies.

Who Should Serve as a Proxy?

When patients have already legally designated their proxies in DPOAs, those
proxies should have considerable, but not absolute, priority over any alternative
proxies. The exceptions arise when the designated proxies prove unable or
unwilling to serve. Yet only a minority of patients actually complete DPOAs. For
most other patients who become incapable of making their own decisions, HPs
must turn to readily available family members to serve as informal proxies.

I can accept this practice for several reasons. First, most patients want family
members as their proxies [6, 29–31]. Seventy percent of hospitalized elders in one
study [6], 78 % of critically ill patients in another study [32], and 90 % of dialysis
patients in a third study spontaneously chose family members as their preferred
proxies [29]. In addition, states’ legislated hierarchies of proxies reflect this general
preference for family proxies. Second, medicine, ethics, and law all assume family
members know a patient’s treatment wishes better than any other possible proxies
[33]. The underlying logic is that frequent, intimate interactions over years give
family members the most accurate knowledge of patients’ wishes. In today’s
fragmented health care, for instance, only family members may know a patient’s
treatment wishes from similar medical situations in the past.

Third, as the basic unit of human social organization [33, 34], the family
imposes a special obligation on its members to protect their old and sick [35]. Even
people who shirk this obligation surely believe it exists. Furthermore, intuition
suggests the stringency of the obligation peaks for the nuclear family and decreases
further out the family tree, and nearly always outweighs any parallel care obligation
among nonfamily. And, fourth, the family consistently presents the most readily
accessible option for making proxy medical decisions [36]. Not only do family
members usually know the patient best, but they are also most available to make
decisions in the medical crisis.

These arguments convince me that using family as proxies, whether formal or
informal, typically protects patients best. It can also nurture shared values, privacy,
and solidarity within families [37]. Nonetheless, the interests of family (including
proxies) occasionally conflict with the interests of patients. Such conflicts of
interests may be difficult for proxies themselves to recognize, even more so for
outsiders such as HPs [38]. However, if HPs suspect a proxy–patient conflict of
interest that jeopardizes patient welfare, the HPs should always look into the
potential conflict. If further examination confirms it, they should take whatever
steps necessary to protect the patient.

Nonfamily proxies are needed only when no family members can serve as
satisfactory proxies. The proxy options then include patients’ attending doctors, a
hospital’s ethicist or ethics committee, and court-appointed guardians. All have
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significant drawbacks. The doctors, for example, may be unduely influenced by the
technologic imperative, which encourages treatment no matter how small the
chances of benefit or how burdensome the side effects are. That imperative may
sometimes blind doctors to patients’ need for comfort care over long-shot treatment
for cure. A hospital’s ethicist or ethics committee or a court’s appointed guardian
may have even greater drawbacks. All three typically know less about patients’ life
histories before the current hospitalization than do the doctors. Furthermore, all
three typically take considerable time for deliberation [39] and may increase the
stress on patients or others by introducing strangers late into the decision-making
process. And courts usually appoint as patient guardians lawyers who volunteer
their service, do not know the patients personally, lack medical training, and can
devote little time to the decision-making task. Those guardians often simply agree
automatically to the doctors’ recommendations without exercising independent
judgment. Guardianship appointments by courts also incur great expense.

For all these reasons many states list attending doctors as the final option after
every family option in their legislated proxy hierarchies is exhausted. I agree that
attending doctors are generally the best, most practical proxy option for patients
who lack satisfactory family proxies. But attending doctors acting as patients’
proxies must exercise restraint not to overreach their authority. Many states’ leg-
islated hierarchies, therefore, require doctor proxies to consult other doctors before
making proxy decisions.

The Case

Mrs. G.’s DPOA officially names Mr. G. and the elder daughter as her legal proxies.
But the younger daughter plays an equally important role as an informal proxy.
Together, the three make every proxy decision for Mrs. G. during her hospital-
ization. They all know Mrs. G.’s wishes about life support and have discussed those
wishes extensively with her on at least two prior occasions. On one, when a stroke
had left a distant relative dependent on tube feedings, mechanical ventilation, and
around-the-clock nurses, Mrs. G. told her family, “I don’t want to be a vegetable
like that. I want to be able to participate in life.” But on another, when a friend had
lived unexpectedly after being weaned from a ventilator, Mrs. G. said, “You just
never know. I want to live if I have any chance at all.” These apparently contra-
dictory wishes suggest ambivalence about mechanical ventilation—the very treat-
ment the family must decide about during this hospitalization. When the daughters
had previously pressed Mrs. G. to clear up the confusion, she simply said, “You and
your father can decide for me. You’ll know what to do.” Thus, Mrs. G.’s wishes for
the immediate family to serve together as her proxies are clear, but her wishes about
mechanical ventilation are not. Still, when Mrs. G. loses decision-making capacity,
Mr. G and the daughters step up responsibly to make all care decisions for her, and
they prove themselves model proxies.
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Three Commonly Used Methods for Making
Proxy Decisions

The patient autonomy principle guides all widely accepted methods of medical
decision-making these days. The principle not only lets patients who have sufficient
capacity decide about care for themselves but also requires proxies, acting for
patients’ benefit, to decide about care for patients who lack that capacity. The
overall goal in either case is to match care decisions to patients’ particular wishes.

Three proxy decision-making methods, addressing slightly different circum-
stances, have gained extensive use under this principle. The methods fall into a
logical priority order depending on the knowledge about a patient’s particular care
wishes [37, 40]. In the descending order of priority, the “purely” subjective method
uses the patient’s previously expressed wishes for the exact circumstances at hand;
the substituted judgment method, the wishes that proxies imagine the patient would
have but never expressed; and the best interests method, wishes that proxies believe
would generally protect the patient’s interests best. I describe the three methods in
detail here, critique them, and note problems with each. I conclude all are flawed. I,
therefore, recommend in the next section still another decision-making method that
conforms to the autonomy principle by taking broad account of a patient’s life story
including personal traits, values, relationships, and experiences.

The Purely Subjective Method

Of the three methods this one requires the most precise knowledge of the particular
patient’s care wishes. The “purely” subjective method asks the question, What has
the patient already decided about the care he or she wants in this situation? Acting
merely as the patient’s mouthpiece [41], the proxy expresses the specific treatment
instructions the patient, while having decision-making capacity, left in either
written or oral ADs. Some proxies prefer this method (when it applies) because it
makes them feel that the patient, not the proxy, has made the treatment decisions.
Unfortunately, as the prior chapter and the introduction to this chapter indicate,
treatment instructions in written ADs encounter numerous practical problems [10,
42]. They include patients’ infrequent completion of written ADs, the ADs’ vague
descriptions of clinical situations, patients’ potential misunderstandings about
benefits and burdens of treatments, the difficulty of accurately foreseeing the
consequences of many clinical decisions, the frequent ambiguity of a patient’s
instructions, the possible changes in a patient’s wishes with time or circumstances
[43], and the tendency of many HPs (especially doctors) to ignore a patient’s prior
instructions in planning treatment. Treatment instructions in oral ADs have all those
problems and at least one more—potentially inaccurate recall by hearers. Thus, the
“purely” subjective method, based as it is on ADs, has rarely fulfilled its intended
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purpose of specifying a patient’s wishes clearly and guiding their implementation in
clinical situations.

Some of these problems arise in Mrs. G.’s case, severely limiting the potential
advantage of her prior instructions. While two real cases had prompted the family to
ask Mrs. G.’s wishes about life support, she discussed those cases only as hypo-
theticals for herself. Her opinions might have been different had she actually faced
those situations as the patient. In addition, her expressed wishes might have been
based on inaccurate information or mere suppositions about the cases. She may not
have understood, for example, the benefits and burdens of tube feedings,
mechanical ventilation, CPR, and other treatments in life-threatening situations.
Furthermore, Mrs. G.’s oral instructions—wanting “to participate in life” and not
wanting “to be a vegetable”—provided no way to verify independently the family’s
recall of them, and little specific guidance for the treatment decisions the family
faced.

The Substituted Judgment Method

This method depends not on knowing the particular patient’s precise, expressed
wishes about some possible future crisis but on intuiting the patient’s presumed, but
unexpressed wishes about an actual current crisis [40, 44]. The method asks the
question, What do you think the patient would want for care in this situation? [45,
46]. Like the “purely” subjective method the substituted judgment method may
convince the proxy he or she acts only as the patient’s mouthpiece by merely
reporting decisions the patient would have made [47, 48]. But unlike the “purely”
subjective method the substituted judgment method requires the proxy to use
considerable imagination [49]—a daunting task for some—and to cope with
uncertainty about the decision.

Substituted judgment, of course, depends critically on proxies’ ability to guess
patients’ treatment wishes accurately. If proxies do not have that ability, the
rationale for the method—preserving patient autonomy—collapses [34, 50, 51].
Many studies, therefore, have tested that ability. Table 7.2 summarizes some of
them. Most studies have involved elderly, chronically ill patients and allowed them
to choose their own proxies for study purposes. The chosen proxies have typically
been spouses or adult children. The studies have compared proxy guesses and
patient wishes about CPR, mechanical ventilation, and other life-support treatments
in common clinical scenarios requiring proxy decisions: severe brain damage (as in
stroke or dementia), advanced lung disease, advanced cancer, and terminal illness.
Regardless of the type of proxy, clinical scenario, or treatment, proxies’ guesses
have barely risen above chance agreement with patients’ actual wishes [3]. Perhaps
most disconcertingly, other studies have indicated that proxy guesses do not
improve if the patients designate their proxies beforehand [52] or discuss their
treatment wishes with those proxies [29, 52, 53]. Furthermore, proxies’ mistaken
guesses do not trend consistently toward overtreatment or undertreatment, allowing
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for conscious compensation during decision-making. And proxies, even long-time
spouses, still have exaggerated confidence in the accuracy of their guesses [54].

So why do proxies predict so badly? Human psychology suggests some reasons.
First, proxies may have difficulty sorting through the avalanche of information in a
medical crisis to identify facts crucial to decisions [52]. Second, the emotional
stresses in critical-care or end-of-life situations may hinder clear understanding and
accurate reasoning. Third, proxies may fall victim to certain incorrect assumptions.
For example, a proxy may incorrectly believe the patient thinks exactly as does the
proxy (the similarity fallacy), that certain demographic characteristics indicate the
patient surely thinks in certain ways (the social projection or stereotyping fallacy),
or that everyone in a certain group to which the patient belongs thinks alike (the
consensus fallacy) [52–54].

Perhaps more subtle problems than inaccurate proxy guesses may also plague
substituted judgment. One of those problems may be intentional nonuse by proxies
[54]. Specifically, many proxies who say they know patients’ treatment wishes may
intentionally not use substituted judgment in making proxy care decisions. For
example, only 66 % of proxies having foreknowledge of the incapacitated patients’
wishes in one study [3] and only 4 % of spouses caring for the demented patients in
another study [55] planned to use any or only such knowledge in making decisions
for the patients. Still another problem may be lack of buy-in by patients themselves.
Some may just not consider substituted judgment the best or only valid method for
making proxy decisions for them [3].

Before any empirical studies raised concerns about the substituted judgment
method, the presidential commission of the 1980s endorsed it as a worthwhile first
try at promoting autonomy for patients who lack decision-making capacity. Most
doctors subsequently adopted the method to guide proxy decisions when such
patients leave no clear, applicable treatment instructions. Mrs. G. certainly left none
about reventilation. The hospital ethicist, therefore, reasonably follows established
clinical practice by using the substituted judgment method when he asks the family,
“What do you think Mrs. G. would decide for herself in this situation?”

Yet I see no solutions for most practical problems with substituted judgment.
Neither do many other observers. Some, in fact, dismiss it as an inaccurate, even
harmful “charade” or “fiction” [34, 42, 50, 55–60]. I reluctantly conclude that,
however reasonable the substituted judgment method once seemed, there must be a
better approach to proxy decisions.

The Best Interests Method

Some people consider this method better overall for making proxy decisions than
either the “purely” subjective method or the substituted judgment method. Unlike
those methods the best interests method assumes the particular patient’s care wishes
cannot be known [37]. It, therefore, focuses on the usual, not the particular,
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patient’s wishes. It asks the question, Which care decision would serve the usual
patient’s interests best in this situation?

While commanding intuitive appeal, the best interests method does present
problems. I can think of four. First, unlike the “purely” subjective and substituted
judgment methods the best interests method may burden proxies with feeling
responsible for life-or-death decisions [47]. Specifically, the psychic trauma
involved with choosing someone’s death can make proxies feel like “Dr. Kevorkian”
or “the patient’s executioner.” Second, opinions differ over how to assess patient
interests and treatment outcomes under this method. Some experts favor “inter-
subjective” assessments that answer the question, What do most proxies decide for
patients in this situation? The standard for good decisions under this approach is
actual majority decisions as ideally determined by empirical surveys. Other experts,
however, favor assessments that answer the question, What should proxies decide
for patients in this situation? The standard for good decisions under that approach is
views about the good life as determined from sources considered free of idiosyn-
cratic opinion and, thus, universally valid or “objective.” The sources referenced
most often include The Holy Bible and certain secular philosophies-of-living. Those
philosophies-of-living sources may promote such aims as avoiding suffering,
maintaining independence, fostering clear thinking, leaving a significant legacy, or
being true to a faith or a philosophical idea [9, 49], Despite the stark differences
between the two approaches to assessment—the intersubjective and the “objec-
tive”—I suspect most proxies use some combination of both.

Third, available best interests research has limitations for informing end-of-life
proxy decisions. For example, it typically addresses only a few major treatments
(e.g., CPR, mechanical ventilation, and cancer chemotherapy) in a few extreme
conditions (e.g., severe brain injury, advanced lung disease, and terminal cancer) at
relatively few medical care sites (often university settings). Some researchers,
therefore, urge collecting additional data on proxy decisions about a broad range of
treatments and medical conditions at a wide variety of care sites [1, 51, 61, 62].
Such data, of course, would not be available for years. Even when they do become
available, using them will pose the persistent problem of applying inferences from
broad studies to individual cases [51]. Furthermore, even if directly applicable data
already exist for a patient’s particular situation, HPs may not have them immedi-
ately available to help proxies make decisions. HPs may then still have to advise
proxies based on the HPs’ recall of their own experience. Yet recall and personal
experience both have their biases. And, fourth, the best interests method gives little
substantive guidance for decisions about the always seriously mentally impaired.
Those with the least capacity pose the most controversy [63, 64]. Some com-
mentators claim such patients have no interests at all except for comfort. I do not
agree. Rather, I believe with one commentator that even severely mentally impaired
patients have many other interests in addition to comfort. Their interests surely
include privacy; concerned, respectful care for themselves [65]; and supportive care
for their families and close friends.

I think that despite the problems involved most proxies use the best interests
method in making end-of-life decisions. Mrs. G.’s proxies probably use it in
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deciding about reventilation for her even though they may not realize they are using
that method. Still, as I explain in a later section, there must be a better method for
making proxy decisions.

The Case

The hospital ethicist in Mrs. G.’s case guides her family exactly according to the
commonly accepted priority sequence for the standard proxy decision-making
methods. Unfortunately, none of the three standard methods precisely fits Mrs. G.’s
situation.

First, the ethicist tries the “purely” subjective method. Mrs. G.’s written AD
directs him to do so. It instructs her proxies to use the wishes she has written into
her AD to decide treatment if she cannot decide it for herself. In particular, the AD
states that she refuses CPR always, and other life-support treatments if “(1) I have a
terminal condition that my attending physician … concludes is … irreversible and
… expected to result in (my) death within a … short time or (2) I am in a coma or
persistent vegetative state that my attending physician … concludes (is) irre-
versible.” Ventilators surely fall under this AD’s definition of life-support treat-
ments, that is, any treatments “which sustain, restore, or replace a spontaneous vital
function and … only … prolong the dying process when applied to a (terminal)
patient …” But Mrs. G. meets neither condition 1 nor condition 2 for withholding
the ventilator. Because the second cardiologist believes he can successfully treat
Mrs. G.’s heart arrhythmia, he does not consider her irreversibly terminally ill. And,
although the neurologist initially considers a coma or incipient vegetative state for
Mrs. G., he can never identify all the criteria for either diagnosis. Thus, the wishes
Mrs. G. wrote into her AD do not exactly pertain to the reventilation question
facing her family.

Next the ethicist tries substituted judgment. Mrs. G.’s AD states that, whenever
Mrs. G.’s explicit prior treatment wishes do not apply to the situation at hand, her
family can “consent (to or) refuse (on her behalf) … all types of … health care
(including) hospice care, surgical procedures, … and … mechanical … procedures
affect(ing) any bodily function.” Thus, acting in accordance with the substituted
judgment method, the ethicist tries to define Mrs. G.’s likely wishes for the situ-
ation. He does so by asking each family member, What do you think Mrs. G.
herself would decide about the ventilator? Unfortunately, Mrs. G.’s prior comments
about ventilators are confusing. On one occasion she said she does not want to “live
like a vegetable” on a ventilator, and on another occasion she appeared to say she
would tolerate a ventilator to have “every chance to live.” The family under-
standably does not know what to think.

The ethicist has his own reservations about the substituted judgment method. He
knows about the many studies showing that proxies, even long-time spouses like
Mr. G., do little better than chance at discerning patients’ unexpressed wishes about
life support. As such, Mr. G. and his daughters are as likely to guess wrong as to
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guess right about Mrs. G.’s wishes in this situation. The ethicist also believes that,
regardless of what the family decides about the ventilator this time, other
life-support decisions will follow. The family’s guesses about Mrs. G.’s wishes
might not be any more accurate for other life-support treatments than for the
ventilator.

Once resigned to the inaccuracies of typical substituted judgment, the ethicist
might try a variation of it. Rather than asking What would Mrs. G. herself likely
decide? he might ask, What would most patients in this community likely decide?
Early research suggests some clinical usefulness of such community-wide substi-
tuted judgments. Three studies in particular suggest that, in general, the majority
treatment wishes of patients in a community approximate the wishes of individual
patients at least as well as do proxy guesses [1, 43, 61]. Furthermore, as the wishes
of individual patients for life support decline overall with age, the majority wishes
of patients in the community approximate those individual patient wishes ever
better while proxy guesses approximate them ever worse [43]. This
community-based variation on typical substituted judgment offers the potential
advantage of reducing proxy or doctor biases in decision-making. But the variation
also has the disadvantage of lacking data about people’s wishes in most end-of-life
scenarios. I do not know, for example, any community-based data pertaining pre-
cisely to Mrs. G.’s case. Therefore, like the “purely” subjective method both ver-
sions of the substituted judgment method do not help make the reventilation
decision for Mrs. G.

Finally, the ethicist tries the best interests method as a last effort at making that
decision. Mrs. G.’s AD instructs her proxies to do so, saying, “If my desires cannot
be determined based on my written or oral statements, my Patient Advocate should
do what he or she believes to be in my best interests.” Unfortunately, Mrs. G.’s
prior, potentially contradictory statements about end-of-life care create considerable
doubt about what constitutes her best interests under the circumstances. She has
said she wants “every chance to live” but not “as a vegetable.” Furthermore, she has
said, if her doctors ever diagnose a terminal condition, she wants “only the medical
attention necessary to make me comfortable … (and the opportunity) to live out my
last days at home or in a hospice rather than in a hospital.” But she has also said she
does not want to burden her family with physical care (as might happen with home
hospice care).

Translating these wishes into a coherent vision of her best interests puzzles
everyone. Nobody can confidently say what Mrs. G.’s best interests are and whether
reventilating Mrs. G. would serve those interests. Data show a low survival rate to
hospital discharge—less than 5 % in any neurologic state—after an out-of-hospital
cardiorespiratory arrest like Mrs. G.’s. That rate surely drops for elders like Mrs. G.
with multiple coexisting serious diseases. Would survival to discharge merely
prolong her dying or give her a realistic chance to live as she wishes? Would
functional limitations, physical discomforts, doctor appointments, and medical
procedures consume her remaining days to no purpose? Or would she be able to
“participate in life,” move around sufficiently, and “enjoy her family”? All these
questions plague the family. The disagreement between the two cardiologists only
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exacerbates the family’s quandary: The first cardiologist believes that Mrs. G. is
imminently and irreversibly dying; the second, that she can be successfully treated
for her heart arrhythmia, survive, and function adequately in the future. Thus, like
the “purely” subjective and substituted judgment methods the best interests method
also proves unhelpful for deciding about reventilation.

The ethicist and the family conclude that each of the three standard proxy
decision-making methods fails to some degree. They are all imperfect at capturing
Mrs. G.’s essence as a “whole person,” at accounting for important clinical details
in her case, and at pointing to a clear decision [41]. The family are left adrift.
I believe another decision-making method might serve them and Mrs G. better.

Constructed Judgment, an Alternative Proxy
Decision-Making Method

When three proxy decision-making methods already exist and have gained wide-
spread usage, why is another method needed? The answer, I believe, lies in two
important flaws the three methods share. One flaw, which I mentioned in the last
section, involves proxies’ inaccurate knowledge of what patients have already
decided, what patients would decide, and what care would best promote patients’
interests. This flaw arises from the patient autonomy principle itself [66]. That
principle focuses so thoroughly on the patient’s specific expressed wishes and
interests that it often overlooks the importance of the patient’s life context [13].
A patient’s wishes or interests never speak for themselves. They always require
interpretation in light of the patient’s traits, values, relationships, past experiences,
and current circumstances. Those aspects of life context fill out the patient as a
“whole person” and suggest insightful interpretations of his or her previously
expressed wishes or interests [41, 63].

Of course, as life context changes, the most fitting interpretations of a patient’s
wishes or interests will usually have to change, too. Biblical scholarship offers two
useful directions for making such context-specific interpretations. First, one should
state as accurately as possible “the original text.” Next, one should interpret that
“text” in light of both the original context and the new context [49]. Here, Mrs. G.’s
written AD and earlier oral statements provide “the original text” of her wishes
about ventilators. Her family and doctors have the job of interpreting those state-
ments in both their original context (two other patients—one ventilated for years,
the other successfully weaned) and new context (Mrs. G.’s own out-of-hospital
cardiorespiratory arrest with its high likelihood of only short-term survival and
severe brain damage).

The other flaw of the three standard proxy decision-making methods involves
their unrealistic expectations. All three methods expect proxies to make
well-informed, well-reasoned, and accurate life-and-death decisions under the most
difficult circumstances. Many proxies in the medical crisis are emotionally
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distraught over patients’ precarious physical states, are mentally unprepared for the
stresses of decision-making, or are unfamiliar with the esoteric medical issues at
hand. Nonetheless, proxies are often expected to grasp highly technical clinical
information quickly (often with just one explanation) and to apply it immediately.
They are also expected to focus exclusively on patients’ interests even when other
people (sometimes even the proxies themselves) may have strong, countervailing
interests. In Mrs. G.’s case the family approach their proxy decisions with
remarkable understanding and courage. They educate themselves about Mrs. G.’s
medical problems and focus their decision-making on her interests alone, not their
own. Many other proxies, however, are not so capable. The decision-making task as
defined by any of the three standard methods simply demands too much of them.

I, therefore, favor an alternate proxy decision-making method that, I believe,
avoids the two serious flaws of the standard methods. This method, called “con-
structed judgment,” involves first understanding the major defining and unifying
elements of a patient’s life [41] and then constructing care decisions that “fit” those
elements best. “Fit” here means reflecting faithfully the patient and the context of
his or her life story [9, 35, 41, 52]. One author describes constructed judgment as
shaping care decisions to the patient’s “narrative” [8]. The process obviously
requires knowing the most important influences on the patient’s life [67]. Those
influences may be character traits [68], personal values [46], interpersonal rela-
tionships, formative experiences [13], or interests [69].

The key question of constructed judgment is, Which care decision in this situ-
ation “fits” the patient’s life story best? Answering that question depends on mutual
education among the patient’s proxies, others close to the patient, and the HPs
attending the patient. The proxies and others close to the patient must teach the HPs
the important facts about the patient’s life; the HPs must teach the proxies and
others the important facts about the patient’s illness. Once fleshed out and ade-
quately understood, the patient’s life story and the medical facts together often
present certain decisional options that “ring true” for the patient [8, 35, 41, 52].
I believe those options usually serve the patient best.

However, unlike the other proxy decision-making methods the constructed
judgment method sometimes justifiably allows the interests of others to outweigh
the interests of patients in care decisions [9, 70]. Two such situations come to mind.
One occurs when patients want the interests of others to outweigh their own
apparent interests: patients may want to sacrifice for their survivors. For example,
the gravely ill homeowner may refuse expensive life support in order to save the
family home for his children, and the slowly dying cancer patient may refuse home
hospice in order to protect her family from the exhausting in-home caregiving
involved. In such cases the sacrifices reflect patients’ values, wishes, interests, and
life stories. Mrs. G. herself previously expressed a willingness to sacrifice for her
family. Specifically, she told them never to sell the family home just to fund her
medical care, and she wrote into her AD that she would not want terminal home
hospice care if it would “impose an untenable burden on my family.”

The second situation in which the constructed judgment method allows others’
interests to outweigh patients’ interests occurs when patients’ impaired judgment
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makes their immediate wishes deviate from lifelong values and risks serious harm
to others important to the patients. A case from my own practice illustrates.

Police picked up a huge bear of an elderly man walking in his pajamas along an
interstate highway and brought him to the local hospital. The man immediately
demanded to be taken home. The doctors, however, searched his past medical
records and found a diagnosis of an aggressive, argumentative dementia.

When the man’s wife arrived, the doctors perceived her as a good, caring proxy
for the man. The wife explained that, because the man hated hospitals, she had
cared for him herself at home throughout his dementia. By then, however, he was
requiring considerable physical care and sometimes wandered away from home. He
occasionally even woke her up at night brandishing a knife over her. She admitted
to being physically and mentally exhausted and fearing for her life. The doctors
recommended transferring the man directly to a dementia-oriented nursing home,
but their recommendation troubled the wife greatly. She explained that the man had
loved her deeply and been a good husband. He had always wanted to live out his
life with her at home, and she had promised him several times never to send him to
a nursing home. Though worried now for her safety, the wife wanted to keep her
promise to him.

The doctors eventually decided the matter by the constructed judgment method.
They asked themselves the question, Which care decision best “fits” this man’s life
story? They concluded the man’s lifelong love for his wife was the strongest
relevant personal value for him. It justified sparing the wife further exhaustion and
fear over honoring the man’s immediate wish to go home. The doctors, therefore,
persuaded the wife to allow a nursing home transfer. She agreed reluctantly. The
transfer occurred, and the man lived out his life at a nursing home near the couple’s
home.

As this last case illustrates, the constructed judgment method sometimes requires
doctors to exercise respectful assertiveness when proxies hesitate to make decisions
that protect patients or proxies from unreasonable, potentially harmful patient
wishes. Doctors may even need occasionally to assert the interests of proxies and
others against the interests of patients. The doctors and other attending HPs may
then need explicitly to assuage the guilt of proxies who accept a course of action
seemingly contrary to patients’ interests. Those situations require professional
comportment, courage, and sensitivity from HPs. Some critics, of course, claim
such situations permit doctors to run roughshod over patients. I disagree. Those
situations demand self-critical discernment about what is right. But, as long as
doctors employ great restraint and sound justification in promoting others’ interests
over patients’ apparent interests, I believe the risk of power abuse is small [46].

Using the Constructed Judgment Method in End-of-Life Care

The constructed judgment method (like the other three decision-making methods)
relies largely on the patient’s principal doctor to help proxies reach well-reasoned
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decisions. But, because constructed judgment is new to most doctors, I recommend
the facilitating doctor plan a systematic approach to it ahead of time. I offer here
some suggestions from my clinical experience, but I realize other doctors will
develop their own approaches based on personal style and clinical experience.

I suggest the doctor’s approach to the constructed judgment method, while
primarily serving patients’ interests, also take account of proxies’ needs in the
decision-making process. Proxies typically have three: building strong relationships
with HPs, receiving important communications, and developing trust in the quality
of the patient’s care [71]. Unfortunately, the fragmentation of today’s American
health care often works against satisfying those needs. That fragmentation, char-
acterized by many caregivers and discontinuities in the process of care, will
undoubtedly continue into the near future. Still, doctors and other HPs can take
simple steps now to address proxies’ needs.

Proxies need strong relationships with HPs to help cope with the unfamiliar,
highly technical, and seemingly impersonal healthcare environment. One step in
fostering those relationships is for HPs to identify themselves and their roles in the
patient’s care [71]. HPs should wear name tags, introduce themselves directly to
proxies, and explain their responsibilities in the patient’s care. I, for one, usually
say, “Hello. I am Henry Perkins, one of the senior internal medicine doctors here.
I have overall responsibility for Mr. Smith’s care. Much of what I do involves
diagnosing the problem, coordinating care, and communicating with specialist
doctors on his behalf.”

Most proxies also need frequent, accurate communications to feel abreast of a
patient’s condition. Continuity and consistency of information favor having the
same HP provide communications over time. (That HP should typically be the
principal doctor. However, other HPs should be allowed to provide information as
proxies need it, but those HPs should inform the the patient's principal doctor what
they said and when.) Fragmentation of care, of course, often subverts clear com-
munication. For that reason the HP who assumes primary responsibility for
informing a patient’s proxies should provide a reliable means of contact and invite
proxies to call as necessary to ask questions or discuss care. Doctors can give out
their business cards; nurses, the public-access telephone number at their nurses’
station.

Proxies also need to be able to trust the quality of patient care [71]. Certain
experiences either erode or promote proxies’ trust. Getting conflicting information
or witnessing uncoordinated services erodes that trust. Fortunately, meeting prox-
ies’ prior two needs—building strong relationships with HPs and communicating
effectively—fosters trust in the quality of care. Of course, expressing heartfelt
concern for proxies, exercising patience with them, and explaining medical matters
without using technical jargon also help.

I consider family conferences the most efficient format for making decisions by
constructed judgment. (Although I describe these conferences in detail in Chap. 8, I
mention a few relevant points here.) Using the constructed judgment method
effectively, of course, requires forethought. In particular, setting up the discussion
properly is critical. One doctor, who should typically be the main information
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source for patient and proxies, should take responsibility for leading the conference.
He or she should invite all patient-designated proxies, other key family members
and friends, and HPs closely involved in the patient’s care to attend. And he or she
should assemble these people in a quiet, private place and allow for unhurried
discussion.

The lead doctor might open the conference by telling his or her name and role in
the patient’s care, introducing the other HPs present, and asking the non-HPs to
introduce themselves. He or she might say, “I know this situation is hard for you. It
is hard for everybody. For that reason we, the staff, want to support you and hope
you will support us as together we try to reach decisions that fit Mr. Smith best.”
Then, using lay terms, the doctor might briefly summarize Mr. Smith’s medical
condition and state the matter to be decided.

Constructed judgment can then take place. Time-urgent, goal-driven Americans
usually expect to address the most pressing issue immediately, not the initial,
seemingly indirect descriptions of constructed judgment. The lead doctor might,
therefore, begin by explaining, “Most people expect me to tackle the most pressing
issue right away. But to help decide that issue, I first need to learn more about Mr.
Smith [8, 13, 40, 48]. You can help me. So please have patience. The information I
get from you about him now can help us make decisions a little later.”

Having secured the group’s cooperation in the constructed judgment process, the
doctor might ask general questions such as What is Mr. Smith like? or How would
you describe him? If participants have difficulty answering, the doctor might ask
more specific questions such as What was Mr. Smith like before this illness? What
made life worth living for him back then? What is most important to him in life
now? What does Mr. Smith still look forward to? Which core personal values or
traits of his (such as strength of character or will to live) [68] would he want to
influence our decisions? or How has he reacted to being ill or hospitalized before?
At some point the doctor should also learn about others whom care decisions for
Mr. Smith may affect. Family and friends rarely volunteer that information. The
doctor may, therefore, need to ask explicitly, How will care decisions for Mr. Smith
affect others? and Would Mr. Smith want us to consider the interests of those others
when we make care decisions for him?

When sensing an adequate patient description to inform care decisions, the lead
doctor should summarize aloud what he or she has heard, invite confirmation or
correction, and suggest initial care options. Only then should the doctor ask the
central question of constructed judgment, What decision about the issue at hand
“fits” Mr. Smith best? The prior patient description should permit participants to
critique the initial care options and suggest others according to Mr. Smith’s life
story and core traits, values, and interests as well as the interests of others important
to Mr. Smith.

Constructed judgment is obviously never strictly deductive: It always involves
imagination and intuition. As a result each issue may have multiple acceptable
decisions. But the patient’s character and life story limit the possibilities [9, 41, 52].
Whatever final decision emerges must pass muster by the best “fit” or “authenticity”
to the patient [8, 46].
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The Case

In the family conference the hospital ethicist, Mrs. G.’s family, and the clinicians in
attendance consciously apply the three standard proxy decision-making methods to
the reventilation question. But, perhaps without realizing it, the participants
simultaneously gather much of the information key to making a constructed
judgment decision. Constructed judgment needs much of the same information as
do the standard proxy decision-making methods but assembles that information in a
different way to reach a decision.

Sources for the information about Mrs. G. include her written AD, her orally
expressed wishes about quality of life, the family’s intimate knowledge of her
character and life story, and their observations of her in the hospital. Mrs. G.’s
written AD designates Mr. G. and the elder daughter as her official proxies and
expresses full confidence in them to make decisions about “all types of medical or
mental health care, … hospice care, surgical procedures, diagnostic procedures,
medications, and … mechanical … procedures …” But prior conversations also
make clear Mrs. G. does not limit proxy decision-making to Mr. G. and the elder
daughter; she wants the younger daughter to participate in the decision-making, too.
The AD also states Mrs. G.’s wishes for comfort care only and no life support in
minimally functional states (such as irreversible coma or a persistent vegetative
state) or in imminently terminal illness. Prior end-of-life conversations with the
family provide important additional information, offering insights into what Mrs. G.
considers acceptable qualities of life. Specifically, those conversations indicate that
Mrs. G. insists on “participating in life” and having relatively high function: She
wants to move independently and to interact with her family.

At the same time the family understands some of Mrs. G.’s traits and values
important for interpreting these stated wishes. Mrs. G. loves her family deeply and
is willing to endure even great back pain to spend time with them. In fact, she has
recently endured a painful car trip halfway across the country just to hold her first
great grandchild. She has also worried about how Mr. G. would bear the stress of
her illnesses, and she wants to save him from the unrealistic intention to care
singlehandedly for her at home. She, therefore, adamantly rejects any home care
arrangement that would burden him severely. But she also fears hospitalizations for
the loss of personal control and of bodily privacy they involve.

The family make important observations of Mrs. G. in the hospital, too. They see
her frightened, “haunted” look when she has difficulty breathing due to retained
airway secretions. And they see her discomfort when she gags violently as the
nurses suction those secretions out. The family also notice that Mrs. G. commu-
nicates ever less as her hospitalization goes on until she finally does not appear to
recognize them or respond to them.

I believe conscious use of the constructed judgment method can supplement
such bare-bones insights with helpful additional details about Mrs. G.’s life story.
Those details can help tailor proxy decisions further to her. My experience suggests
that the richer the descriptive detail about patients and their life stories, the more
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personalized the care decisions through constructed judgment, the clearer and more
flexible the treatment plans, and the fewer the regrets of proxies afterward.

Constructed judgment for Mrs. G. must address the question in the end, Which
decision—reventilating or not—best “fits” Mrs. G. and her life story? Answering
might consider several points from the information already known about her. Mrs.
G. said a quality life for her meant avoiding unnecessary discomfort, being able to
move about independently, and enjoying her family. Using the ventilator certainly
would hamper all those goals at least short-term. It would require having an
uncomfortable tracheal tube and periodic airway suctionings. The ventilator would
also prohibit her moving far from the bed, would prevent her from talking with her
family due to the tube, and would limit family visits to the prescribed ICU visiting
hours. Furthermore, the ventilator would compromise Mrs. G.’s sense of both
personal control and bodily privacy. The ventilator would even cause the family
distress, which Mrs. G. wants to avoid. And reventilation cannot guarantee an
eventual outcome acceptable to Mrs. G.: She, like the one distant relative with a
stroke, might never wean off the ventilator again. All these considerations, there-
fore, convince me that constructed judgment would justify not reventilating Mrs. G.

Why I Recommend the Constructed Judgment Method
Over the Other Proxy Decision-Making Methods

Readers may react skeptically to constructed judgment because the other three
proxy decision-making methods are so widely accepted. Why, then, do I recom-
mend it? I have six main reasons. First, unlike the other decision-making methods
constructed judgment does not demand an impossibly high standard of proxy
performance. The other methods expect proxies to match their decisions exactly to
patients’ specific wishes or interests. But the complexities and vagaries of clinical
reality constantly frustrate that expectation. Patients do not usually formulate their
treatment wishes beforehand. Even if patients do, the wishes are often inadequately
informed, inadequately considered, or inconsistent; and many patients do not
communicate them to others. Proxies must guess at them in the crisis. But guessing
quickly and accurately is difficult in complex, unfamiliar, and rapidly changing
clinical situations. The stress involved may actually leave some proxies mentally
paralyzed, incapable of deciding anything at all. Furthermore, the other
decision-making methods imply—surely incorrectly—that only one right decision
exists for each situation.

In contrast, the constructed judgment method keys care decisions directly to the
traits, values, and experiences that have shaped particular patients’ lives most.
Proxies typically know the patients well enough to understand those traits, values,
and experiences and their likely influences on the patients. Proxies need not divine
patients’ exact wishes or interests on the spot [36, 45]. And constructed judgment
gives proxies the realistic task of choosing any option that reasonably “fits” patients
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and their life stories. The reasoning process often creates multiple acceptable
options, and proxies do right for patients by choosing any of those options. That
inherent flexibility makes good sense for minimizing the legalistic burdens of, say,
clear and convincing evidence and for easing proxies’ qualms after the decision [72].

Second, as I noted earlier, patients’ wishes and interests do not speak for
themselves. They require interpretation within the contexts of patients’ life stories.
Relationships, of course, are a key element of those life stories. Significant events
for one person such as illness and treatment affect others, too, especially intimates
[38, 52, 67]. The interests of both deserve consideration in care decisions. Yet the
three standard proxy decision-making methods consider only the interests of
patients. The constructed judgment method, in contrast, considers the interests of
patients and others alike.

Still, some commentators worry that factoring others’ interests into care deci-
sions compromises patients’ interests. That risk certainly exists. But I have only
rarely seen flagrantly abusive proxy decisions that harm patients solely to benefit
others. Other authors likewise report no such “rampant disregard” of patients’
interests [3]. I suspect the more common problem is the unrecognized compromise
of others’ interests in care decisions [70]. As with the wife caring for her demented,
knife-wielding husband, intimates do not typically assert their own interests when
they conflict with patients’ interests. HPs must sometimes assert the interests of
others for them.

The constructed judgment method, then, involves striking some defensible,
proportionate balance between the interests of patients and the interests of others.
Patients’ interests should ordinarily predominate, and exceptions should be rare.
But one, which I mentioned before, occurs when patients want the interests of
others such as spouses or children to override their own. Other possible exceptions
occur when treatment offers little benefit to patients and might harm others severely
[67, 73]. A rule of thumb that guides me in such situations is that the more distant
the relationship of others to the patient, the less likely any harm to them will be
severe enough to justify overriding the patients’ interests. Withholding an expen-
sive chemotherapy with little benefit for the advanced cancer patient, for example,
might be justified to prevent family bankruptcy but not to reduce premiums for all
Medicare beneficiaries.

Striking a balance between the interests of patients and the interests of others
admittedly involves intuition. No precise calculation is possible. Thus, any balance
is open to criticism. However, if proxies strike a balance in good faith and that
balance considers patients seriously, HPs should be willing to defend it and the
proxies who made it.

Third, the constructed judgment method also promotes the shared
decision-making [46] most proxies want [74–78]. That decision-making involves
sharing information between proxies and doctors with each party’s communicating
a different kind of information to the other. Proxies communicate their personal
knowledge of the patients to the doctors; the doctors communicate their detailed
knowledge of medicine to the proxies. Both parties offer observations of the
patients, and the doctors offer specific care recommendations. Proxies and doctors
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then negotiate care decisions. Constructed judgment thereby fosters mutual respect
and joint responsibility. No one person—proxy or doctor—bears the whole burden
of deciding on care. Proxies contribute meaningfully to decisions and feel sup-
ported by the HPs, and doctors and other HPs gain insights about patients that help
individualize care.

Fourth, of all proxy decision-making methods, only constructed judgment pro-
vides rich, broadly applicable patient characterizations [10]. The three standard
methods provide merely sketchy characterizations suited at best to decisions about
isolated treatments. The “purely” subjective method, which depends on a patient’s
prior written or oral wishes, has an additional limitation: That method applies only
to clinical situations the patient imagined beforehand—typically the persistent
vegetative state or an imminently terminal illness. In contrast, the constructed
judgment method produces far more detailed patient characterizations, which can
serve a broad range of treatment decisions even in situations the patient did not
anticipate [8, 68].

Fifth, constructed judgment promotes reasonable discretion in interpreting
patient wishes and interests. Unlike the other decision-making methods the con-
structed judgment method relies more on the good will of proxies and doctors than
on the accuracy of their treatment guesses. The character of the decision-makers
and their relationship to the patient often matter more than their specific treatment
decisions [36]. Constructed judgment thereby transfers the decision-making process
from the realm of legalistic evidence and strict logic [72] to the realm of intimacy
and affection.

Sixth, whether they realize it or not, many proxies already use the constructed
judgmentmethod inend-of-life caredecisions [35].Thepersonal characterizations that
fuel this method often surface spontaneously among family and friends at times of a
life-threatening crisis. People remember, for example, thepatient’s idiosyncrasies,will
to live, or beliefs aboutGod and life. People also remember significant life experiences
shared with the patient. Those considerations, largely irrelevant to the standard proxy
decision-making methods, provide the groundwork for the constructed judgment
method. They also go a long way to creating personalized care.

In summary, I believe the constructed judgment method provides a powerful,
intuitive, and practical process for making proxy decisions. That process involves
trusted proxies; relies on rich characterizations of patients’ formative traits, values,
and experiences; promotes transparent consideration of others’ interests; permits
discretionary judgments within a range of decision-making options [79]; aims for
decisions reflecting patients’ character and life stories; and fosters mutual respect
and shared responsibility for decisions between proxies and HPs.

The Case

I believe that the constructed judgment method could benefit Mrs. G.’s case in
many ways. By portraying Mrs. G. in the context of her life story, constructed
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judgment could provide a rich informational base for making not just the reventi-
lation decision but other care decisions, too, large and small. Constructive judgment
could refocus those decisions from narrow treatment goals to broader personal
goals. It might even give a coherent, long-term direction to her care. The emotional,
relational, and spiritual aspects might gain importance, too, relative to the physi-
ologic ones.

Constructive judgment might also help her family throughout the ordeal.
Constructive judgment might give them a sense of being heard and respected by the
HPs. The family could derive satisfaction from contributing to the informational
base for Mrs. G. and to the decisions about her treatment. They would feel like
trusted intimates acting for her out of love. Constructed judgment might also ease
the family’s grieving process by encouraging them early on to tell each other their
memories of Mrs. G. Similarly, constructive judgment might minimize the family’s
later regrets—what one author calls the distressing “residue” of proxy end-of-life
decisions [41]. Such regrets trouble Mr. G. in particular. Feeling most responsible
for her care, he relives many times afterward the eventual decision to decline
reventilation. He even tells his daughters ruefully, “Your mother really wanted to
live.” Perhaps the part of constructed judgment that would explicitly link that
decision to Mrs. G.’s own life and values might convince him about the rightness of
declining reventilation.

Finally, constructive judgment might also help the attending HPs including the
second cardiologist. It might heal the rift between him and the family. He would
learn about the “whole person” of Mrs. G. and could rethink his ventilator proposal
in light of what he learns. His demeanor toward the family might change from a
bullying arrogance to a respectful cooperation as he and the family negotiate a
decision “fitting” for Mrs. G. And learning the details of Mrs. G.’s life through
constructive judgment might increase the appreciation that he and the other HPs
have for Mrs. G. and thereby their satisfaction in taking care of her.

Factors that Help or Hinder Proxy Decision-Making

HPs who attend decisionally incapacitated dying patients want to know which
factors help or hinder proxies’ decision-making for those patients. This section
reviews some of the recent research on the topic. The reader should note again that I
address here only the process of proxies’ decision-making. I address proxies’
emotional reaction to that process in Chaps. 8 and 9.

A study by Vig and colleagues proved especially useful for purposes of this
review: Much of the information I report here came originally from that study [12].
Vig and colleagues wanted to describe the experiences of proxies who make
decisions for critically or chronically ill patients. The researchers knew beforehand
that proxies participate in about 75 % of care decisions for hospitalized patients
with life-threatening diseases and in about 50 % of care decisions for nursing home
residents. The researchers, therefore, interviewed the designated proxies of 50
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chronically ill, elderly patients who had recently been hospitalized, enrolled in
hospice, or died, and asked those proxies which factors had helped or hindered
them in making care decisions for the patients. The factors proxies named fell
mostly into four general domains: proxy personal characteristics and life circum-
stances, proxy social networks, proxy–patient relations and communications, and
proxy–health professional relations and communications (Table 7.3). I take up the
individual factors by their domains and illustrate the factors with quotes from
interviewees of Vig and colleagues.

Proxy Personal Characteristics and Life Circumstances

Helping factors in this domain include having participated in similar proxy care
decisions before. “I had lost both parents of the same (disease),” one proxy
explained. “I had been through (the disease) before. I knew how to talk to (such a
patient) and (which points) to bring up (for discussion)…” Another helping factor is
using good strategies to cope with the stress of patient illnesses and proxy decisions.
One proxy, for example, coped by “losing” herself in her artwork. And other proxies
coped by drawing strength from their spiritual beliefs or religious communities. Still
another helping factor is proxies’ anticipating the effect of various decisions on their
lives. As a result, proxies try to make only those decisions they can live with later in
good conscience. For instance, a woman designated as proxy for an elderly neighbor
had to make the difficult decision to stop life support for her. The proxy explained
afterward, “(T)o do something that someone has asked me (not to do, here to use life
support) would be a hard thing to live with …”

Hindering factors in the same domain include juggling competing responsibil-
ities such as caring for oneself or others, and coping with one’s own illnesses. One
proxy illustrated both factors. While making decisions for her husband sick from
cardiac surgery, one woman had to cope with her own newly diagnosed breast
cancer and to undergo surgery for it. Another hindering factor is having long
distances to travel to visit the patient. The long distance between one proxy’s home
and the hospital where her husband had been admitted severely limited the fre-
quency of her visits to see him. She worried that her long absences in between visits
gave the doctors too much freedom “to do what(ever)” they wanted with him. And
still another hindering factor is financial worries such as about affording patients’
follow-up nursing home care.

Proxy Social Networks

Helping factors here include having others besides the attending HPs to talk to
about care decisions. Proxies especially value medically trained family and friends
who can explain clinical events and advise about decisions. Another helping factor
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is receiving emotional support from others. And a third helping factor is being able
to reach consensus with HPs and other involved parties on decisions. The corre-
sponding hindering factor is not being able to do so. Disagreements and the

Table 7.3 Factors that help or hinder proxy decision-making

Domain Helping factors Hindering factors

Proxy personal
characteristics and
life circumstances

• Having participated in similar
decisions before

• Using good coping strategies
• Making only decisions one can
live with in good conscience
later

• Juggling competing
responsibilities (such as care for
self or others)

• Coping with one’s own illnesses
• Having to travel long distances
to the patient’s site of care

• Having financial worries (such
as about affording the patient’s
follow-up nursing home care)

Proxy social
networks

• Talking with others
• Receiving emotional support
from others

• Reaching consensus on
decisions

• Having disagreements with
others over the “the one right”
decision

Proxy–patient
relations and
communications

• Knowing the patient’s treatment
wishes and being able to
implement them (especially if
having promised to do so)

• Making decisions that promote
the patient’s comfort

• Learning about the patient’s
condition and being invited to
participate in treatment
decisions

• Having health professionals
readily available to answer
questions and to give support

• Getting clear, honest medical
information in lay terms

• Getting a doctor’s
recommendation about what to
do

• Encountering a situation that
prevents implementing the
patient’s treatment wishes

• Having problematic emotional
attachments to the patient (such
as difficulty in “letting the
patient go”)

• Having too many health
professionals involved in the
patient’s care

• Receiving inadequately
coordinated communications
from health professionals

Proxy–health
professional
relations and
communications

• Being shown respect by health
professionals for proxies’
contributions to care decisions

• Getting health professionals’
assurance afterward that care
decisions were right for the
patient

Adapted from Ref. [12], with permission
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resulting arguments with others over the “the one right” care decision stress proxies
terribly. As one proxy of Vig and colleagues said, “(F)amily is family. And when
(someone in the family is) dying, they all want to have their say … It (i)s a hard
time …”

Proxy–Patient Relations and Communications

Knowing a patient’s treatment wishes and being able to implement them are a
hugely important helping factor in this domain because implementing those wishes
gives proxies enormous satisfaction. Doing so makes proxies feel they have met
their duty to the patient. “I had made a promise to (the patient),” one proxy said.
“(If) you make that kind of commitment, you’ve got to do what (is necessary) … to
see that it’s fulfilled …” Making decisions that promote patient comfort is yet
another helping factor. Those decisions, too, give proxies great satisfaction. And
having been asked by the patient to learn about the patient’s condition and to
participate in care decisions as proxies is yet another helping factor. Such a request
surely gives proxies decision-making legitimacy in their own eyes and a sense of
the gravity of their responsibility. Yet knowing a patient’s wishes and being pre-
vented by circumstance from implementing them is an important hindering factor
for proxies. That factor can plague them with deep regrets after a decision. One
proxy gave a rueful example about her husband’s death. “(Not being able to fulfill
his wishes made the situation) difficult,” she said. “I did [italics added] know his
wishes … to have his demise at home. (But) we couldn’t do it for him. We had …
to take him to the hospital so that he would be comfortable in his last hours.” Deep
or complicated emotional attachments are still another hindering factor especially
when a long-time intimate must decide to stop a patient’s life support.

Proxy–Health Professional Relations and Communications

Good communications with HPs, of course, provide helping factors in proxy
decision-making. The ready availability of HPs—especially doctors—and their
willingness to answer questions and to give emotional support are one especially
important helping factor. Clear, honest, and timely HP communications about the
patient’s condition and its treatment, and a doctor’s recommendation about what to
do are others. And being shown respect by HPs for the contributions proxies make
to care decisions is still another. Doubtless, all those helping factors foster proxy
trust in HPs. “(W)hen a doctor treats the spouse with a lot of respect and answers
questions like they’re important,” one proxy said, “(that doctor gives) you the
feeling of competence. I think Dr. F. made me feel like a very important part of the
(care) team.” One other important helping factor is HPs’ reassurances after a
decision that it was right for the patient. Those reassurances are especially
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significant after a decision to let a patient die. They may help proxies remember the
thought process behind the decision and the HPs’ support for it. Notably, reas-
surances may require some repetition to ease proxies’ “executioner’s guilt.” [80] As
trusted and respected authorities, HPs must not underestimate the consoling power
of their reassurances.

Of course, poor communications with HPs create factors that hinder proxy
decision-making. Two such factors arise regularly in today’s American healthcare
system: having many—perhaps too many—HPs involved in a patient’s care and
having inadequate coordination of HP communications. The wife of a patient who
died during emergency surgery complained about both factors, “There were just too
many people… too many different stories. I was told one thing (by one team). And,
when another team would come through, they’d tell me something else. I was so
confused … I didn’t know what was going on. (Finally,) I said, ‘I want to speak to
one person and one person only. I can’t take in all this …’”

While the study by Vig and colleagues provides many rich examples of helping
or hindering factors, Mrs. G.’s case provided some others. I describe them in the
next section.

The Case

Factors That Could Help Proxy Decision-Making
in Mrs. G.’s Case

At least two factors from each domain of Table 7.3 might help Mr. G. and his
daughters in their decision-making for Mrs. G. The three family members certainly
possess potentially helpful personal characteristics and life circumstances—hav-
ing witnessed similar medical situations and decisions concerning Mrs. G. before,
using good coping strategies, and getting strong spiritual support. Mr. G. and the
daughters know well from their close relationship with Mrs. G. her personality and
likely reactions to medical care. For example, they saw her impatience during a
prior hospitalization for blood clots, and they could reasonably expect a similar
reaction from her during this hospitalization. The family also know the importance
of good supportive coping strategies and adopt some for themselves early in Mrs.
G.’s illness. They share reminiscences about her as a kind of life review. They
relive, for example, Mrs. G.’s joy at holding her first great grandchild. They also
post family pictures at Mrs. G.’s bedside to remind her and them about the
importance of family. Furthermore, the family make fond new memories of Mrs.
G. even while she was hospitalized. Mr. G., for instance, offers early on to give
Mrs. G. one of his “famous kisses.” When he asks her permission to do so, she
smiles out of her stupor and immediately puckers up. Mr. G. asks her afterward
whether she liked the kiss. She nods yes. In addition, the family lean heavily on
their faith throughout the ordeal. Their prayers and discussions with the church
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pastor give them important strength and guidance for making decisions about Mrs.
G.’s care.

The family’s social network also provides helping factors for proxy
decision-making. The family finds knowledgeable outsiders (such as a doctor friend
from their church) who explain Mrs. G.’s medical predicament. Furthermore,
church members provide important emotional support with visits and cards. The
hospital nurses provide such support, too. In fact, one daughter praises the nurses as
“attentive and compassionate” for encouraging the family to talk about the ordeal
and then listening to them. “Those nurses (even) stand by us,” the daughter
explains, to the point of helping the family oppose the second cardiologist when the
family disagrees adamantly with his reventilation plan.

Family–patient relations and communications provide even more helping fac-
tors. For one, the family already knows Mrs. G.’s general wishes against life
support and hospitalization as expressed in her written AD and oral advance care
planning statements. The family knows she wants no life support if she is ever
persistently vegetative or imminently dying. They also know she prefers to die at
home, not in a hospital, unless home care would excessively burden the family. As
for other helping factors, the family learns everything they can about Mrs. G.’s
condition, participates actively and knowledgeably in care decisions, and assists
with care. The family, for instance, asks the doctors many questions about Mrs. G.’s
condition: the pulmonologist about Mrs. G.’s early respiratory problems, the neu-
rologist about a possible vegetative state, and the second cardiologist about the later
abnormal heart rhythm. Furthermore, Mrs. G. has already asked her immediate
family to serve as her proxies. Abiding by those wishes, the doctors explicitly invite
the family to participate in decisions about her care. The family feels they have a
legitimate place in the care discussions. The elder daughter believes the family
contributes knowledge of Mrs. G. as a “whole” person and of her treatment wishes,
however spotty. Both kinds of knowledge, she says, give useful guidance
—“something to hang on to”—when the family and the doctors negotiate care
decisions for her. And the family knows Mrs. G.’s wish, as written into her AD, to
receive only comfort care if she is irreversibly dying. Therefore, when the family
become convinced Mrs. G. is dying, they stay at the bedside around the clock to
ensure her comfort. They request analgesics for pain, oxygen for breathlessness,
and sedation for restlessness.

Proxy–health professional communications provide even more helping factors.
For one, the doctors make themselves readily available to the family to answer
questions. When a close relative from out of town comes to visit Mrs. G. for the last
time, for instance, the pulmonologist takes considerable time to meet with him and
to answer all his questions. The doctors also avoid speaking in medical jargon
around the family. The doctors use only clear, honest lay language. For another
helping factor the doctors consistently make specific care recommendations along
the way. The first cardiologist recommends final good-byes soon after admission;
the pulmonologist recommends no further ventilation after Mrs. G. weans off the
ventilator early on; and the second cardiologist, disagreeing with both the first
cardiologist and the pulmonologist, recommends aggressive reventilation later on.
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Such specific recommendations give the family a clear focus for their deliberations
(even if the family does not always agree with the recommendations). For another
helping factor, many of the doctors make the family feel valued for their input into
care decisions. The hospital ethicist, for instance, convenes a conference specifi-
cally to hear the family’s views about reventilation. And, once the family has
decided against it, the ethicist personally defends that decision to the second car-
diologist and wins his acceptance of it.

Unfortunately, Mrs. G.’s case falls short with two other potential helping factors
—good HP communications and reassurances. Problems with those factors might
eliminate some important benefits for the family. One problem is the poor com-
munication styles of some doctors. The second cardiologist, for one, strikes the
family as “pompous, imperious,” overbearing, and unwilling to listen. The family
believe he sees Mrs. G. only as a physiologic specimen, not as a “whole person;” is
overconfident about his ability to fix her heart; and never seriously considers the
family’s view that she is irreversibly dying. And for another, the young general
internist helping to care for Mrs. G. does not “connect” emotionally with the family
perhaps due to the internist’s discomfort with dying patients. The other problem is
the lack of the doctors’ reassurance for the family that the heart-wrenching decision
to decline reventilation and to allow Mrs. G. to die is right for her. Such reassurance
might save the family—especially Mr. G.—severe regrets about the decision
afterward.

Factors That Could Hinder Proxy Decision-Making
in Mrs. G.’s Case

Unfortunately, at least one factor from each domain in Table 7.3 might also hinder
the family’s decision-making on Mrs. G.’s behalf. Perhaps the most prominent
hindering factor under proxy personal characteristics and life circumstances is the
daughters’ competing job and family duties. The elder daughter supervises a busy
education program in the local public schools and attends to her own husband; the
younger daughter works full-time as an accountant, teaches Sunday School, and
cares for her young children. Yet Mrs. G.’s illness forces the daughters to take on the
added duties of caring for the frail Mr. G. They prepare meals for him, wash his
clothes, and pay his bills. Their regular duties, the new duties of caring for Mr. G, and
the overnight stays at Mrs. G.’s bedside quickly exhaust both daughters. Thankfully,
some personal characteristics and life circumstances that complicate other proxy
decision-making situations (such as long distances to the hospital, poor proxy health,
and precarious family finances) do not apply here. The hospital is only a few miles
from where Mr. G. and his daughters live, all three of them enjoy good health, and a
generous health insurance plan covers nearly all of Mrs. G.’s care expenses.

The one hindering factor from the proxy social network involves the family’s
initial internal disagreement over the “right” decision about reventilation. The
second cardiologist’s claim, “I know what is wrong with Mrs. G.’s heart, and I can
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fix it,” raises Mr. G.’s hopes that she can survive. He leans at first toward reven-
tilation. Then, when the cardiologist adds, “Either you put Mrs. G. back on the
ventilator, or she will die,” Mr. G. feels compelled to do it. He cannot bear the
thought of allowing Mrs. G. to die when treatment might save her. The daughters,
however, disagree mightily. They believe the doctors originally acted too hastily to
ventilate Mrs. G. without consulting her AD. The daughters also remember the
pulmonologist’s advice not to ventilate Mrs. G. again after her early successful
weaning. Both daughters and Mr. G. subsequently signed the order to that effect. By
the time the reventilation question arises, the daughters firmly believe Mrs. G. is
irreversibly dying. They favor hospice care for her. The daughters ask themselves at
the time, “Why is the (second cardiologist) bothering us again about ventilating
Mom? The medical record shows we’ve already made that decision. He can’t just
swoop in as The Big Hero and upset everything and everybody. His plan would
surely add to Mom’s suffering and not improve her outcome.” The cardiologist’s
aggressive plan particularly angers the daughters because they think it raises false
hopes for Mr. G.

To their credit Mr. G. and his daughters take a constructive approach to the
disagreement. They ask advice from others (especially their minister and the doctor
friend from the church), pray individually and together, and talk through their
disagreement. They eventually agree that not reventilating but giving hospice care
instead are best for Mrs. G.

Two hindering factors from proxy–patient relations and communications might
have adversely affected the family’s decision-making, too: circumstances prevent-
ing implementing the patient’s wishes, and problematic emotional attachments.
Circumstances in Mrs. G.’s case that appear to prevent implementing her treatment
wishes include the quick ambulance transfer, which left no time to find Mrs. G.’s
AD and to send it with the paramedics. By the time the family arrives separately at
the hospital, the emergency room doctors have already transferred Mrs. G. to the
ICU for mechanical ventilation, a treatment she probably would not want. The elder
daughter is dismayed. She does not understand that a full cardiorespiratory arrest
like Mrs. G.’s requires immediate ICU admission, mechanical ventilation, and
cardiorespiratory monitoring to maximize survival and functional outcome. Deep
emotional ties to Mrs. G. may also complicate the family’s decision-making. Any
early, emotionally based hope for her to survive, for example, may conflict with an
equally emotionally based hope for her not to suffer needlessly from treatment.

Two hindering factors from proxy–health professional relations and communi-
cations exist in Mrs. G.’s case as they do in much of today’s American healthcare
system: too many HPs involved in a patient’s care, and poor communication among
them. The G. family encounters numerous specialist doctors in Mrs. G.’s case. They
include the emergency room doctors, a pulmonologist, a neurologist, two cardiol-
ogists, a hospital internist, a doctor-ethicist, and a hospice specialist. While valuing
the doctors’ expertise, the G. family become confused and frustrated when the
many doctors work at cross-purposes to each other. Fragmentation of care often lies
at the root of the problem. The specialist doctors typically finish their particular care
tasks and then leave the case. The resulting discontinuities of care cause spotty or
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flawed communications among the doctors so that any one doctor often does not
know what other doctors think or do.

The problems of fragmentation and poor communication create two particular
controversies in Mrs. G.’s case. Soon after her admission the pulmonologist, the
neurologist, and the first cardiologist each interpret Mrs. G.’s condition quite dif-
ferently to her family. The pulmonologist expresses a good prognosis (for being
weaned from the ventilator); the neurologist, a guarded prognosis (for not being left
persistently vegetative); and the first cardiologist, a poor prognosis (for not being
able to survive the hospitalization). The conflicting prognoses confuse the family.
They do not know what or whom to believe. Likewise, when Mrs. G. weans
successfully from the ventilator, the pulmonologist convinces the family never to
ventilate her again and to sign such an order. However, because the second car-
diologist apparently does not know about the order, he later urges the family to
authorize ventilation again. The cardiologist never speaks directly with the pul-
monologist because the pulmonologist has already left the case. The family,
therefore, do not know to whom to turn for advice. Proxy decision-making and
continuity of care surely suffer.

I believe Mrs. G. is irreversibly dying by the time the reventilation question
arises. I do not believe that ventilating her again and treating whatever heart
arrhythmia she has can save her for long. If they would, she would be trapped in a
quality of life too poor to satisfy her. I conclude, therefore, the family’s decision for
hospice care instead of reventilation suits her best. That decision by constructed
judgment is right for her.

Steps Health Professionals Can Take to Ease Proxy Stress
in Making Decisions

As Mrs. G.’s case illustrates, many factors may help or hinder proxy
decision-making. But HPs can support proxies through that task by promoting the
helping factors and minimizing the hindering factors as possible. Some hindering
factors, of course, cannot be changed: HPs may only be able to acknowledge them
to proxies and to encourage good coping strategies.

Nonetheless, Vig and colleagues suggest 10 steps HPs can take to help proxies
through decision-making [12]. First, HPs should encourage ongoing self-care by
proxies. Proxies should protect their quiet time and participate in regular, restorative
leisure activities such as hobbies. Second, HPs should urge proxies to recognize
their important duties at home or work, order them by priority, and attend to them
accordingly. Proxies should not allow decision-making for the patient to disrupt
completely their other essential activities. Third, HPs should be readily available to
proxies to listen and to give emotional support. Fourth, HPs should minimize the
number of HP communicators to patient, proxies, and family. One designated HP
communicator is ideal but unrealistic in most cases. Two or three communicators
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are more practical, but they must coordinate information among themselves and
communicate it to other HPs to avoid confusing proxies with inadvertent incon-
sistencies. The communicators should ordinarily include the patient’s principal
attending doctor and at least one nurse. Fifth, HPs should invite proxies into all
important care deliberations, encourage proxies to express their views, and consider
those views respectfully.

Sixth, HPs should encourage proxies to consult trusted outsiders about partic-
ularly difficult decisions. Medically trained family members, clergy, and other
patients in similar circumstances may have useful insights to contribute. As
appropriate, HPs might offer in-house referrals to medical specialists, chaplains, or
social workers. HPs might also suggest proxies discuss any outside opinions with
their HP communicators. Seventh, HPs should promote consensus among all parties
who have either a formal or informal role in making decisions for the patient.
Eighth, HPs should encourage proxies to bring up for consideration as early as
possible any potential future problems such as financial shortfalls or intrafamilial
rifts. Ninth, HPs should remind proxies as necessary that HPs attending the patient
want to support the proxies and to share with them the responsibility for care
decisions. Proxies should not feel they must shoulder all the decision-making
responsibility by themselves. And tenth, HPs should always show commitment to
providing incapacitated, dying patients the best care possible.

Summary Points

1. The three standard proxy decision-making methods now in common use aim to
match care decisions to patients’ exact wishes or interests. I believe that aim is
virtually impossible to achieve due in part to proxies’ consistently inaccurate
guesses of those wishes and interests. I, therefore, recommend instead the
constructed judgment method, which aims to find care decisions that best “fit”
patients’ traits, values, experiences, and life stories.

2. Health professionals can ease proxies’ stress in decision-making by providing
timely, understandable medical information; respecting proxies’ opinions;
sharing with proxies the responsibility for decisions; and providing reassurances
about good decisions afterward.

3. Healthcare professionals must know the differences between the persistent
vegetative state and death by brain criteria, and be able to explain those dif-
ferences to proxies in lay language.
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Chapter 8
The Impact of Terminal Illness
on the Family

When a patient becomes terminal, his or her care assumes a kind of regularity.
Almost no new diagnostic questions arise. Additional history, physical examina-
tion, and laboratory tests contribute little. And changes in treatment are rare.
Nursing care predominates over medical care. Yet this sad phase affects more than
just the patient: it also affects close family members. They face their own emotional
traumas prompted by the patient’s decline toward death. As his or her care becomes
largely set, the attention of health professionals (HPs) turns more and more to the
family and the effect of the patient’s impending death on them [1, 2].

Hospice philosophy rightfully supports attention to the family as a key part of
quality end-of-life care. But that attention is not merely an indirect means to provide
benefits for dying patients. The few studies about such benefits show them to be
few in number and small in magnitude [3]. Instead, this attention aims to provide
direct benefits for family survivors themselves. The rationale behind the effort lies
in family systems theory, which sees a family as an interdependent social network
[4]. A crisis for one in this network is a crisis for all [4–6]. Thus, family members
automatically become “additional patients” in any end-of-life scenario.

Many studies confirm the impact of a patient’s serious or terminal illness on
close family members. One study of patients cared for at home and likely to die
within six months documented that impact quantitatively. Over one-third of families
shouldered heavy caregiving burdens, nearly one-third lost all or most of their
savings, almost as many lost a main source of income, and one-sixth had to change
important life plans because of the patient’s illness. Overall, more than half of
families suffered at least one of these major traumas [7]. Though not so clearly
documented, other severe traumas undoubtedly occur in the long-term psycho-
logical, social, and spiritual realms as families try to adjust to a future without the
patient. For these reasons the American College of Critical Care Medicine has
concluded, “Support of the psychological and spiritual health of the family is …
essential (to) … care for the critically ill (patient).” [8].
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I likewise believe that HPs attending a dying patient must supportively address
the effects of the patient’s illness on the family. As HPs work to give the patient a
comfortable, respectful death, they must also try to ease its traumas for family
survivors. Such attention surely helps the family achieve some acceptance of the
death, find meaning in it, face it bravely, and begin to reconfigure their lives for
afterward.

This chapter, therefore, addresses HP attention to the needs of the family.
(Following prior precedents, I use the term “family” to include anyone having a
significant emotional relationship with the patient and sharing mutual support with
him or her. Under this definition some people considered here as “family” may not
be officially related to the patient by blood or marriage [8].) Accordingly, both this
chapter and the next one focus on attention to the dying patient’s family but take up
different aspects of that attention. This chapter focuses on general care for the
family of patients dying in healthcare institutions (including hospitals, nursing
homes, and inpatient hospices) where most Americans still die. The next chapter
focuses instead on specific care for family caregivers of patients dying at home. The
different focuses make for the different contents.

This chapter begins by outlining the three phases of a terminal cancer. Each
phase forces the family to adapt to distinctive conditions. The chapter next
describes emotional reactions, stressors, and stress relievers the family may expe-
rience during a patient’s terminal illness. The chapter then discusses the distinctive
intensive care unit environment where many dying patients still find themselves late
in their illnesses. The chapter also suggests interventions HPs in any institutional
healthcare setting might try to help family members endure a patient’s terminal
decline. Much of the emphasis here falls on strong, supportive HP-family com-
munications. Finally, the chapter addresses the question, Do families expect too
much from end-of-life care? Throughout this chapter the case of a woman dying of
brain cancer illustrates many of the points.

The Case

Mrs. M. has been a devoted family woman, a capable homemaker, and an
accomplished amateur athlete all her adult life. But at 79 she begins to have unusual
fatigue, persistent leg weakness, and occasional confusion that interfere with her
everyday activities. Within months she needs a walker to move around, loses
weight, and can no longer balance the household checkbook. Mr. M., her husband,
takes her to several neurologists, but none can determine a diagnosis. They all say it
must “declare itself” with time.

Mrs. M.’s function continues to decline over the subsequent months. She loses
the ability to walk short distances even with the walker. Mr. M. must transport her
in a wheelchair. She often skips dinners at the retirement center where Mr. and Mrs.
M. live. Going to the common dining room simply requires more energy than she
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can muster. Perhaps most alarming to her and the family, she begins to misidentify
her children and grandchildren and to forget the major events in their lives.

One day Mr. M. returns from golf to find Mrs. M. paralyzed in her legs and too
weak to sit up. He calls an ambulance to take her to the local hospital where she is
admitted for yet another diagnostic workup. The doctors suspect a stroke at first, but
the early tests are inconclusive. After two weeks a brain scan, a special X-ray of the
head, finally reveals Mrs. M.’s diagnosis: a brain tumor. The attending hospitalist, a
senior doctor employed full time on the hospital’s wards, informs Mrs. M. and her
family. The diagnosis plunges the whole family into a crisis, which lasts through
Mrs. M.’s death six months later. Along the way Mr. M. and the five adult
M. children experience many of the stressors and stress relievers common when a
loved one is dying.

The Family Experience of the Phases of a Terminal Cancer

As Chap. 5 explains, few Americans die from sudden, unexpected causes; most die
from previously diagnosed, chronic, and eventually fatal diseases [9]. Two kinds of
these diseases, the organ system failures (such as heart failure and severe emphy-
sema) and the progressive frailties (such as Alzheimer’s dementia), vary widely in
their courses. Yet the third kind, the cancers, follow remarkably consistent courses
with a predictable sequence of phases. Mrs. M.’s cancer certainly does so. At each
phase of such a fatal cancer, the family must adapt to a new reality concerning the
patient’s illness. This reality thrusts on them new decisions, new tasks, and new
visions of the future [10]. Identifying these phases explicitly as they occur can help
the family understand the course of a cancer, anticipate the future, and plan for it.

Table 8.1 displays side by side two systems for classifying the phases of a
cancer’s progression [6, 11]. I show both systems because both have benefits. The
Rait/Lederberg system, the less detailed one, has three phases [11]. The diagnostic
phase involves changes in the patient that lead to a cancer diagnosis. The ame-
liorative phase involves treatment to ease the cancer’s symptoms or to stall its
progression. And the terminal phase involves waning control over the cancer
despite treatment, changes in the main treatment goals from prolonging survival to
enhancing comfort and meaning, and facing the patient’s approaching death. In
contrast, the McCorkle/Pasacreta system, the more detailed one, uses seven phases
[6]. It divides the first two Rait/Lederberg phases into two phases each and the last
one into three phases. While sharing many of the same meanings, the
McCorkle/Pasacreta system characterizes cancer progression more specifically than
does the Rait/Lederberg system. Nonetheless, for simplicity’s sake, I use the
Rait/Lederberg system to structure the following discussion of cancer progression.
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Table 8.1 Phases of a terminal cancer

Rait/Lederberg systema McCorkle/Pasacreta systemb

Phases Description Phases Description

Diagnostic Abnormal symptoms and signs in
the patient lead to a cancer
diagnosis.

Initial Abnormal symptoms
and signs appear.

Critical A medical crisis arises,
leading to a cancer
diagnosis.

Ameliorative Treatment improves the cancer or
its effects.

Therapeutic Treatment begins.

Stable Treatment eases the
cancer’s symptoms or
stalls its progression.

Terminal Treatment no longer controls the
cancer. The main treatment goals
change from prolonging survival
to enhancing comfort and
meaning in remaining life. Both
patient and family face the
approaching death.

Unstable Treatment no longer
stalls the cancer’s
progression.

Downward Steady physical and/or
mental deterioration
follows.

Imminently
dying

Death occurs within
hours, days, or weeks.

aData from the original construct of D Rait and M Lederberg as described in Ref. [11]
bData from Ref. [6]

The Diagnostic Phase

This phase begins when significant, persistent changes in the patient prompt a
medical evaluation and a doctor then diagnoses a cancer. Many families react to the
diagnosis with shock or disbelief. But some may also feel relief. This relief stems
from having identified a definite diagnosis, eliminated prior uncertainties, and been
reassured that medicine has encountered the problem before. Just putting a diag-
nostic name to the problem suggests controlling, or at least containing, it.
Establishing a diagnosis may also bring some conceptual order to the situation by
making sense of the patient’s prior symptoms.

Along with the family’s other reactions anxiety is sure to accompany the new
reality of the cancer. It signals a different, more menacing future than either patient
or family previously anticipated. The patient’s death suddenly feels closer and more
real than before [12]. The family often react by reflexively pledging all available
resources—physical, emotional, medical, and financial—to battling the cancer, but
the family cannot fully appreciate the trials ahead. Patient and family alike may
sometimes experience a mental “fog” that hinders clear thinking or decisive action
at the time. Upheaval may also occur in roles, relationships, and responsibilities
until a new family normality settles in. All these changes may cause family
members bewilderment, fear, or even anger [12, 13].

Family members then search for effective strategies for coping with the crisis.
Education and interpersonal contacts are usually two of them. Prompted by unfa-
miliar medical concepts and practices, family members may conduct their own
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research into the patient’s disease. They may even seek second opinions, formal or
informal. Family members may also seek emotional support from other people
including other family members, friends, clergy, other patients with the disease, or
knowledgeable acquaintances.

The Case

The outpatient workup yielding no diagnosis for months frustrates Mrs. M. and her
family as her disability steadily increases. Her progressive leg weakness, for
example, makes her go from needing a walker to walk, to needing a wheelchair to
move about, to needing help just to sit up. As a former athlete, Mrs. M. becomes
especially discouraged. After yet another unproductive doctor visit late on, Mrs. M.
exclaims in frustration, “The doctors don’t realize what (abilities) I’ve already lost!”

When finally unable to sit up on her own, Mrs. M. is admitted to the hospital for
an intensive, thorough diagnostic workup. The attending hospitalist comes to per-
form her admission history and physical examination and asks Mrs. M. why she has
come. Mrs. M. responds out of her discouragement, “I’ve come here to die.
Everybody lives too long, and it’s now past my time. I just want to die.” The
hospitalist assesses her medically and begins diagnostic tests. The tests, however,
do not yield a diagnosis right away. But the hospitalist visits Mrs. M. daily and talks
frequently with her family. He assures them the doctors are conscientiously pur-
suing a diagnosis, and the lack of one to date frustrates them as well as the family.
After a week Mr. M. begins to wonder whether the doctors already know Mrs. M.’s
diagnosis and are just not disclosing it. He says impatiently, “The doctors still have
not told us what is wrong after all this time.”

The brain scan finally reveals the diagnosis, a brain cancer, and the hospitalist
tells Mrs. M. and her family. He uses many good techniques for breaking bad news.
He gathers Mrs. M. and her family in the family waiting room when it is vacant,
brings tissues, and sits down next to Mr. and Mrs. M. The hospitalist then discloses
the diagnosis sensitively in clear, everyday language. Mrs. M. and some other
family members begin to cry quietly. Mr. M. remains stoic as he comforts Mrs.
M. The hospitalist waits patiently for family members to speak again. One daughter
eventually says, “At least we know now. That is something (helpful).” Mr. M. then
asks the doctor, “How long does she have to live?” The hospitalist says treatments
do exist. They delay the cancer’s progression but do not provide a cure. He esti-
mates survival in terms of months to a year. He then adds empathetically, “I know
this news is difficult for you to hear. You may need some time to take it in. You
might research brain tumors at medical Web sites or get a second opinion if you
wish. You might also want to discuss the situation with people whom you trust—
say, other family members, your family doctor, or your priest. Those discussions
may help you think clearly about what to do next.”

The hospitalist then explains he is not a specialist in treating these tumors, but
the hospital employs such specialists. He promises to consult several including a
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neurosurgeon, an oncologist, and a radiation therapist. He anticipates all three will
examine Mrs. M. and make their treatment recommendations within a day or two.
He promises to meet again with Mrs. M. and the family after that to help them make
treatment choices.

Before leaving, the hospitalist gives the family his contact telephone number and
invites them to call with questions at any time. (Although some doctors worry that
patients or families will abuse a doctor’s contact telephone number by calling too
much, I find most people do not call as much as they should. They do not want to
“bother” the doctor off-hours.) The hospitalist also offers to meet later with other
key relatives (such as Mrs. M.’s other adult children who live far away and could
not attend this family conference). And he continues to support Mrs. M. and her
family with daily visits on subsequent days. His accessible, honest, dedicated
approach quickly wins the family’s admiration.

The diagnosis of Mrs. M.’s brain cancer stuns the family for its implications. The
diagnosis means Mrs. M. will live much less time than they expected. The family
also realize their usual functioning as a family must change. As the matriarch, Mrs.
M. performed many functions that maintained family cohesion. She made critical
family decisions with Mr. M. and saw reliably to his and others’ needs. Mr. M. and
the children never anticipated Mrs. M.’s being unable to perform those functions.
But her increasing disability and approaching death will prevent her from doing so.
She must relinquish her past caretaking role for a future care-receiving one. Others
must take over her usual family duties.

The Ameliorative Phase

The word ameliorative means to make better or more tolerable. It refers here to
reducing the “violence” of a cancer. The word covers treatments aimed at curing a
cancer and treatments aimed only at easing its symptoms, shrinking its size, or
slowing its progression. [Cure, of course, is more likely with some cancers (such as
the skin- or blood-based cancers or the hormonally controlled cancers) than others
(such as the cancers of the internal solid organs).] The ameliorative phase begins
with the first treatments against the cancer.

Symptom relief is, of course, always a primary aim of treatment during this
phase. Cancer pain usually yields well to treatment through meticulous titration of
analgesics, but other common cancer symptoms such as fatigue, loss of appetite, or
shortness of breath respond less well. Depression is common and can be serious. It
deserves vigorous treatment. Other mental conditions, however, are rare [14, 15]. If
depression is not present, a cancer patient’s alertness, sociability, interest in the
outside world, and hopefulness may extend throughout the illness [14].

If treatment achieves significant amelioration, the cancer may enter a relatively
stable, arrested phase for weeks, months, or longer. Both patient and family settle
into a routine. Monitoring and treatment continue. The family’s distress subsides
[16]. Still, the family may have to arrange for the patient’s day-to-day care. Much

222 8 Impact of Terminal Illness on the Family



of it takes place at home. One family member typically assumes major responsi-
bility for that care, either performing it him- or herself or overseeing workers hired
in to perform it. Other family members often assume only minor responsibility.
Over time the principal family caregiver can become overburdened with all the
patient’s care requirements. They can easily exhaust the caregiver physically and
mentally. They may eventually prompt the patient’s permanent transfer to a nursing
home or inpatient hospice [17, 18]. Curiously, such a transfer reduces only a little
the burdens family caregivers feel. The reason may involve caregivers’ continuing
worry about the patient’s condition, or the caregivers’ ongoing tasks that healthcare
institutions do not perform. Those tasks may include scheduling doctor appoint-
ments; arranging for supportive visits from family, friends, clergy, and others;
renewing prescriptions; or paying medical bills. The next chapter discusses in detail
typical caregiver tasks and reactions.

The Case

After disclosing Mrs. M.’s diagnosis, the hospitalist requests consultations from a
neurosurgeon, an oncologist, and a radiation therapist. The hospitalist reassembles
Mrs. M. and her immediate family after the consultants make their assessments. He
mentions the three possible treatment options—surgery, chemotherapy, and radia-
tion—and summarizes the consultants’ opinions about them. The neurosurgeon
believes the tumor is too strategically placed in Mrs. M.’s brain to permit surgery.
He cannot resect all the tumor without doing severe, permanent neurologic harm to
her. The oncologist concedes that chemotherapy offers great toxicity and no benefit.
And the radiation therapist says radiation could shrink, but not eliminate, the tumor.
Still, shrinkage would give Mrs. M. some comfort and functional improvement for
up to four months.

The hospitalist acknowledges to Mrs. M. and her family the difficulty of the
treatment decision. He reemphasizes that the tumor will eventually regrow with any
of the three treatments, and that the side effects of some treatments (surgery and
chemotherapy in particular) may be worse than the disease. He also repeats his
prediction, now based on confirmatory opinions from the specialists, that Mrs. M.
has only months to live regardless of her treatment. The hospitalist then invites
questions from the family and says finally that, if Mrs. M. were his mother, he
would prefer radiation for her. He then leaves Mrs. M. and her family time in
private to discuss their options and to make a choice.

When the hospitalist returns about 30 min later, Mrs. M. has made her choice. “I
don’t want to prolong this (suffering),” she says. “I’ll take the radiation.” To make
sure she understands the implications of her decision, the hospitalist repeats that the
radiation provides only temporary improvement in symptoms and function. “I
understand that,” replies Mrs. M. soberly. “I have already lived too long. I am ready
to die and only want to be kept comfortable now.” The hospitalist reassures her that
radiation and follow-up hospice are her best options in that case. The rest of the
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family agree. The hospitalist then commits to the overall goal of comfort care and
promises the family he will not abandon them: He will visit regularly as long as
Mrs. M. remains in the hospital. Impressed with his demeanor, the elder daughter
says afterward, “He is really on our side.”

Mrs. M. begins her radiation treatments immediately. Her headaches recede, and
her sense of humor returns. She also regains her ability to feed herself and to stand
with assistance. She soon can be discharged from the hospital. She and her family
decide that due to her ongoing care requirements she should go to the rehabilitation
ward at the retirement center rather than to the M.s’ independent-living apartment.
Her improvement continues after her transfer to the rehabilitation ward. She regains
the ability to transfer into and out of bed and to walk a short distance. She feels so
good at one point that she asks to return to the M.s’ independent-living apartment to
catch up on her housework! Mr. M. wisely dissuades her. The improvement,
however, plateaus after about two months. Some disabilities remain.

To feel some control over events, Mr. M. starts to monitor the details of Mrs.
M.’s day-to-day condition. He takes notes about her physical and mental changes,
interactions with the ward staff, and food intake. He reports his observations to Mrs.
M.’s doctors. He also stays at her bedside long hours each day, coming early to help
her get up for the day and staying late to talk with her. He often just sits there,
holding her hand as she sleeps. He also takes her out occasionally to ride in the car
or to visit the retirement center’s patio garden.

The M.s’ adult children also take on significant care responsibilities for Mrs. M.
and the rest of the family. The elder daughter, who lives closer than the other
children, assumes many of Mrs. M.’s former matriarchal duties. This daughter
coordinates visits from out-of-town siblings and boards them at her home. She also
organizes family celebrations at holidays. Perhaps most importantly, she provides
much of the emotional support for Mr. M. by sitting with him at Mrs. M.’s bedside
for several hours each afternoon. She also eats frequent dinners with him to ensure
he gets good nutrition, and she takes him to local cultural events as a diversion. The
other adult children also play their parts. Two sons who work in business, for
example, help Mr. M. plan how to pay for Mrs. M.’s nursing care.

The Terminal Phase

This phase signifies the time when no treatment works in fighting against the
patient’s cancer. Symptoms increase. Function decreases. The cancer progresses
relentlessly onward to the patient’s death [19]. Hope for cure fades.

While easy in concept, pinpointing the start of this phase is difficult in practice.
That time is often clear only in retrospect. But practical matters—medical, financial,
and others—often require some prospective estimate of it. Different methods can
make those estimates but produce different results. Cancer patients in one study said
the terminal phase starts when a doctor declares the patient terminal [20]. By that
definition the terminal phase has a median duration of 69 days. One expert,
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however, has said the terminal phase starts when doctors end treatment aimed at
cure. By that definition the phase has a median of 45 days [19]. And hospice
patients in yet another study, 80 % of whom had cancer, said the terminal phase
starts when hospice care begins [21]. By that definition the phase has a median
duration of 36 days.

The different estimates suggest that some people may consider a cancer patient
already terminal while others may simultaneously consider the patient not yet
terminal. People may, therefore, reach different conclusions about treatment. People
who believe the patient already terminal will tend to favor treatment only for
comfort while people who believe the patient not yet terminal may favor continued
aggressive treatment for cure or control of the cancer. Unfortunately, each camp
typically cannot understand why the other thinks as it does. As a result, treatment
decisions for the patient can become contentious and difficult to resolve.

Other factors complicate the estimates further. The duration of the terminal
phase varies according to initial patient function: The better the patient functions at
the start of this phase, the longer its duration [19]. Therefore, the medians cited
before may only roughly approximate the duration of a particular patient’s terminal
phase. Furthermore, changes in a patient’s symptoms, signs, and functional abilities
may be subtle and fluctuate with time, making irreversible cancer progression
difficult to discern at any time.

However people time it, the terminal phase marks a definitive shift in treatment
goals from combating tumor progression to controlling symptoms and supporting
function [19]. The whole phase may last up to years but usually lasts only weeks to
months. It includes certain downward functional milestones. Still, the downward
progression is never steady or exactly predictable. Variations from average occur
frequently [22]. In general, patient awareness and functional abilities begin to
decline at about two to three months before death. Many patients insist they still
have much to live for at this time [14]. Symptoms begin to increase at about two to
four weeks before death [15]. Complete relief of symptoms may not be possible
then even with the best medical care. Finally, noticeable bodily changes mark the
minutes surrounding death. Heartbeat and breathing slow and grow irregular even
though the eyes may remain open. The skin becomes pale and waxy in appearance,
and the muscles relax. The bowels and bladder may discharge. Body temperature
then drops slowly to room temperature over the next several hours, marking the end
of physiologic dying [22].

After rising in the diagnostic phase and falling in the ameliorative phase, family
stresses rise again in the terminal phase [12]. The changes in the patient’s symptoms
and physical abilities—often unexpected and sometimes sudden—fuel the stresses.
The family must make frequent adjustments in how they react. They often feel “off
balance.”

The stresses for the family in this phase may arise from physical or emotional
sources in the cancer patient or from emotional sources in the family members
themselves. The increase in the patient’s symptoms increases the stresses for the
family. They suffer vicariously by seeing the patient suffer physically. The increased
symptoms may also serve as a constant, unwelcome reminder of the patient’s
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approaching death [16, 23]. Meanwhile, the patient’s function decreases, mani-
festing eventually as the loss of basic self-care abilities. The patient may lose the
abilities to bathe, dress, feed, and toilet him- or herself. The care burden and its
accompanying stresses increase concomitantly for family caregivers [12, 16].

Emotional changes in the patient may also stress the family, testing their
patience and flexibility. These changes may make family members wonder whether
they still really know the patient. For example, the patient may incur a depression,
causing him or her to lose interest in personal relationships or previously plea-
surable activities. The patient may become withdrawn or apathetic. The patient may
no longer recognize the important cues or use the reciprocal pleasantries that
facilitate normal social discourse. The patient may withdraw so much as to lose the
ability to anticipate others’ feelings or to perceive their kindnesses. He or she may
no longer express thanks for favors, for example. The patient may also level hurtful
accusations or make excessive demands on the family, making them doubt the
adequacy of their caregiving. The patient may also openly express the wish to die,
causing a disheartening effect on the family. Such emotional changes in the patient
make relationships one-sided. The patient absorbs what the family gives without
giving much back. The family may feel emotionally drained, abused, or taken for
granted as a result.

The family’s own emotions surely cause stress, too. The family may struggle to
reconceive the patient’s formerly healthier self as a newly sick and dying self. They
may even cling tenaciously to the old self, trying to preserve it by repeating
memories of the patient’s earlier appearance and accomplishments. (Some remi-
niscing, of course, is healthy, and I encourage it through life reviews.) The family
may also sense that the time with the patient is running out. It seems increasingly
precious. Conflicted feelings result: The family may simultaneously feel gratitude
for the time left with the patient and resentment at foreseeing its end coming soon.
The family may sometimes go to great lengths to prolong that time [13, 24] by
demanding overly aggressive life support beyond any benefit to the patient.

The Case

After several months’ improvement Mrs. M.’s symptoms and functional abilities
deteriorate again. Brief fluctuations occur at first, whipsawing the family. The
improvements buoy them; the declines depress them. The declines soon predomi-
nate. Many become permanent. Mrs. M.’s headaches turn severe. The rehabilitation
ward’s analgesic regimens cannot control them. She also loses the ability to stand or
walk and becomes confined to bed and wheelchair. All these changes indicate that,
as the doctors predicted, her brain tumor is growing again. Mrs. M. has already
received the maximum doses of radiation. Only analgesic treatments remain now.
The rehabilitation ward doctor declares her terminal and recommends hospice for
pain control. Mr. M. resists the hospice recommendation at first. He wants to
believe Mrs. M. can still be cured. But he finally accepts the grim reality and
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concedes, “Hospice is the only option left.” By all definitions Mrs. M. has entered
her terminal phase.

Her decline accelerates, following almost exactly the typical terminal decline of
a cancer. Her mood changes first. Mrs. M.’s personality becomes affected. She turns
highly critical of Mr. M. and complains about everything from his pushing her too
fast in the wheelchair to his ordering too much food or the wrong kinds of food for
her meals. She even complains that he “never” visits her. Though nearly always
unfounded, the constant complaints distress Mr. M. He begins to think he will never
please her no matter how hard he tries. Mrs. M. also occasionally demands
physician-assisted suicide. Mr. M. finds the idea especially discouraging for its
implication that she wants to leave him. Physician-assisted suicide, however, is not
possible because it is illegal in the state where the M.s live.

Her mental acuity deteriorates next. Mrs. M. forgets family members and facts
she knew only a few weeks before. She cannot remember family even from the
pictures on her ward room wall. And she shows ever less interest in leaving the
room and sleeps ever more. A rapid physical decline follows. Physical therapy no
longer helps her. She eventually can no longer sit up and becomes confined to bed
alone. She eats little and loses more weight. Even hospice’s intensive analgesics do
not completely control her headaches.

The family watch these changes with dismay. Whenever the family notice
changes in Mrs. M., they anxiously ask the ward staff, “Do you see what we see in
her?” or “What do these changes mean?” Untrained to respond to such questions,
the staff avoid answering. The resulting uncertainty fuels the family’s anxieties.
Meanwhile family members develop varying views on the situation. One daughter
describes Mr. M. as “the hopeful one” but herself as “Debbie Downer,” the pes-
simistic one. “She used to be such a vibrant woman,” this daughter says. “It’s hard
to see her becoming so disabled.”

The family must simultaneously do the hard emotional work to adjust to Mrs.
M.’s rapid decline. They must relinquish their hope for cure and accept her
approaching death. One son concedes sadly, “I don’t think she will live much
longer.” The family can hope only for her comfort at the end. The family must also
adjust to losing half of their long-term emotional support system, consisting of Mr.
and Mrs. M. Their life as a family will change dramatically after Mrs. M. dies.

Furthermore, the family must cope with their own immediate distresses. They
learn not to rely on the HPs for psychosocial guidance. Because the hospice staff
supervise terminal care from afar, they have little direct contact with Mrs. M. or her
family. And the nurse’s aides, who conduct most of the direct patient care on the
ward, have little training in family psychosocial issues at the end of life. The aides,
therefore, avoid these awkward issues. The aides eventually seem to disappear
completely as Mrs. M.’s death turns imminent. The family feel abandoned to their
own grief. “We never see the aides anymore,” complains one daughter. “So we
have to support each other.”

The frequent visits from immediate family members help, though. Mr. M., of
course, spends nearly all day at Mrs. M.’s bedside. The elder daughter, who lives
close by, leaves her job early to join him in the late afternoons and early evenings.
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And each child from out of town visits about every second month. In addition, the
family organizes one last reunion for Mrs. M. on a holiday weekend late in her
illness course. All the extended family attend, and Mrs. M. appears to recognize
them. But she responds little and sleeps in her wheelchair through most of the
event.

As with most deaths after prolonged, fatal illnesses, predicting Mrs. M.’s time of
death proves difficult. Mrs. M slips into a coma early in her decline. The rehabil-
itation ward staff believe she is imminently dying and summon the family for a
bedside death watch. But tests soon reveal a bladder infection. Mrs. M. wakes up
with antibiotics, asks why she is still alive, and becomes upset that she has not
already died. The family go home again, baffled at the false alarm. After such a
mishap the ward staff hesitate to predict Mrs. M.’s time of death too soon again.

However, when Mrs. M. turns suddenly much worse several weeks later, the
supervisory ward nurse tells Mr. M. and the elder daughter that Mrs. M. will not
live through the evening. Mr. M. and the daughter keep a bedside vigil until
midnight. Still Mrs. M. remains alive. The nurse then suggests Mr. M. and the
daughter go home to sleep for a few hours. They do and return early the next
morning. Mrs. M. is breathing but unresponsive. Mr. M. and the daughter spend
another hour with her before she dies peacefully.

Family Reactions to a Fatal Illness

Families have many reactions to the diagnosis and management of a loved one’s
potentially fatal illness. The reactions are too numerous to describe them all here.
But I do address two common reactions to the diagnosis—denial and uncertainty—
and reactions to two basic management decisions—the site of care and the use of
opioid analgesics.

Denial

Some family members react with denial to the diagnosis of a loved one’s potentially
fatal illness [25]. Denial is the rejection, conscious or not, of the true significance of
an event in order to ease the fear, anxiety, or other distressing effects associated
with the event [26]. Denial has three aspects, which occur virtually simultaneously:
encountering the threatening event; substituting a less threatening, false significance
for the true significance of the event; and experiencing decreased distress as a result.
Denial can be either beneficial or harmful [25]. Beneficial denial allows the affected
person time to assimilate distressing information and to muster strategies to cope
with it. This kind of denial is short-term and allows one’s mind “to catch up” with
the troubling new reality. Harmful denial, in contrast, prevents the affected person’s
long-term adaptation to that reality. For example, harmful denial may prevent
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family members from engaging the patient in important end-of-life conversations
such as to ask forgiveness, reconcile, or say good-byes.

One expert suggests (and I agree) that, when encountering a patient or family in
denial, HPs adopt a watch, wait, and communicate approach. HPs should show
respect by not directly challenging the denial. Instead, HPs should give emotional
support and maintain open communications to encourage people to examine their
denial voluntarily in time [26].

Uncertainty

Even if people do not deny the true significance of an event, they may encounter
considerable uncertainty about it. Because modern life is highly predictable for
Americans, uncertainty unnerves them. Yet a potentially fatal illness raises con-
siderable uncertainty due partly to the arcane science and procedures of medicine
and partly to the inherent unpredictability of the illness itself. That uncertainty often
leaves family members confused and distressed [16].

Family members may sometimes have to make difficult medical decisions
despite the emotional chaos caused by the uncertainty [1]. Those decisions may pit
medicine’s great life-saving power against the family’s heartfelt wishes for patient
comfort. In such situations the family might manage their uncertainty best by
acknowledging it openly; identifying reasonable, concrete expectations for the
patient’s course of illness; setting goals related to those expectations; and taking
logical steps to achieve the goals. HPs can help by providing timely information
and advice. Family well-being may be at much at stake as the patient’s: Family
members may scrutinize their decisions afterward and bear severe, long-term
regrets about some. HPs can ease the regrets by emphasizing to the family, as
justified, that the decisions were the best under difficult circumstances and by
explicitly sharing responsibility for the decisions.

Sites of Care

Many families emerge from terminal care situations with definite opinions about
hospices, acute care hospitals, and nursing homes as sites for such care. Three
studies have explored those opinions in detail. The studies first identified patients
who had received terminal care in any of the three kinds of sites and then inter-
viewed family members about that care. One study involved patients who had died
usually from cancers or strokes in any of the kinds of sites [10]. Another study
involved patients who had died from cancer in either home hospices or acute care
hospitals [27]. And the third study involved patients with cancer who had been
declared terminal (and may have already died) and had received care in either a
combined inpatient/outpatient hospice or “conventional” settings [28]. The first
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study focused on the process of care [10]; the second, on its outcomes [27]; and the
third, on both its process and outcome [28].

Opinions about the process of terminal care were both positive and negative (and
sometimes self-contradictory) for all three kinds of sites (Table 8.2). Yet each kind
of site received mostly positive comments. Home hospices had the highest per-
centage of positive comments (91 %); acute care hospitals, the next highest (69 %);
and nursing homes, the lowest (51 %). Positive comments about home hospices
mentioned the nurse’s attentiveness, assessment skills, informativeness, emotional
support, and involvement of the family in care [10, 28]. Positive comments about
acute care hospitals mentioned the doctors’ communication style (if open and
collaborative) and the nurse’s attentiveness and compassion, and positive comments
about nursing homes mentioned prompt attention from staff HPs and the feeling of
them as extended family [10].

Negative comments about home hospices mentioned poor staff training and
excessive family expectations of what hospice does; negative comments about
acute care hospitals mentioned insensitive communications, poor diagnostic or
prognostic judgment, treatment delays, and inadequate pain control; and negative
comments about nursing homes [10] mentioned poor staff training, staff inatten-
tiveness (especially to dying patients), and doctor inaccessibility [10]. The “Patterns
of Care” part of the next section, “Family Stressors in Terminal Illness,” elaborates
on some of these negative family opinions about terminal care sites.

Overall, families craved friendly, supportive relationships with HPs during ter-
minal care. They especially wanted more time and attention from doctors. Families
hated what they saw as “assembly line” terminal care in acute care hospitals. One
observer claimed HPs there spend too little time with patients due to reimbursement
restrictions. Furthermore, she said those HPs tend to view patients only as their
diseases, and, therefore, “treating the ‘whole individual’ … (i)s not part of the

Table 8.2 Family members’ opinions about the process of terminal care at various sites

Site Positive comments Negative comments

Home
hospices

Nurses’ attentiveness
Nurses’ assessment skills
Nurses’ informativeness
Nurses’ emotional support
Nurses’ involvement of family in care

Poor staff training
Excssive family expectations of

what hospice does

Acute care
hospitals

Doctors’ communication style good (if
open and collaborative)

Nurses’ attentiveness
Nurses’ compassion

Insensitive communications
Poor diagnostic or prognostic

judgment
Treatment delays
Inadequate pain control

Nursing
homes

Prompt attention from health
professionals

Feeling of staff as extended family

Poor staff training
Staff inattentiveness (especially to
dying patients)

Doctor inaccessibility

Data from Refs. [10, 28]
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equation.” [29] Many family members simply feel abandoned when the patient’s
condition becomes terminal [10].

Perhaps for those reasons families expressed greater satisfaction with terminal
care outcomes in hospices than in acute care hospitals [27, 28]. Supporting com-
ments mentioned hospice’s ability to meet patients’ physical and psychosocial
needs and families’ psychosocial needs [27].

Opioid Analgesics

Opioid medications, called “narcotics” when used for illicit, nonmedical purposes
[30], derive from poppies and play an important role in pain relief. They have
gained justified, widespread use in medicine. As with all other medications the
opioids can have both beneficial and harmful effects. But careful monitoring,
assessment, and dosing can maximize pain relief benefits and minimize harms.

Nonetheless, the potential harms make many patients, family members, and HPs
hesitate to treat pain aggressively with opioids. These people often have fears due to
confusion over three terms—tolerance, physical dependence, and addiction [31].
The significant negative connotations of those terms cause many people to reject
adequate opioid analgesia automatically. Tolerance refers to the body’s adaptation
to a medication such that maintaining the same bodily effect over time requires
increasing doses of the medication. Physical dependence refers to the body’s
acclimation to a medication such that stopping or reducing its dosage precipitously
can produce powerful withdrawal symptoms. And addiction refers to an actual
disease associated with taking one or more drugs; with genetic, psychosocial, and
environmental influences; and with drug craving and compulsive drug taking
despite harmful personal consequences. Those consequences include severely
impaired emotions, behaviors, and interpersonal relationships [31, 32].

Opioids can relieve nearly all pain safely and effectively in patients with cancer or
other terminal illnesses. Still, such patients may get tolerance or physical dependence
[33]. Sensible medical oversight can manage both conditions adequately. Notably,
these patients do not get the disease of addiction: They do not have uncontrolled,
self-destructive behaviors from their opioids. Therefore, patients having pain with
their cancers or other terminal illnesses should not be denied adequate opioid anal-
gesia out of misguided fears of addiction. Rather, those patients should receive
whatever opioid doses they need to gain good relief [33]. Such patients in my expe-
rience request only the doses they need to be comfortable and no more.

The Case

Perhaps because Mrs. M. suffers such severe initial disabilities, her family never
deny she has a serious illness. A likely cause at her age is cancer, and they know
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that. The family do, however, experience many uncertainties even after her cancer
is confirmed. For example, they do not know for sure whether the cancer will
respond to treatment, how great her improvement will be and how long it will last,
how they can help care for her, and when she will die. But the family take a
remarkably constructive approach to their uncertainties: They ask questions and
learn as much as they can about Mrs. M.’s situation. They use the hospitalist as an
important source of information. They ask him questions about diagnosis and
treatment, and he answers as best he can.

Opioids, begun in the hospital, control most of Mrs. M.’s pain until the end of
her illness. Mr. M. and his adult children occasionally call the attending doctors for
supplemental doses when the usual doses do not relieve an especially severe
headache. Mr. M. with his public health education understands opioid use and does
not worry about addiction with Mrs. M.

Soon after Mrs. M.’s hospital admission Mr. M. rightfully assumes primary
decision-making responsibility for her whenever she cannot make decisions for
herself. (He always consults the children, however.) It is he who makes the final
decision about hospice transfer several months later. By then all other ameliorative
treatments have been exhausted, and only treatments for comfort remain. Her death
is close. He agrees that hospice is “the only option left.”

The subsequent hospice care produces clear benefits. The hospice intake nurse
provides a thorough, sensitive assessment of Mrs. M.’s situation and some
on-the-spot information and emotional support for the family. She also optimizes
the opioid regimen and orders a mechanized hospital bed for Mrs. M.’s comfort and
ease of care. But the hospice care also disappoints the family in significant ways
later on. Perhaps the family expect too much, but I do not think so. Some of their
disappointments arise from the organizational relationship between the hospice staff
and the rehabilitation ward staff. The hospice staff provides little direct, hands-on
patient care. Rather, they advise the ward staff who give the care. The hospice staff
track Mrs. M.’s course only through her medical record, and Mrs. M. and her family
rarely see them as a result. Unfortunately, the nurse’s aides who do give Mrs. M.’s
direct care have little training or experience in treating a brain cancer patient. They
can provide little information about the meaning of her symptoms or signs. The
family ask, “Do you see what we see? What does it mean?” and get no answers.
Furthermore, Mr. M. and his children receive no orientation to the working rela-
tionship between hospice and the rehabilitation ward. They do not know what to
expect and must figure out that relationship on their own. An explanatory brochure
would help.

The family also comes to think the ward staff overemphasize the medical and
underemphasize the psychosocial even as Mrs. M. nears death. The family wish the
staff would sometimes just forego the routine vital signs and talk with them about
the trauma of watching a loved one die. Even when the family request specific
advice about caring for Mrs. M., the ward staff is ill-prepared to give such advice.
The family ask for ways to spur Mrs. M.’s memory when she begins to forget
family members. The staff suggest only posting family pictures on her ward room
wall. “We have already done that,” exclaims one daughter in frustration. The staff

232 8 Impact of Terminal Illness on the Family



offer no other suggestions. Compounding the family’s disappointment, visits from
the ward staff become ever less frequent as Mrs. M. nears death, making the family
feel abandoned.

Family Stressors in Terminal Illness

Because the family is as much a part of terminal care as is the patient, HPs must be
able to recognize stressors that affect families in terminal care situations. Table 8.3
lists some of those stressors, each with multiple references in the medical literature.
The stressors cluster into five categories: features of the illness, the family’s
response to the illness, information about the illness, communications from HPs,
and patterns of care. I briefly describe these stressors by category. The M. family
experienced many of them during Mrs. M.’s illness.

Features of the Terminal Illness

Observing a terminal patient’s illness often stresses the family even more than does
their actual caregiving for the patient [6]. Symptoms, functional decline, and problem
behaviors trouble families deeply, symptoms perhaps most of all [34]. Pain, confu-
sion, fatigue, loss of appetite, and other symptoms prompt empathy in the family, and
that empathy brings heartache. Symptoms that increase also remind family members
starkly about the patient’s approaching death [16, 23]. Functional decline also stresses
the family. It forces them to revise downward their expectations of the patient and to
increase their caregiving efforts for him or her [35]. And problem behaviors such as
wandering, aggression, incontinence, and uninhibited actions likewise stress the
family due to the embarrassment or danger involved [35, 36].

The Family’s Response to the Illness

Powerful distresses ripple through a family when a loved one is critically ill or
dying. Those distresses develop into full-blown psychiatric illnesses for some. In
fact, 69 % of family members of critically ill intensive care patients incur depres-
sion; 35 %, anxiety [37–39]. Family members, of course, often become depressed
or anxious just because the patient is seriously ill. But family members may also
become depressed or anxious because the patient becomes depressed or anxious.
Depression may prompt the patient to withdraw emotionally. Family members
sense that withdrawal and can become depressed by it. As I mentioned before,
depression may also prompt the patient to lash out in anger. He or she may
excessively criticize family members or level hurtful accusations at them. The
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people targeted may blame themselves for somehow failing the patient.
A subsequent depression for them may linger a long time after the patient dies.

In addition to the stresses of depression and anxiety, family members typically
feel stress from the patient’s progressive losses in appearance, ability, or identity
[35]. One author calls these losses “the little deaths” that occur throughout dying
[13]. As they accumulate, the losses in appearance or ability chip away at the
patient’s image. Family members may grieve each loss. Family members may also
experience stress from the patient’s loss of identity caused by having an impersonal
disease in a seemingly impersonal healthcare system. The HPs are not necessarily to
blame: They do not intend that loss and may not realize it happens. To them the
patient has always been a patient. They usually do not know him or her from before
the illness. Under the circumstances the patient easily seems to become his or her
disease. Family members may, therefore, be dismayed at the resulting loss of the

Table 8.3 Stressors for families during a terminal illness

Category Stressors References

Features of the illness Patient’s symptoms [18, 23, 34, 41,
43]

Patient’s functional decline [6, 35]

Patient’s problem behaviors [25, 35, 36]

Family’s response to
the illness

Depression or anxiety [37–39]

Grief over losses in the patient’s appearance or
abilities

[46, 70]

Perception that patient has lost his or her identity in
the healthcare system

[46, 47, 71]

Unhealthy coping strategies: avoidance, hesitance
to request needed help

[18, 23, 24, 41]

Conflicting wishes about the patient’s future:
prolong life versus maintain comfort

[46, 51]

Information about the
illness

Too much, not enough, or wrong kind of
information about the patient

[24, 42, 46–49,
70]

Inability to reconcile own observations of patient
with professionals’ explanation of what those
observations might mean medically

[46, 70, 71]

Uncertainty about patient’s overall prognosis for
symptoms, function, and survival

[1, 34, 46, 71,
72]

Lack of information about what patient will likely
experience when life support stopped or patient dies

[1, 8, 46, 49,
73, 74]

Communications from
health professionals

Condescending or disrespectful address [34, 46, 48, 49,
70]

Jargony speech [46, 70, 75]

“Blocking” statements [24, 29, 42, 76]

Patterns of care Unfamiliar, chaotic nature of healthcare delivery [8, 34, 46, 52,
70, 71, 73, 75]

Institutional care settings [10, 34, 45]
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patient’s personal history and feel compelled to tell others, especially the HPs,
about the patient’s prior life—his or her values, accomplishments, and relation-
ships. Far from clinically useless, this information can prove valuable in person-
alizing the patient’s terminal care.

Two unhealthy coping strategies may also cause stress. One is avoidance, the
strategy that ignores the patient’s terminal illness or tries to wish it away [18, 24].
One study suggests Euroamericans use avoidance to cope more than do African
Americans [40]. The other strategy is the family’s reluctance to ask HPs for
important help when needed [23, 41]. Family members may hesitate to “bother”
busy HPs, or may believe the time required from HPs for a reply robs sick patients
of valuable care time. Still, if ongoing, either unhealthy coping strategy causes
problems to fester and stresses to mount.

One last stressor here comes from a family’s typical wishes for a patient: to live
as long as possible and to live as comfortably as possible. The two wishes often
conflict in treatment decisions about potentially fatal illnesses. Trying for longer life
may sacrifice comfort; trying for comfort may sacrifice longer life. The conflict
creates enormous stresses for family members who must decide.

Information About the Illness

Any terminal illness stresses families over information—whether they get too
much, not enough, or the wrong kind of it. Families usually complain about not
getting enough. They particularly want to know (among other things) what their
own observations of the patient mean medically; what the patient’s overall prog-
nosis is for symptoms, function, and survival; and what the patient will likely
experience at death. In giving this information, HPs should try to engage family
members “where they are.” Efforts to inform, therefore, should take account of
family members’ education and experience. HPs should tailor their explanations
accordingly. A good way to do that involves encouraging family members’ ques-
tions, listening carefully, and using family members’ own words in responses.
These techniques can help minimize the stresses of hearing bad news. While I do
not elaborate any more here on informing techniques, I do so in other parts of this
book. Chapter 4 focuses on this topic in particular.

Communications from Health Professionals

Health professionals sometimes communicate in ways that unintentionally cause
family stress. Three stress-causing communications occur especially frequently:
condescending or disrespectful address, jargony speech, and “blocking” statements.
The first two communications can occur in any medical situations; the third typi-
cally occurs only in critical or end-of-life situations.
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Modern medicine intimidates the medically untrained, often making them feel
ignorant or stupid. Condescending or disrespectful address by HPs reinforces those
feelings. HPs, therefore, must avoid it. In fact, I urge HPs to resist the current trend
of calling patients and family members automatically by their first names. That
practice, I believe, diminishes people. In contrast, using surnames (“Mr. Jones” or
“Mrs. Smith”) shows respect. HPs, therefore, should use surnames unless patients
or family members invite them to do otherwise. With any illness, but especially a
terminal one, that sign of respect acknowledges the gravity of the situation and the
valued status of patients and family members.

Jargony speech also increases families’ stress by impeding their grasp of medical
matters. As a result, families may feel disadvantaged or marginalized in care dis-
cussions. HPs should refrain, then, from using technical terms whenever possible. If
using technical terms is necessary, HPs should define them explicitly. But HPs
should generally communicate with patients and families in colloquial terms, say,
using the seventh-grade vocabulary of a typical local newspaper.

“Blocking” statements also stress families by blocking, or cutting off prema-
turely, potentially distressing discussions [42]. HPs use them when discussions may
involve volatile issues, may threaten HPs emotionally, or may entrap them in
conversations they cannot easily escape. Blocking statements avoid awkward,
uncomfortable situations.

The statements may take several forms. One form minimizes or “normalizes” a
person’s distress (“The patient is not really all that bad, Mr. Jones.” or “Of course,
you feel anxious. It is only natural in these situations.”). Another form abruptly
substitutes a more comfortable subject for a less comfortable one (“Let’s talk now
about the patient’s latest laboratory results. We can talk later about whether he is
actually dying.”) And still another form ignores the uncomfortable subject alto-
gether. All three forms alienate people by trivializing their distress. Blocking
statements suggest it does not warrant serious attention. They, therefore, make HPs
seem distant and insensitive.

Patterns of Care

To families of patients, medical care can seem like an “alternate universe” [29] with
unfamiliar, sometimes incomprehensible concepts and practices. Medical care
delivery can also seem chaotic. Incomprehensible laboratory reports, differing
diagnostic assessments and treatment suggestions [1], rotating staff assignments
[24], patient transfers [8, 24], and many other features are unsettling. Family
members feel adrift. Everyday intuitions seem to fail them. Quandaries become
magnified in life-or-death situations. “You are not medically trained”, says a family
respondent in one study. “If the HPs ask, ‘Should we do this or that?’ I d(o)n’t
know what to tell them.” Stress results.

The different characteristics of institutional care settings add to the stress.
Families must acclimate to each new setting with its advantages and disadvantages.
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The intensive care unit (ICU) provides orderly, competent high-tech care. Low
patient-to-nurse ratios, usually one or two to one, make for ready access to HPs.
Though families may understand little about esoteric ICU technology, they often
consider the patient safest there. The hospital ward provides less intensive, less
technical care with higher patient-to-nurse ratios and less access to HPs overall.
Families correctly perceive less attention given to each patient on the hospital ward
than in the ICU. The nursing home provides the least intensive, least technical
patient care of all. Most is basic, long-term bodily maintenance. Nurse’s aides,
trained perhaps for only 6–18 months, do most of the direct care. One or two nurses
supervise them on-site, but doctors visit only occasionally. Families may under-
stand this care best but worry about its possible gaps. As a result, families may feel
obliged to provide any care beyond basic maintenance.

The hospice movement of the 1960s and 1970s introduced a welcome,
comfort-oriented care alternative to the other terminal care settings. Hospice care
typically occurs in patients’ homes, in nursing homes, or in special hospice inpa-
tient units [10, 27]. Hospice consultants oversee that care while others (such as
family members in patients’ homes or staff in nursing homes) deliver it. The
consultants provide caregivers one-on-one instruction [43], considerable say in care
delivery, and some attention to the emotional and spiritual needs of patients and
caregivers [28], Many families feel most supported with hospice. Its terminal care
generally has shown better pain relief, patient satisfaction, family satisfaction, and
cost effectiveness than has terminal care in acute care hospitals [21]. But hospice
still has its problems. Delayed referrals [44], some inconvenient inpatient locations
[45], exaggerated family expectations for complete symptom relief [10], ongoing
related family burdens (including caregiving), lack of primary doctor involvement
[45], and inadequate training or performance of hospice personnel [10, 45] can all
cause families stress.

The Case

Stressors from each category bedevil the M.s during Mrs. M.’s terminal illness. All
three stressors from the features-of-illness category certainly cause trouble. As the
tumor regrows after radiation, Mrs. M.’s symptoms increase and her function
decreases, alarming the family. She suffers frequent headaches, only partially
relieved by opioids. Unfortunately, nothing relieves her other symptoms such as
fatigue and poor appetite. Mrs. M. also experiences a steep, steady decline in
function. In less than a month she goes from riding in the car and walking with Mr.
M. in the retirement center’s garden patio to being confined to bed and sleeping
much of the time. She also begins to have intermittent flashes of anger. Many are
directed at Mr. M. A stoic man, he endures these flashes of anger with love and
patience. Mrs. M.’s deterioration, however, discourages the whole family. The elder
daughter speaks for them all when she says, “Mom used to be such a vibrant
woman. It’s hard to see her so sick.”
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Of the family-response stressors, only two cause trouble. The family, of course,
grieve the loss of the person Mrs. M. was. Mr. M. misses her repartee and golf
outings with him. Likewise, the children miss the many ways Mrs. M. cared for
them both as children and adults. These griefs cause stress in the family’s decisions
for Mrs. M. The hospice decision illustrates. The family want to preserve for as
long as possible whatever traces of Mrs. M.’s former self-image remain. They even
hope for a miraculous cure. But they also want to keep her comfortable. The
decision about hospice transfer pits their hope for an eventual cure (and a return of
Mrs. M.’s old self) against their wish for her comfort. Mr. M. in particular wavers
over hospice at first but finally agrees to it. He explains dejectedly, “It’s the only
option left.” To their credit the M. family do not perceive the healthcare system as a
threat, do not adopt unhealthy coping strategies (such as avoidance), and do not
hesitate to ask for the help they need.

All four information stressors also arise. While the M. family members never
appear to get too much information, they sometimes get too little. Some responses
from the rehabilitation ward staff to family questions offer an example. The family
see changes in Mrs. M. and ask the staff, “Do you see the changes we see?” and
“What do they mean?” But the staff never answer directly, frustrating the family.
The family also have difficulty reconciling some of their observations with the
doctors’ assessments. After the radiation the family see a dramatic improvement in
Mrs. M.’s function. Their hope for a prolonged survival increases. But the doctors
discourage that hope. They warn that Mrs. M.’s function will deteriorate again
soon. They still predict a survival of only a few months. The doctors explain that a
quick improvement after radiation paradoxically portends a rapid tumor resurgence
later. Confused by this explanation, the family cannot square their optimistic
observations with the doctors’ pessimistic predictions.

This mix of too little information and confusing information creates for the
family considerable uncertainty about how and when Mrs. M. will die. The incident
of the bladder infection offers an example. When Mrs. M. becomes unresponsive
for the first time during her illness, the ward staff call the family in for a bedside
death vigil. The staff say Mrs. M. is imminently dying. The family assemble from
across the country only to witness Mrs. M. regain alertness with antibiotics. She is
definitely not dying right away. The family return home not knowing how much to
trust the ward staff’s future death predictions.

While jargon almost never arises in the HPs’ speech, the other two communi-
cation stressors—disrespectful address and blocking statements—do. Mr. M. and
his family are not overly demanding, but the nurse’s aides sometimes show them
discourtesy, even disrespect. The aides, for example, tell the family, “Call us if you
need us.” But when the family do call, some aides criticize the family for calling.
Furthermore, some aides use blocking strategies to respond to the family’s ques-
tions. The aides either ignore the family’s questions altogether or answer with a
quick “I don’t know.” Both responses annoy the family.

Finally, from among the patterns-of-care stressors, overly restrictive visiting
hours do not apply here. The rehabilitation ward allows the family to visit Mrs. M.
at any time. Yet the other two patterns-of-care stressors—an institutional care site

238 8 Impact of Terminal Illness on the Family



and the seeming chaos of health care—do apply. As Mrs. M. nears hospital dis-
charge, she and her family must choose disposition between the M.s’
independent-living apartment and the rehabilitation ward. They wisely choose the
rehabilitation ward. While home offers comfortable, familiar surroundings, only the
ward offers the nursing care Mrs. M. will eventually need. But the ward room is
never quite home for Mrs. M. although the family try to make it feel like home.
They bring plants from the M.s’ apartment and post family pictures on the wall.
They also bring everyday clothes for Mrs. M. to wear instead of the institutional
gowns. Despite all these efforts the room does not completely shed its institutional
feel. The family regret that result.

Furthermore, the care on the rehabilitation ward sometimes seems chaotic. The
ward appears to lack important practice procedures and schedules. As a result the M.
family have difficulty anticipating when the doctors will round, when meals will be
delivered, how to request supplemental analgesic doses for Mrs. M.’s headaches,
and how to get Mrs. M. cleaned promptly and her bedsheets changed when she
becomes incontinent. Making the apparent chaos even worse, the nurses and nurse’s
aides visit the bedside ever less frequently as Mrs. M. nears death. Mr. M. and the
elder daughter must assume much of her basic care. By the end Mr. M. rarely leaves
Mrs. M.’s room, becomes visibly stressed and exhausted, and loses weight.

Family Stress Relievers in Terminal Illness

Certain factors can help counteract a family’s stressors during a terminal illness.
These stress relievers cluster into five categories, four of which match exactly the
categories for stressors: the family’s response to the patient’s terminal illness,
information about the illness, communications from HPs, and patterns of care
(Table 8.4). The one different category is the family’s response to the patient’s
death. I describe elements of each category in the following sections.

The Family’s Response to the Patient’s Terminal Illness

Many of the stress relievers in this category arise out of positive aspects of family
members’ relationships—with the patient, themselves, other family members or
friends, and God or a spiritual community. When accessible, reliable, and genuine,
such relationships support families even during the most trying parts of end-of-life
experiences.

Positive aspects of a relationship with the patient show themselves partly in
family members’ “true portrayal” of the patient—strengths and weaknesses alike—
at the critical time of a terminal illness. By accurately representing the patient’s life
history and values, family members can help make decisions for the patient con-
sistent with his or her character and help HPs individualize care accordingly. In the
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process family members can gain the satisfaction of serving the patient faithfully.
As the common wisdom goes, the HPs have knowledge of the clinical medicine, but
the family has knowledge of the patient. Good individualized care requires both
[46, 47].

Positive aspects of a relationship with oneself show themselves through family
members’ adoption of healthy strategies to cope with a patient’s terminal illness.
Cognitive reappraisal is one such strategy. It involves reappraising the sad expe-
rience of the patient’s approaching death as also an opportunity for the family
member’s personal growth. That growth might involve deepening one’s apprecia-
tion for the human condition, one’s compassion for others, or one’s faith and
spirituality [18]. African Americans tend to use cognitive reappraisal frequently
[40]. Active problem-solving is another such strategy. It involves identifying
problems caused by the patient’s illness and actively trying to solve them [18].
Euroamericans tend to use that strategy frequently [40]. Regardless of ethnic or
cultural background, of course, many people use both strategies simultaneously.

Positive aspects of relationships with other family members and friends provide
another stress reliever, social interaction. It produces two important benefits: It
reminds family members about the empathetic support of others and broadens
family members’ perspective beyond the immediate terminal illness. And positive
aspects of relationships with God or a spiritual community provide for many people

Table 8.4 Stress relievers for families during a terminal illness

Category Stress relievers References

Family’s response to
the illness

Accurate representation of patient’s history and
values to health professionals

[34, 51, 71]

Use of healthy coping strategies [18, 40, 73,
77, 78]

Maintenance of social support [40, 77]

Maintenance of strong faith or spirituality anchors [48, 51, 70–
72]

Information about the
illness

Information about care site, family’s own
observations of patient, and patient’s likely
experience at death

[1, 8, 48, 49,
73, 74]

Communications from
health professionals

Inclusion and respect demonstrated [34, 73]

Compassion demonstrated [10, 79]

Patterns of care Care in an intensive care unit or inpatient hospice [1, 8, 10, 28,
43, 79]

Open, convenient visiting hours [8, 48]

Visits by patient’s primary care doctor [34, 49]

Family’s response to
the patient’s death

Belief that patient’s death was not blameworthy [46, 48, 51,
54, 71, 75, 78]

Grieving in emotionally, culturally, and spiritually
meaningful ways

[8, 46, 48, 51,
53]

240 8 Impact of Terminal Illness on the Family



still another stress reliever, a spiritual anchor for weathering a patient’s terminal
illness and reconfiguring one’s life healthfully afterward.

Information About the Illness and Communications
from Health Professionals

As I say many times in this book, informing and communicating lay the foundation
for all good end-of-life care. That is especially true in the care for families. Because
a later section of this chapter, General Care of the Family during Terminal Illness,
describes broad strategies for informing families, this section addresses only a few
specific interventions aimed at relieving stress.

One of those interventions is orientation to the care site. Medical institutions
often seem unfamiliar, foreboding places to families. “You are not medically
trained,” explains one family member in an ICU study. “You have to put your …
trust in people (there) you have never seen (before) and you don’t know.” [1]
Furthermore, those HPs have esoteric ideas, speak an esoteric language, and follow
esoteric customs. All the unfamiliarity intimidates the medically untrained.

Some of the stress from the unfamiliarity, I believe, can dissipate with a simple
orientation on admission to the care site. Such an orientation not only acclimates
families to the environment but also boosts their trust in the staff. Some parts of the
orientation might be delivered verbally by HPs; some, in a short written brochure
given to families [39]. The verbal orientation should include the names, professions
(doctor, nurse, etc.), and specific care duties of the HPs attending the patient. (My
own experience suggests how often HPs forget to give this information.) The verbal
orientation might also include some coaching about how to function at the site
(such as where to find the public restrooms and the cafeteria, which telephone
number to use to contact the nursing station, how to relate most effectively with the
staff, and how to act at the bedside).

The written brochure might explain general care practices at the site [8]. That
brochure should certainly give the visiting hours and explain the rationale for them:
to allow the patient to rest and the staff to do their caregiving tasks. (But reasonable
accommodations might be made in special cases [8, 48].) The brochure might also
encourage families to ask the patient’s primary care doctor to visit even if that
doctor does not currently care directly for the patient. Those visits increase conti-
nuity of care for the patient and provide social support for the family [34, 49].

Too little information about a patient’s illness, of course, can cause a family
stress. HPs have a duty to disclose as much information as the patient wishes and
should do so in ways that help the family understand the information properly [50].
Judgment is required about what, when, and how much to disclose. HPs must often
decide these particulars by a best guess based on family members’ apparent needs
and tolerances. But the goal should always be conveying the essence of the patient’s
illness and its implications for the patient’s future.
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One conscious focus for information giving might be family members’ own
observations about the patient. Family always observe the patient and want to know
what their observations mean. Without guidance family members may draw
incorrect, needlessly stress-producing conclusions. HPs should, therefore, periodi-
cally ask family their observations and respond with the best possible medical
interpretations. Another conscious focus for information giving might be family
members’ usual worry about whether their loved one will die uncomfortably. HPs
should address that worry explicitly when the patient’s death approaches. They
might ask the family such questions as Are you concerned about what will happen
to your loved one when we stop the ventilator? or Do you worry about what a
cancer patient like your relative experiences in the last hours of life? HPs may then
be able to reassure families that most foreseeable deaths occur peacefully.

Other parts of this book describe in detail communication strategies for
end-of-life care. I make here only one general comment about stress-relieving
communication strategies aimed at families. The best of those strategies have three
characteristics: broad inclusion of family members (unless the patient requests
otherwise), respectfulness for all people involved and their views, and compassion.
Empathy, or sensitivity to the feelings of others, underlies all these characteristics.

Patterns of Care

Just as some patterns of care create stress for families, other patterns of care provide
stress relief. Such relief sometimes comes with a patient’s admission to an intensive
care unit or an inpatient hospice. While those sites pursue opposite goals of care,
both ensure close attention by HPs. That attention reassures families their relatives
are receiving capable, conscientious care—whether it be aggressive, curative care in
an ICU or comfort-oriented, noncurative care in an inpatient hospice. Some experts
even say good hospice care is as intensive as good ICU care.

Patterns of good terminal care also reduce family stress by removing unneces-
sary obstacles to patient–family–HP interaction. Short or inconvenient visiting
hours are one common obstacle; discontinuities of attending HPs, another. When a
patient turns terminal, visiting hour limitations should be relaxed for patient and
family convenience. At the same time the scheduling of attending HPs, including
the nurses, should maximize continuity of care. That continuity allows patient and
family to get to know the HPs and to build trust in them during an emotionally
fragile time. Continuity of the principal doctor is especially important. The M.
family attest to that fact when describing a past instance of their family doctor’s
care for Mrs. M. She had developed a pneumonia, and the doctor decided to treat
her at home. But he conscientiously visited her there every day until she recovered.
As the elder daughter explained, “The doctor really cared about Mom and was
willing to go the extra mile to make sure she got well. We all felt good about him
and trusted him because he continued to see her.”
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The Family’s Reaction to the Patient’s Death

Two reactions to the patient’s death may serve as important stress relievers for the
family. One is believing that no one, especially family members, failed the patient
in the care process and thereby deserves blame for the death. Three arguments may
be invoked to justify this belief. First, the patient received maximal medical
treatment. All reasonable life-sustaining treatments were used, and none were
withdrawn prematurely. They all simply failed. Second, no medical mistakes
caused the death: The patient received the best care possible, free of fatal errors.
And third, the patient was simply bound to die at that time [46, 51]. No human
effort could have thwarted his or her predetermined fate.

The other reaction is expressing grief in emotionally, culturally, and spiritually
meaningful ways. Reminiscing is one important way. For that reason I mention it
throughout this book. Sharing stories preserves for survivors “remnants” of the
patient after death. Other ways include saying final good-byes, keeping bedside
vigils, witnessing the patient’s death, and attending funerals or memorial services
afterward [46, 51–53]. Parts of Chaps. 10–13 describe emotional, cultural, and
spiritual expressions of grief further.

The Case

The M. family benefits from every category of stress reliever but especially from
the response-to-the-terminal-illness category. The M.s represent Mrs. M.’s life
history and personal values accurately and make decisions that reflect that history
and those values. The decision for radiation illustrates. The family understand that
family relationships and athletics are key to Mrs. M.’s idea of a worthwhile life. The
pain and disability from her tumor disrupt both. She cannot remember her children
and grandchildren or play golf or tennis. These disabilities frustrate her. She finally
concludes, “Everybody lives too long. It’s past my time (to die).” Therefore, when
deciding on treatment, she chooses radiation—the most comfortable, least invasive
ameliorative treatment. She justifies the choice by saying “I don’t want to prolong
this (illness). I am ready to die. I just want to be comfortable now.” And the family
support her choice. They know that, if Mrs. M. cannot recover enough to participate
in the two most important aspects of her life, she does not want to live at all.

The M. family meanwhile use the healthy coping strategy of active
problem-solving. For example, Mr. M. takes Mrs. M. for rides in the car and walks
with her in the patio garden to stimulate her mind. The elder daughter posts family
pictures on the ward room wall to remind Mrs. M. about the children and grand-
children. And the sons plan financing for Mrs. M.’s rehabilitation stay by reviewing
the M.s’ Medicare coverage and their savings. All the children help take care of
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Mr. M., too. They spell him at bedside care whenever they come to town. And the
elder daughter ensures Mr. M. gets adequate nutrition and rest. She even takes him
to local theater productions as a diversion.

Furthermore, the family maintain their social supports. Frequent visits or tele-
phone calls with each other prove most important. Those contacts bolster family
solidarity. The family also welcome visits from Mrs. M.’s friends and get to know
other patients and families on the rehabilitation ward. These outside contacts pro-
vide an added boost. In addition, the elder daughter consults a colleague at work
about Mrs. M.’s situation. This colleague experienced recent cancer deaths of both
parents and can explain some of what is happening to Mrs. M. She helps give the
daughter an “emotional grounding” for adapting to Mrs. M.’s decline.

The M. family benefit from the other categories of stress relievers, too, but not so
extensively. In the information-about-the-illness category the family get some
notice about when Mrs. M. will die. The rehabilitation ward’s nursing supervisor
tells Mr. M. and the elder daughter on Mrs. M.’s last day that she is imminently
dying. The nurse first predicts death before midnight. When that does not happen,
the nurse urges Mr. M. and the daughter to go home, sleep, and return in the
morning. They do and come back in time to spend about an hour with Mrs. M.
before she dies.

In the communications-from-HPs category the family benefit especially from the
hospitalist doctor. He shows inclusiveness and respectfulness by including all
available family members in Mrs. M.’s care planning conferences, by patiently
answering all the family’s questions, and by listening carefully to their opinions. He
also shows compassion. For instance, he discloses what he would favor as treatment
for his own mother in such a situation, and he continues to visit the M. family for
support even after Mrs. M. transfers off his service to begin radiation.

In the patterns-of-care category the family benefit from the open visiting hours
on the rehabilitation ward. Because Mr. M. lives at the retirement center, he and his
family may visit the rehabilitation ward at any time. The open hours allow him to
run errands during normal working hours and to visit Mrs. M. off-hours.

In the reaction-to-the-death category the M. family benefit by grieving Mrs. M.’s
death in emotionally and culturally meaningful ways. One involves hosting a
reception in Mrs. M.’s memory after her death. The extended family and many
friends attend. A review of Mrs. M.’s life forms the focus for the reception.
A grandson shows a continuous loop slide show of Mrs. M.’s life. And both Mr. M.
and the elder daughter give short reminiscences. Mr. M. tells how as a sweaty
teenager riding his bicycle he first met Mrs. M. And the elder daughter tells about
Mrs. M.’s care as a mother. The daughter closes her reminiscence by saying
poignantly, “I realize now all the little things Mom did for us kids were not so little
after all.”
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A Special Case: Family Stressors and Stress Relievers
in the Intensive Care Unit (ICU)

Mrs. M. was never admitted to an intensive care unit (ICU). Nonetheless, recent
statistics show an association—though surely not cause and effect—between ICU
stays and deaths in America. About one-fifth of Americans die shortly after ICU
stays [54], about half of Americans dying in hospitals spend some of their last three
days in ICUs [55], and about one-tenth of patients in ICUs have decisions made to
withdraw life support [37]. Patients dying after an ICU stay usually have a severe
organ system failure such as heart, liver, or lung failure, but recent studies show that
patients with advanced cancers increasingly undergo aggressive treatments some-
times involving the ICU [56, 57].

A patient’s ICU stay traumatizes the family because they vicariously experience
some of the patient’s suffering and may have to make life-or-death decisions on the
patient’s behalf [54]. HPs working in an ICU, therefore, need to know the ICU’s
special stressors for families and ways to relieve those stressors.

One special stressor is the alien nature of the ICU. While the ICU is familiar to
the HPs working there, it is not to families of patients. In fact, one author calls the
ICU a “vortex,” or whirlpool, for families [1]. The term invokes a rapid, uncon-
trolled, dizzying experience. The unstable, frequently changing medical conditions
of patients; the inherent uncertainties and unfamiliar concepts involved with
diagnoses; the esoteric, highly sophisticated treatments; their potentially
life-or-death consequences; and the aggressive “rescue culture” make families feel
lost or marginalized in the ICU [1, 55]. The multitudes of HPs attending each
patient contribute to the bewilderment of families. And no guarantee exists that ICU
care follows a patient’s presumed wishes or provides overall benefit [1]. This
alienness and other stressors, too, may sometimes make the ICU seem threatening
to patients and hostile to families. Many family members understandably react with
depression or anxiety [37].

HPs can take a few simple steps to ease families’ stresses in the ICU. With the
ICU environment seeming so alien and threatening, HPs might initially orient
families to the ICU and how it works [4, 8]. A brief orienting brochure (like the one
I suggest elsewhere for Mrs. M. on the rehabilitation ward) might help [39].
Furthermore, HPs in the ICU should wear name tags, introduce themselves
explicitly, and explain their roles in the patient’s care [8]. HPs should also take
extra time to discuss the patient’s case with the family at admission. Families
hunger for information then. They want to know diagnosis, treatment, and prog-
nosis and the reasoning behind each [4]. HPs should specify the important areas of
uncertainty, too. All explanations should be plain and honest, avoiding medical
jargon [4]. HPs should invite families to ask questions and should anticipate
important questions families might not think to ask. Nurses should be empowered
to contribute to the explanations: Families may need the nurses to interpret the

A Special Case: Family Stressors and Stress Relievers … 245



doctors’ comments [29]. After admission, families should receive updates at least
daily and with any significant changes in the patient’s condition [4]. And visiting
hours should be made as liberal as practicable on a case-by-case basis [4].

HPs must also appreciate families’ emotional turmoil during a patient’s ICU
stay. That turmoil may impair families’ ability to understand medical information.
HPs may, therefore, have to repeat information several times or in several ways for
families to grasp it [37]. Families also need explicit emotional support to cope with
the severe illnesses typical for an ICU. This support might come in several ways.
One is helping families fashion realistic hopes for outcomes. Another way is
promising good, conscientious care and then delivering on that promise. And still
another way is demonstrating to families that the ICU staff genuinely care about the
patient and the family [4]. That assurance creates the foundation for family trust in
the staff.

General Care of the Family During a Terminal Illness

The prior discussion about family stressors and stress relievers during a terminal
illness suggests ways HPs can help families beyond just performing a dying
patient’s physical care or coaching the family as they perform it. That help might
include referring family caregivers for caregiving education, individual counseling,
group support, or respite care. Sections in the next chapter discuss those specific
interventions. This section, in contrast, discusses general approaches to care for all
family members experiencing a loved one’s terminal illness. I organize these
approaches into four categories—overall communication, family conferences,
special communication roles for nurses, and potentially helpful perspectives for
families.

Overall Communication

Many experts believe good communication is “an essential component of
end-of-life care.” [42] Communication is especially important to families of dying
patients. In fact, nearly half of family complaints about current terminal care
involve communication [10]. Room for improvement surely exists. Unfortunately,
the research on communication with families in terminal situations is “slim,” [42]
leaving large knowledge gaps about what might constitute improvement. Therefore,
much of what I say here necessarily relies on expert opinion and my own experi-
ence. Ideas for improvement may change with additional research.

HPs should concentrate their communication efforts mostly, but not exclusively,
on families of the sickest patients [58]. Regular, gentle efforts to engage these
families are probably more important for meaningful communication than any one
particular technique [10, 19, 54]. Still, quality end-of-life communications involve
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HP accessibility and continuity; honest, timely, clear, and useful information; sen-
sitive interaction marked by compassion; and sound guidance in decision-making
[10]. The doctor serving as primary communicator for the patient’s medical team
should lead the effort. That doctor should put the family at ease and inspire trust [58].
He or she should give a reliable contact telephone number and encourage the family
to call with questions or concerns [34, 45, 49, 59].

The doctor should surely strive for continuity in the doctor–family
relationship. One threat to that continuity is transfers among doctors or care insti-
tutions while the patient is still alive. The doctor, therefore, should extend himself
or herself after patient transfers to maintain those relationships. Only an occasional,
brief telephone call to the family may be necessary to give them important emo-
tional support. The doctor should also make regular, supportive visits to the patient
while he or she is dying and a call or visit to the family afterward. Although some
of those efforts may not get reimbursed (but all should be), I urge doctors to make
them anyway. A doctor’s giving personal condolences provides important conso-
lation for grieving families. Empathy and a sense of professional duty should
motivate the doctor in doing so.

Information is useful to families, of course, only if it is consistent and clear.
Thus, HPs who give information—doctors, nurses, and others—should coordinate
it with the rest of the medical team to minimize inconsistencies. The information
delivery should also explain key concepts and repeat them as necessary for
understanding [1, 10, 60]. Pictures help. In addition, good communication requires
periodic informational updates (perhaps every day for rapidly changing, critically ill
patients and every other day for less rapidly changing dying patients). Updates
should occur even more frequently with serious downturns in the patient’s
condition.

The most momentous decisions families make in end-of-life situations involve
either stopping life support or focusing on comfort-only care. Chapter 7 addresses
those decisions in detail. I mention here only two points. First, most families want to
make those decisions together with the patient’s doctor. They welcome the doctor’s
input and consider it carefully. The doctor’s opinion carries great weight. I urge the
doctor to make a clear recommendation and to give its rationale. And second, many
families struggle with the spiritual implications of those decisions and want advice
from either the institution’s chaplain or their own spiritual advisor. The doctor or
other HPs attending the dying patient should offer the family timely spiritual
referrals during momentous decisions according to the family’s preferences [53].

Quality end-of-life communication must always demonstrate compassion, liter-
ally “suffering with.” Family in a terminal situation need others to understand
something of their distresses and to empathize. Therefore, HPs must avoid the
conversational “blocking” maneuvers I discussed before. Those maneuvers stop
awkward or emotionally charged conversations before they even start [42]. Instead,
HPs should encourage family members to talk about their distresses. And HPs
should explicitly acknowledge distresses when they come up. HPs should listen
carefully and respond empathetically. HPs might say such things as “It must be hard
to face the death of your brother.” or “I can remember feeling confused and
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overwhelmed when my own mother was dying. I imagine you have some of the
same feelings now.” Compassion, of course, is not automatic and cannot be faked.
It must be consciously cultivated. It develops only with effort. But grieving families
will recognize—and appreciate—HPs’ compassion when it is genuine.

Compassion for dying patients and their families involves special obligations.
One relates to disclosing deaths to family. I believe that should occur in person
whenever possible. If family members are nearby but not immediately present when
a patient dies, the HP communicator might call and prepare them initially over the
telephone. The HP might say something like “I’m afraid Mrs. Jones has taken a turn
for the worse. I think you should come. Please meet me at the nurses’ station so I
can update you before we see her together.” Then when the family arrive, the HP
should be readily available, should lead the family to a private area, and should
disclose the death there before the family and the HP see Mrs. Jones in her room.

Family Conferences

Current trends toward shared decision-making and family involvement in care make
family conferences a cornerstone of ICU care. They ease family depression and
anxiety during serious patient illnesses, and the trauma of family bereavement after
patient deaths. Every leading critical care society now recommends these confer-
ences [39, 58]. I believe they should become a central part of family care with all
patients who have deteriorating, potentially fatal illnesses.

Family conferences should begin early and recur frequently in critical or terminal
situations in the hospital [8, 58]. While these conferences may often be informal,
HPs should prepare for them with the same thoughtfulness with which they prepare
for other key clinical events [55]. HPs should plan ahead what information to give
and how to present it. The conferences should be multidisciplinary (at least with
doctors and nurses) and structured. They should not only give information but also
encourage an exchange of views among patients, family members, and HPs [8].
Some experts recommend structuring the conferences after the VALUE acronym.
VALUE stands for value what family members say, acknowledge the family’s
emotions, listen, ask questions to understand the patient and his or her life story, and
elicit questions from the family [39, 58]. The conferences should aim overall to
support families and to facilitate consensual decisions.

The little research that exists about family conferences suggests four points.
First, family satisfaction with the conferences parallels the percentage of time
family members have to speak [54]. Doctors, therefore, should speak less and listen
more than they ordinarily do [54]. One study shows doctors talk, on average, for
more than four minutes to begin such a conference. Overall they talk, on average,
for 71 % of the time, leaving only 29 % of the time for family members to talk [54].
Those percentages should probably come closer to 50–50 %. Second, doctors
should express more empathy than they do. They tend to respond more often to
informational cues than to emotional ones from the family [42]. Perhaps for that
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reason doctors average only 1.6 empathetic comments per conference. Empathetic
comments are not difficult or time-consuming. Doctors need only acknowledge how
emotionally draining having a loved one so ill is or how burdensome making
life-or-death decisions for another is [61]. Third, conferences should end with an
agreement about an action plan. And, fourth, the family may benefit from receiving
specific information, printed or verbal, on the patient’s disease if the patient is
critical or on bereavement if the patient is terminal [58].

Special Communication Roles for Nurses

Nurses often play important roles in end-of-life communications with families. In
fact, nurses probably disclose patient deaths to families more often than do doctors
[1]. Because they spend so much time at the bedside, nurses have many opportu-
nities to get to know family members and to talk informally with them. Nurses can
use these conversations as an avenue for exchanging important information. Nurses
might ask family members about the patient; his or her life history and values; and
the family’s own needs, feelings, and expectations for care [55]. The nurses might
also explain how the medical system works, who the various attending HPs are and
what roles they play in the patient’s care, and how families can help give care at the
bedside [4, 22]. Furthermore, because family members often do not adequately
understand the information doctors give [55], nurses might need to explain that
information in terms the family can understand [1]. The doctors, of course, should
encourage the nurses to offer those explanations [29]. The nurses’ informal inter-
actions with family members and the nurses’ generally good instincts about reading
people’s moods can also yield valuable assessments of family stressors [8]. The
entire medical team should encourage nurses to report those assessments and should
consider them in care of the family.

Potentially Helpful Perspectives

HPs can help families cope with end-of-life ordeals through not only good com-
munication strategies but also helpful perspectives. I find four perspectives espe-
cially helpful to families. First, people ordinarily live as though life will always be
what it is now. But the death of a close loved one compels change. Therefore,
whenever a patient nears death, HPs should encourage family members to prepare
for change by imagining life after the patient dies. Second, people may paradoxi-
cally believe at different times they have full control or no control over death.
Reality lies in between: Patients and families can control some things but not others.
The healthiest approach to a death, then, is to identify the things one can control and
to change them as needed, and to accept as is the things one cannot control. Third,
different family members realize the inevitability of a patient’s approaching death at
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different times. Some family members may, therefore, have to wait for others to
“catch up” to that realization. Important treatment decisions may sometimes have to
be postponed as a result. But important, inevitable end-of-life decisions such as
stopping futile life support should never be postponed more than briefly (and
certainly not indefinitely). And fourth, imminent death may trouble family members
more than it troubles the dying person. As one insightful 102-year-old woman says,
“When you’re old, you get tired. You have done so much that you get tired of
living. You just want to rest (from life).” For many patients, therefore, the closer
death comes, the more it looks like a friend.

The Case

Communication effectiveness, the heart of these suggestions for family care, differs
markedly between Mrs. M.’s hospitalist on the hospital ward and her nurse’s aides
on the rehabilitation ward.

The hospitalist uses an exemplary communication style. He assumes primary
responsibility for informing the family about all medical aspects of Mrs. M.’s case.
He convenes family conferences at critical points in her illness such as when the
brain tumor is first diagnosed and when ameliorative treatment should be decided
on. He delivers important information in a timely, clear way and encourages
questions. He also listens carefully to what family members say. And he ensures
continuity of communication by providing a contact telephone number and inviting
the M. family to call him with questions. He visits Mrs. M. and her family regularly
even after the diagnostic workup ends and she transfers to the radiation oncology
service for treatment. The family particularly appreciate the hospitalist’s empathetic
guidance when he says he, too, would favor radiation if his mother were in a similar
predicament. Above all, he never dismisses Mrs. M. as just another dying patient.
And he frequently reminds the family to take basic care of themselves despite the
hardships of Mrs. M.’s illness. He urges them to eat regularly, to take breaks from
the hospital vigil, and to rest properly. This communication style earns him the
family’s full trust. As one daughter says, “We felt the doctor was looking out for us.
He was on our side.”

Perhaps only partly through any fault of their own, the nurse’s aides on the
rehabilitation ward use a sharply contrasting, deficient communication style. They
are often preoccupied with the mechanics of care (such as measuring blood pres-
sures, delivering meal trays, and changing bedsheets) and rarely think to ask the
family how they are coping. The aides also respond with blocking maneuvers when
the family volunteer their distresses. If a new symptom or sign appears, the family
ask the aides anxiously, “Do you see what we see? What does it mean?” The aides
either ignore those questions or block further discussion with a curt “I don’t know.”
In addition, the aides offer no new suggestions when the family ask for ways to
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trigger Mrs. M.’s memory. And none of the ward staff including the nurses and the
aides explain what the family can expect from hospice. Thus, when hospice is
engaged, the family are severely disappointed by what they perceive as a lack of
direct hospice involvement in Mrs. M.’s care.

The aides’ regrettable communication style understandably puts the family off.
They come to believe the aides are either too distracted or too disinterested to
address family psychosocial issues. The family feel isolated in their grief. The
whole rehabilitation ward staff, aides and all, obviously need education about
communicating with families in end-of-life situations.

Can End-of-Life Care Satisfy Families?

Health professionals genuinely aspire to give compassionate, high-quality
end-of-life care. As I say throughout this book, such care includes personal
attention to patients and their families; honest, clear, and timely communications;
effective symptom control; and empathetic responses to survivors’ grief. When
done well, end-of-life care eases the patient’s dying and consoles the family. It also
gives HPs enormous satisfaction.

Yet the landmark 1995 SUPPORT study exposed significant shortcomings in the
end-of-life care actually delivered [62]. Doctors in the study rarely knew the wishes
of their patients about such care. And, even when informed about those wishes, the
doctors rarely followed them in treating patients. Many patients, therefore, died in
ways they did not want.

Those disturbing results spurred powerful responses from prominent medical
institutions. The Institute of Medicine conducted a comprehensive review of
end-of-life care and recommended ways to improve it [63]. The Journal of the
American Medical Association published a series of case commentaries giving
practical lessons in quality end-of-life care [64]. And the Hastings Center, a medical
ethics think tank, published a special report addressing the question, Why has
improving end-of-life care been so difficult? [65] Many improvements have fol-
lowed, and more will surely come. HPs must incorporate them into practice as they
appear.

Behind all the reform efforts lies the assumption that, if the healthcare system
makes enough of the right improvements, end-of-life care can eventually satisfy
families. But the public’s lingering dissatisfactions with it make me wonder: those
dissatisfactions seem as persistent now as ever [66, 67]. Families want pain-free,
“dignified” deaths for loved ones; more quality time with them near the end of life;
continuity of care and clear communications from attending HPs; and timely
changeovers to purely comfort care. Families claim these wishes are often not now
realized [8, 44]. They express the most dissatisfaction with communications about
diagnosis, its implications, and the cause of death [67] and with psychosocial
support for patients and families [8].

General Care of the Family During a Terminal Illness 251



I believe not only that HPs strive constantly to improve their end-of-life care but
also that some problems in dying can never be completely solved. Every death, I
think, will fall short of the ideal—that quick, clean, comfortable, and sometimes
heroic death of Hollywood movies [8]. Families expecting that ideal will always be
dissatisfied [55].

Which problems, then, persistently fuel families’ dissatisfactions with end-of-life
care? I can think of six. Three occur at the level of individual patient cases; three, at
the level of healthcare institutions.

One of the three at the level of individual patient cases is the inherent uncertainty
of diagnosis and prognosis [46]. The medically untrained often misperceive med-
icine as an exact, deductive science. They want—and expect—quick, accurate
information in life-threatening crises. People simply do not understand that, like a
jigsaw puzzle, diagnosis requires assembling pieces of clinical data into a coherent
picture. Gathering and arranging those pieces take time. The wait involved upsets
many families anxious for a quick definition of the crisis [48]. HPs should address
that anxiety and try to assuage it while everyone awaits a firm diagnosis. They can
reassure the family that the HPs have not forgotten them in their distress, and that
the doctors are pursuing an expeditious, orderly workup. Of course, even when a
firm diagnosis emerges, a firm prognosis may not. Complex life-threatening dis-
eases often defy accurate, specific outcome predictions. In fact, accurate predictions
about death may be possible only hours before a death occurs. Thus, the only
realistic approach in most dying situations is a frustrating wait-and-see one.

Another problem at the level of individual patient cases is the arcane care
technology used in many life-threatening situations. Because families do not
understand that technology, they are wary of it and may even feel manipulated by it.
Circumstances also force families to trust stranger specialists who control the
technology and whose intentions and skills the families can assess only superfi-
cially. Common, everyday wisdom may help little. It may even mislead or confuse.

I believe American popular culture is partly responsible for families’ confusions
over the technology. Movies and television shows create unrealistic expectations of
medical care by depicting it too simplistically. Compared to media depictions,
real-life medical care seems slow, inept, chaotic, inefficient, impersonal, and
self-serving. I strongly reject those impressions, but they do influence families.
Discrepancies between what families see and what they expect to see in medical
care often disturb them.

And a third problem at this level of individual patient cases is the harmful
emotional baggage a family brings to life-threatening medical crises [68]. That
baggage is unique to each family [22], illustrating Tolstoi’s point that “every
unhappy family is unhappy in its own way.” [69] Unfortunately, emotional baggage
dictates much of a family’s response to terminal illness and is not immediately
apparent to outsiders such as the attending HPs. Acrimonious feelings may lie
dormant during ordinary circumstances only to erupt suddenly under the stresses of
end-of-life situations. Old grievances, rivalries, codependencies, and guilts may
surface with a vengeance. Even family members may not recognize those emotions
or realize they have been simmering below the surface of life. HPs attending the
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dying patient, therefore, may have to decipher the family’s unique dynamics and
sensitivities on the spot. “Feeling their way along in the dark,” HPs must guess at
how to respond. Unintentional slights or unmet expectations may occur, leaving
some family members hurt or angry and some HPs regretful.

One of the obvious institutional problems contributing to family dissatisfaction
with end-of-life care is the legal, organizational, and economic limitations gov-
erning modern American medical care. Most nonHPs do not appreciate the huge
constraints created by such limitations. Though sometimes nuisances in practice, all
those limitations have a grounding in history. Past mistakes or abuses have
prompted institutions to create laws, policies, or regulations to avoid the same
mistakes or abuses in the future. Past mistakes of medical disclosure and abuses by
forced treatment, for example, prompted laws to protect the privacy of personal
medical records and to honor patient treatment refusals. Yet, if too many or too
rigid, such laws, policies, and regulations may have the unintended effect of
actually obstructing good care and frustrating patients, families, and HPs in the
process.

Another institutional problem prompting family dissatisfaction with end-of-life
care is fragmentation of care. That fragmentation can cause miscommunications,
conflicts, and inconsistencies among institutions and HPs, leaving patients and
families confused. The fragmentation can also blur lines of responsibility: If unable
to identify any one doctor or other HP as ultimately responsible for a patient’s care,
a family may see no clear ultimate source of answers to their questions or concerns.

A third institutional problem causing families’ dissatisfaction with end-of-life
care is current cost-cutting measures. American healthcare institutions have had to
cut patient care staff to make budget under reduced reimbursements. At the same
time, health insurers require HPs to provide ever more documentation for the
reimbursements they do get. These measures leave few staff and little time to care
for patients. Furthermore, healthcare staffing has shifted to hiring ever less exten-
sively trained (and cheaper) caregivers. Where fully trained nurses once provided
much of the direct patient care, medical assistants and nurse’s aides do so now.
These basic-level HPs have too little training or experience to address adequately
the nuanced psychosocial and spiritual needs of dying patients and their families. In
short, powerful institutional forces work against meeting such needs even though
doing so determines much of families’ satisfaction with end-of-life care.

Readers should not misunderstand me here: I do believe family satisfaction with
end-of-life care can be increased despite all the countervailing forces. Individual
HPs can make improvements in their patient care practices and should try. But big
institutional improvements, lying beyond the influence of individual HPs, are also
necessary. Unfortunately, as the immediate representatives of healthcare institu-
tions, individual HPs may face families’ anger at the institutions. HPs should not
take that anger personally. Rather, they should calmly hear families out, sympathize
with their complaints, perhaps explain something of institutional constraints, and
make whatever accommodations possible at the patient care level. Being profes-
sional at those times requires absorbing, not reflecting, people’s anger and
responding constructively.
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The Case

The M. family have well-founded dissatisfactions with Mrs. M.’s end-of-life care.
But almost none arise at the individual case level. Admittedly, Mrs. M.’s enigmatic
presentation baffles her doctors at first, causing uncertainty and delay in making the
diagnosis. Mr. and Mrs. M. become understandably impatient. The wait distresses
them, creating momentary angry thoughts. At one point Mr. M. suspects the doctors
of purposefully concealing the diagnosis. Mrs. M. meanwhile grows frustrated with
her progressively disabling, undiagnosed illness. “The doctors don’t realize what
(abilities) I’ve already lost!” she exclaims with exasperation. The doctors never
directly address these distresses. Yet, once a brain scan reveals the tumor, Mr. and
Mrs. M. forget the prior wait. They are saddened at the diagnosis but grateful for the
technology which made it clear painlessly and noninvasively.

In addition, the M.s are about as well-adjusted as any modern American family
can be. They bring little harmful emotional baggage to Mrs. M.’s dying. They keep
each other informed, visit Mrs. M. frequently, and share care duties for her and each
other. The family also encounter no significant disagreements over the most
momentous decisions involved with Mrs. M.’s illness: Which ameliorative treat-
ment would serve her best? Should she return from the hospital to her
independent-living apartment or to the retirement center’s rehabilitation ward? and
When should she transfer to hospice care? Sympathy and love enable the family to
support each other throughout the ordeal. Their dissatisfactions with care, therefore,
do not arise from individual-case-level problems.

Rather, their dissatisfactions arise from institutional-level problems. Laws, reg-
ulations, policies, and entrenched practices sometimes interfere with Mrs. M.’s care.
For example, policy on the rehabilitation ward requires accepting at face value any
patient’s expressed refusals, however, nonsensical. When Mrs. M. becomes con-
fused late in her illness, she refuses several baths in a row without giving a reason.
She becomes soiled and cannot keep her bedsheets clean. Aware of the inevitable
health risks and Mrs. M.’s penchant for cleanliness throughout her life, Mr. M.
finally insists the staff bathe her. An argument follows, but the staff eventually
relent. They bathe her against her expressed wishes.

Furthermore, cost cutting on the rehabilitation ward causes understaffing, and
care suffers. The M. family say the staff invite them “to call us any time you need
something.” But, when the family do call for help, the overworked staff sometimes
come very late (only after an hour or more) or not at all. The family soon decide to
rely as much as possible on themselves to give Mrs. M.’s basic personal care. Even
that strategy causes problems. The understaffing disrupts ward routine, making it
unpredictable. Because Mr. M. helps Mrs. M. eat, he must wait for her meals to
arrive at her room. But the deliveries are erratic. Mr. M. sometimes misses his own
meals at the retirement center’s dining room because he is waiting for Mrs. M.’s
meals to arrive at the rehabilitation ward. Despite such frustrations Mr. M. thanks
the ward staff for whatever help they do give Mrs. M. He knows she depends on
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them for some care, and he wants to avoid alienating them for fear they will retaliate
by withholding care from her.

Probably the M.s’ most serious dissatisfaction arises from the fragmentation of
Mrs. M.’s care. That fragmentation becomes especially problematic after she
transfers to hospice care on the rehabilitation ward. The organizational complexity
of care increases as a result. The new division of labor requires the hospice staff to
monitor her care and to give instructions, and the rehabilitation ward staff to
implement the instructions. Pain control improves, but most other problems do not.
A prominent cause for the spotty care is the lack of coordination between the two
staffs. The ward staff sometimes do not understand the hospice staff instructions but
do not ask for clarification. The frequent changes of ward staff exacerbate the
follow-through problem. Good communication between caregivers or shifts occurs
only intermittently. Furthermore, the hospice staff appear unaware that miscom-
munications may exacerbate some unaddressed problems including Mrs. M.’s
insomnia, intermittent angry outbursts, and loss of appetite and the family’s emo-
tional reactions to her dying. The elder daughter says ruefully, “We rarely see the
hospice people. And the ward staff change the bedsheets but don’t ask us how Mom
or we are doing. We feel abandoned.”

The M.s’ experience shows how much impact such institutional-level problems
have on patients and families during end-of-life care. The problems are huge, but I
believe we can fix many. Improving family satisfaction with end-of-life care surely
depends on doing so.

Summary Points

1. The typical fatal cancer has three phases: the diagnostic, the ameliorative, and
the terminal. Each phase presents families with distinct adjustment challenges.

2. Health professionals’ communications with families during a terminal illness
should be timely, honest, informative, supportive, and compassionate.

3. Regular family conferences should be a part of patient care in all deteriorating,
potentially fatal illnesses.

4. Important factors—some case-specific, others institutional—can erode family
satisfaction with end-of-life care.
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Chapter 9
Care for Family Caregivers

An Overview of Family Caregiving

Between 15 and 44 million Americans [1–3]─approximately one person in every
four households [4]─provide long-term, unpaid care for chronically ill or dying
relatives. These caregivers constitute “a vast, silent volunteer army,” [5] America’s
“stealth weapon against chronic illness.” [6] They give desperately needed care for
historically underserved patients while saving the American healthcare system
billions of dollars annually [7].

One author describes the typical family caregiver as a 46-year-old woman with a
high school education; a full-time job; an annual household income of $35,000; and
no formal medical training [6]. She is the patient’s wife if the patient is terminally
ill, or the patient’s daughter or daughter-in-law if the patient is chronically but not
terminally ill. And she devotes between 18 and 120 h per week to the patient’s care
[5, 8]. She views this caregiving as a second, full-time job [4, 9]. If she is a daughter
or daughter-in-law of the care recipient, she often also has a husband and growing
children whom she must care for at the same time [10]. “The American system of
long-term care,” one author concludes, “would collapse without” this selfless,
dedicated family caregiver [6].

This chapter addresses the plight of those people who care for chronically ill or
dying relatives. The chapter begins by reviewing reasons why families have a duty to
care for their ill or dying. The chapter then describes typical aspects of family care-
giving including care tasks, stressors, potential stress relievers, and impact on care-
givers. Next the chapter describes family caregiving with the dementias, the fatal
diseases for which the most data on the topic exist. (I believe caregiving with the
dementias often resembles caregiving with other fatal diseases such as the cancers and
the organ system failures. Many lessons about caregiving with the dementias should
apply equally well to those other diseases.) The chapter then discusses interventions
aimed at supporting family caregivers of dying patients and closes with suggestions
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about how health professionals (HPs) in particular can help. To illustrate many of its
points, the chapter uses an elderly man who suffers a hip fracture and then requires
family care at home for many months. He develops a dementia in the meantime and
finally dies after a severely debilitating stroke.

The Case

Mr. L is an 88-year-old retired utilities executive with a long-standing cardiac
arrhythmia, for which he takes a blood thinner. One day he trips on the sash of his
bathrobe, falls, and breaks a hip. He undergoes a successful hip replacement but
requires institutional rehabilitation for several months afterward due in part to
pressure sores that develop on his feet and back. Mr. L. is finally allowed to return
to his independent-living apartment in the retirement center where he and his wife
live. She and the L.s’ daughter take over most of his care there. They clean and
dress his pressure sores; manage his complicated medication regimen; oversee his
diet and rest; and coordinate his many general medicine, orthopedics, and physical
therapy appointments. A visiting nurse comes twice a week while his pressure sores
heal.

This in-home care for Mr. L. extends from months into years. Mrs. L. and the
daughter notice distinct mental and physical changes in him over that time. He
begins to lose his way in the once familiar hallways just outside the apartment.
Someone must walk with him to keep him from getting lost. His stamina decreases
gradually, and bowel incontinence occurs occasionally. Embarrassed at the bowel
incontinence, Mr. L. stops going to the retirement center’s common dining room for
dinners. He eats them instead alone with Mrs. L. in the apartment. Mrs. L. must
either cook them or bring them in. Still, his appetite decreases, and his weight
drops. In addition, he begins to need help from Mrs. L. or the daughter to shower
and dress. And despite being an avid lifelong reader and sports fan, Mr. L. loses
interest in both books and sports. At first he skims books he used to devour eagerly;
soon he no longer even opens books. He sometimes still turns on televised ball
games but does not watch them. He cannot remember scores even while the games
are being played.

One evening Mrs. L. finds Mr. L. drooling and unresponsive in his favorite easy
chair. She calls 911. Paramedics respond and transport Mr. L. to the closest hos-
pital. Brain scans over the next few days show a large but stable bleed. Mr. L. has
had a hemorrhagic stroke likely due in part to the blood thinner. He regains minimal
responsiveness after a few days but cannot make decisions for himself. He chokes
regularly on his diet of thickened liquids. His doctors press Mrs. L., the daughter,
and the son (who has just arrived from out of town) about whether they want a
permanent feeding tube for him. Deciding Mr. L. would never want one, they say
no. Because Mr. L. will no longer have adequate nutrition or hydration, the doctors
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conclude he is dying. They discharge him back to his independent-living apartment
with in-home hospice care. The family attends him there until he dies quietly
several days later.

The Familial Duty to Care for the Ill and the Dying

“Family caregiving,” insists one expert, is key to “sustaining patients at the end of
life.” [4] Agreeing with that idea, many Americans endorse a family’s duty to care
for their ill or dying. But that duty has more than just widespread public support; it
also has strong conceptual support, more so in American culture and ethics than in
law.

Various authorities attest to the American cultural grounds for the duty. One
prominent author, for example, sees the family’s duty to give care as “traditionally”
American and says that American families provide more care for their chronically
ill or dying elders than do governmental or charitable service organizations. But this
author also observes that fulfilling that duty falls disproportionately to women, and
it is a “deeply internalized social stricture and (an) ingrained behavior” for them
[11]. The author then backs up that view with results from her own research. She
interviewed three generations of American women—grandmothers, mothers, and
granddaughters—and found all three “resoundingly endorse(d their) filial care
(duties) for elders.” [11] Another American expert, who cared for her quadriplegic
husband for years, adds that many American family caregivers—men and women
alike—willingly undertake that caregiving duty for its intrinsic psychological,
social, and spiritual benefits [12]. Even one prominent American medical profes-
sional organization acknowledges the importance of family caregiving. The
American College of Critical Care Medicine states that, as ever more restrictive
spending constraints take hold, the American healthcare system relies increasingly
on families for long-term care of their ill or dying [13].

Governments in Great Britain and the USA have tried to legislate a family’s duty
to give care. While many people would agree with the logic behind them, the
resulting laws have proven largely ineffective at promoting family caregiving. In
1601, Great Britain passed the Poor Law, which shifted the costs of caring for the
ailing poor from the general public to the families of those people. The government
justified the law by saying, “(T)hey who protected (us in) the weakness of our
infancy are entitled to our protection in the infirmity of their (old) age.” Similarly, in
1983 the US federal government declared that states could pass laws requiring adult
children to pay for the care of their elderly parents. The government argued, first, that
the capable adult child’s implicit duties to care for an ill or aging parent mirror the
parent’s earlier explicit duties to care for the young child and, second, that the
reciprocal child-to-parent caregiving duties [11] already have nearly the force of
legal contracts. The government’s declaration sparked considerable controversy.
One opponent of the declaration argued that government can require a parent to care
for a child but not for a child to care for a parent because only the parent has a choice
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in creating the parent–child relationship [14]. This author concluded that care by a
child for a parent must always be voluntary. The author also warned that trying to
legislate good behavior by families risks unintended bad consequences due to legal
inflexibility and heavy-handedness. Surely for those reasons few, if any, American
states subsequently adopted compulsory family caregiving laws.

Nevertheless, the family duty to care for the ill and the dying does have a solid
foundation in ethics. One ethicist, for instance, recognizes a duty of adult children
to care for their ill or dying parents but not based on some “debt of gratitude” to
parents as asserted in past governmental declarations [15]. This ethicist analyzes the
issue instead by contrasting favors (which incur debts) with willing sacrifices
(which do not). Favors involve agreements, explicit or implicit, between two
equally astute people that one will bear some burden for the other. The beneficiary
thereby incurs some comparable debt or obligation to be repaid the benefactor in the
future. Expected mutual gain motivates both parties. (Africans provide an inter-
esting example of favors. An African who borrows a basket from a neighbor repays
the implicit debt of the favor by returning the basket full of fruit from the family
garden. Westerners, of course, follow similar customs about borrowing but in
typically Western ways.) The ethicist goes on to reason that parents do not raise
their children on favors, expecting the children to repay debts from past childcare
with future elder care. Parents and young children obviously make no agreements,
explicit or implicit, as equally astute parties expecting mutual gain. This ethicist
believes that parents instead raise their children by voluntary, loving sacrifices.
I agree.

How, then, does this ethicist justify a genuine duty of adult children to care for
their ill or dying parents? She suggests that, ideally, parental sacrifices in
child-rearing foster mutual affection. A lasting, loving parent–child bond results.
Reciprocal caregiving duties grow naturally from that loving, intimate bond. Thus,
affection, rather than indebtedness, motivates care in both directions. Of course, the
burdens and benefits of caregiving sometimes get out of balance in one direction or
the other: Parents need to provide more care when children are young and devel-
oping, and adult children need to provide more care when parents are old or dying.
The loving parent–child relationship, however, never keeps a strict account.

I believe this parent–child relationship benefits more than just parents and
children. It benefits those in other familial relationships, too—grandparents and
grandchildren; brothers and sisters; aunts, uncles, nieces, and nephews. The parent–
child relationship in its best form serves all as an inspiring model for caring and
caregiving throughout the family.

I conclude that culture and ethics mostly, and law less so, establish a family’s
duty to care for its ill or dying members. Mutual affection, intimate bonds, and
shared personal histories underlie that duty. Many families recognize it and respond
accordingly with loving, selfless caregiving [16].

But not all families do. Some either do not acknowledge their caregiving duties
or do not fulfill them conscientiously. When so, a patient’s principal doctor, sup-
ported by the patient’s other HPs, should remind family members about their duty
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to provide care. Reasonable limits to such care, of course, apply and may vary with
families’ circumstances. The doctor may need to explore those circumstances with
each family. Still, many doctors hesitate to confront derelict families about this care
duty. Doctors may think their moral authority inadequate to prevail in such situa-
tions. But doctors actually have more moral authority than they think. I, therefore,
believe they should use it to ensure families do their part in providing care for ill or
dying family members. Some patients may depend on doctors to advocate for them
in this way.

The Case

Mrs. L. and her daughter certainly recognize their duty to care for Mr. L., and they
act on it admirably during his long decline. One of the two women nearly always
stays with him in the apartment. And they perform many care tasks for him from
helping him shower to dressing his wounds. They also monitor his condition,
engage the healthcare system as needed on his behalf, and provide him
companionship. Unfortunately, the L.s’ retired son does not help much. In fact,
when he visits, he often irritates the daughter by suggesting additional tasks for her
such as dusting the furniture or cleaning the shower without offering to help her.
Furthermore, whenever Mr. L. asks for personal care in the son’s presence, the son
automatically calls his mother or sister to give it. The daughter begins to resent her
brother. And, as Mr. L. becomes sicker, the son makes ever fewer visits home. Still,
Mrs. L. and the daughter faithfully give Mr. L. care throughout.

The daughter tries to understand the difference in attitudes about Mr. L.’s care
between the son and the two women. The daughter cites an illustrative incident.
Mrs. L. plans a trip to visit the son in California early in Mr. L.’s illness. The
daughter agrees to stay home with Mr. L. in the apartment while Mrs. L. is gone.
But Mrs. L. cancels her trip at the last moment because she cannot emotionally bear
to leave Mr. L. The daughter says of the incident, “I think giving care is more
important to women than to men. We (women) just cannot allow ourselves to back
off from it.”

A Model of Family Caregiving

Having concluded that families do have a duty to provide care for their ill and dying,
I devote the rest of this chapter to describing that care. I use a simple model, depicted
in Fig. 9.1, to show four main components of family caregiving. On the far left the
figure shows typical caregiving tasks. In the middle the figure shows stressors and
stress relievers that may affect caregivers as they perform those tasks. I define here
stressors as hardships that challenge a person’s adaptive capacity, and stress
relievers, or “resources” as other authors call them, as factors that ease the impact of
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the stressors [17]. On the far right the figure shows some effects of caregiving on
family caregivers once relevant stressors and stress relievers have had their impact
[17]. The figure uses arrows to show the interrelationship among the main compo-
nents. The figure also lists some subcomponents under each main component. In the
next few sections, I discuss separately each main component and its subcomponents.

Typical Family Caregiving Tasks

Family caregivers have traditionally given an ill or dying relative basic physical and
spiritual comfort [18]. They have administered treatments to ease a patient’s
physical symptoms. They have also tried to bolster the patient’s spirits to encourage
hope and the will to live. Family caregivers still give such care today. But, as the
American healthcare system has evolved recently, family caregivers in the USA
have been required to take on many additional care duties. The system offers ever
more sophisticated state-of-the-art treatments but must also control expenses. One
way the system controls expenses is by discharging patients from hospitals and
specialty clinics earlier in their illnesses than ever before. Family caregivers must,
therefore, assume complex care tasks at home that were formerly performed only by
HPs in hospitals or clinics. Of course, as the woman who cared for her quadriplegic
husband explains, home care for the severely ill or dying still has its many mundane
“nasty chores.” [12].

Fig. 9.1 A model of family caregiving
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One reason family caregiving is such hard work is that caregivers must attend
simultaneously to various domains of care. There are at least three: everyday per-
sonal care, technical medical care, and coordination of outside services. Caregivers
play multiple roles within each domain, and the priority of the roles may change
suddenly and frequently as the patient’s medical condition and functional abilities
change. For example, within “everyday personal care” caregivers’ roles may
include personal aide, homemaker, and companion; within “technical medical care”
the roles may include nurse, care manager, and medical decision-maker; and within
“coordination of outside services” the roles may include scheduler, advocate, and
bill payer [19]. Caregivers must be able to move quickly and deftly among the
various domains and their associated roles. The challenges for family caregivers,
therefore, are daunting: The care they must provide imposes huge changes in
personal relationships while exacting tremendous physical and emotional tolls. The
woman who cared for her quadriplegic husband says with a mix of weariness,
frustration, anger, and resentment that her husband’s sudden, severe, and permanent
disability forced her immediately to make the unwanted transition from wife to
caregiver. That transition, she notes, required courage, “grit, and persistence.” [12].

Everyday Personal Care

An interview study of nearly 1000 terminal patients and their family caregivers
describes the patients’ typical care needs in this domain. Many of the patients in the
study had cancer, some were cared for in inpatient settings but others in outpatient
settings, half had at least moderate pain, and some were bedridden. Nearly all the
patients had at least some care needs, and more than a third had moderate-to-high
care needs. Patient predictors of high care needs included elderly age, poor physical
function, fecal or urinary incontinence, and poverty [20].

Many of the patients’ care needs were mundane but time- and energy-consuming
for caregivers. Sixty-two percent of patients needed help with transportation (in-
cluding riding to and from doctor or hospital visits); 55 %, with homemaking
(including house cleaning, shopping, and preparing meals [10]); and 26 %, with
bodily care (including bathing, dressing, and eating) [20, 21]. A second, comple-
mentary study that compared the care needs of dementia and nondementia patients
provided the insight that dementia patients have more bodily care needs than do
nondementia patients [22]. (In a later section of this chapter, I contrast in detail the
care needs of dementia and nondementia patients.)

Technical Medical Care

The study of nearly 1000 patients I cite above also found that 29 % of its patients
had needs for basic technical care such as medication administration or dressing

Typical Family Caregiving Tasks 267



changes. Some patients had needs for even more complex technical care such as
intravenous infusions or breathing treatments. The healthcare system automatically
expects family caregivers to assume these care tasks willingly and to learn largely
on their own the skills involved. But those skills are neither easy nor intuitive for
the medically untrained. Family caregivers may fear learning medical procedures
initially on loved ones. And, even after learning the procedures, caregivers may still
lack confidence in performing the procedures. Thus, the process of learning and
performing procedures often intimidates and frustrates family caregivers. Yet the
healthcare system is often insensitive to such feelings. It may even treat as lazy or
incompetent the caregivers who balk at learning or performing medical procedures
on their own [19].

Coordination of Outside Services

Along with giving everyday personal care and technical medical care, family
caregivers must often find and coordinate the outside services a patient needs. In
fact, among the eight advanced, or “instrumental,” activities of daily living (which
include shopping, preparing meals, and administering medications), coordinating
outside services is the one that elders most consistently need help with [22]. To give
that help, caregivers may need to serve in multiple ways as liaisons between the
patient and the healthcare system. Caregivers often must attend the patient’s
medical appointments to explain the patient’s current condition and special needs
[19], to maintain continuity of care [5], and to guard against medically related
misunderstandings [19]. Caregivers must also implement the care plan [5], assess its
results [23], recognize problems when they arise, and decide when those problems
present a medical emergency requiring immediate professional attention. In addi-
tion, caregivers may have to arrange payment for medical services. That task often
involves negotiating with health insurance companies about bills, coverages, and
due dates [24]. Caregivers may occasionally even have to work extra jobs or use
their own money to pay the bills [12]. By serving as patient liaisons in these ways,
family caregivers understandably can feel flattened by the healthcare bureaucracy.

The Case

Mrs. L. and her daughter perform many care tasks for Mr. L. in all three domains.
Though Mr. L. initially manages some basic personal care himself (such as feeding,
toileting, and transferring between bed and chair), he consistently needs help with
showering, dressing, and walking farther than a few steps. He has particular diffi-
culty putting on his socks and stepping over the small ledge into the shower. Mrs.
L. and her daughter must help with both those tasks. They also shop for his food,
clothing, and any special equipment he needs. The son provides little help except to
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drive Mr. L. to his haircuts. All along Mrs. L. and her daughter insist their most
important everyday personal care for Mr. L. involves keeping him company at
home to reassure him that he is not abandoned.

Mrs. L. and her daughter also perform several technical medical care tasks for
Mr. L. such as dressing and cleaning his pressure sores and managing his com-
plicated blood-thinning regimen. The home care nurse provides brief instruction
about both tasks, but Mrs. L. and her daughter must learn the necessary skills
mostly on their own. They eventually perform the tasks adequately. Mrs. L. and the
daughter dress and clean the established pressure sores twice daily and examine Mr.
L. regularly for new pressure sores. The women also administer Mr. L.’s blood
thinner, record his doses and outside blood-thinning test results, and contact his
doctor for any dosing changes if the test results fall outside the therapeutic range.

In addition, the daughter coordinates Mr. L.’s outside care services. She makes
his many medical appointments and drives him to them because bad eyesight
prevents Mrs. L. from doing either. The daughter must always juggle Mr. L.’s
medical appointments against her own personal schedule. “The medical system
makes its appointments for Dad as though I have nothing else to do,” she says. “It is
up to me to schedule my work and the rest of my life around those appointments.
They take a lot of time, and no one except me sees that. I may need to take an hour
to drive Dad to a doctor’s appointment and an hour to drive him home. We may
wait for an hour in the doctor’s waiting room. Then the appointment may last only
fifteen minutes. It’s a big time commitment for me.” The daughter also schedules
the renewals of Mr. L.’s medications. The new diversion restrictions on opioid
prescriptions are especially burdensome to her. She must pick up each opioid
prescription new from the doctor every month, take the prescription to the phar-
macy, wait as the pharmacy fills the prescription, and then bring it home. As if such
care tasks were not enough, long-term family caregivers such as Mrs. L. and her
daughter face other stressors, too. I describe some of the most common caregiver
stressors in the next section.

Caregiver Stressors

Caregiver stressors, which I defined earlier as hardships challenging a caregiver’s
adaptive capacities, can be divided into two kinds, primary and secondary [16, 23].
I address each kind separately.

Primary Caregiver Stressors

Primary, or direct, stressors arise directly from patient–caregiver interactions during
caregiving. Primary stressors may arise from the patient’s distressing symptoms,
mobility problems, or other diminished capacities or from the caregiver’s burdens,
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inadequate care skills, or fatigue. I use caregiver burdens—both care tasks and other
burdens—to illustrate primary caregiver stressors.

Caregiving for chronically or terminally ill relatives burdens family caregivers
both physically and emotionally. The caregiving usually involves mundane tasks
such as bathing, dressing, and feeding patients. These tasks require from caregivers
both physical strength and patience. The caregiving may also involve technical
tasks such as performing specialized manual procedures or operating sophisticated
medical equipment. Those tasks often require quick learning and precise execution.
They also cause caregivers great anxiety. Unfortunately, both types of tasks
increase steadily in number, frequency, and difficulty as patients become sicker and
approach death. The associated stressors for caregivers increase simultaneously.

One obvious way to gauge the burdens of caregiving is to measure the time
commitment involved. Many family caregivers intuitively consider their caregiving
a full-time job [4, 9], and data from two studies support that intuition. One study
provides the data for calculating the average intensity of family caregiving for
hospice patients: Principal family caregivers average about 14 h of caregiving per
day and other family members, about 3.5 h per day. At the same time, hospice
professionals average about 3.5 h of caregiving per day per patient [25]. The other
study reports the average duration of family caregiving for dying patients: about
2 years for cancer patients and 5.5 years for dementia patients [7, 26]. Thus, the
time commitment required from family caregivers to care for chronically or ter-
minally ill patients is huge—surely far more than what noncaregivers imagine.

Some caregiving burdens result directly from that huge time commitment. For
instance, caregiving may interfere with caregivers’ own life plans. Schooling,
vocational advancement, child-bearing, and medical care may all have to wait until
the caregiving ends. In addition, the caregiving often exhausts caregivers physically
and mentally. They may look to hospice for relief but be disappointed when that
relief is not as extensive as they expect. People commonly assume hospice takes
over all of a dying patient’s physical care, freeing the family to focus on life
reviews, good-byes, funeral plans, and other emotional work. But the data in the
prior paragraph suggest a different story: Hospice personnel mostly supervise the
care, leaving much of its actual performance to the family. The reason for this odd
practice is the Medicare requirement that volunteer caregivers, usually family,
perform most of the physical care. Thus, while offering valuable direction and
moral support, hospice provides family caregivers little relief from direct, everyday
end-of-life caregiving.

Caregiving burdens certainly include more than just physical care tasks. The
burdens also include the emotional turmoil of witnessing patients’ distresses and
decline. Family caregivers, for instance, see the regrettable effects of symptoms on
patients. Though pain can often be adequately controlled, other symptoms such as
fatigue, nausea, shortness of breath, and terminal stupor cannot. The accompanying
distresses for patients may disturb family caregivers deeply. Caregivers may
struggle to understand why modern medicine does not provide adequate relief.
Caregivers may rail at doctors, the healthcare system, fate, or even God for patients’
persistent distresses. Meanwhile, caregivers also face the sad prospect of seeing
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loved ones decline, knowing relief for patients and caregivers alike may come only
at patients’ deaths.

Two more caregiving burdens deserve special mention. One is patient misbe-
havior. Examples include abusive remarks, threats of harm, thrashing about, and
lack of expressed thanks for caregivers’ labors. Such misbehavior disheartens
caregivers and erodes their satisfaction with their care. Living full-time with the
patients only worsens the misbehavior’s effects by making caregivers feel trapped
in the abuse. Caregivers may eventually harbor secret wishes for patients to die and
simultaneously feel guilty for having those wishes. The severe emotional distresses
in caregiving make such wishes common.

The other caregiving burden deserving special mention is the obstacles to
accessing HPs for advice. Family caregivers need timely, dependable access to HPs
for direction when problems arise unexpectedly outside normal appointment times.
Some obstacles may come from caregivers themselves due to their general reluc-
tance to contact HPs: Caregivers hesitate to “bother” HPs with their caregiving
problems or to appear incapable of solving the problems independently. Other
obstacles may come from the contact procedures. Caregivers may not know whom
or how to call after hours. And still other obstacles may come from the HPs who
field after-hours calls. HP responses may be excessively delayed, unwelcoming, or
unhelpful (sometimes because responders do not know the patients well). As the
obstacles to access increase, caregivers’ willingness to contact HP off-hours
understandably decreases. Even if fearful for the patients, caregivers may often
forego contact and try to manage the problems as best they can on their own.

Secondary Caregiver Stressors

Unlike the primary, or direct, caregiver stressors, the secondary, or indirect, care-
giver stressors arise as “spillover” effects from caregiving into other parts of a
caregiver’s life. These secondary stressors may include changes, conflicts, or
overload in life roles; social isolation; financial hardships; deterioration in
self-image; and sacrifice of life dreams. I use life-role overload, social isolation, and
financial hardships to illustrate secondary caregiver stressors.

Family caregivers face many demands in their roles inside and outside the
caregiving relationship. Those demands sometimes conflict. If the conflicts become
too burdensome, they create life-role overload [11]—the feeling of caregivers that
they must fulfill more roles than possible. The many roles may include spouse,
parent, employee, breadwinner, or homeowner as well as caregiver. Life-role
overload hits most often the middle-aged woman who tries simultaneously to hold
down a job, raise her own family, and maintain a household while she cares for the
sick relative. Some caregivers who suffer life-role overload initially try to ease the
strain by cutting down on sleep, recreation, or personal solitude. But self-renewal
suffers, and caregivers eventually become exhausted and depressed. Other care-
givers try easing the strain by quitting their paid jobs, but then face yet another
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problem, loss of income. The strain from life-role overload predictably intensifies as
patients become sicker and their care needs increase. Caregivers may eventually
lose all hope of ever fulfilling their various role responsibilities adequately.

Family caregivers may also face social isolation from the patient and other
people. Social isolation from the patient occurs as caregivers lose intimate and
affectionate engagement with him or her [12, 23]. When getting sicker, for example,
a patient may turn increasingly inward as he or she concentrates all physical and
emotional strength on staying alive, loses interest in the outside world, or experi-
ences receding consciousness. One woman described such an experience with her
dying husband: He would stare trancelike for long periods as though she were not
there, making her feel dreadfully alone. Such isolating experiences obviously
undermine meaningful companionship with the patient.

Social isolation may also occur from other people including HPs, family, and
friends. Fragmentation in current health care causes some of the isolation from HPs.
Transfers from one healthcare institution to another offer a prime example.
Personnel obviously differ among healthcare institutions. Patients and their family
caregivers, therefore, must adapt to different HPs with every transfer, and continuity
of relationships suffers. Unfortunately, the overall busyness of health care and the
lack of reimbursement for so-called social visits make maintaining former patient–
family–HP relationships nearly impossible. Furthermore, the emotional stresses at
the end of life exacerbate this problem with transfers from acute care to hospice
care. Such a transfer usually involves a complete change of doctors, nurses, and
social workers. Family caregivers may suddenly feel cut off from the HPs who gave
the patient prior acute care and became trusted friends to patient and family in the
process [10]. Caregivers may actually grieve for those lost relationships while also
having to develop new working relationships with the hospice professionals [27]. In
addition, many transfers to hospice care occur only days before patients die, leaving
little time for close relationships with hospice personnel to develop.

Isolation from family and friends may occur, too, with time. These people often
rally to support patient and caregiver immediately after a catastrophic diagnosis or
event, but that support fades as the initial shock of the bad news subsides [19].
Other priorities in life reassert themselves, and these people resume their own busy
schedules. Visits or offers to help decrease as a result. Of course, caregiving itself
can contribute to social isolation. The long duration, arduousness, and mundaneness
of the work [10] can leave caregivers too tired or preoccupied to pursue social
contacts. Some caregivers may even wish not to have such contacts to avoid other
people’s inadvertently insensitive comments, annoying criticisms, or unwanted
advice. Those caregivers may intentionally isolate themselves [18]. And, as patients
become sicker and their care needs increase, caregivers’ time available for social-
izing diminishes [4, 22]. Still, I have observed that church contacts can be some of
the most supportive, fulfilling, and enduring for caregivers even late into patients’
illnesses [28].

While a few families face no financial hardships from caregiving [10], many
families face severe ones. According to one study, two-thirds of families caring for
terminal patients experience significant financial hardships directly from the
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caregiving [29]. Those hardships may be a loss of wages, pension credits, or job
advancements due to care-related absences [6]; increased health insurance premi-
ums due to care expenses; or unreimbursed, out-of-pocket expenses [29] due, say,
to hiring care helpers for the home or buying personal care supplies at a nursing
home [30]. Over one-quarter of family caregivers must miss work, decrease their
regular job hours, or quit their jobs altogether to provide care [29]. And approxi-
mately one-sixth of family caregivers for ambulatory cancer patients and one-third
for terminally ill patients must spend down family assets, ask another family
member for money, take out a bank loan, or apply for government welfare benefits
just to pay the medical bills [21, 29, 31]. Some caregivers who already work one
job must take a second.

I have noted over the years that families willingly make financial sacrifices to
ensure loved ones get the care they need. Unfortunately, many families do not
realize all the expenses of health care until the bills arrive months later. I, therefore,
advise families to check regularly any pending medical bills. I also urge families to
plan ahead for payment. Then, if financial hardships loom, I can direct family
members early to available financial help.

The Case

Mrs. L. and her daughter certainly face many common primary and secondary
stressors of caregiving. The primary stressor, caregiving burdens, takes a heavy toll
on both women. Mrs. L. must spend several hours and considerable physical effort
getting Mr. L. showered and dressed each morning. She also has anxiety about
cleaning and dressing his pressure sores correctly. When the pressure sores are slow
to heal, for example, she worries that her care technique is faulty. And, when Mr.
L.’s appetite diminishes and his eating habits turn irregular, Mrs. L. frets about
dosing his blood thinner safely. Mr. L.’s neediness also makes Mrs. L. sleep fitfully.
She worries at night about what would happen and whom to call if something goes
wrong with him. She sleeps even worse than usual when Mr. L. moves from the bed
in the bedroom to the recliner in the living room where she cannot watch him. Her
constant worry and accumulating sleep deficit leave Mrs. L. ever exhausted.

Caregiving burdens affect the daughter, too. Though busy in her own life, the
daughter feels guilty about the caregiving tasks for Mr. L. she does not get to. But
she also experiences frustrations with some of the tasks she does get to. “I feel I
should give Dad the best care possible for comfort,” she explains. “If he says he
needs something like a space heater or a bathroom rug, I rush out to buy one right
away. But then he often does not use what I get for him. That frustrates me.” At the
same time the daughter resents shouldering so much of Mr. L.’s care when she sees
her brother as doing so little.

Secondary stressors also have an impact on both women. Mrs. L., for example,
experiences a disheartening social isolation. Although her daughter visits almost daily
and her son visits occasionally, Mrs. L. misses contact with her friends. Mr. L. refuses
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to go to the common dining room for dinner, the retirement center’s main social event
of the day.As a resultMrs. L. eats dinner alonewithMr. L. in their apartment. She tries
lunchingoutwith friendsbut feels guilty about leavingMr.L. for even a short time. She
stops the luncheswhenMr.L. repeatedly says afterward, “Lunchmust havebeengood.
You were away an awfully long time.”Mrs. L. would like to have friends visit at the
apartment and they offer to, but Mr. L. refuses visitors most days. Mrs. L. responds
ruefully, “Since (Mr. L.) broke his hip, I don’t feel a part of the outside world. I am a
prisoner in my own apartment. I have no freedom. I have lost my life.”Observing her
mother’s social isolation, thedaughter adds, Familymembers “are the forgottenpeople
in these (caregiving) situations. We’re invisible to others so long as we keep the
patients alive and prop themup. Someone has to give them care, butwemiss (our other
family and friends) in the meantime.”

The secondary stressors, life-role overload and social isolation, affect the
daughter, too. She experiences severe life-role overload with working her full-time
job, raising teenagers as a single mother, and helping to care for Mr. L. That
overload causes her to neglect herself. She skimps on sleep, stops exercising, and
gives up nearly all of her social life. Still, she thinks she never has enough time to
care for everyone in her life—her own children, Mr. and Mrs. L., and herself. Like
her mother she sacrifices a lot of herself to care for others.

Fortunately, Mrs. L. experiences few financial hardships from the caregiving for
Mr. L. Mr. and Mrs. L. have good health insurance, which covers most of his
medical expenses, and Mr. L.’s pension from the utility company covers the other
expenses. The daughter, in contrast, experiences significant financial hardships. The
caregiving for Mr. L. causes her so much absenteeism from work that her boss cuts
her hours. She loses wages and benefits. The persistent exhaustion resulting from
juggling her job, her family, and Mr. L.’s care eventually forces her to retire sooner
than she planned. She must then live more frugally than before. She can no longer
afford two of her favorite activities, going to the movies and eating out with
girlfriends. She says sadly, “This is not the retirement I imagined for myself.”

Family Caregiving in Dementia: A Special Case

Mr. L.’s decline begins with a hip fracture and ends with a fatal stroke. But I believe
he acquires a dementia in between even though he does not die from it.
Nonetheless, many Americans do die from dementias these days.

Most people think of the dementias as chronic diseases, not fatal ones. But they
are both. Over five million Americans had the most common kind of dementia,
Alzheimer’s, and nearly 85 thousand died from it in 2013 [32]. That number
accounted for 3.3 % of American deaths, making Alzheimer’s dementia the sixth
leading cause of death in the USA that year [33].

A dementia is any progressive intellectual decline characterized by impairments
of short-term memory and at least one other cognitive function such as
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word-finding, navigation in familiar surroundings, thinking and planning, or pre-
viously mastered motor skills. The impairments must be severe enough to com-
promise a person’s social or vocational function. Alzheimer’s is one of several
dementias, which differ among themselves in duration but not outcome.
Alzheimer’s dementia, for example, may last up to 20 years [9, 30] while the other
dementias last only a few years [17]. Still, all the dementias eventually cause severe
physical and mental disability and death [34, 35]. They should, therefore, be
considered fatal diseases.

As they run their courses, the dementias create enormous monetary and non-
monetary costs for the USA. The nation’s estimated monetary costs for Alzheimer’s
dementia run about $400 billion per year [32]. The other dementias add to that sum.
All Americans bear some of these monetary costs even if only indirectly. Yet the
nonmonetary human costs—physical, social, and emotional—may be even greater
than the monetary costs, and family caregivers of dementia patients bear most of
those costs directly.

The enormity of these costs likely accounts for why the dementias, especially
Alzheimer’s, have prompted so much research on family caregiving with them.
Cancer has also prompted some research on family caregiving, but the organ-failure
diseases such as heart, lung, or liver failure have prompted almost none.

Though limited, the research specifically contrasting the caregiving burdens of
various chronic or terminal illnesses consistently documents similar care tasks but
higher care burdens for the dementias than for the other illnesses. Table 9.1 shows
the differences reported in one nationwide survey of family or friend caregivers to
chronically ill American seniors [22]. Caregiving with demented patients averaged
several more hours per week and more often required administering medications,
helping with various basic activities of daily living, and managing incontinence
than did caregiving with nondemented patients. Caregiving with demented patients
also involved arranging or overseeing outside patient care services (such as those
related to personal care or home modifications) more often than did caregiving with
nondemented patients.

In addition, caregiving with dementia patients created more strains on caregivers
than did caregiving with nondementia patients. Caregivers of dementia patients
suffered emotional or physical problems more often and more severely than did
caregivers of nondementia patients. Some dementia patients’ misbehaviors such as
wandering, screaming, or being violent may be partly to blame [9, 36, 37].
Caregiving with dementia patients may also rob caregivers of more restorative
activities and time than does caregiving with nondementia patients. More caregivers
of demented patients in this study sacrificed leisure activities (such as vacations,
hobbies, or other recreational activities) and time with other family than did care-
givers of nondementia patients. Furthermore, fewer caregivers of dementia patients
than caregivers of nondementia patients reported that others did their fair share of
caregiving. The insufficient restorative activities and time, and the consistent
overwork in caregiving may explain the widespread depression and anxiety among
dementia caregivers.
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How, then, might HPs help family caregivers of demented patients? I offer a few
care suggestions here, but the reader should understand them as merely supple-
menting or reinforcing the general care suggestions for chronically and terminally
ill patients at the end of this chapter. Furthermore, the reader should keep in mind
that most suggestions here are based only on expert opinion. They make sense but
do not yet have adequate validation in data.

I suggest strongly that the principal doctor of either the dementia patient or the
caregiver consciously track the caregiver’s physical and emotional conditions. To
do so, the doctor may simply need to ask periodically how the caregiver is coping
with the strains of caregiving. The doctor might then use the caregiver’s reply as a
springboard to further help as needed. For example, as the reply indicates, the
doctor might teach the caregiver about dementia and its course, help solve particular
caregiving problems, or identify and encourage healthy coping skills [38]. And
every HP attending the dementia patient, not just the principal doctor, should stay

Table 9.1 Contrasts in caregiving for chronic dementia and nondementia illnessesa

Contrasting characteristic Dementiab

caregiving
Nondementiab

caregiving

Average hours of caregiving per week 17 13

Basic care tasks requiredc

• Administering medications (%)
• Dressing (%)
• Getting out of bed or chair (%)
• Bathing (%)
• Toileting (including getting back and forth to the bathroom) (%)
• Feeding (%)
• Managing incontinence (%)

55
47
46
39
38
33
26

37
28
34
23
23
16
11

Arranging or overseeing outside patient care servicesc (%) 64 53

Caregiver mental or physical problems due to caregivingc (%) 22 13

Strain on caregiverd

• Emotional
• Physical

3.0
2.4

2.2
1.8

Personal sacrifices of caregiverc

• Forgoing vacations, hobbies, or other leisure activities (%)
• Spending less time with family than before (%)

55
52

41
38

Others do their fair share of the caregivingc (%) 59 74

From Ref. [22], with permission
aCaregiving in this study meant giving unpaid care during the past year to someone, usually a relative,
who was more than 50 years old.
bDementia was defined as having an “Alzheimer’s (diagnosis), confusion, dementia, or forgetfulness”;
nondementia, as having any other chronic medical illness.
cPercentages of caregivers reporting the particular item.
dRatings for strain ranged along a scale of one to five, least to most.
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alert for signs of caregiver depression or anxiety. If those signs appear, the HP
should take steps to ensure the caregiver receives adequate treatment [36]. And, of
course, the HP should urge every caregiver to limit life-role responsibilities sen-
sibly, to maintain social contacts, and to safeguard restorative activities [37]. Such
tactics are key to enduring the many years of caregiving for a dementia patient.

If the patient lives long enough, dementia care will eventually exhaust the
caregiver. The doctor may then need to step in, urging, perhaps insisting, the family
transfer the patient to a nursing home or inpatient hospice [9, 30]. The aim is to gain
expert help from experienced HPs and to distribute caregiving burdens among
many people. At such times both nursing homes and inpatient hospices are good
options for satisfactorily relieving the caregiver of most of the physical caregiving
burden. But the transfer may not relieve him or her of the emotional burden: The
caregiver may feel guilty about placing the patient in an institution or may worry
about turning over the patient’s care to strangers. Hospice transfers for dementia
patients may, moreover, involve special obstacles not involved with nursing home
transfers. For example, many families do not consider the hospice option (perhaps
because they do not think of dementia as a fatal illness), doctors may have qualms
about certifying a dementia patient terminal (that is, likely to die within six months)
[17, 30], and the relatively scarce inpatient hospices may be inconveniently located
for the family’s access.

The Case

Mr. L. was never officially diagnosed with a dementia, and Mrs. L. adamantly
insists he never had one. But I think he did. Mr. L.’s frequent repetition of stories or
comments during the same conversation, his inability to remember scores of ball
games even as they were being played, and his getting lost in familiar areas such as
the hallway outside the apartment all suggest memory problems. In addition, his
loss of interest in reading, a lifelong passion, suggests mental apathy. Furthermore,
Mr. L.’s steadfast refusal to go outside the apartment for dinners, his insistence on
Mrs. L.’s staying with him in the apartment, and his refusal to have visitors there
suggest significant social impairment during those last years.

Furthermore, Mr. L.’s fundamental care needs and the care Mrs. L. and the
daughter must give him fit better the pattern of a dementia than a nondementia
illness. Mrs. L. and her daughter devote many hours to his care, administering his
medications, helping him bathe and dress, and managing his occasional inconti-
nence. They must also schedule outside services such as appointments with the
home health nurse for wound care and with various doctors for follow-up medical
care. Caregiving for Mr. L. also creates severe emotional strains for both women.
Mrs. L. says she has lost her freedom and social life due to the caregiving for Mr.
L. She feels imprisoned in the apartment. The daughter likewise has to sacrifice
leisure activities and resents her brother for not doing his fair share of the care. The
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daughter must eventually retire from her job and incurs new financial hardships as a
result.

All these factors—Mr. L.’s medical presentation, the nature of his care needs,
and the effects of his care on Mrs. L. and the daughter—convince me he had a
chronic dementia such as Alzheimer’s disease during those final few years. His
illness course until his rapidly fatal hemorrhagic stroke follows a slowly progressive
frailty pattern typical for a chronic dementia. (See Chap. 5 for a graphic depiction
of such a course.) While diagnosing a dementia early would not have changed the
care tasks Mrs. L. and the daughter had to perform, it might have helped them to
anticipate future problems with Mr. L.’s care, to understand their reactions, and to
receive assistance tailored specifically to long-term caregivers of dementia patients.

The Impact of End-of-Life Caregiving on Family
Caregivers

End-of-life caregiving obviously has great impact on caregivers. That impact is
especially great on family caregivers due to their close personal ties to the patients.
It may have social, financial, and legal dimensions, but its emotional and physical
dimensions are usually the most powerful [39]. I focus my discussion here on those
two dimensions. In doing so, I follow the literature’s usual approach of discussing
the negative and positive effects of the emotional dimension separately but all the
effects of the physical dimension together.

The Negative Effects of the Emotional Dimension

Extensive research has documented the negative emotional effects of caregiving on
family caregivers. The most consistent [1, 3, 21, 40] and widespread [8, 41] of those
effects is depression. Mrs. L. and her daughter surely had it with their chronically
low moods, poor sleep, fatigue, and other depressive symptoms. Their experience is
typical. One study found over two-thirds of family caregivers suffer diagnosable
depression [41], sometimes with anxiety. The depression may begin during the
chronic nonterminal phase of care and increase later during the terminal phase when
patients’ symptoms worsen, their care needs increase, and caregivers must face the
sad reality of patients’ impending deaths.

What predisposes family members to depression during caregiving? Associations
exist with both patient and caregiver factors. The patient factors include dementia
[36], distressful symptoms, mobility problems [42], and intense care needs [23, 29].
The association between patient dementias and caregiver depressions is especially
strong: Nearly, all studies on the topic show it [36]. It must, therefore, be cause and
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effect. Patient dementias likely cause caregiver depressions due to patients’ pro-
gressive loss of function; their occasional problem behaviors; and caregivers’ fre-
quent discouragement and decreased life satisfaction under the circumstances [17,
36, 38].

The caregiver factors associated with caregiver depression include young age
[29], female gender [8, 43], Euro-American ethnicity [44], and low socioeconomic
status [22]; and poor physical health, inadequate coping skills, and minimal social
support [23, 45]. Thus, young caregiving wives of chronically or terminally ill
husbands are especially prone to this depression [26]. Caregiving often robs these
women of intimate affection, vocational opportunities, economic security, and
social contacts. Such losses drastically change the women’s images of themselves
and their expectations for the future. These women may come to resent shouldering
the heavy caregiving duties for their husbands ill so early in life when serious
illnesses and heavy care burdens are not supposed to occur. The young woman who
attended her quadriplegic husband for years certainly resented her sudden, unex-
pected, and permanent change from wife to caregiver as required by his injury [12].
Such women often have to bear the full burden of supporting and raising children
while caring for their ill husbands. Furthermore, in cases of disease, they may worry
that either genetics or contagiousness may make them or their children susceptible
to their husbands’ diseases. And due to their young ages these women may lack
adequate coping skills, some of which develop only with time and life experience.
For all these reasons young caregiving wives tend to suffer depression more
commonly than do other caregivers. HPs have a particularly important duty to
monitor these women for depression and to guide them to psychiatric treatment
when necessary.

Also of note, caregiver depressions from terminal situations may not resolve
quickly after patients die. In fact, an early study of intimate caregivers of AIDS
patients revealed that caregivers’ depressions lasted up to three years after patient
deaths [46]. Friends and family, therefore, should exercise patience even if care-
givers’ depressions require some months to resolve. During that time other people
should avoid giving premature, gratuitous advice that caregivers “get over” their
depressions and move rapidly on with life.

Other negative emotions in addition to depression may also accompany family
caregiving. One such emotion is resentment. As a family caregiver said in one
study, “Even if you love (the care recipient), you can find yourself resenting” that
person for the caregiving burden he or she causes [47]. The resentment often comes
with depression but need not [40]. Guilt may also accompany caregiving. Family
caregivers may feel guilty, for example, about not giving “good enough” care or
“complete” care [27, 38]. They may also feel guilty about harboring the secret wish,
however understandable, that the patient would just die to relieve the caregiver’s
own burden [47]. And grief, of course, may accompany caregiving, too. Family
caregivers may grieve a patient’s many functional losses as the patient declines [9].
Unlike in early life when all functional milestones are gains, all functional mile-
stones near death are losses [27]. Each loss may cause family caregivers grief. They
may also grieve a patient’s transfer to a nursing home or similar institution when the
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patient can no longer receive adequate care at home [30]. That transfer may
symbolize the reality of the patient’s approaching death. And, finally, family
caregivers grieve the approaching loss of the patient’s companionship at death.

The Positive Effects of the Emotional Dimension

Because people’s distresses always command the most attention, researchers have
usually focused on the negative emotional effects of families’ end-of-life caregiv-
ing. But that caregiving may also have positive emotional effects. Much of the
research about these effects has involved caregiver ratings of life satisfaction. Those
ratings are typically elicited using such contrasting statements as “These are the best
years of my life” and “Compared to other people, I get down in the dumps too
often.” [45] Life satisfaction ratings run on average lower for family caregivers than
for noncaregivers [8] but vary widely. Some ratings are remarkably positive. A few
studies, for example, have shown the curious “dual function” phenomenon: The
greater the burden of care, the more rewarding some family caregivers rate the
experience [8, 41, 44].

In that light, one study found that nearly all the caregivers of dying AIDS
patients remembered at least one positive emotional event from the experience [46].
The authors of the study offered several possible explanations for this result. First,
caregivers may see terminal caregiving as serving important purposes. Caregivers in
the study, for example, may have seen their caregiving as a way to show patients
love and to ensure them dignity in dying [46]. Second, caregivers may have
refocused from global, unachievable medical goals to smaller, achievable non-
medical ones. Caregivers may have then derived satisfaction from achieving those
smaller goals. For example, when the deaths of their patients became imminent,
caregivers may have refocused from the unachievable goals of curing patients’
diseases and saving their lives to the smaller, achievable goals of nursing the
patients conscientiously and enjoying intimate moments with them. Third, care-
givers may have changed their perspectives to see important positive meanings in
ordinary events. Just a laugh or a compliment may supply those meanings.
Caregivers may then draw on those positive, meaningful memories as a buffer
against depression during later difficulties [46].

Some research has also sought associations between life satisfaction in
end-of-life caregiving and caregiver characteristics. Some positive associations
include the caregiver characteristics of male gender, good physical health, higher
education, and comfortable family income. Another association involves upbeat
subjective caregiver appraisals—but not necessarily objective measures—of patient
distress, caregiving burdens, and social support [41, 45]. Thus, though still
unproven as cause and effect, caregiver characteristics—especially a positive atti-
tude—may play an important role in providing satisfaction during end-of-life
caregiving.
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Physical Effects

While much research addresses the emotional effects of long-term caregiving,
remarkably little addresses its possible physical effects. The sparseness of the
research on that topic creates difficulties for drawing conclusions. Adding to the
difficulties is the lack of sharp distinction in some studies between the effects of
caregiving and of bereavement. Some experts, therefore, see much of the current
research about long-term caregiving and its physical effects on caregivers as
sketchy, weak, or inconsistent [28, 36]. Those experts hesitate to draw even ten-
tative conclusions.

But other experts see the research as suggesting links between long-term care-
giving and increased blood pressure, abnormal cardiovascular tests [36], decreased
immune system effectiveness (and hence increased infections) [45], poor wound
healing, and injuries related to frailty [4]. Most importantly, the research may
suggest a link to increased overall mortality. One expert even proposes that
long-term caregiving be considered an independent risk factor for overall mortality
[2]. Nonetheless, direct links between long-term caregiving and physical effects on
caregivers still require considerable research validation.

But an indirect link may also may exist: Family caregivers may neglect their
own physical health due to devoting themselves to their sick relatives. Caregivers’
preoccupation with the patients’ care needs, fatigue from long hours of caregiving
and loss of sleep, and tendency to ignore their own health problems rather than to
seek help may all contribute to this neglect. I intuitively think this link is real.

In summary, current research indicates that long-term end-of-life caregiving
often harms family caregivers’ emotional health and may harm their physical
health. Additional clarifying research is needed especially for physical health. But
meanwhile HPs face the challenge of helping family caregivers such as Mrs. L. and
her daughter manage the emotional and physical problems that accompany
end-of-life caregiving. In the next section I describe interventions that can help.

Aids to Help Family Caregivers Provide Terminal Care

Family caregivers must often learn terminal care by trial and error. This “learn as
you go” process involves various caregiver needs and many uncertainties. It also
creates great anxiety for caregivers. HPs’ overseeing the terminal care of patients
can help family caregivers by suggesting proven aids to the learning process.
I discuss in this section the knowledge and caregiving skills that family caregivers
themselves say they need to learn and aids shown to help in doing so.
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Knowledge and Skills Caregivers Must Learn

What knowledge and skills, then, do family caregivers themselves say they need to
learn to give care during terminal illnesses? One early study asked this question of
family caregivers of cancer patients. (Although the patients here were not necessarily
terminal at the time, I believe much of the knowledge and many of the skills these
caregivers mentioned pertain directly to terminal patients.) Overall, nearly one-third
of these caregivers felt that they performed inadequately with the physical care of
patients; over half, that they performed inadequately with the emotional care of
patients and of close family and friends [31]. Table 9.2 lists the knowledge and skill
needs in those two areas and two important additional skill needs (related to finances
and communications) that caregivers often said they lacked. Caregiver knowledge
and skill needs mentioned under the physical care of patients included understanding
the patient’s disease and its course, knowing the specific tasks of home care, learning
physical care procedures (such as administering injections or providing feedings),
and managing treatment side effects. Caregiver knowledge and skill needs mentioned

Table 9.2 Knowledge and skill needs of family caregivers of cancer patients

General area of
need

Specific needsa Percent of family
caregivers citing the
needa

Possible
intervention(s) to
help in learningb

Physical care of
the patient

Understanding the disease 25 % Education

Knowing specific tasks of home care 20 % Education

Learning physical care procedures 15 % Education

Managing treatment side effects 15 % Education

Emotional care of
the patient and
others

Addressing the patient’s fear of death 23 % Counseling

Coping with seeing the patient’s
distress

22 % Counseling

Reassuring the patient 20% Counseling

Addressing other family members’
fear about susceptibility to the
patient’s disease

19% Counseling

Finances

Solving financial problems due to
caregiving

16% Financial
counseling

Communication in
the health care
system

Communicating effectively and
efficiently with health professionals

16% Education,
counseling

From Ref. [31], with permission
aThe table includes only those skill needs cited by at least 15 % of family caregivers in the study.
bInterventions refer to those listed in Table 9.3.
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under the emotional care of patients and other people included addressing the
patient’s fear of death, coping with the patient’s distress, reassuring the patient, and
addressing the fears of others about susceptibility to the patient’s disease. The specific
additional skill needs cited by caregivers were solving serious financial problems due
to the caregiving, and communicating effectively and efficiently with HPs.

Aids to Terminal Caregivers’ Learning and Well-Being

The knowledge, skills, and well-being of family caregivers surely affect the
well-being of terminal patients in their care. Therefore, HPs have a duty to the
patients to address the relevant needs of family caregivers. HPs must be able to
suggest to caregivers aids for learning what they need to learn to care adequately for
the patients and themselves.

I believe such aids fall into three broad categories: the internal individual, the
external individual, and the communal. The first two categories of aids are indi-
vidual because they vary by individual caregivers. I add the label internal to those
individual aids originating inside the caregiver (say, in his or her character) and
external to those originating outside the caregiver (say, in life circumstances par-
ticular to him or her). Relatively little research has studied the individual aids, but
both the internal and the external categories appear to lie largely beyond HPs’
control. I use caregiver optimism to illustrate internal individual aids and social
support to illustrate external individual aids. Considerable research has studied the
communal aids, and HPs can influence those aids by helping to develop them and
then using them in practice. I use caregiver education, support groups, and several
other interventions to illustrate communal aids.

Caregiver optimism illustrates the internal individual aids. By optimism I mean a
person’s general disposition toward positive expectations [42]. I believe one’s
optimism is mostly set early in life but can still vary somewhat according to later
circumstances. Optimism can also vary according to its focus. In terminal care, for
example, a caregiver’s optimism may vary depending on whether it focuses on
mastering skills needed for the patient’s immediate care (such as giving injections
or examining for pressure sores) [1, 31] or on longer term care goals (such as
providing the patient a comfortable death or achieving emotional intimacy with the
patient) [23]. Overall, optimism helps caregivers endure care ordeals in key ways: It
counterbalances the sadness that inevitably accompanies a patient’s physical
decline and death. Optimism also promotes good physical health for caregivers [3]
and protects them against depression [42].

Social support illustrates the external individual aids. Visits by family or friends
certainly can meet important caregiver emotional needs. But those visits can also
provide opportunities for sharing problems and insights about caregiving. If the
visitors are not immediate family or close friends, I recommend limiting visits to about
15 min. Such brief visits convey support but do not excessively interrupt caregiving
duties or exhaust caregivers with socializing. Still, the visits can allow time to talk
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about the situation if caregivers wish and to communicate understanding, reassurance,
affection, and comfort [48]. Overall, though, visitors should allow caregivers to set the
direction for these visits. Visitors should not force the conversation. In particular, they
should resist the temptation to fill silences with insignificant chatter.

As important as “talking with” and “being present for” are, social support must
occasionally also involve “doing for.” [27, 48] A caregiver may sometimes be
unable to accomplish the ordinary tasks of life due to physical exhaustion, mental
paralysis, or simply lack of time. Family or friends might then offer to shop, prepare
meals, or do housework for the caregiver. Family or friends might also offer to
watch the patient while the caregiver rests or does other tasks. I realize that a
caregiver may sometimes reflexively and unwisely decline offers of help. Such a
caregiver may require persistent offers of help or explicit assurances that accepting
help does not mean the caregiver has “failed” at the patient’s care [30]. Family or
friends may rarely even have to disregard politely but steadfastly a caregiver’s
refusal of badly needed help. But, however well-intentioned, helpers must use great
caution about giving help despite a caregiver’s explicit refusal. Just knowing that
family and friends care and are willing to help can sometimes provide the emotional
lift a caregiver needs [48].

As with caregiver optimism, limited research suggests social support improves
caregiver well-being and alleviates depression [41, 45]. HPs of dying patients,
therefore, should ask caregivers about social support and encourage family and
friends to give it in ways caregivers appreciate. Such encouragement should
especially focus on the caregivers most likely to need the support: seniors, men,
spouses giving care alone at home [48], and long-term caregivers.

Five kinds of interventions illustrate the communal aids for caregivers: caregiver
education, psychological counseling, support groups, respite care, and patient
training. Unlike caregiver optimism and social support, all these communal aids
have undergone extensive research for their impact on family caregivers giving
terminal care. One article summarizes 78 of the relevant studies [49]. Each study
compared one or more interventions against no intervention. Most patients in the
studies had dementias, but some had cancers or strokes. The caregivers were nearly
all spouses or adult children of the patients, and the caregiving was intense and
long-term: It averaged 30 h per week for four years.

The particular interventions within each kind of communal aid had similar
methods and purposes. Caregiver education provided information and resources to
help caregivers address disease-related problems. Psychological counseling
involved ongoing one-on-one meetings between counselors and caregivers. The
counseling typically used cognitive–behavioral techniques to help caregivers solve
problems, manage time and emotions, or protect leisure-time activities. Support
groups gathered caregivers to meet each other, to discuss common problems and
their solutions, and to gain moral support. Trained experts led some of the groups.
Respite care (including adult day care) relieved caregivers briefly from caregiving
duties and looked after patients in the meantime. And patient training aimed to
improve patients’ affect and living skills. Demented patients, for example, might
attend anger management or memory improvement classes.
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Table 9.3 summarizes the impact of each kind of aid intervention on four
caregiver outcomes—knowledge and skills, feelings of burden, self-rated depres-
sion, and self-rated well-being. Two kinds of interventions, caregiver education and
psychological counseling, had statistically significant, though only moderate
impacts on caregiver knowledge and skills. One kind—caregiver education—had a
similar impact on self-rated depression. These impacts typically persisted for six
months or longer even after the interventions stopped. Unfortunately, none of the
kinds of interventions had statistically significant impacts on feelings of burden or
self-rated well-being. (The moderate impact of caregiver education and the large
one of patient training on self-rated well-being failed to reach statistical significance
perhaps due to wide dispersion of the data.) Some studies, however, tested com-
binations of aid interventions, and the combinations often produced statistically
significant, large impacts over all outcomes except self-rated depression [3, 50].

Notably, the communal aid interventions benefited some caregivers more than
others: caregivers of nondemented patients more than caregivers of demented
patients (for all outcomes) [3]; adult children caregivers more than spouse care-
givers (for all outcomes); older caregivers more than younger ones (for all outcomes

Table 9.3 The impact of communal aidsa on family caregivers of dying patients

Kind of
communal aidb

The magnitude of impact on family caregivers

Knowledge and skills to cope
with caregivingc

Feelings of
burdenc

Self-rated
depressionc

Self-rated
well-beingc

Caregiver
education

Moderated None Moderated Moderatee

Psychological
counseling

Moderated Small Small Small

Support groups Small Small None None

Respite care Small Small Small Small

Patient training None None Small Largee

Adapted from Tables 3 and 7 in Sorensen et al. [49], with permission
aCommunal aids are those interventions that work through collective, often institutional, practices,
policies, or resources to serve family caregivers.
bCaregiver education provided information and resources about disease-related problems.
Psychological counseling typically used cognitive–behavioral techniques to help caregivers
solve problems, manage time and emotions, and protect leisure-time activities. Support groups
gathered caregivers to discuss common problems and gain moral support. Respite care (including
adult day care) relieved caregivers briefly from caregiving duties while seeing to patients. And
patient training aimed to improve patients’ affect and living skills.
cThe word descriptions designate mean impact sizes as follows: “none,” less than 0.20; “small,”
0.20–0.39; “moderate,” 0.40–0.59; and “large,” greater than 0.59.
dOnly these interventions had impacts at least moderately better in magnitude and statistically
different (at p < 0.01) than no interventions.
eFor caregiver self-rated well-being, caregiver education had a moderate impact and patient
training had a large one. Neither was statistically different from no interventions perhaps due to
wide dispersion of the data.
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except self-rated depression); and women caregivers more than men caregivers (for
knowledge and skills and feelings of burden) [49].

Table 9.3 should prove useful in guiding HPs’ recommendations about such
interventions. Because education about patients’ diseases provides a broad impact
across all caregiver outcomes, all caregivers should receive it. If education alone
does not adequately meet caregiver needs, HPs might recommend adding other
interventions. Those interventions might target specific outcomes that caregivers
need. For example, psychological counseling would likely improve a caregiver’s
knowledge and skills; patient training would likely improve a caregiver’s sense of
well-being. HPs might thereafter recommend additional interventions based in part
on caregiver demographics. For example, if a young daughter (such as Mr. L.’s)
cares for her moderately demented father and education does not adequately
improve her sense of well-being, the HP might anticipate further improvement by
adding, say, patient training and recommend that.

The Case

Internal individual aids are hard to assess from the outside. That is certainly true
about the personal optimism (or lack of it) with which Mrs. L. and her daughter
view Mr. L.’s illness because both women guard their emotions so closely. The
only way to assess optimism and other internal individual aids in such cases is to
ask. With Mrs. L. and her daughter, their personal doctors or pastors are probably
best situated to do so.

In comparison, the external individual aids are easier to assess. Both Mrs. L. and
her daughter, for example, have obvious social supports. Mrs. L. has friends at the
retirement community who offer to visit her, to run errands for her, and to take her
to lunch. While these friends do frequently run errands for Mrs. L., they can arrange
only rare social visits at the apartment or lunch dates out with her because Mr. L.’s
frequent “bad days” often scuttle social plans at the last minute. And the daughter
does have a few close friends she vents to confidentially about the frustrations of
caregiving. Those friends listen patiently and allow her “pity parties” to run their
course. The friends wisely offer only occasional unsolicited advice about how to
handle the problems.

Notably, the communal aid interventions can likely help both Mrs. L. and her
daughter. Their demographics are favorable for such interventions: Both are
women, Mrs. L. is a senior, and the daughter is, of course, an adult child of the
patient. Though Mrs. L. and her daughter insist they have had no communal aid
interventions, they actually have. Concerning caregiver education, the home health
nurse teaches them about care for pressure sores. The nurse demonstrates good
wound cleaning, checks Mrs. L. and the daughter as they practice it, and measures
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the sores faithfully over time to document progress. The measurements prove
crucial in convincing Mrs. L. and her daughter that the sores are healing.

Concerning psychological counseling, the daughter consults her internist infor-
mally about the stresses of long-term caregiving for her father. She complains that
her father is “only playing helpless” when bathing and dressing. She thinks he is
merely trying to gain attention. The internist tries a simple psychological technique
in response. Suspecting a dementia with Mr. L., the internist explains to the
daughter that Mr. L. may not be willfully refusing, say, to put on his socks. He may
have just lost the ability to do so. The daughter thinks about the idea between
appointments and tells the internist at the next one that she accepts his idea.
Furthermore, she says that it has dramatically increased her patience for helping her
father.

Concerning respite care, the internist urges the daughter and her mother to
implement their plans for a vacation from caregiving. The internist provides them
contact information for several reliable respite care agencies which can take care of
Mr. L. during the vacation. Then with her mother’s approval the daughter arranges
a vacation to Florida for both of them and schedules care coverage with one of
those agencies. Unfortunately, shortly before the vacation begins, Mrs. L. cancels it
again because she still “cannot bear to leave (Mr. L.) with a stranger.”

Concerning patient training, the home health nurse perceives the frustration of
Mrs. L. and her daughter with Mr. L.’s arduous, time-consuming care. The nurse
knows she can do little to change Mr. L.’s care needs. In fact, they will probably
increase with time. The nurse decides, however, to encourage Mr. L. to express
thanks to Mrs. L. and their daughter while he can. The nurse begins to prompt Mr.
L. to say thank you after each wound cleaning and other care tasks. Though Mr. L.
often forgets without specific cuing, Mrs. L. and the daughter say his thank-yous
(whenever they do come) help dispel their feeling of being taken for granted.

And concerning a support group, meetings with other long-term caregivers
might help Mrs. L. and her daughter cope with their caregiving burdens.
A caregivers’ group could support the women emotionally and allow them to learn
from other caregivers’ experiences. A retirement community such as Mrs. L.’s
would be an ideal place for such a group, but I do not believe one exists there now.

Specific Steps in Helping Family Caregivers

Helping family caregivers requires meeting them where they are. Unfortunately,
many family caregivers believe the American healthcare system falls far short of
doing that. They feel frustrated and undervalued by the system. Many caregivers
think it lacks clear goals for care; explicit, transparent decision-making procedures;
and long-term anticipatory planning beyond just the next follow-up appointment
[12]. Family caregivers also feel the system takes them for granted, expecting them
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to provide whatever outside care patients need whenever patients need it regardless
of the inconvenience, expense, or hardships involved. Caregivers feel “invisible” to
the system. They also believe it trains them poorly for their care tasks, rarely solicits
their opinions, and almost never asks about their needs [6]. Caregivers desperately
want the system—especially the doctors—to respect them, to educate them, and to
recognize their hard work [5, 12, 18]. The American healthcare system obviously
needs to improve its dealings with family caregivers.

One key objective in meeting family caregivers where they are and in improving
the manner of dealing with them should be making caregiver needs a major focus in
the care of dying patients [6, 24]. Doctors must lead that effort, but how? Table 9.4
suggests a general approach and some specific steps the doctor might take. The
general approach involves paying attention to the caregiver as well as to the patient.
The method in doing so uses frequent, open, and bidirectional communication
between doctor and caregiver [19]. Both sides must feel free to speak and obliged to
listen. Naturally, addressing the caregiver’s problems may sometimes be done
better in the patient’s absence than presence. The doctor must use good judgment
on that point.

The specific steps helpful to the caregiver separate into those related to care of
the patient and those related to care of the caregiver. The steps related to care of the
patient involve giving the caregiver the information and skills necessary to care
properly for the patient outside the hospital or clinic. The doctor should certainly
give the caregiver important information about the patient’s condition at critical

Table 9.4 Steps for helping the family caregiver of a dying patient

General approach
1. Pay attention to the caregiver as well as to the patient.
2. Encourage frequent, open, and bidirectional communication between doctor and caregiver.

Specific steps for helping the caregiver care for the patient
1. Give the caregiver important information about the patient’s illness especially at critical
times.
2. Discuss the implications of the medical facts for the patient and the caregiver.
3. Ask the caregiver’s opinion about the patient’s condition and care.
4. Assign one nurse or medical assistant to teach the caregiver the skills necessary for the
patient’s care at home. Review those skills with the caregiver periodically thereafter.
5. Provide a contact telephone number for the caregiver to call with questions.

Specific steps for helping the caregiver him- or herself
1. Observe the caregiver for signs of physical or emotional problems.
2. Ask the caregiver occasionally, “How are you holding up?”
3. Visit the patient and the caregiver at home to detect patient problems and caregiver stresses
that might not be apparent during office visits.
4. Always urge self-care for the caregiver.
5. If caregiver problems develop, address them promptly.
6. Give the caregiver contact information or referrals to organizations or individual professionals
who can help with problems.
7. If the caregiver is nearing exhaustion or unable to sleep, urge either temporary respite care for
the caregiver or permanent institutional placement for the patient.

Data from Refs. [2, 6, 19, 24, 31]
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times in the illness. Those times occur at least at the diagnosis of a potentially fatal
disease, at the start of new treatments (including any surgeries), at disease recur-
rence after a remission, and at the patient’s imminent death [24]. The doctor, of
course, should never just state medical facts but rather should help the caregiver
understand the implications of those facts for both patient and caregiver. The doctor
should also ask regularly for the caregiver’s opinion of the patient’s condition and
care. The caregiver’s reply may indicate important misunderstandings, which the
doctor might then try to correct. Importantly, if the doctor’s explanation of the
patient’s condition does not satisfy the caregiver, the caregiver should ask questions
until getting adequate answers. The doctor should encourage such dialogue.

The doctor must also ensure the family caregiver learns the care skills necessary
to provide the patient’s care at home. To do so, the doctor might assign a particular
nurse or medical assistant to teach those skills to the caregiver. The training often
must address how to give medications on a regular dosing schedule, how to change
dressings, how to turn and clean the patient in bed, how to perform physical therapy
exercises, and how to operate medical equipment [6]. After teaching those skills,
the assigned staffer should review them periodically thereafter with the caregiver.
The staffer should also give the caregiver a reliable contact telephone number to call
if questions about care procedures arise [24].

The other special steps to help, those involved with the care of the caregiver,
should begin with the doctors observing the caregiver for signs of physical or
emotional problems [31]. One simple technique is to ask the caregiver occasionally,
“How are you holding up?” Another valuable but little-used and somewhat
time-intensive technique is to visit the patient and the caregiver at home. Such home
visits sometimes reveal patient problems and caregiver stressors not apparent during
office visits [6]. If specific caregiver problems appear, the doctor should naturally
address them promptly. The doctor need not assume primary responsibility for
solving the problems if the caregiver is not already the doctor’s patient. But the
doctor should provide information or offer referrals to organizations or individual
professionals who can help [24, 31].

One problem, caregiver self-neglect, occurs frequently. Often so thoroughly
preoccupied with the patient’s health, the caregiver neglects his or her own. The
doctor should, therefore, always emphasize proper self-care. The caregiver’s
maintaining his or her best possible health is key to giving the patient the best
possible care. Yet the caregiver may sometimes need the doctor’s permission, even
insistence, to take time to care for him- or herself [6]. Finally, if the caregiver is
nearing exhaustion or unable to sleep [23], the doctor should urge temporary respite
for the caregiver [31] or even permanent institutional placement for the patient [2].
Unfortunately, both options may present emotional or financial obstacles for some
caregivers and may not fully relieve caregiver emotional distress [8].
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A Comment About Caregiver Refusals of Help

Family caregivers sometimes refuse services HPs believe the caregivers need. One
British study, for example, reported that 40 % of family caregivers giving terminal
care at home need some help. It often involves housework. Yet nearly half of
caregivers refuse the help when offered [51]. They give several reasons for refusing.
Some say they do not want to relinquish their independence, “dignity,” or familiar
routines to get the help. Others consider the status quo “satisfactory” despite a
decreased quality of life without the help. And still others deny themselves the help
because they believe that other caregiving families need it more [51] or that it
increases the workload of already overworked HPs [52]. Of course, some caregivers
refuse the help because they cannot afford it or they feel duty-bound to give all the
care their loved ones need.

If a family caregiver refuses sorely needed help, I suggest the HP not automati-
cally accept the refusal at face value. Follow-up exploration of reasons makes sense.
The HP might begin that exploration by saying, “This service is available, and I think
it would help you. Please help me understand your reasons for not taking it.” Once
clear about the caregiver’s reasons for refusing, the HP may be able to remedy some
of the reasons or persuade the caregiver that others are unfounded. But, if good
listening, empathy, and careful reasoning do not change the caregiver’s mind, the HP
may have to accept the refusal for the time being, monitor the caregiver’s need, and
perhaps suggest the service again later if the caregiver still needs it.

Summary Points

1. Families have a cultural and ethical duty—if not strictly a legal one—to care for
their chronically ill or dying.

2. Family caregivers are especially vulnerable to depression. Therefore, health
professionals attending chronically ill or dying patients should observe family
caregivers for signs of depression. If it occurs, the health professionals should
ensure caregivers receive adequate treatment for it.

3. Education and psychological counseling best help families cope with burden-
some caregiving duties. But combinations of interventions often work better
than does any intervention alone.

To Learn More …
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Chapter 10
Culture and End-of-Life Care

The ascendancy of medical science has changed clinical medicine dramatically over
the last century and a half. That science has emphasized objectivity over subjec-
tivity. As a result, clinicians’ observations of disease have gained ever more
prominence over patients’ descriptions of illness. Scientifically based clinical
knowledge almost alone has come to be perceived as “real,” [1, 2] and ideal medical
practice as objective and value-free, undistorted by subjective feelings or biases
[1, 3]. This view has produced powerful consequences including the contemporary
“evidence-based” medicine movement, which requires scientific data to justify
patient care practices.

Patients, however, have recently rebelled against such “objective, scientific”
medical care. They insist once more that health professionals treat them as persons
with feelings, relationships, and unique life contexts, and not merely as bodies with
diseases. Patients rightly perceive their illnesses as having both a physical aspect
and important nonphysical psychological, social, and spiritual aspects. Patients
want their health professionals to address all those aspects. This patients’ rebellion
has coalesced into movements variously called holistic care, humanistic care,
hospice, and death with dignity. Health professionals have had to reawaken to the
subjectivity of illness.

Culture influences powerfully those subjective, nonphysical aspects of illness
[4–6]. Culture determines when the community considers a person ill, how that
person communicates his or her distress [3], what benefits and burdens an illness
confers, which treatments are considered worthwhile, and what the illness means for
the patient and the community at large [6–10]. Culture assumes particular promi-
nence during terminal illness when dramatic, life-saving medical rescue becomes
impossible and all can only wait for death to come. At that point the terminal patient
and his or her survivors look to culture to provide ways for coping with the mystery
and fearsomeness of dying [2, 11, 12]. Attending health professionals must be able
to recognize and respect culturally based perspectives at that time.

This chapter addresses such perspectives on the end of life. The chapter defines
culture; discusses key concepts derived from it; points out some of the practical
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implications for patient care in general and end-of-life care in particular; suggests
ways health professionals might initially anticipate the cultural views of dying
patients and their survivors; and describes LEARN, a method for eliciting people’s
culture-based views about illness and for negotiating treatment plans accordingly.
The case of a seriously ill Mexican man, a former patient of mine, illustrates many
of the points.

I distinguish the terms ethnic group and race from the outset. Ethnic group refers
to an actual group of people who share values and beliefs and are, therefore,
identifiable by themselves and others as “an ethnic group.” [13, 14] Race, in
contrast, refers to a grouping based on some vague perception of skin color [14,
15]. That grouping is merely social convention [16] and has no objective biological
basis, not even a genetic one [3, 15, 17]. Some authors claim the concept of race
arose in the eighteenth century to perpetuate biases about a human hierarchy
grounded in European prejudices [5, 15, 16]. But the concept of race, I believe, has
proven specious over time and should now be avoided [18]. For that reason I
attribute cultures throughout this chapter to ethnic and other groups but not to races.

The Case

Senor B., an obese 63-year-old Mexican had lived 23 years as an undocumented
alien in the USA. He presented one day as a new patient to my public clinic in
South Texas. He spoke little English but told me through the clinic’s Spanish
interpreter that severe shoulder pain prevented him from working his usual jobs as a
car mechanic and gardener. As a result he could no longer support his family. He
also mentioned long-term heartburn, frequent thirst and urinations (and his suspi-
cions of diabetes), and his erectile dysfunction. When I asked about herbal medi-
cations, Senor B. admitted to taking a friend’s pills called El Pajaro, “The Bird,”
without relief. Senor B. smoked and drank “a little;” lived with his Mexican wife,
also an undocumented alien; and still had a home in Mexico. He had no health
insurance.

Over the next year I diagnosed severe shoulder tendonitis and uncontrolled
diabetes, and treated Senor B. for both problems. Despite my repeated explanations
otherwise, Senor B. steadfastly believed his oral diabetes medications allowed him
to eat whatever he wanted. He gained weight. When the oral medications no longer
controlled his diabetes, I recommended insulin. He refused, insisting that some of
his diabetic friends became “addicted to insulin,” went blind, and then died from it.
All my efforts to persuade him to take insulin failed. So he continued the oral
medications while his diabetic symptoms and blood glucoses worsened. He began
to miss clinic appointments but always returned whenever I specifically called him
to do so.

Senor B. then began to experience chest pressure and shortness of breath that
limited his activity. The new symptoms suggested imminent risk for heart muscle
damage, “a heart attack.” The electrocardiogram showed prior damage, and the
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urine and blood tests showed his kidney function was deteriorating. I recommended
immediate hospitalization, a cardiology referral, and cardiac catheterization if
necessary. I also explained to Senor B. that he would likely need dialysis soon, and
that the kidney specialists could begin preparations for it during hospitalization for
his heart problems. Senor B. refused all my recommendations including hospital-
ization. He said he trusted me “because you take an oath when you go to school,”
but he did not trust “the government hospital.” He believed he would die during
“the heart surgery.” He also feared the hospital would report his undocumented
status to the police, and they would deport him.

I suggested Senor B. discuss his medical problems with his wife and return to the
clinic as soon as possible with her afterwards. They returned a few days later.
Senor B. refused all recommendations again. He insisted his fate was set, and no
treatment could delay his death. He and his wife wanted to move back to the rural
Mexican village where they had grown up and had their house. He wanted to die
there.

I tried desperately to persuade him to take treatment at the public hospital
instead. I pointed out that he could still enjoy some good life ahead but only if he
got urgent treatment for his heart. That treatment was available in our hospital but
surely not in any hospital in rural Mexico. I also promised that our hospital would
not report him to the police or ask him to pay more than what he could easily afford.
In fact, the hospital might forgive his entire bill. I finished by saying how sad I
would be to see him forego the life-saving treatments we offered.

Senor B. thought for a moment and then replied, “I have to die from something,
doctor. This is it. I want to live out my life back home with my family and friends.”

I tried to negotiate a compromise, asking Senor B. to talk at least with the heart
and kidney specialists before making a final decision. He reluctantly agreed. I made
quick appointments for him with the specialists and a follow-up appointment with
me afterwards. Senor B. kept none of those appointments, and I never saw him
again. I suppose he and his wife returned to their home village in Mexico, and he
died there.

I do not know all the ways Senor B. and I differed over the care I offered. Our
differing demographics surely suggested that cultural differences made us see it
differently. Senor B. was a Spanish-speaking, undocumented immigrant Mexican,
probably Catholic, and educated no more than through primary school. In contrast, I
am an English-speaking American citizen, Protestant, and educated through med-
ical school. Even more strongly than the demographic differences, our conflicting
general views about medical care also suggested cultural differences. Senor B.
distrusted medical science and refused many of the treatments I recommended
because he apparently considered them burdensome, ineffective, or even harmful.
And he feared “the government hospital” as being evil and serving itself before its
patients. In contrast, I trusted medical science and the treatments I recommended,
and I believed they offered Senor B. clear benefits. I also viewed the public hospital
as beneficent and serving patients well.

Years later I still wonder whether a more knowledgeable, more skilled approach
to the cultural differences in this life-or-death situation might have served Senor B.
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better than the approach I took. If so, he might have accepted the life-saving
treatments I offered, and gone on to live a longer, fulfilling life.

Key Concepts About Culture

Culture is the values, beliefs, and behaviors a distinct group of people shares, uses
to interpret their life experiences, and transmits to others [2, 6, 9, 18]. Culture exists
in all such human groups. No person or institution avoids it: none is culture-free [2].
In fact, culture comprises a vital part of the conceptual perspectives, or frameworks,
we all use to find meaning in our lives [14]. Much of that meaning comes to us
through culturally based symbols and rituals [16].

This definition of culture has an important implication: A culture is identified
only by its characteristic core values, beliefs, and behaviors—not by demographic
labels such as race, nationality, or ethnicity. Still, many researchers including me
use such labels to refer to culture because they are convenient and colloquial
(though imperfect) markers for it. While I use demographic labels to refer to
specific cultures in this chapter, the reader must keep in mind that the true basis for
identifying cultures is values, beliefs, and behaviors, not demographic labels.

As universal human experiences, illness and death are core cultural topics [5,
18]. So important are they that medical anthropology, a specialized field within
general anthropology, has emerged to focus on them [10]. Work in that field has
already identified four common misconceptions about culture, illness, death, and
medicine.

Misconception Number 1: Mainstream, Scientifically Based
Medicine Offers the Only Valid Forms of Healing

This view, a kind of “cultural imperialism,” rejects any culturally based approaches
to healing that differ from mainstream, scientifically based medicine. Those alter-
native approaches range from acupuncture and chiropractic to folk medicines and
spiritual healing rituals. Staunch cultural imperialists in medicine regard those
approaches as ineffective at best and dangerous at worst [1]. Yet acupuncture,
certain folk medicines, and other alternative healing techniques have recently
proven beneficial in some situations. Cultural imperialism has unfortunately
deprived mainstream medicine of the benefit of those approaches for many years.

Cultural imperialism contrasts starkly with the cultural humility Dr. Joseph A.
Carrese, a doctor, anthropologist, and ethicist, models in his medical practice. His
humility involves considering one’s own cultural views as provisional truths subject to
change with new experiences. It also involves fostering an interest in learning about
patients’ alternative cultural views and taking those views seriously when making
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treatment plans for patients. I return to the cultural humility idea later in this chapter
when I discuss the LEARN method for resolving cross-cultural conflicts.

Misconception Number 2: Culture Is Homogeneous

This view claims that all members of a culture always think the same way. The
logic here is simplistic and incorrect [3]: Because members of a culture share the
same core cultural values, beliefs, and behaviors, they must always reach the same
conclusions on specific issues. Education about cultural competence may unwit-
tingly promote this view [5]. Lectures and journal articles list the supposedly dis-
tinctive views of specific ethnic cultures. And some medical anthropologists even
provide clinical consultations focused on general ethnic cultural characteristics that
may influence a particular patient’s views [19]. Learners may incorrectly conclude
they can deduce a patient’s views from knowing just, say, his or her ethnic back-
ground. Thus, every Euro-American (EA) will insist on making his or her own
medical decisions, and every African American (AfA) will distrust the healthcare
system [20]. Such well-intentioned efforts at cultural sensitization may simply teach
overly rigid stereotypes. Individual variations can get lost, and an inflexible
“cookbook” approach to cultural differences can develop [1, 7, 9]. In reality, though
members of a culture share its specific core values, beliefs, and behaviors, they may
differ on many other values, beliefs, and behaviors that can prove determinative on
certain issues [14]. Many commentators thoroughly decry stereotypes, ethnic and
others, for that reason [2, 5, 11, 21].

I, however, have a more balanced opinion about stereotypes. I believe they have
benefits as well as hazards. I see two benefits in particular. Cultural stereotypes can
alert health professionals to views other than their own. (Teaching of cultural
competence must always instill respect for those other views within broad limits.)
Stereotypes can also help health professionals initially approximate a particular
patient’s views based on ethnic group, gender, or other characteristics linked to
culture. While avoiding overgeneralizing, health professionals can use stereotypes
as a place to start, but never to end, explorations of an individual patient’s views.
Health professionals must always resist the temptation to pigeonhole a patient too
quickly or too rigidly and be willing to entertain his or her variations on a general
cultural pattern [3, 6, 9, 22].

Misconception Number 3: Culture Is Static

According to this view, whatever core values, beliefs, and behaviors have char-
acterized a culture before will always characterize that culture. It will never change.
One form of this attitude is essentialism, the idea that a culture’s core values,

Key Concepts About Culture 299



beliefs, and behaviors are innate in its members and hence do not change [16, 23].
But cultures obviously do change in response to changing circumstances. The
Industrial Revolution, the American Civil War, urbanization, growing affluence,
and the Internet all changed American core cultural views about self-worth, edu-
cation, communication, freedom, personal rights, and communal obligations. And
in medicine the tragic AIDS epidemic produced similarly dramatic cultural changes
in attitudes about professional obligations and patient rights. Such powerful
external events may force cultures to change in response [16].

Misconception Number 4: All Differences Among People
from Different Cultures Are Cultural Differences

This view attributes interpersonal differences to culture first and foremost. We often
assume that, when cultures differ, they cause our differences. But different life
experiences, education, logic, and communications can also cause differences
among people from different cultures [24].

An actual case illustrates differences that initially seemed cultural but were not.
EA doctors hospitalized a stuporous, elderly AfA woman with an acute pneumonia
[25]. Believing she was imminently dying, the doctors asked her family for per-
mission not to resuscitate, intubate, or ventilate her. The family refused to give that
permission. The doctors initially suspected cultural differences between EA ten-
dencies to stop life support early and AfA tendencies to continue it late into a
terminal illness. Extensive negotiations eventually revealed another basis for the
disagreement. The woman had been treated for a similar pneumonia in the past. Her
doctors at the time had told the family she would die. Yet she had surprised
everyone by surviving. When facing a similar situation again, the family reasoned
that, if the doctors had predicted incorrectly before, they could be predicting
incorrectly again. The family refused permission to withhold life support for the
second pneumonia because they thought the patient might still survive and they
wanted to give her every chance to do so. The patient received full treatment
(including mechanical ventilation) and survived to return home again. Thus, not
culture but logic based on a similar prior experience prompted that family’s second
refusal to withhold life-support treatment all along.

Sources for Diversity Within Cultures

I believe diversity within cultures comes from three main sources—idiosyncrasies,
subcultures, and variations in acculturation. The reader should note these sources
are not mutually exclusive: Some causes for diversity may be categorized as
originating in more than one source.
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Idiosyncrasies are ideas a person shares with only a few, if any, other people.
A patient treated on hemodialysis for long-standing kidney failure, for example,
suddenly refuses further dialyses when he learns the dialysate baths contain
potassium. He claims to have a “potassium allergy,” a biological impossibility. The
patient says exposure to potassium in the baths will cause a severe reaction and he
will die. This belief may have arisen from the patient’s peculiar misunderstanding
about high blood potassium concentrations in kidney failure. A consulting psy-
chiatrist identifies the man’s idiosyncratic belief about a “potassium allergy” as an
isolated fixed delusion. The man’s doctors eventually convince him the baths are
safe, and he resumes dialysis.

Subcultures are small groups defined by narrowly shared views within a larger
culture defined by other, more widely shared views. Gender-specific views, for
example, make the genders distinct subcultures within any larger ethnic culture. In
this light one study suggests that men and women view the American healthcare
system differently: Unlike men, many women in each of three ethnic groups—EAs,
AfAs, and Mexican Americans (MAs)—believe the system empowers patients,
benefits them, and respects their wishes [26]. Other narrowly shared views create
additional, often partially overlapping subcultures, say, roughly according to age,
education, vocation, or location of residence. Thus, every person belongs to many
cultures simultaneously [7, 14].

Acculturation is the process by which a person from one culture assumes the
values, beliefs, and behaviors of another culture over time [14, 27]. Acculturation
usually refers to immigrants who settle in a new dominant ethnic culture. But the
term can apply to any socialization from one culture to another. Medical school
education illustrates acculturation without immigration: Medical students accul-
turate over time from the general nonmedical lay culture to the professional doctor
culture [18]. A contrasting term, assimilation, refers to maintaining one’s original
cultural views while living in a new dominant culture.

Acculturation proceeds along multiple cognitive and behavioral dimensions at
once, prompting anthropologists to track it variously through self-identification
with either the former or new dominant culture; language usage; and preservation of
former traditions [27, 28], food preferences, and social roles and duties [29].
Despite these multiple dimensions I imagine acculturation as moving along one
composite continuum between the opposite poles of mere assimilation and full
acculturation [9]. An immigrant starts life in a new dominant ethnic culture at the
assimilation pole and moves some distance with time toward the full acculturation
pole. How far he or she moves depends on how much of the dominant ethnic
culture he or she adopts. The typical immigrant probably never achieves full
acculturation.

A recent study supports such an acculturation process. Researchers studying
popular views about breast and cervical cancer interviewed three groups of women
in Los Angeles: Latinas, women who were born in Mexico or El Salvador;
Chicanas, women who had Mexican ancestry but were born in the USA; and EAs,
who had no Latin American ancestry and were born in the USA. Responses fol-
lowed a distinct progression from an “Immigrant Model,” reflecting the assimilation
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pole, to the “Biomedical Model,” reflecting the full acculturation pole. The
Immigrant Model, embraced wholly by the Latinas and partly by the Chicanas,
attributed the cancers to direct physical trauma and generally unhealthy behaviors
(such as smoking, promiscuity, or poor hygiene). In contrast, the Biomedical
Model, embraced partly by the Chicanas and wholly by the EAs, attributed the
cancers largely to recognized epidemiologic risk factors (such as genetics, family
history, and exposure to certain sexually transmitted viruses) [30].

Health professionals who attend dying patients from homelands overseas may
sometimes find an acculturation assessment helpful. One study provides a template
for such an assessment. Researchers interviewed first, second, and third generations
of MAs and Japanese Americans [28]. The first generations were the original
immigrants, born in their homelands, and mostly elderly. The second and third
generations were born in the USA and mostly middle-aged or young, respectively.
The researchers assessed acculturation along three dimensions: the balance of
knowledge between the homeland popular culture and American popular culture
(“cultural knowledge”); the cultural orientation of everyday activities through
language, customs, family structure, and gender roles (“cultural orientation in
everyday activities); and “ethnic group self-identification.”

Table 10.1 shows how the three generations differed. The first generations knew
their homeland popular cultures better than American popular culture; had general
homeland orientations in everyday activities; and claimed both homeland and
American identifications. The second generations knew both their homeland and
American popular cultures; had mixed homeland and American orientations in
everyday activities; and split between either homeland or American identification.
The third generations knew American popular culture better than their homeland
popular cultures; split between homeland and American orientations in everyday
activities; and split between either homeland or American identification. In sum-
mary, knowledge and orientation in everyday activities became progressively more
acculturated to American culture with successive generations. But ethnic
self-identification began as both homeland and American in the first generations
and split into primarily homeland or American in the second and third generations
[28].

How might health professionals easily and quickly assess acculturation in
patients and family members? Using the same dimensions as in Table 10.1,
Table 10.2 lists specific variables by which other researchers have assessed
acculturation in these same ethnic groups [29, 31]. The variables suggest three
simple, practical, and valid questions health professionals (HPs) might ask: [3]
What language do you prefer to use (for immigrants from non-English-speaking
homelands)? In which country were you, your parents, and your grandparents born?
And which ethnic group do you consider yourself a member of? Though concep-
tually important, the psychological aspects of nonacculturation (such as keeping
homeland values, maintaining connections to the homeland community, and feeling
supported by that community) add little discriminating power to the three basic
questions [29].
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The Case

The obvious demographic differences between Senor B. and me immediately
revealed our different ethnic origins. In addition, though I did not realize it at the
time, my initial clinical history largely answered the questions for assessing the
more subtle issue of Senor B.’s acculturation to American society. That history
revealed he had been born in Mexico, spoke only Spanish, and identified himself as
Mexican. A full assessment lacked only confirmation that his parents and grand-
parents had also been born in Mexico. My history supplied other supporting
information on the point, too. Senor B.’s speaking only Spanish and his care to
avoid detection as an undocumented alien surely made him restrict his close con-
tacts to other Mexican immigrants. And his distress about not being able to support
his family and his apparently not having disclosed his health problems to his wife
until very late suggested he followed the Mexican family patriarch’s traditional
bread-winning and protective roles. I should have realized early on that, despite
having lived many years in the USA, Senor B. had embraced few of its mores and
had not moved far from the assimilation pole along the assimilation-acculturation
continuum. He had little acculturation to American culture. Only with more time
caring for him could I assess his acculturation to mainstream medicine.

Culture and Medical Care in General

Having laid out basic concepts of culture, I now discuss in the next two sections
some perspectives on culture and medicine. This first section addresses general
perspectives related to illness and treatment, clinician–patient power differences;
and family roles and responsibilities. The second section addresses more specific

Table 10.1 Changes in acculturation over three generations of new immigrants to the United
States

Dimensions of acculturation Generation

First Second Third

Cultural knowledge Homeland Homeland and
American

American

Cultural orientation in
everyday activities

Homelanda Homeland and
American

American

Ethnic-group
self-identification

Homeland and
American

Homeland or
Americanb

Homeland or
Americanb

Data from Clark et al. [28]
aFor cultural orientation in everyday activities, the first generation divides into two distinct
populations: one with a high dominant homeland orientation and another with a lower but still
dominant homeland orientation.
bFor ethnic-group self-identification the second and third generations divide into two distinct
populations each: one with a dominant homeland self-identification and the other with a dominant
American self-identification.
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perspectives related to end-of-life care including communication styles, advance
directives (ADs), and informed consent in terminal illness. This second section
presents several contrasts among major American ethnic cultures.

Illness and Treatment

Before modern medicine many cultures attributed illness to disharmonies inside and
outside the body [8, 32]. Those disharmonies arose supposedly from imbalances of
internal “humors” or from bodily attacks by external forces such as evil spirits.
Illnesses occurred so frequently that they seemed like the body’s natural state, and
suffering seemed an inherent part of living. Some cultures still hold that belief
today.

Twentieth-century medical science, however, radically changed many people’s
ideas about illness and treatment. Westerners in particular rethought their ideas
about disease causation, treatment methods, and expectations for medical outcomes.
The new medical science discovered germs, toxins, abnormal genes, anatomic
defects, over- or underactive immune system responses, and other physical causes
for disease. Westerners soon dropped many old ideas about nonphysical causes of
illness including as a punishment from God or as a hexing by evil people or spirits.

People’s attitudes about treatment changed, too. The old treatments addressing
disharmonies had achieved little success [10]. Though the ill had sought treatment
and hoped for benefits, they had rarely gotten them. People reacted by developing a
pessimistic, fatalistic attitude toward diseases and their treatments. Some diseases
such as cancer gave a quick “death sentence,” [24, 33] which the patient had no
hope of reversing [33]. Cancer relentlessly eroded the patient’s physical powers,
personality, and spirit until he or she died a typical cancer death [34]. Other diseases
such as rheumatoid arthritis caused a progressive, crippling illness that defied
treatment and lasted years. For both kinds of diseases, families administered at
home the few, largely ineffective treatments available.

Then the new medical science introduced treatments that actually affected the
course of diseases beneficially, sometimes dramatically. The revolutionary treat-
ments included antibiotics; cancer chemotherapies; mechanized life support and
intensive care; organ replacement therapies; and image-guided, minimally invasive
surgical procedures. So many cures followed that people began to expect them. The
treatment successes reinforced many Western cultural beliefs about the power of
medical science, the duty to fight disease actively, the need to exercise
self-discipline in pursuing disease prevention and treatment, and the importance of
maintaining hopefulness in the face of disease.

The treatment successes also suggested toWesterners that Godwishes good health
forHis people, that it is the body’s natural state, and that good health can be effected by
contemporary mainstream medicine. Diseases became problems to be solved.
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Accordingly, Westerners abandoned their old fatalistic views. People began to see
illnesses as temporary and expected the associated suffering to last only the short time
needed for medicine’s cures to take effect.

Clinician–Patient Power Differences

All clinician–patient relationships involve power differences [16] arising from the
inherent differences in technical knowledge and from the frequent differences in
personal health. The clinician has greater power based on greater technical
knowledge and better health; the patient, less power based on less technical
knowledge and poorer health. Ethnic and other cultural differences between clini-
cian and patient only magnify those power differences.

Yet clinicians usually do not see those power differences. Two reasons may
explain why. First, clinicians do not question the typical clinician–patient rela-
tionship as it is because medical practice largely mirrors the dominant, surrounding
Western culture. Clinicians simply accept that relationship with its intrinsic power
differences as the best or only way the relationship can be [8]. Second, clinicians
like others with advantage often do not perceive their advantage. Clinicians, for
example, usually underestimate their power to influence people and events inside
and outside of medicine [3]. Vulnerable patients, of course, sense clinicians’ power
and patients’ own relative powerlessness. As a result patients—especially minority
patients—may not fully trust the healthcare system to serve their best interests.
Because the clinician–patient power differences are real and important, clinicians
must recognize them and manage them responsibly.

Family Roles and Responsibilities

Unlike EA culture, which champions the individual’s autonomous decisions for
him- or herself, non-EA cultures typically champion the family’s collective deci-
sions on behalf of the individual family member. Such family involvement provides
the family member with reassuring security, dependability, and solidarity in unfa-
miliar or threatening situations [8]. In medical situations, for example, non-EA
families take quite seriously their duties to keep vigil at the hospital, to monitor the
patients’ care, and to serve as liaisons with the clinicians [8, 10]. These families also
provide some of the patients’ direct, hands-on care in the hospital and most of that
care at home [6]. For that reason many ethnic minority patients entrust their welfare
completely to their families out of the belief, as one patient said, “My family will
watch out for me when I need them to.” [35].
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Culture and End-of-Life Care Communication

Clinicians’ bedside communications generally leave many American patients—
particularly ethnic minorities—dissatisfied. For example, Hispanic Americans
(HAs) and Asian Americans (AsAs) believe doctors do not spend enough time with
them, listen to them, or consult them adequately in decisions about care [36]. These
groups think they would receive better communications and care if they came from
another ethnic group, undoubtedly EAs [36, 37]. HAs, AsAs, and AfAs also believe
that either their poor English fluency or different lifestyles cause doctors to disre-
spect them [36]. These views suggest American clinicians need to improve their
overall communications skills with minorities.

Those skills play an especially important role in end-of-life care. Many dying
patients and their survivors want to tell health professionals their feelings about the
dying experience, and culture fundamentally influences when and how people
express those feelings. Health professionals must be prepared to listen and respond
in culturally appropriate ways. This next section aims to help health professionals
do so. It focuses on three important end-of-life communication topics that culture
affects: communication styles, advance directives, and informed consent in terminal
illness.

Communication Styles

Culturally determined communication styles range from the high-verbal,
low-context to the low-verbal, high-context [2]. The high-verbal, low-context styles
communicate most of their meaning by what is actually said or written and rela-
tively little by the context of facial expressions, body postures, symbols, and rituals.
Western cultures typically use these communication styles. In contrast, the
low-verbal, high-context styles communicate relatively little meaning by what is
said or written and most by context. Eastern cultures typically use those commu-
nication styles [6].

Matching communication styles between health professionals and patients or
survivors assumes considerable importance as death nears. I suggest health pro-
fessionals identify the communication styles dying patients and their survivors
prefer, and try to use roughly those styles with them. Overall, the low-verbal,
high-context styles fit end-of-life situations best [2] because they give people
conceptual and emotional “space” to interpret the death in their own ways, to
develop coping skills, and to reformulate hopes for the future [6]. Health profes-
sionals might, therefore, consciously shade their communication styles toward those
low-verbal, high-context styles at such times.

Of course, all end-of-life situations involve ambiguities of meaning, which often
emerge in the silences. Westerners used to high-verbal, low-context communication
typically tolerate poorly the silences and their accompanying ambiguities.
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Westerners prefer definitive diagnoses, clear disclosures, explicit treatment plans,
and verbal interaction [37]. Nonetheless, health professionals should respect the
silences and their ambiguities by resisting the impulse to fill the silences with talk.
People need to make their own sense out of the ambiguities. Health professionals
should concentrate instead on nonverbal gestures of caring. A hand on the shoulder
or just a quiet, supportive presence may communicate the greatest comfort to dying
patients and their survivors.

Advance Directives

As Chap. 6 explains, advance directives are documents that permit people to pre-
pare for future mental incapacity by choosing beforehand the treatments and proxy
decision-makers they want under those circumstances. Advance directives are
grounded firmly in EA values (e.g., personal freedom, self-reliance, and orientation
to the future) and beliefs (e.g., the future is not predetermined; one can make
choices affecting it; and one should take responsibility for acting on those choices).
In fact, one author calls advance directives an “artifact” of EA culture [22].
Advance directives may actually seem foreign, even threatening, to people who do
not share those underlying EA values and beliefs. Perhaps for that reason AfAs,
AsAs, and HAs are less likely than EAs to know about advance directives or to sign
them [8, 12, 38, 39]. Furthermore, many from these minorities reject advance
directives out of fear they may prompt discriminatory, adverse practices such as
withdrawing life support prematurely.

Informed Consent in Terminal Illness

Medicine’s informed consent standard may be another “artifact” of EA culture and
its emphasis on personal autonomy [8]. This standard encourages disclosure of
terminal diagnoses to patients and involvement of patients in planning end-of-life
care (to the extent they wish). But many non-EA cultures consider such disclosure
inhumane for causing patients distress, extinguishing hope, and even causing death
to occur too soon [12]. These cultures may obligate families rather than patients to
hear terminal diagnoses and to make subsequent care plans. One study in particular
showed that more Korean Americans and MAs than either EAs or even AfAs want
not to know about future metastatic cancer diagnoses or terminal prognoses and
want to allow their families to make life support decisions for them under such
circumstances [24]. Although I ordinarily try to allow great cultural leeway in
end-of-life matters, I actively discourage withholding terminal diagnoses from any
patients. I believe patients learn their diagnoses from context anyway, and most
patients and survivors benefit from talking openly about the death to come.
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Specific Ethnic Group Cultures and End-of-Life Care

I imagine American society as a tiered hierarchy of cultures. At the base sits
American core culture. Its values include the preciousness of human life, the equal
worth of human beings, and respect for the dead; [40] its beliefs include the
existence of an all-powerful God or some other supreme focus for life; the
inevitability of human death; and the existence of an afterlife [41]. Virtually all
Americans hold those values and beliefs. Atop that core base sit the specific
American ethnic group subcultures. They contain not only all the American core
values and beliefs but also their own distinctive ones. Atop each ethnic group
subculture sit even finer subcultures corresponding roughly to gender, age, or other
characteristics.

This section describes the most distinctive end-of-life values and beliefs of that
middle tier of ethnic group subcultures. I focus on four major ones—
Euro-Americans (EAs), African Americans (AfAs), Asian Americans (AsAs), and
Mexican Americans (MAs) (Table 10.3). An additional section of text but not of

Table 10.3 Contrasting common end-of-life values and beliefs among four major American
ethnic groups

Value or belief Euro-Americans
(EAs)

African
Americans
(AfAs)

Asian Americans
(AsAs)

Mexican
Americans
(MAs)

Person’s
control over
the future

High [5, 42]a Moderate [42,
44, 59]

NRb Low[34, 59,
95]

Desire for
medical
information

High [24] High [24] Low [24] Low [24]

Main medical
decision-maker
(s)

Individual
patient [24, 42,
43]

God and
individual
patient [5, 24,
44, 47]

Family [20, 24] God,
clinician, and
family [24,
45, 59]

Spirituality Low-moderate
[44, 54]

High [44–46,
54]

NR NR

Purpose of
suffering

To regain health
and function [20,
45]

To test faith
and grow
spiritually [45,
55]

To promote family
harmony and maximize
longevity [8, 20, 22]

To test faith
[45]

Preference for
life support

Low [20, 24, 38,
42, 45]

High [20, 38,
42–44, 54, 55]

High [8, 20, 22, 54] Moderate to
high [20]

Tolerance for
disability

Low [45, 56] High [45, 56] NR NR

Preference for
hospice

High [5] Low [5, 55,
56]

Low [3] Low [3]

aSpecific references for data occur in brackets.
bNR = Not reported.
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the table addresses Native Americans (NAs). A subsequent section describes dis-
tinctive end-of-life values and beliefs of men and women and of young and old
across the ethnic groups. I mention here only those values and beliefs addressed in
the professional or academic literatures.

Although the text and table make unqualified statements (e.g., “EAs value
medical information.” or “MAs believe suffering tests one’s faith.”), the reader must
not understand them as applying rigidly to everyone in a particular subculture under
all circumstances. Many values or beliefs permit varied interpretations depending
on circumstances. The reader, therefore, must avoid overgeneralizations and rigid
stereotypes. The values and beliefs I mention here provide merely a starting place
for health professionals to negotiate individualized care for patients.

I discuss EA values and beliefs first because EAs dominate contemporary
American life by their numbers and influence. I then go on to discuss the com-
parable values and beliefs of the other three American ethnic groups, using the EAs’
values and beliefs as an implicit foil.

Euro-Americans

Core Euro-American (EA) culture contains at least four beliefs relevant to
end-of-life care. One belief, which I mentioned earlier, is that people can usually
control their lives [16, 42] and should do so. (But one exception exists: An
all-powerful God intervenes occasionally to override people’s life plans for them-
selves.) Another belief is that people should be allowed considerable leeway, short
of excessive interference with others, to make and implement their life plans [5, 24].
Yet another belief is that people’s fundamental identities derive more from them-
selves as individuals than from their membership in families, ethnic groups, social
classes, or other demographic groups. And still another belief, undergirded by the
values of self-reliance and personal productivity, is that individuals earn self-worth
through their deeds.

How might these beliefs affect EA wishes about end-of-life care? As patients,
many EAs want as much information as possible about their illnesses even when
that information is bad (Table 10.3). Furthermore, many EAs want to make as
many of their own end-of-life decisions as possible. Accordingly, they more than
other American ethnic groups try to control the end of their lives by signing ADs
[42] to ensure the dying experiences they want and to relieve their families of
difficult end-of-life decisions [20]. EAs are also most likely to discuss their personal
treatment wishes beforehand with their clinicians [42] and families [43] and to
expect those wishes to be followed in the end-of-life crisis.

In addition, among these four ethnic groups EAs take the most scientific, least
spiritual perspective on end-of-life care [44, 45]. They tolerate suffering only for a
reasonable chance to recover health and function, especially the ability to do
self-care [20, 45]. They also hold the least favorable attitudes about life support and
want to stop it sooner than do the other ethnic groups [20, 42, 45]. Thus, when
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treatment offers little chance for recovery to high function, EAs often exert their
personal decision-making authority to refuse life support for themselves. Many
want hospice care instead.

African Americans

Core African American (AfA) culture contains at least five distinct religious or
spiritual beliefs relevant to end-of-life care [45]. One belief is that an all-powerful
God actively controls human events [5, 44, 46, 47], has a plan for each person, and
intends it for good [46]. Another belief is that life always presents hardships: illness
is one [44]. The individual may never consciously reconcile the apparent incon-
sistency between these two beliefs: an all-powerful God’s good will towards people
on the one hand and their hardships (including illnesses) on the other. The indi-
vidual may simply have to accept God’s plan—the good and the bad together—
without ever fully understanding it [46].

The next two beliefs, however, may provide some reconciliation by asserting
unexpected benefits from illness or death. One of these beliefs is that, while sorely
testing one’s faith [48], the suffering that accompanies illness provides an oppor-
tunity for spiritual growth, [45], a source of hope, and important lessons in coping
[44, 46, 49]. The other belief is that dying and death are a part of God’s plan for
everyone’s good. The dying process ennobles a person as much as it disempowers
him or her [33]. And death itself can sometimes appear to the dying person like a
“welcome friend,” a “going home,” [44, 48] or the start of a better existence in the
afterlife [46]. Still another belief relevant to end-of-life care is that clinicians serve
as God’s instruments of that care [44], but God alone ultimately controls the out-
come of illness. [45]. He sometimes even saves lives unexpectedly through miracles
[44, 47]. As an AfA woman explained in one study, “God has priority over living
… (He can always) heal you.” [5].

Evidence conflicts over whether core AfA culture also includes distrust for the
American healthcare system [42, 50]. One recent study suggests AfAs believe the
system generally “controls treatment” and “does not serve patients well.” [39] In
addition, some commentaries cite the many mistreatments of AfAs in the past as
reasons why they should distrust the system: the involuntary medical experimen-
tation on AfA slaves in the 1800s, the denial of curative antibiotics to AfA men
during the Tuskegee Syphilis Study of the 1920s to the 1970s, the coerced steril-
ization of Southern AfA women in the mid-twentieth century, the federal govern-
ment’s sickle cell screenings and subsequent discrimination against test-positive
AfAs in the 1970s, the suspicions about AIDS as a plot to control AfA reproduction
in the 1980s [51, 52], and the stigmatization of AfA men in the 1990s due to a
purported aggression gene. Present-day poverty, disproportionate incarcerations,
and other ongoing social disadvantages of American minorities perpetuate the idea
that America cares little about its AfAs and other minorities [52]. Such
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considerations convince many AfAs, so some commentators claim, that “racism
(still) pervades American institutions” including the American healthcare system
[51–53].

Nonetheless, other evidence contradicts that distressing view about AfA distrust
of the American healthcare system. Some studies suggest AfAs do actually trust
their clinicians based on perceptions of the clinicians’ competence [45] and com-
passion [25, 49]. And, of course, AfAs still seek out clinicians’ care. AfAs may,
therefore, distrust the American healthcare system as a whole but trust their own
particular doctors and nurses.

Gender differences complicate the issue further. One study suggests AfA men
feel disempowered by the American healthcare system, but AfA women feel
empowered by it. And, overall, AfA men fear harm from it, but AfA women expect
benefit [26]. Conclusions about distrust of the American healthcare system, there-
fore, may really apply only to AfA men, not to AfA women.

In light of this confusing state of research and commentary, one expert’s con-
clusion appears reasonable: Suspicions of AfA distrust are speculative and “largely
unsubstantiated,” but American medicine must still guard against even isolated
instances of “insensitivity, neglect, injustice, or racism.” [48].

Whatever distrust actually exists, AfAs appear to want considerable medical
information from their attending clinicians (Table 10.3). AfAs also appear to use
their generally deep spirituality to cope with serious illness. They interpret the
suffering associated with illness as testing their faith and providing opportunities for
spiritual growth. Furthermore, AfAs believe that both God and they have the power
to make decisions affecting the course of illness. In addition, AfAs have strong
wishes favoring life-saving treatment. Several reasons may explain those wishes.
Religiously based sanctity-of-life values [48] may make life especially precious to
AfAs. They may also believe they can (and should) live longer than other people
[49]. And suspicions about ongoing discriminatory treatment practices may make
AfAs especially wary about withdrawing life support prematurely [5, 44, 50, 54].

AfAs’ disposition favoring life-sustaining treatments powerfully influences their
views about many end-of-life matters. AfAs often reject advance care planning as
fostering hopelessness [44], as decreasing a person’s decision-making authority,
and as diminishing his or her subsequent quality of care [42]. They also accept far
greater disability and suffering to stay alive than do, say, EAs [55]. Furthermore,
AfAs usually insist on aggressive life support and reject do-not-resuscitate
(DNR) orders until late in a terminal illness [38, 42, 56]. And they consider talk
about futile life support, hospice care, or costs of terminal care during the
life-threatening crisis as devaluing life [54]. They completely reject suicide [49].

Asian Americans

Of the four American ethnic groups highlighted here, Asian Americans (AsAs)
have the smallest professional medical literature on culture, health care, and end of
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life. The term AsAs, of course, encompasses many different nationalities, ethnic
groups, and tribes, but I focus on the largest and most researched—ethnic Koreans,
Japanese, and Chinese.

All these AsA core cultures emphasize the subordination of the individual’s
welfare to the group’s [22]. The most important group is always the family [8], and
all members have a responsibility for promoting the family’s cohesion and harmony
[56]. For instance, filial piety—faithfulness in duty to one’s parents and other
family elders—requires the young and healthy to care for the old and infirm [11].
Therefore, the dying process with its care rituals becomes more a relational expe-
rience for the whole family than just a physiologic one for the individual patient [8].

Other strong AsA traditions govern the dying process, too (Table 10.3) [12].
AsA clinicians and family members, for example, spare the patient from hearing a
terminal prognosis due to the belief that merely mentioning death extinguishes the
patient’s hope for the future and precipitates death [5, 8, 22, 57]. Clinicians and
family members sometimes even try to bolster the dying patient’s spirits by making
intentionally overly optimistic statements about prognosis. At the same time filial
piety requires the adult children—particularly the eldest son [56]—to hear the true
terminal prognosis and to make key life-support decisions on the elderly parent’s
behalf [24, 57]. The children often opt to keep the parent alive as long as possible.
Ironically, terminal AsA parents may not want life support but accept it in deference
to the obligation the children feel to give it [8, 12, 20, 56]. The power of this
obligation and the perceived unpredictability of death discourage AsAs from per-
forming advance care planning beforehand [57]. They may also reject home hos-
pice care out of the belief that a dead person’s spirit haunts the place where that
person dies [5, 8].

Differences between the Western, typically high-verbal, low-context communi-
cation style, and the Eastern, typically low-verbal, high-context communication
style, [2] complicate Western clinicians’ end-of-life care for AsA patients. In such
situations Western clinicians must consciously observe patients and families for
meaningful nonverbal interactions. Trained interpreters can help. Still, misunder-
standings will occur and may account for some of AsAs’ dissatisfaction with their
Western clinicians [58].

Mexican Americans

Hispanic or Latin Americans include people from typically Spanish- or
Portuguese-speaking American countries. While each Latin ethnic group has its
distinguishing cultural characteristics, I focus here on Mexican-Americans
(MAs) because they are the largest Latin-American ethnic group in the USA and
because Senor B. was one.

Core MA culture contains several key beliefs that influence views about
end-of-life care. One belief is familismo, the idea that family plays the central role
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in one’s sense of self and duty. Family forms the foundation for an MA’s personal
identity [59]. Therefore, as with AsA culture, MA culture expects each person to
fulfill his or her duties within the family so that it can function as a cohesive,
integrated unit. The resulting interdependence means the incapacitation of one
family member, say, through serious illness, affects the whole family. Perhaps for
that reason MA families together—not patients alone—often make major treatment
decisions [24]. The senior men take the formal lead in those decisions, but the
senior women wield great influence behind the scenes [56, 59].

Another belief asserts that powerful external forces control much of one’s life,
leaving relatively little control to the individual. Those forces include God, human
authorities (such as governments, healthcare institutions, doctors, and other health
professionals), and fate [34, 59]. As with AfAs and perhaps other ethnic groups,
MAs believe a benevolent, all-powerful God can (and sometimes does) effect
miraculous cures. This belief obviously inspires hope in the darkest life-threatening
crises. MAs also believe that three specific values should govern relationships with
powerful others. Simpatia involves maintaining harmony by avoiding unpleasant
confrontations with others in general [59], personalismo involves keeping up a
formal friendliness with perceived authorities, and respeto involves showing due
respect to such authorities [56, 59]. Individual professional authorities (such as
doctors and other health professionals) earn MA respect for their education; com-
petence; [45] and selfless, trustworthy service to people in need. That respect
prompts MA patients to defer many treatment decisions automatically to their
attending clinicians [20]. In contrast, impersonal institutional authorities such as
governments or hospitals command MA respect out of fear. MAs may fear insti-
tutional discrimination in health care due to their poor English, uninsured status, or
difficulty in navigating the delivery system. Undocumented MA aliens, of course,
always fear discovery and deportation by the government. MAs naturally respond
to such fears with a general wariness towards institutions. Another possible external
force in one’s life is fate. Many MAs believe in fatalismo—the idea that fate has
sealed their personal futures and fighting to change them is useless. In addition,
one’s personal future invariably involves suffering, and MAs must accept it when it
comes. Yet another key MA belief mirrors a key AfA faith-based belief: that
serious, life-threatening illness not only tests one’s faith but also offers opportu-
nities for spiritual growth [45].

These beliefs may directly affect MA preferences about end-of-life care in
several ways (Table 10.3). Fatalismo may make expressing end-of-life care wishes
beforehand seem pointless. MAs may expect little control over the end of life
because they have sensed so little control in prior life. Advance care planning and
informed consent may, therefore, bewilder these patients by trying to empower
them at what seems to them an especially powerless moment [39]. MAs may also
see those procedures as inviting institutional discrimination through intentional
misapplication of patients’ wishes. In addition, some MAs may not want to know
their terminal diagnoses. These patients may believe knowing such diagnoses is the
responsibility of other family members alone. And some family members may
agree, asking clinicians to disclose serious diagnoses only to them and to allow
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them to make all important treatment decisions without patients’ knowledge of
diagnoses [24]. Clinicians, therefore, should ask MA patients before the crises the
exact role they want for themselves and their families in knowing serious diagnoses
and making treatment decisions. The high cohesiveness of MA families suggests
that, if patients prefer collective family decisions, clinicians try to involve as many
immediate family members as possible in making them [45]. Collective decisions
themselves, of course, can cause problems. Disagreements may arise over the
“right” decisions for the patient, and family members may regret their decisions
later or blame each other if the illnesses go badly.

These key cultural beliefs may also explain MAs’ tendency to continue life
support until late in a terminal illness and to avoid hospice [20]. MAs’ acceptance
of life with inherent suffering [45] may promote this tendency. The suffering of
earlier life may simply appear to transform naturally into the suffering of terminal
illness. In addition, MAs may sometimes misinterpret a clinician’s offer of life
support as a recommendation for it. Such an offer may, therefore, unintentionally
communicate false hopefulness to MA patients and families. MAs may also feel
obligated to accept the offer just to try to maintain harmony with the clinician and to
show him or her respect.

Two gender-specific cultural beliefs may also influence end-of-life care for MAs.
One is machismo, or MA male identity, that requires a man to care for his family in
two ways. The MA man must earn a living for his family. This breadwinning duty
forms a core part of the man’s self-respect. Thus, whenever the MA man becomes
too ill to earn a living, his self-respect suffers. The MA man must also protect his
family from unnecessary distress and difficult decisions. He does so in part by not
discussing his medical problems with the family and by deciding about his
end-of-life care on his own. The one other influential gender-specific belief is the
women’s strong sense of duty to care directly for dying family members. This belief
may cause MA women to refuse hospice because it makes them feel they have not
fulfilled their care-giving duty to the dying and thereby failed the whole family [6].

The Case

I realize some years later now that Senor B. took a typical MA man’s view of his
illnesses. He confronted them seriously only when he could no longer perform his
primary cultural role as the family’s breadwinner. That inability to support his family
must have shamed him into coming to “the government hospital,” an institution he
deeply distrusted for the possibility it might initiate deportation proceedings against
him. In addition, even when coming to the clinic, Senor B. always took a fatalistic
attitude toward his illnesses. They would run their course, he thought, regardless of
treatment. Furthermore, Senor B. appeared to shield his wife from the seriousness of
his illnesses by not discussing them with her until that last clinic visit. Only then did
Senora B. learn the gravity of his condition. At that point we three discussed the
potentially life-threatening nature of Senor B.’s illnesses and the possible treatments

Specific Ethnic Group Cultures and End-of-Life Care 315



for them. Senora B. was surprised at what she heard but appeared to have little say in
what to do: Senor B. just declared that he did not want the treatments, that he and his
wife would move back to Mexico, and that he would die there.

Unlike Senor B. I took a typical EA view toward his illnesses. I believed he
could control much about them and about the rest of his future. I urged him to take
that control by at least trying my treatments. All along I also urged him to bring
Senora B. to clinic visits and to keep her fully informed about his illnesses and
treatment.

Despite our different culturally based views about his illnesses, Senor B. and I
did build a solid respect for each other. Senor B. respected me for my medical
education and listened carefully to my advice though he rarely followed it. He also
respected me enough to return (except for his last appointment) whenever I asked
him to. And he trusted me. His trust arose from knowing, as he explained, that “you
(doctors) take an oath when you go to (medical) school.” I, in turn, respected him
for having lived the hard life of an undocumented alien. I also admired him for
being definite about what he wanted out of life and for being fiercely independent in
his views.

Still, I could not understand Senor B.’s refusal of seemingly ordinary treatments
(insulin, dialysis, and perhaps coronary bypass grafts) that might save his life.
Fatalismo surely influenced his attitude. He appeared to believe the diabetes and the
atherosclerotic heart disease would run their courses no matter what. He simply
concluded, “I have to die from something, doctor. It might as well be these things.”

Though I reluctantly accepted Senor B.’s refusing those life-sustaining treat-
ments, I could not understand his refusing palliative end-of-life care, too. Senor B.
steadfastly refused the advance care planning I offered, and he again took an
attitude of fatalismo. “My wife already knows what I want. I don’t need to tell her,”
he explained. “When that time comes, she will do whatever she needs to do.”

Perhaps familismo played a critical role, too, in Senor B.’s decision to move
home to Mexico. He may have realized that, as he died, he would need the care and
companionship of his whole family back in his native village. In addition, his
family would have to meet a need of their own to provide him that care and
companionship. Senora B. and the other women of the family, for instance, would
expect to take care of him as he died and would feel cheated if they could not. And
family members would need each other’s emotional support as they watched him
die. I see now that, though medically questionable, Senor B.’s decision to go home
may have been culturally well grounded.

Native Americans

In addition to these four large groups, other smaller but still important ethnic groups
also live in the USA. Native Americans (NAs) are one. Over 5.2 million NAs,
divided among 535 officially recognized tribes and perhaps another 100 unofficial
tribe-like groups, reside here [www.census.gov/prod/cen2010/brief/c2010-10.pdf,
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accessed November 22, 2013]. Yet only a tiny professional medical literature
describes NA culture [60], and an even tinier one describes NA end-of-life care.

Hepburn and Reed have written one of the few articles on general NA end-of-life
care. These authors describe it in terms of beliefs about the natural life cycle, the
individual’s place in the community and his or her decision-making authority in
medical matters, and NA customs of communication [60]. The natural life cycle, of
course, entails birth, growth, and death. NAs believe people must never disrupt this
cycle, and, in particular, must accept death when it comes. They must not fight it.

NAs also seek a proper allocation of decision-making authority among the
individual, the family, and the tribe. With proper allocation the individual makes
decisions (including end-of-life care decisions) for him- or herself and receives
support for those decisions from family and tribe. Adult children never challenge
the decisions of parents for themselves. But NAs may initially react warily to
outside medical authorities: Non-NA health professionals must prove their trust-
worthiness before NAs participate in sensitive end-of-life discussions with them.

NA thinking also affects end-of-life communications in an important way: NAs
believe language not only describes reality but creates it. Mere mention of death,
therefore, causes it to occur, making NAs communicate about death in nuanced,
indirect ways. Such communications may reference a hypothetical dying patient or
another actual dying patient but not the immediate dying patient [61]. The resulting
discussion may strike time-urgent, action-oriented, direct-speaking Western clini-
cians as meandering and oblique, but they must have patience with it. NAs may
make decisions so subtly that non-NA clinicians may not realize the decisions have
been made. I, therefore, urge non-NA health professionals to consult informants
knowledgeable in NA culture before discussing death and other sensitive medical
topics with NA patients or their families.

Despite many NA tribes the professional medical literature addresses only one in
particular: the Navajos, the second largest tribe after the Cherokees. Carrese and
Rhodes describe end-of-life care with the Navajos based on Dr. Carrese’s service as
an Indian Health Service doctor [61, 62]. The authors emphasize the importance of
culturally appropriate communications. “With the tongue we have,” one traditional
Navajo healer tells Dr. Carrese, “we must be very careful what we say … (when)
treating the patient.” Specifically, Navajos insist on always speaking positively and
thereby communicating hozho, the “Beauty Way.” The term encompasses the
Navajo ideas of beauty, goodness, order, and harmony. Contrasting with hozho,
direct negative speech (including talk about death) must be avoided. This prohi-
bition obviously complicates end-of-life care planning with Navajos. Carrese and
Rhodes point out that the Patient Self-Determination Act of 1991, the law requiring
mention of advance directives to all newly hospitalized patients, encountered a
severe unforeseen obstacle in Navajo hospitals. Compliance with the law mandated
explicit discussion of death, alarming the Navajos because they believed such
discussion would actually cause patients’ deaths.

Another author describes Navajos’ view of dying as a sacred journey that ends
with the dead person’s living eternally in the Great Spirit’s presence [63]. Rituals,
connecting the dying person to the rest of the universe in harmony, play a key role
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in sending him or her on this journey. I think health professionals who attend
Navajos may be able to cite this belief as a comfort to dying patients and their
survivors.

Gender and Age as Additional Cultures

Although ethnic cultures most easily come to mind, they constitute only one kind of
culture. Other demographic characteristics suggest other kinds of cultures. I,
therefore, believe every person belongs to multiple cultures at once, and most are
nonethnic [7]. Each culture influences the person’s total cultural make-up: The
more closely a person embraces a particular culture’s core values, beliefs, and
behaviors, the more that culture shapes the person’s views.

To illustrate nonethnic cultures, I briefly consider here gender- and
age-associated cultures as they relate to patients. Because the literature on those
cultures is vast, I cannot cover them comprehensively. I, therefore, limit my dis-
cussion to just a few points.

Patient Gender

Recent articles suggest that women and men patients differ dramatically in their
descriptions of illness, the amount and kind of information they want from clini-
cians, their expectations for treatment outcomes, and their preferences for life
support. Women often describe in their histories not only the physical symptoms
but also the emotional and relational effects of their illnesses. Women also want
considerable information about their illnesses and ask their attending clinicians
relatively many questions. For example, women recovering from heart attacks often
want detailed explanations of atherosclerosis and high blood pressure. Yet the
amount and comprehensibility of the medical information they get leave some
women dissatisfied [64]. Furthermore, women often want to share decision-making
with their clinicians, prefer treatment plans based on clinician–patient consensus,
and do not always expect treatment to cure their illnesses [65]. And women tend to
prefer “a dignified death” to aggressive life support near the end of life [66].
Perhaps for those reasons terminally ill women often “hear” and accept clinicians’
recommendations for comfort care only [67]. Overall, women feel empowered in
the American healthcare system [26].

Men, in contrast, typically describe in their histories only the physical symptoms
and not the emotional or relational effects of their illnesses. Men prefer relatively
little information about their illnesses and ask relatively few questions of their
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attending clinicians [65]. The questions men do ask differ from women’s. For
example, men recovering from heart attacks ask mostly about sexual activity. Men
tend to be satisfied with the information they get from their attending clinicians.
Men also tend to leave medical decisions to the clinicians but do expect treatment to
cure their illnesses eventually. And they tend to prefer aggressive life support even
near the end of life. Perhaps for that reason terminally ill men do not always “hear”
clinicians’ recommendations for comfort care only. Overall, men do not feel
empowered in the American care system [26].

Patient Age

Studies also suggest age differences in the preferences critically ill patients have
about decision-making style and outcomes for care. Although many patients of all
ages prefer to share decision-making with their clinicians, more elderly patients
than younger ones prefer leaving decision-making completely to their clinicians
[67]. In addition, fewer elderly patients than younger ones want to exchange
quantity of life for quality of life (which may include symptom relief, control over
one’s surroundings, or financial and emotional support for the family) [68]. Yet
among the terminally ill, more elderly patients than younger ones “hear” and accept
clinicians’ recommendations for comfort care only [67].

Characteristics such as education, income, military service, and vocation rep-
resent other cultures to which people may belong. But one pair of cultures plays a
huge role in medical care especially near the end of life: the clinician culture and the
patient culture. Both of those cultures appeared to have had important effects in
Senor B.’s case. I contrast the two cultures in the next section.

The Contrasting Cultures of Clinician and Patient

Clinicians commonly make two assumptions about clinical medicine and culture:
First, clinical medicine is scientifically based and, thus, culture- or value-free. And,
second, cultural differences in clinical medicine arise only from ethnic cultural
differences between clinicians and patients [25]. Both assumptions are incorrect and
require explicit rebuttals before I can offer a better way for clinicians to think about
culture in patient care. (Here, as elsewhere in this book, I use the term clinicians to
mean all health professionals trained in the basic clinical sciences such as anatomy,
biochemistry, and physiology. Although medical doctors may be the quintessential
“clinicians,” the word also applies to nurses, pharmacists, and other scientifically
trained health professionals).
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The First Incorrect Assumption: Medicine Is Culture-
or Value-Free

Many claim that value-free, objective science characterizes all sound medicine. As
such, clinical medicine, the applied branch of medical science, treats patients’
bodily problems by supposedly objective scientific principles. Clinicians often see
themselves as scientists pursuing benefits defined by objective scientific truth, not
subjective views [69, 70]. According to these clinicians, any other clinical approach
represents an interesting but misguided curiosity [1]. As culture-in-medicine expert
Dr. Carrese observes wryly, scientifically trained clinicians believe they “have
‘truth’ but others merely have ‘culture.’” [70].

Still, in treating the body, clinical medicine is always promoting some values
over others. It may, for example, promote extending life over easing suffering, or
treating disease over preventing it. Furthermore, clinical medicine cannot avoid the
existence of multiple subjective medical realities. No single reality dictates the same
presentation, response, and course of a particular disease in all patients. To the
contrary, the variability of a disease strongly suggests the variability of subjective
patient experiences with it. In that way disease—the objective abnormalities of
structure or function in cells, tissues, organs, or organ systems—[19, 71, 72] differs
from illness—the patient’s subjective experience of feeling unwell. Renewed
appreciation for that subjective reality has begun to refocus patient care back from
disease to illness. Therefore, I am convinced the first assumption is wrong: Clinical
medicine is neither value-free nor completely objective.

The Second Incorrect Assumption: Cultural Differences
in Clinical Medicine Arise Only from Ethnic Cultural
Differences Between Clinicians and Patients

Restated, this incorrect assumption claims that clinicians and patients share all the
same medically relevant values, beliefs, and behaviors though sometimes differing
over other, ethnic cultural ones. If so, clinicians and patients from the same ethnic
culture would agree on every medical issue. But I have cared for many EA patients
who differ from me and other EA doctors over diagnostic tests, vaccines, smoking
cessation, exercise, diet, weight control, megavitamins and other alternative treat-
ments, and adherence to mainstream treatments. These firsthand observations
suggest to me that clinicians and patients often view the same medical circum-
stances in vastly different ways [71]—some consistent with mainstream medicine
and some not [73].

A recent study supports this impression [74]. Researchers contrasted patients’
stated beliefs and their doctors’ perceptions of those beliefs about whether the
patients’ medical problems had a biological cause, the patients bore responsibility
for causing those problems, the patients could control the problems, nonmainstream
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interventions could alleviate them, the problems had significant existential mean-
ings, and the patients wanted a therapeutic partnership with their doctors. The
doctors misperceived all six patient beliefs, often mistaking them for the doctors’
own beliefs. Specifically, the doctors overestimated patients’ belief that their
medical problems had a biological cause and underestimated patients’ beliefs that
the patients bore some responsibility for causing the problems and could control
them, that nonmainstream interventions could alleviate them, that the problems had
some significant existential meanings, and that the patients wanted a therapeutic
partnership with their doctors. The findings did not vary by patient ethnic group or
doctor–patient ethnic concordance.

I believe clinical education creates much of the difference between clinician and
patient perspectives. Such education, a form of socialization, instills a special,
noninnate worldview in clinical trainees. That worldview, called “the clinical
perspective,” [75] grounds itself in specific values, beliefs, and behaviors often not
held by the general population. The clinical perspective values hard work, initiative,
and self-sacrifice in the service of others; encyclopedic knowledge of a specialty
field; future orientation (especially concerning preventative measures to avoid
future disease-related problems); scientifically tested, “evidence-based” interven-
tions; clinical research with big sample sizes and quantitative results; strict
deductive logic in diagnostic workup and treatment; and optimism about treatment
outcomes. This perspective also employs specific concrete symbols (such as the
white coat symbolizing authority and cleanliness) and ritual behaviors (such as
daily inpatient rounds) [75].

These considerations convince me the second assumption is also wrong. In fact,
I now believe its opposite: Even within the same ethnic culture, clinicians and
patients belong to separate cultures: [69] A specific cultural gap always divides the
two groups between a “clinician culture” and a “patient culture.” [19, 71] The gap
may be great or small, depending on the particular clinicians and patients, but it
exists in every clinical encounter [5, 16, 19, 21, 75]. Bridging that gap requires
recognizing it, understanding it, and planning creative ways to bridge it [74, 76]. To
help do so in practice, Table 10.4 and the next subsections detail differences
between the two cultures.

The Clinician Culture

So-called objective science, rationality, and a highly technical language characterize
this culture [18, 19, 69, 71]. A typical perspective derived from these characteristics
tries to reduce seemingly complex biological processes to simple concepts or laws
[19, 75] and forms this culture’s overall approach to patient problems. This “re-
ductionistic” perspective appears in at least three ways. First, the science behind
clinical medicine seeks the simplest explanations for complicated phenomena
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related to the human body [1, 77]. Second, in focusing narrowly on physical
disease, clinical medicine often overlooks problems of the mind and social envi-
ronment. And, third, practicing clinicians use mental “filters,” which they learn and
refine over years, to reduce patients’ often bewildering constellations of symptoms
and signs to recognizable patterns of disease [19, 75].

Decisiveness and focused action also characterize the clinician culture [21]. The
urgency of some situations, of course, demands quick decisions, effective action,
and time efficiency [69]. But in all clinical situations, diagnosing and treating
disease are the main objectives, and “evidence-based” interventions the main tools.
Clinicians see their work as solving pathophysiologic puzzles, repairing bodily
defects, and defeating the disease foe. Once having diagnosed a disease, clinicians
want to treat it, and they aim to cure it. Their professional stature depends on keen
observational skills, an encyclopedic knowledge of diseases, sound deductive logic,
insightful judgment, and extensive technical know-how about treatments.

Patient care here often resembles car repair: Any significant deviation from
normal functioning requires fixing. The patient presents his or her malfunctioning
“body vehicle” to the clinician-mechanic, who diagnoses the problem and makes
the necessary repairs [4, 78]. (Doctors actually call this process “tuning up” the
patient.) Unfortunately, the clinician-mechanic model sometimes focuses so
intently on the patient’s physical body problems that it overlooks pressing non-
physical problems [75]. Still, clinicians see their patient care as genuinely
humanistic. They consider it beneficent, sensitive, kind, compassionate [79], and
patient-centered. They also consider it rigorously egalitarian and nondiscriminatory
[79, 80] such that patients with similar clinical needs receive similar attention
regardless of income or other demographics.

Clinicians, of course, play the lead role within the clinician culture [75].
Supposedly they alone have the expertise to control clinical outcomes [75]. They
thereby command great authority in that culture while patients and families often
feel powerless and vulnerable [19].

But like ethnic group cultures the clinician culture is not uniform. It contains
subcultures of its own created by particular clinical professions and specialties.
Doctors and nurses, for example, belong to separate subcultures due to their dif-
ferent professional goals and methods. Doctors focus on diagnosing diseases,
improving physical symptoms and function, and studying their care scientifically.
They rely heavily on medical technology to achieve those goals. Nurses, in contrast,
focus on helping patients live independent and fulfilling lives. Nurses rely heavily
on building positive relationships to achieve that goal [81]. Even among doctors,
different specialties and therapeutic goals create different subcultures. Several
doctor subcultures, for example, may coexist in intensive care units (ICUs). The
attending surgeons may aim primarily to keep patients alive while the attending
“intensivists,” usually anesthesiologists or internal medicine-trained pulmonolo-
gists, may aim primarily to maximize patients’ quality of life [82].
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The Patient Culture

This culture differs dramatically from the clinician culture. Patients, not clinicians,
play the lead here [75]. Patients understand medical problems as illnesses, that is,
their own personal experiences of feeling unwell, [19, 71] and are the experts in
them. Patients also use colloquial language to describe their illnesses: [19] A
myocardial infarction is “a heart attack;” diabetes mellitus, “sugar;” and syncope, “a
dizzy spell.” That language helps shape patients’ understanding of their illnesses.

In addition, illnesses are holistic, that is, affecting the whole patient. As such,
they have multiple dimensions, including not just the physical but also the emo-
tional, social, vocational, financial, existential, and spiritual [19, 73]. Different
perspectives on those dimensions permit different interpretations of what an illness
means. Like clinicians facing diseases, patients facing illnesses may see them as
problems to be solved or alien attacks to be avoided, warded off, or surrendered to
[75]. But patients may also see illnesses as moral weaknesses, divine punishments,
ways to command attention, convenient releases from life’s demands, reminders of
bodily deterioration and mortality, or catalysts for spiritual growth [75, 77].

In the patient culture medical care exists to provide symptom relief, functional
improvement, reassurance, and hope. Diagnosis and treatment are not ends in
themselves but merely means to these other ends in patients’ lives. Because patients
determine those ends, they often want to participate in medical decisions. Patients
want to make sure that decisions about their care accurately reflect their core values,
experiences, and wishes [19].

This patient culture also suggests that, because patients’ worldviews differ
considerably from clinicians’, patients’ specific views about modern medicine also
differ from clinicians’. Mixed feelings lie at the heart of patients’ views. On the one
hand, patients are awestruck at modern medicine’s power over some diseases.
Pneumonia, kidney failure, atherosclerosis of heart vessels, and other formerly
deadly diseases now often yield to treatment. Modern medicine appears to work
miracles in these cases. Its successes feed patients’ hope for recovery in their own
life-threatening crises [83]. On the other hand, patients often regard warily this
highly specialized, highly technical care because they do not understand it [72, 79].
Modern medicine can seem like a dangerous monster [72], serving itself or clini-
cians better than the needy patients. Its care can sometimes seem callous or
bureaucratic. Patients often feel modern medicine focuses too much on the physical
and too little on the nonphysical or humanistic (especially during terminal illness).
They crave meaningful, personalized relationships with their clinicians.
Unfortunately, clinicians must often guess at such wishes because most patients,
intimidated by clinicians’ authority, do not ask explicitly for what they need [69].
Patients fear retaliation if they ask too much of their attending clinicians and
thereby earn a reputation as being “difficult.” Such mixed feelings, then, create for
patients a curious combination of awe, trust, and wariness about modern medicine,
and clinicians may have difficulty deciphering the exact combination for particular
patients.
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The patient culture also contains one other important existential element: the
perception of limited control for patients over disease, illness, care, life, and death.
Many Americans see God as having ultimate control over medical events despite
the power of modern medicine [83]. They also see God as relinquishing some of
His control to them. Some patients wish to exercise their control by making all
important medical decisions themselves; others wish to share it with their clinicians.

The Case

The ethnic cultural differences in Senor B.’s case were obvious from the start, but
the clinician–patient cultural differences were subtle. They occurred to me only
later. As a typical doctor, I am disease- and action-oriented. I viewed Senor B.’s
shoulder pain and chest pressure as disease puzzles to be solved. I felt obligated to
diagnose the causes for his pains and looked to the medical sciences, mostly
anatomy and physiology, for answers. The shoulder pain was the less serious
problem: Strain or possibly a tear of the shoulder tendons was likely causing it. The
chest pressure was potentially the more serious problem: Compromised blood flow
to the heart muscle was likely causing it. I believed Senor B. could suffer a full
“heart attack” at any time, thereby permanently damaging his heart muscle and
perhaps dying. I wanted to take immediate action to treat the heart by admitting him
to the cardiac ICU. I automatically assumed “the government hospital” would give
Senor B. competent, compassionate, and nondiscriminatory care despite his status
as a poor, undocumented alien. And I believed the cardiac ICU doctors would treat
him with proper monitoring and interventions and save his life in the process. I tried
to reassure him the hospital would give him whatever life-saving treatment he
needed at a cost he could afford and would not initiate deportation proceedings
against him.

As a patient, Senor B. took quite a different view of his case. He had illnesses,
not merely diseases. First, the shoulder pain (among other symptoms) and then the
chest pressure made him feel unwell. These illnesses had multiple dimensions for
him including physical, social, vocational, financial, and emotional ones. Senor B.’s
resulting inability to support his family jeopardized his position as patriarchal head
of the family and compelled him to come to the public clinic, which he dreaded. He
cared little about getting exact diagnoses but cared a lot about getting enough pain
relief to work again. In fact, Senor B. was so desperate for relief that he sought
treatment wherever he could find it: He used both mainstream treatments and
alternative folk treatments. In addition, where I saw only clinical puzzles, Senor B.
may have seen moral weakness (say, for his excessive eating, smoking, and
drinking), divine punishment, or reminders of bodily deterioration and mortality.

He also felt a deep ambivalence about the public healthcare system he had
landed in. He respected my clinical knowledge and wishes to help but also feared
mistreatment at “the government hospital.” Despite my optimism about treatment,
Senor B. was always fatalistic. He was sure he would die from either his heart
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disease or “that heart surgery.” Refusing my pleas to work him up for an impending
heart attack, he said repeatedly, “God wants me to die from something. This must
be it.” Senor B.’s prior nonadherence to his diabetes regimen should have alerted
me that he and I were often working at therapeutic cross-purposes.

As I recall his case now, I see that relatively few of our clinical management
disagreements arose from ethnic cultural differences. Most of those disagreements
actually arose from differences between my clinician culture and his patient culture.

Resolving Cultural Conflicts at the End of Life

One expert says cultures shape patients’ perceptions of clinical reality [4]. Those
perceptions differ from culture to culture, patient to patient, situation to situation,
and time to time. Thus, clinician and patient are constantly renegotiating their
different, culturally based factual interpretations, values, and expectations to reach
agreement on the clinical reality they face together. I certainly tried mightily to
negotiate with Senor B. a shared perception about the reality he and I faced. But I
did not succeed much. A huge cultural gulf always separated us, and I needed a
much broader perspective than I had to bridge it.

In searching for such a perspective, I have concluded recently that some of every
person’s cultures address death. We all derive so much identity, purpose, and
meaning from our cultures [78] that we surely find in them insights about that
momentous event. Cultures explain what death means to us and provide ways for us
to cope with it. Cultures also shape our expressions of grief and can give us spiritual
guidance [2, 5].

Unfortunately, cultures are so deeply ingrained and so rarely discussed that
many of us do not know or cannot articulate our culturally based beliefs about death
[11]. “Culture hides itself from its own,” one writer observes [2]. Defining such
beliefs for the first time at the end of life may be especially difficult just when they
matter most. Yet patients and family members may find themselves doing that in
front of health professionals as the end-of-life drama plays out. Health professionals
must respond with insightful, practical, and compassionate help.

In doing so, health professionals must overcome the typically human discomfort
at discussing death. They must also resist their usual time urgency and exercise the
patience necessary to listen and to consider cultural differences thoughtfully [84].
Health professionals must always respect beliefs different from their own and never
dismiss them as mere obstacles to doing what the health professionals want to do
anyway [85]. Of course, respect for opposing beliefs does not mean automatically
accepting them. But it does mean trying to understand those beliefs and to negotiate
workable compromises within reasonable professional and personal bounds [86].
Health professionals should have a sensitive, systematic approach to do so. One is
LEARN, the acronym for Listen, Explain, Acknowledge, Recommend, and
Negotiate [87]. The next few paragraphs describe it.
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Listen means eliciting the patient’s perspective on the situation. I suggest the
health professional take cues from the patient’s ethnicity, gender, and age and on
that basis make a preliminary mental list of culturally based views the patient might
hold. This chapter’s general descriptions of common American cultures, ethnic and
otherwise, may help. The health professional can then ask specifically about those
views if the patient draws a blank at first inquiry. (A reminder: Because this process
does not set out rigid, preconceived ideas about what the patient must think, it is not
cultural stereotyping. The process merely provides a place to start a focused inquiry
[61]. Of course, the health professional must always keep an open mind and be
prepared for deviations from prior culture-oriented expectations.) The health pro-
fessional should use good listening techniques throughout. In general, he or she
should respond to the patient with attentiveness and sympathy. The health pro-
fessional should use the patient’s own words whenever possible in replying, asking
clarifying questions, or summarizing what the patient has said [87].

Explain means understanding one’s own relevant cultural views and being able
to explain them to others. A person’s greatest cultural influences surely come from
ethnic group, religion, gender, and education [88]. Those influences may emerge
most powerfully in the critical-care or end-of-life crisis. The health professional,
therefore, must be able to identify the possible sources of his or her cultural views,
to explain those views clearly, to hear opposing views, and to anticipate the
implications of all views for care.

Good, clear expression is a key to effective explanations. Both the verbal and
nonverbal components of expression deserve forethought. Even when sharing the
same native language with patient and family, the health professional must speak
slowly, distinctly, and deliberately. He or she must explain key ideas, minimize the
use of technical words, and clearly define the technical words whose use is
necessary.

Not sharing the same native language naturally increases the difficulties of
communication and the risks of miscommunication. When lacking easy fluency in
the language preferred by the patient or family, the health professional must use a
trained, skilled professional interpreter [89, 90], never untrained staff or family
members of patients, to translate. Accurate medical interpretation requires spe-
cialized language use, exact transmission of meanings, and keen observation of
interpersonal interactions (including nonverbal communications)—all of which a
trained professional interpreter can provide. American law now requires hospitals
and clinics to make available in person or by telephone the professional interpreters
for many languages. The health professional should use these interpreters liberally.
I prefer using in-person interpreters (whenever available) specifically to get their
observations about nonverbal communications.

Even when using interpreters, the health professional should speak slowly and
deliberately. He or she should look directly at the patient or family member; use
short, simple sentences; and stop frequently, perhaps every sentence or two, to
allow the interpreter to keep pace. The health professional should also never divert
his or her attention, say, to writing progress notes or speaking to others, during
interpreted conversations. To ensure accurate understanding in both directions, he
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or she should repeat back for confirmation any important information coming from
the patient or family member and ask the patient or family member to repeat back
any important information coming from the health professional.

As I said before, communication is nonverbal as well as verbal, and the health
professional should appreciate both kinds. Good listening and good explaining,
therefore, require good observation. With the emphasis in many non-Western
cultures on the nonverbal, and the taboo in some about talking explicitly about
death, the professional interpreter may be most valuable in helping the health
professional understand indirect, nonverbal communications. Any face-to-face
interpreted conversation, whether between Western and non-Western cultures or
among strictly Western cultures, deserves a debriefing afterwards in which the
health professional asks the interpreter in private for insights about the nonverbal
communications.

Acknowledge means to identify explicitly a situation’s cultural conflicts. This
acknowledgment does not require a comprehensive knowledge of all cultures
represented. Such knowledge is impossible even for professional anthropologists
[91]. But the acknowledgment should reflect an appreciation for the main conflicts,
a willingness to hear all perspectives, and a respect for each one. Otherwise, some
parties may feel their views are not taken seriously.

I find that stating cultural conflicts as action questions, that is, questions about
which actions to take in response to the conflicts at hand, helps start the resolution
process [92]. Action questions in Senor B.’s case might have included the fol-
lowing: Should I insist he stop the El Parajo and all other nonmainstream
medicines before I treat him? Should I even propose expensive life-prolonging
procedures such as cardiac catheterization and hemodialysis when I know he is a
poor, uninsured, and undocumented alien and worries about not being able to pay
for them? [93] And should I require him to sign an outpatient do-not-resuscitate
order if he steadfastly refuses my recommended life-saving treatments?

Recommend means offering preliminary proposals for resolving the cultural
conflicts. Once those conflicts and relevant action questions get articulated, pro-
posals for resolution often follow quickly [78]. Those proposals should acknowl-
edge all perspectives represented, reflect whatever consensuses exist, and suggest
initial actions to take. The proposals should permit any necessary adjustments later
on.

Negotiate means performing a give-and-take about the proposals until the parties
reach a generally agreed-upon, workable solution. The negotiation process some-
times requires persistence, patience, and flexibility [78]. And the success of any
solution should be assessed in terms of accommodating as possible the basic cul-
tural beliefs of patients first [85], families next, and health professionals and
institutions last.

Some people advise negotiating until reaching a solution fully acceptable to all.
That goal is sometimes impossible: Harmonizing seemingly conflicting cultural
beliefs may never fully occur. Beliefs may be logically incompatible; parties may
harbor hidden agendas, perhaps unconscious, that leave them unable to compro-
mise; and life-threatening crises may limit the time available to formulate the
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perfect plan. Actual solutions, therefore, are often compromises, which may satisfy
nobody fully. Neither ethics nor law provides clear guidance about when to
accommodate and when not to in such highly charged crises [76]. I believe dying
patients, through their proxies if necessary, should generally have the dominant say
in end-of-life questions. Health professionals and institutions may have to extend
themselves to accommodate patients’ beliefs. Those beliefs may be overridden only
when they will likely do serious, irreversible harm to others. Surely few patient
beliefs meet those conditions.

The Case

Senor B.’s case still baffles me years later. Adhering to my professional training, I
focused on his diseases. To me, they constituted his total medical reality. They also
had established, “scientifically proven” treatments, which I was eager to use: insulin
for the diabetes, aspirin and possibly arterial bypass grafts for the atherosclerotic
heart disease, and eventual hemodialysis for the progressive kidney failure.
I considered such care for him state-of-the-art, personal, and compassionate. Still,
my approach rarely persuaded Senor B. to accept the treatments I recommended.

I realize now my perspective as a clinician blinded me to Senor B.’s quite
different perspective as a patient. I had assumed we both saw his medical reality in
the same highly clinical way. But his increasingly missed appointments and his
steadfast refusals of nearly all my treatment recommendations should have made
me suspect important differences between us. I should have explicitly asked his
perspective, using the questions in Table 10.5 [4, 85]. The clinical history I had
learned in medical school did not include them.

Though not explicitly asking these questions, my original clinical history with
Senor B. answered some of them anyway. I only needed to see the answers in it.
How long do you think your illness will last? His fatalistic attitude (“I have to die
from something. This must be it.”) strongly suggested Senor B. believed these
medical problems would last unabated until he died and, in fact, would cause his
death. What problems does your illness cause you in everyday living? Senor B.
explained at the outset that his shoulder pain bothered him most because it pre-
vented him from earning a living. He was thereby failing his family in his most
important cultural duty. How does this illness affect your body? How does your
illness “work”? Senor B. initially described not only his shoulder pain but also his
thirst, frequent urinations, and erectile dysfunction. He had friends with diabetes
and surely compared symptoms with them. He probably knew before his
appointment with me that uncontrolled diabetes was causing these symptoms. How
serious are these problems to you? Senor B. must have considered his symptoms
serious enough to take the risk, as he perceived it, of coming to the public clinic. Of
course, his inability to earn a living or to have intercourse with his wife surely
undermined his sense of “macho” virility and, thus, played an influential role in
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prompting him to come. Furthermore, the frequent urinations from the uncontrolled
diabetes must have caused him embarrassment at work and inconvenience at home.
The later chest pains and shortness of breath must have also made him wonder
about heart attacks and sudden death. How have you already tried to treat your
illness? Because Senor B. was a Mexican immigrant, I did ask in my initial history
whether he had tried Mexican herbals for his symptoms. He reluctantly admitted to
using the traditional folk treatment, El Pajaro. Who else should be told about your
illness? and Who helps you make decisions about your illnesses? Senor B. attended
alone all his appointments except the last one. Although he occasionally mentioned
his wife in our conversations, I did not know for a long time how much Senora B.
asked about Senor B.’s medical problems, how much he told her, and whether he
wanted to make medical decisions himself or to share them with her. However, I did
know that MA women generally feel responsible for medical matters in the family,
and that many MA husbands conceal their medical problems to keep their wives
from worrying. I did not know Senor B. well enough to determine whether he and
Senora B. fit these cultural patterns.

Unfortunately, my initial history did not answer most questions concerning
Senor B.’s understanding of his illness: What do you think caused your illness?
Why did it start when it did? What specific treatments do you think you need? What
results do you hope for? What do you think is a realistic outcome? What does this
illness mean to you? and What do you fear most about it? I surely could have
gained a better understanding of his perspective by asking those questions. The
answers might have helped me understand why Senor B. steadfastly rejected my
life-saving treatments. The answers might have also enabled me to use the LEARN
approach to reach with him a compromise treatment plan, incorporating many of his
wishes and some of my recommendations.

Table 10.5 Questions for eliciting a patient’s perspectives on his or her illness

1. What do you think caused your illness?

2. Why did it start when it did?

3. How long do you think it will last?

4. How does your illness affect your body? That is, how does your illness “work”?

5. What problems does this illness cause you in everyday living?

6. How serious are these problems to you?

7. How have you already tried to treat your illness? How well did your treatments work?

8. How can I help you? What specific treatments do you think you need from me?

9. What results do you hope for from treatment?

10. What do you think is a realistic outcome?

11. What does this illness mean to you in thinking about yourself and your life?

12. What do you fear most about your illness?

13. Who else should be told about your illness?

14. Who helps you make decisions about your illnesses?

Data from Kleinman et al. [4]; Carter and Klugman [85]
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Three points in Senor B.’s perspective continue to puzzle me today. I do not
understand the fatalism that caused him to surrender to his disease without a fight.
He apparently believed that mainstream medicine could not help him, and foresaw
little use in even trying much of it. I also do not understand his belief that powerful
external forces—individual human authorities (like me), powerful human institu-
tions (like the hospital, the local police, and the federal immigration department),
God, and fate—thoroughly controlled his life.

And I do not understand why Senor B. preferred to risk his life to return to his
home in Mexico [93]. One expert says many dying immigrants have this wish. She
gives several explanations for it [94]. First, many immigrants like Senor B. come to
the USA to improve life materially for themselves and their families but never
intend to stay permanently. Second, as these immigrants age, they become
increasingly homesick, wanting more and more to return to familiar customs,
familiar surroundings, and family back in the homeland. Third, when these
immigrants become ill, they may need considerable care that only family will give.
The many relatives back home can give it; the few, overly busy relatives in the USA
cannot. And fourth, returning home may allow these immigrants to reestablish
continuity among their past, present, and future; to resolve long-term, unfinished
business back home; to gain a sense of closure for their lives; and to find comfort in
the familiar when facing the vast unknown of death. This expert claims that
returning home is a basic human need and an “organizing principle” for many
immigrants at the end of life.

In sum, I do not know exactly why Senor B. left the clinic. The many cultural
differences between us—ethnic, age-related, clinician–patient, and perhaps others—
likely played a role. I also do not know what happened to him. He may have indeed
returned home to Mexico and died there. But other cross-cultural cases since
Senor B.’s have awakened me to the importance of cultural influences in end-of-life
care. I have tried to change my practice habits as a result.

Summary Points

1. Culture is the values, beliefs, and behaviors that a distinct group of people
shares, uses to understand life events, and transmits from generation to gener-
ation. Culture is not a race, nationality, or language group but a perspective that
provides group members identity, meaning, and purpose for their lives.

2. Because health professionals and patients embrace markedly different
health-related values, beliefs, and behaviors, every medical encounter involves
at least two different cultures—-the one of health professionals and the other of
patients.

3. Health professionals might use the LEARN approach to identify and help
resolve cross-cultural issues in patient care. LEARN stands for Learn, Explain,
Acknowledge, Recommend, and Negotiate.

4. Cross-cultural issues are especially prevalent at the end of life.
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Chapter 11
The “Right” Time and Way to Die

Until about the mid-twentieth century Westerners lived constantly under the threat
of death. It stalked them always and could pounce suddenly and unexpectedly,
claiming even the healthiest. People had to be ready to fight it at any time. Not only
immediate bodily survival hung in the balance. So did eventual postmortem dis-
position of the soul between heaven and hell. People, therefore, worried about
fighting death as much in the “right” way as at the “right” time. Ars moriendi, the
art of dying well, was a preoccupation for centuries [1].

With their eternal salvation at stake, Westerners naturally looked to religion for
guidance in when and how to die. Thus, the Judeo-Christian faith provided much of
that guidance. The faith’s traditions contrasted God’s great power and man’s
meager power over life-and-death matters. Those traditions also emphasized the
importance of demonstrating in dying as well as in living such key Judeo-Christian
virtues as faith, hope, charity, patience, obedience, and humility [1].

The Bible provided ancients many examples of dying at the “right” time and in
the “right” way. In the Old Testament Abraham fathers both the Hebrew and Arabic
races (Genesis 15:5 and Genesis 25:1, 6b) before he dies “full of years, and …
gathered to his people” (Genesis 25:8). The Jewish hero Samson cries, “O Lord
God, remember me, … this once, … that I may be avenged upon the Philistines” as
he pulls down his Philistine captors’ house, killing himself and all inside it. And,
“when (King) David’s time to die (draws) near,” he gives his son and successor,
Solomon, ethical wisdom from a lifetime’s reign. “Be strong,” David says, And
“keep the charge of the Lord your God, walking in His ways … that you may
prosper” (1 Kings 2:1a-3). Similarly, in the New Testament Jesus himself prays at
Gethsemane just before his death, “Father, if it be possible, let this cup pass from
me. Nevertheless, not as I will, but as you will” (Matthew 26:39). He then vol-
untarily submits to arrest, interrogation, torture, and crucifixion. And Stephen, the
first Christian martyr, looks to heaven and sees God’s glory as he is stoned to death.

© Springer Science+Business Media LLC 2016
H.S. Perkins, A Guide to Psychosocial and Spiritual Care at the End of Life,
DOI 10.1007/978-1-4939-6804-6_11

337



Stephen finally cries, “Lord Jesus, receive my spirit. (And) … do not hold this sin
against them” (Acts 8:55, 59-60a). Such Biblical stories showed believers when
and how to die.

From these early Judeo-Christian traditions, detailed Western rituals about dying
at the “right” time and in the “right” way evolved over time. By the Middle Ages
dying people were expected to recognize the signs of imminent death. These people
had to assemble their friends, ask the friends’ forgiveness for wrongdoings the
dying had done to them, likewise forgive any wrongdoings the friends had done to
the dying, and publicly commend their own souls to God. By the eighteenth and
nineteenth centuries dying people aspired to a “beautiful,” romantic death. They
tried to accept death with indifference and to plan for properly self-glorifying
postmortem rites. Those rites might include a prescribed draping of the body, a
dignified funeral procession through the streets, a grandly memorializing church
service, and a burial with a suitably elaborate headstone.

Then during the twentieth century Westerners encountered the greatest changes
ever in death rites. Two powerful forces prompted those changes. First, scientific
medicine won out over other forms of care by developing reliable cures for many
previously fatal diseases, especially the infections. And, second, patient autonomy
took hold, causing patients to demand ever more information and more say about
their treatment. Those forces simultaneously created new confusions about dying:
The long-standing belief that God alone determines life or death suddenly had to
accommodate a new reality in which medical science (through life-sustaining
treatments) and patients (through accepting or refusing those treatments) also
appear able to determine life or death. As a result, people now struggle with
life-or-death decisions that never occurred before. People wonder, What is the
“right” time and “right” way to die? [2]

This chapter explores those perplexing topics. It begins by describing
Westerners’ beliefs about the “right” time to die. Unfortunately, only a few articles
address this topic. Nonetheless, I summarize the articles that do exist, and present
tentative conclusions based on them. The chapter then addresses Westerners’
beliefs about the “right” way to die. More articles address this topic than the first.
Though mostly published since 2000, these articles provide a broad, consistent
enough knowledge base to permit some firm conclusions. I offer a few here. The
chapter also addresses three additional, focused topics—states considered worse
than death, exaggerated expectations for end-of-life care, and physician-assisted
suicide (PAS). These three focused topics represent important dimensions of current
controversies about when and how to die. The chapter uses two cases to illustrate its
points: The first, the case of a widower dying from heart failure, illustrates points
about the “right” time to die; the second, the case of a man dying from prostate
cancer, illustrates points about the “right” way to die. The reader should note that
other chapters in this book also address some points about the “right” time and way
to die. The reader may wish to consult those chapters while reading this one.
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Case 1

Mr. D., an elderly Czech-American widower, lives at a retirement community. He
retired many years ago from a long, successful career as an engineering supervisor
at an airplane parts factory. He has appeared especially sad and withdrawn since his
wife died two years ago. One daughter lives nearby, visits him weekly, and helps
him with such tasks as cleaning and grocery shopping. This daughter lost her
waitressing job several years ago and now struggles to support herself. Another
daughter lives in a town close by and supports herself as a successful accountant.
She visits Mr. D. only occasionally.

Mr. D. has multiple damaged heart valves due to childhood rheumatic fever.
Various repairs over the years have been only modestly successful. Mr. D. now
suffers frequent bouts of congestive heart failure. Each time he swells up, has
difficulty breathing, and needs hospitalization “to drain off the salt and water.” He
has also had two other recent hospitalizations for pneumonias, for which he was
admitted to the intensive care unit, intubated, and ventilated on a mechanical
ventilator.

Mr. D. tells his daughter after the last pneumonia that he never wants to return to
the hospital even if that means he will die. The daughter asks Mr. D.’s attending
nurse practitioner at the retirement community about the wisdom of that request. The
nurse practitioner urges against it before both Mr. D. and his daughter. The nurse
practitioner notes the hospital doctors’ opinion written into the medical chart that
Mr. D. may live some more years with only periodic hospitalizations. With the nurse
practitioner’s approval the daughter refuses to let Mr. D. press his request for no
further hospitalizations. She is inwardly relieved because she does not want Mr. D.
to die.

Mr. D. spends the next summer at the farm where he grew up. His nephew, who
now owns and runs the farm, occupies Mr. D. with minor repair projects. Mr. D.
enjoys the stay. But, when he returns to the retirement community, he becomes
sadder and more withdrawn than before. He loses interest in his hobbies of
repairing household items and recycling computer parts. He attends a “last” local
Czech folklife festival and bequeaths his car to his unemployed daughter. He even
comments morosely to some elderly friends at the retirement community, “We are
all just waiting around to die.”

Then one day the retirement community’s dining room staff find Mr. D. slumped
over his dinner and unresponsive. They call the emergency medical service (EMS).
By the time the EMS team arrives, Mr. D. has regained some consciousness. The
team prepares him for transfer to the nearest hospital, but Mr. D. begs them not to
take him. He says tearfully, “Please don’t take me back to the hospital.” The EMS
team supervisor tries to persuade Mr. D. to go, but Mr. D. remains firm. The
supervisor then telephones Mr. D.’s attending nurse practitioner to authenticate his
expressed wish. She reluctantly does. The EMS team returns Mr. D. to his apart-
ment where the daughter cares for him until he dies about 10 days later.
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Mr. D.’s case poignantly raises the question, When is the “right” time to die?
The first part of this chapter addresses that question.

When Is the “Right” Time to Die?

Noted bioethicist John Hardwig says, “When it comes to (dying), timing is
everything.” Hardwig goes on to specify the most difficult task each dying person
faces as recognizing the “right” time to die and resisting the temptation to linger on.
Modern medicine, however, has complicated the task. Disease over the centuries
tended to cut many lives too short, but modern medicine with its powerful
life-saving techniques can now support many lives perhaps for too long. Therefore,
patients today, Hardwig believes, must determine when their life stories should end.
“We need the wisdom,” he insists, “to know when (to die)” [3].

Virtually all Americans share the fundamental belief that physical death is
certain, but its timing is not [4]. People are left to discern, then, the “right” timing
for physical death as best they can. They typically base such discernment on four
fundamental beliefs: Each person has a “right” time to die, only God knows that
time for sure, God has ultimate control over it (but people also have some influence
over it), and people must recognize the signs for it. I take up these beliefs indi-
vidually in the following sections. I use scripture to illustrate each of the first three
beliefs because the Bible records so much of pertinent Judeo-Christian wisdom.
I also use results from a recent multicultural study by my colleagues and me to
illustrate all four beliefs, especially the last one. Health professionals giving
end-of-life care must know about these beliefs to understand Americans’ thinking
about the “right” time to die.

Each person has a “right” time to die. Most Americans (and other Westerners,
too) surely believe in one “right” time for each person to die. Many people, for
instance, react to a person’s death by saying, “It must have been his time (to die).”
In contrast, they may react to a patient’s unexpected recovery from a life-
threatening disease by saying, “It must not have been her time (to die).” (As I was
writing the earliest chapters of this book, doctors diagnosed me with many long,
asymptomatic heart pauses. Some lasted up to nine seconds. Any one of those
pauses could have continued on indefinitely, causing cardiac arrest and death. I was
lucky: None obviously did. Many people might explain my good fortune in sur-
viving as its just not being the “right” time for me to die.) Expressing this idea, one
respondent in the study by my colleagues and me said, “(W)e’re (all) going to have
to die … but at the ‘right’ time.” Likewise, another respondent said, “If (the doctor)
had done all he could (to save me), then I would tell him, ‘I’m ready to die because
Jesus is waiting for me.’” Those circumstances would indicate to this respondent
the “right” time for him to die [4].

Unfortunately, this belief may burden dying patients with the task of letting life
go at just the one “right” or best moment. Patients may feel trapped by this standard
between the opposing fears of dying too soon or too late. Dying too soon risks
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wasting additional rewarding life; dying too late risks enduring meaningless suf-
fering after life has lost its “zest.” [3] To this traditional view of a single “right” or
best time to die, the new life-support technologies add another possibility: A person
may have more than one “right” or good time to die. One good time to die may pass
only to allow for a later, equally good or even better one. The “right” time may not
even be an exact moment but a circumscribed block of time. The Psalms suggest
such a possibility when urging people to number their days because “the years of
life are threescore and ten or by reason of strength fourscore” (Psalm 90:10, 12a).

Only God knows for sure a person’s time(s) to die. Many Americans believe
exact knowledge of one’s time to die rests with God alone, not humans. Two
biblical statements suggest a Judeo-Christian grounding for this belief. Referring to
God, The Psalms say, “(I)n your book were written, … the days that were formed
for me when as yet there was none of them” (Psalm 139:16). The Book of Job says
similarly, “Man’s days are determined and (his) number of months is with you,
(O God). You have appointed the bounds that (he) cannot pass, …” (Job 14:5).
Responses in the study by my colleagues and me illustrate the belief further. One
Euro-American (EA) told us, “How do you know when you’re dying? (You can’t
know.) God is the only one (who knows) … when you’re born and when you’re
staying.” And an African American (AfA) said, People are “not God. (They) don’t
know how long (someone’s) going to live,” while a Mexican American (MA) said,
Even doctors “can’t be sure that (a person’s) going to die.” [4] Such responses
suggest this belief occurs widely among Americans regardless of ethnic culture.

God has ultimate control over a person’s time to die, but people have some
influence over it, too. Many Americans believe God alone has ultimate control over
life or death. This belief, which comes down from ancient times, appears in at least
two passages of the Bible. The Psalms say, “My times are in (God’s) hands”
(Psalm 31:15a). Similarly, the Book of James says, Man does “not know about
tomorrow … (He) ought to say, ‘If the Lord wills, we shall live …’” (James
4:14-5). Eighty-three percent of respondents in our study also expressed this belief.
As one respondent said, “It’s God (who’s in control) because … many times people
should have been dead, but they’re not. And (other) people should have lived
(but) have not” [4].

Nonetheless, medicine’s effective new preventative and life-saving technologies
have prompted some people to modify that belief. They assert that, though God
retains ultimate control over life or death, He sometimes allows humans limited
influence over the time of death. In our study approximately one-fifth of respon-
dents said that patients, doctors, and family members each have such influence. One
respondent, for example, said about a patient’s influence, “We have some (influence
over) when we die by our conduct … (Some patients) have willed themselves to die
… (Also,) if you smoke all your life, … that influences your (time to die).” [4] And
another respondent said about the influence of the doctor and the family over his
father’s time of death, My father “was dead (from a cardiac arrest) for 25 min
before the doctor got his heart going again. That’s too long … I told the doctor, ‘If
his heart stops beating (again), take the machines off, and let him alone.’” [4] But
another respondent warned against assisting in suicides. “People should (not help
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death along) like that Doctor (Kevorkian),” she said. “(I)t’s God who should decide
when you die.” [4] God, of course, may use doctors as instruments of His plan. One
respondent described his resuscitations from two cardiac arrests. “(T)he good
Lord,” he said, “was bringing me back, along with … the good doctors” [4].

People must recognize signs for the “right” time(s) to die. Hardwig believes that
clinging to life late on is natural, but that we should not do so out of regret that
some aspects of our lives could have been better [3]. Most causes for regret cannot
be changed by then, and the regret must not blind us to the signs that our lives are
ending. Hardwig says we must acknowledge that most regrettable things in our
pasts cannot be changed. We should forgive ourselves for those things, he con-
tinues, and we should accept our lives—the bad with the good—for what they have
been. He urges us to allow ourselves to die serenely [3].

Unfortunately, little wisdom about the signs of impending death comes down
through the medical professional literature. But two studies do exist and can give
helpful guidance.

One small study focuses on people’s sense, as Hardwig says, that “their
biographies are completed.” [3] This study describes three elderly Britons and their
thoughts about dying [5]. One man had led an interesting and fulfilling life, which
had included achieving considerable professional success and heading a large
family. But his wife had died recently, and the man sensed the time had come for
him to die, too. “I have (already) lived my life,” he explained, “and have much to be
grateful for.” Likewise, a woman had raised eight children on her own during
World War II, outlived her husband by nearly 20 years, and seen great grand-
children born. She recognized shortcomings in her life but was generally satisfied
with it. She, too, felt her time to die had come because life for her had become
“rounded off.” “There is a better life in store (for me),” she said. “If only God would
take me.” The third person, an angry man, felt he “had done his stint in life” and
believed his “right” time to die had already passed. He described himself as “a
victim of resuscitation”: He had suffered a heart attack, received cardiopulmonary
resuscitation, and survived. He believed the “heart attack was sent to take me off,”
and he had earnestly not wanted to survive it. Thus, all three of these people,
according to the author of the study, clearly sensed that they had accomplished their
purposes for living and that their lives were complete. They wanted their deaths to
come soon.

Such insightfulness about the completeness of one’s own life is rare. Most of us
do not possess that insightfulness and must depend on more mundane signs for the
“right” time to die. Therefore, the second study, one conducted by my colleagues
and me, asked a multiethnic sample of Americans to identify the signs indicating
people’s “right” times to die [4]. Table 11.1 lists those signs and illustrates them [4,
6, 7]. The signs fall into three groups by source and frequency of mention in the
sample. Most respondents mentioned circumstances as a source for such signs.
Specifically, 88 % mentioned serious disease or poor bodily condition as signs for
the “right” time to die, and 34 % mentioned “unnatural” causes such as accidents,
murders, or medical errors as signs for not that time. Many respondents also
mentioned patients as a source of such signs. About 50 % of respondents
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Table 11.1 Commonly mentioned signs for the right time(s) to die

Source Sign Examples [references] Percent of
sample (%)a

Circumstances Serious disease or
poor bodily
condition exists.

• “A good death (means) fading away
when you’re sick enough to die …” [6]

• My father “had Parkinson’s disease …
and then he fell down and broke his
hip … It was time for him to (die) …
He was suffering.” [4]

• “(If) I couldn’t function properly …
(If) I didn’t have … the ability to take
care of myself, … (to) function
mentally, I wouldn’t want to live.” [6]

• “(T)he body gets so tired of struggling.
(You) have worked all (your) life.
(You’ve) had enough, and (you’re)
ready to go. (Y)ou’re expiring your
soul.” [4]

88

Only “natural”
events—not
accidents, murders,
or medical errors—
cause the death.

• “(G)etting injured on the freeway,
becoming quadriplegic before you
(die) and being totally dependent …
That’s a bad death.” [6]

• Mama “poured her glass of beer …
When she drank the first drink, she
started foaming from the mouth …
Then she was dead. Took her just like
that. We don’t know how (her
murderers poisoned) the beer …” [4]

• When the doctors gave my
grandmother “platelets, they also
gave her bone cancer, and she never
came out of the hospital. (She
died there.)” [4]

34

Patient The patient is
suffering.

• “(I)t’s horrible if a man’s in pain—he’s
dying of cancer, … and he’s in terrible
pain…” [6]

• My sister with leukemia was taken off
the ventilator. “She died about two
hours later. It was sad, but (she was no
longer) suffering. She was better off
resting.” [7]

57

The patient accepts
death (or at least
does not resist it).

• My father “knew he was going (to die),
and he was at peace.” [4]

• A good death “would be one you’d be
in control of. You’d know it’s coming,
and you could … put things in order …
and then die.” [6]

48

The patient
depends on
“artificial” life
support to live.

• My friend was two months in a coma.
Then “the doctor said, ‘He’s going to
die.’ But he was dead already! The
machine was pumping, doing the work
for him … He couldn’t move his arms.
(His fingers had) no heat. It was a
fraud!” [7]

47

(continued)
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mentioned each of the following patient-related signs: the patient’s suffering, his or
her having accepted impending death, and his or her being kept alive on “artificial”
life support. And some respondents mentioned families as a source for such signs.
About 28 % mentioned each of the following family-related signs: the family’s
being emotionally prepared for the patient’s death, their being present to witness it,
their suffering due to the patient’s dying, and their having already visited the patient
(perhaps to say last good-byes). The frequencies of mention for the various signs
remained roughly constant across all ethnic and gender subsamples. These fre-
quencies may reflect the importance people attribute to the particular signs for
indicating the “right” times to die: That is, circumstantial signs are most important;
patient signs, less so; and family signs, least so. Both studies together give a
possible mental checklist for helping discern the “right” time for a person to die.
Not all considerations, of course, apply to all people.

Case 1

By Mr. D.’s own discernment several considerations suggest the “right” time for
him to die has come. Like the first two Britons, Mr. D. has raised his children,
completed his career, and seen his spouse die. Mr. D. surely misses his wife. He has

Table 11.1 (continued)

Source Sign Examples [references] Percent of
sample (%)a

Family The family is
emotionally
prepared for the
death.

• “I had already accepted that (my father)
was going to die … (So) I didn’t have
remorse … You’ve got to be prepared.”
[4]

29

The family is
present to witness
the death.

• “I saw (my aunt) … in a coma … I
went back home (to change clothes) …
(Then) the doctors (called and) said,
‘You’d better get back here.’ She died
before I got (back to the hospital) … I
should have been there for her (when
she died) … That’s why I get real(ly)
depressed.” [4]

29

The family is
suffering due to the
patient’s illness.

• “I will not be put on machines to live…
I would not put my kids through that …
(Why) not … make (their) lives easier
even if it means ending mine?” [4]

28

The family has
visited the patient
before death.

• I urged my brothers and sisters “to go
to that hospital and talk to your (dying)
daddy for the last time … (to) tell him
you love him … They would not go …
(but) I did … every day …” [4]

26

aSample percents refer to the study described in Refs. [4, 7]
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also visited his childhood home one last time, attended one last Czech folklife
festival, and bequeathed his car to the unemployed daughter. He has lost interest in
his hobbies, and his life has generally lost its “zest.” He appears to be separating
emotionally from his life. His comment to his retirement center companions (“We
are all just waiting around to die.”) confirms that he believes his “biography is
complete.”

Other signs also suggest his “right” time to die has come. Though not imme-
diately fatal, his periodic acute illnesses are taking an ever-heavier emotional toll on
Mr. D., and his overall physical condition is deteriorating. His heart failure exac-
erbations come more and more frequently. He has increasing difficulty controlling
his fluid weight between exacerbations and perhaps has a decreasing desire to do so.
He has also suffered two recent pneumonias, both of which have required airway
intubation and mechanical ventilation. Mr. D. hates the ventilator and is less and
less willing to tolerate it even for prolonged survival. Furthermore, ever since the
second pneumonia he adamantly refuses further hospitalizations. He reasserts this
refusal as he regains consciousness from the blackout in the dining room.

The least convincing signs that Mr. D.’s “right” time to die has come concern his
family. The caregiving daughter obviously suffers emotionally with Mr. D.’s heart
failure exacerbations and pneumonias. But neither daughter appears ready to accept
Mr. D.’s impending death. The caregiving daughter cannot bring herself to agree to
his refusal of further hospitalizations. And the other daughter does not visit Mr. D.
with an urgency suggesting she realizes he may die soon. Such family concerns,
however regrettable, must not outweigh Mr. D.’s own concerns in this highly
personal matter.

At the critical event in the dining room, all responders recognize the earnestness
of Mr. D.’s refusal to go to the hospital. They finally accept Mr. D.’s sense that the
“right” time for him to die has come, and honor his request to stay home. His
attending nurse practitioner and the paramedics agree to return him to his apart-
ment. They all expect him to die there soon.

Resolving Conflicts Over the “Right” Time to Die

Unlike Mr. D. most critically ill patients do not present such conclusive evidence
that the “right” time for them to die has come. The often vague, sometimes
conflicting literature on the topic only compounds the uncertainty involved. Still,
some life-or-death crises require clinicians and others to make quick, definitive
decisions on the matter [8].

How can those people do so responsibly? The patient’s own informed view, of
course, should usually carry the greatest weight [9]. But, when the patient cannot or
does not express a clear, logical view, others (including the attending clinicians)
may have to decide on the patient’s behalf. Despite the last section’s general
considerations, no precise calculus exists for making such decisions. The “weights”
of those considerations may change from situation to situation, time to time, or
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person to person, and other considerations not listed in the section (for example, the
availability of life-saving transplantable organs) may occasionally emerge to play a
dominant role. The decisions, therefore, cannot avoid some subjectivity.

As I have suggested before, exactly that subjectivity can create conflicts at the
bedside. Some people may conclude the patient’s “right” time to die arrives early
on. They may see others as needlessly prolonging the patient’s suffering. In con-
trast, other people may conclude that time arrives only much later. They may see
others as trying to “kill” the patient prematurely. The intense emotions underlying
these opposing views may escalate disagreements into bitter conflicts. The diffi-
culties with reasoning through such conflicts [10] unfortunately compromise peo-
ple’s ability to find mutually agreeable solutions [11].

Many of the clinical ethics consultations I conducted over the years involved
conflicts concerning patients’ “right” time to die. Although I detail elsewhere in this
book the steps I recommend in resolving end-of-life conflicts in general, I sketch
out here the steps particularly relevant to discerning the “right” time to die.

When such conflicts arise, the principal attending doctor should ordinarily take
the lead in guiding parties to a resolution. The doctor should begin by reviewing the
facts of the case and hearing the conflicting viewpoints firsthand. The doctor might
check the patient’s medical workup; clarify the diagnostic reasoning behind it
(including distinguishing the aspects that can be known with certainty from those
that cannot); ask the opinions of patient, family members, doctor consultants, and
other health professionals involved in the case; and perhaps notify the hospital
ethics committee if the conflict may eventually require an ethics consultation. My
consultative experience consistently taught me that such a thorough review avoids
unnerving factual surprises during decision-making meetings, helps the doctor
approach such meetings tactfully, and allows the conflicting parties the intervening
time to resolve disagreements on their own.

If no resolution occurs spontaneously, the doctor may assemble the conflicting
parties to try to negotiate one. I urge the lead doctor to have a good idea before such
meetings what the range of reasonable resolutions is. (These meetings almost never
yield completely unanticipated resolutions, and thinking through the likely range of
reasonable resolutions beforehand helps the doctor guide the discussion to a pro-
ductive outcome.) The doctor might also decide beforehand the resolution he or she
tentatively prefers. The meeting itself should allow everyone to speak who wants to
speak while others listen respectfully. The lead doctor should summarize comments
either after each speaker or at the end of the meeting to assure participants they were
heard and to allow corrections for any misunderstandings. I strongly urge the lead
doctor not to adjourn the meeting without articulating some follow-up action plan, a
rationale behind it, and a timetable for it—all ideally based on consensus. For
example, if that plan involves a trial of antibiotics, the doctor might say, “We agree
to give antibiotics for seven days, then to stop them, and to reassess the patient’s
condition.” The most discouraging outcome from these meetings is deciding on no
particular follow-up action plan. The lead doctor, therefore, should avoid such
indecisive outcomes even if he or she must assertively articulate an action plan at
meeting’s end.
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Contrary to popular belief many end-of-life conflicts a doctor now faces concern
patient or family—not doctor—insistence on aggressive treatments that cannot
benefit the patient. The doctor’s foremost duty in such situations, of course, is
serving reasonable patient interests. If the patient or family consistently demand
treatments the doctor believes are causing the patient a needlessly prolonged,
uncomfortable death, the doctor may have to object politely but firmly. The doctor
should do so only after eliciting the views of other health professionals or the
hospital’s ethics committee. The doctor should ask those colleagues specifically
about the reasonableness of the patient or family views that disagree with his or her
own. When colleagues agree with the doctor, their support strengthens his or her
position when confronting the patient or family. Then at an appropriate time and
place that doctor with at least one other health professional involved in the patient’s
care should approach those who insist on continued aggressive treatments. The
doctor should respectfully explain that continued aggressive treatments produce
only net harm for the patient and must be stopped. The doctor should avoid such
questions as Do you agree? or Is that acceptable to you? A no answer from patient
or family to those questions only reestablishes the impasse. Instead, the doctor
should explain the technical rationale behind stopping the treatments, the consensus
among the professionals for the stoppage, and everyone’s continuing commitment
to all beneficial care for the patient.

If the patient is irreversibly dying and these discussions take place with family
members, I prefer to say something like “I know you still hope Mr. Jones will
recover. I sincerely wish that were possible. But his other doctors and I believe he
cannot. We think that he is dying and we cannot arrest the dying process. We,
therefore, must stop all treatments that do not benefit him and, in fact, only cause
him to suffer. We have no choice. But I promise you we will continue to keep him
as comfortable as possible to the end.” (The doctor should obviously modify this
comment if the other party to the discussion is the patient.) If the stoppage involves
life support, the doctor should then suggest a specific date and time to stop the
treatments. The date should ordinarily come no more than two or three days later. In
my own practice I allow a few close family or friends of the patient to be present for
the stoppage if they wish. But I explain beforehand that the patient may not die
immediately when life support stops: He or she may live for some minutes, hours,
or even days afterward. I say explicitly that no one can predict the exact time of
death.

If some people still object to the stoppage before it occurs, I explain that certain
legal proceedings can prevent it, but they must be started immediately. I say that,
although I do not favor doing so, I will continue the treatments a few more days to
give those who object the time to start such proceedings. I also say I will carry out
the stoppage on the schedule I outlined unless I receive official notice of legal
proceedings to prevent that plan. Notably, in my many years of performing these
clinical ethics consultations, no one has ever started those legal proceedings.
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Case 1

Mr. D. concludes that his current life is no longer worth living, and the “right” time
to die has come. He wants no further aggressive treatments. He just wants to stay
home until he dies. Unfortunately, the caretaking daughter cannot bring herself to
agree. “The doctors in the hospital say, ‘Antibiotics can cure him if he gets another
pneumonia,’” she explains. “I can’t let Daddy die from suffocation when antibiotics
can still cure him.” Her objection prevents Mr. D. from ever signing a
do-not-resuscitate or do-not-hospitalize order. The other daughter never expresses
an opinion on the matter.

Although she never does, the caretaking daughter might have objected when Mr.
D. refuses transfer to the hospital after collapsing in the dining room. If she had, the
paramedics might have immediately telephoned not only Mr. D.’s attending nurse
practitioner, but also her supervising primary care doctor to intervene in the conflict
right away. The doctor might then have telephoned the daughter; patiently heard her
objections, likely tearful; and explained Mr. D. is voicing a reasonable refusal. The
doctor might have explained how he draws this conclusion: Mr. D.’s heart disease
is increasingly hard to treat, he has become dissatisfied with his life, it will likely
change little in the future, and he appears to be consciously bringing his life to a
close. The doctor could have told her that, sad as it is, Mr. D.’s refusal of transfer
and hospitalization should be honored. The doctor or the nurse practitioner could
have then offered to visit Mr. D. and the daughter later at Mr. D.’s apartment to
provide moral support. The doctor could have also suggested immediate hospice
admission and a visit from the retirement community’s chaplain.

Fates Worse Than Death

Although some people talk jokingly about “fates worse than death,” the dying may
sometimes actually think of their situations that way. One researcher who has
studied the topic explains that the dying constantly weigh the burdens and benefits
of living [12]. They, like Mr. D., may occasionally conclude the burdens outweigh
the benefits, producing real-life fates worse than death. One empirical research
method, the rating-scale method for assessing health states, bolsters the concept. As
Chap. 4 explains, this method has respondents rate health states on a line typically
running between death and full health. The usual underlying assumption is that any
living state is better than death. But respondents may actually want to rate some
living states as worse than death. In such cases the rating line must extend below
death to include those states.

In perhaps the most insightful study on the topic, that same researcher and his
colleagues asked a mix of chronically ill patients, nursing home residents, and well
adults to describe fates worse than death. The researchers asked specifically, Have
you ever thought of circumstances in which it might be preferable for someone to
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die rather than to remain alive? and Can you imagine any such circumstances for
yourself? The respondents gave unstructured answers, yielding a “universe” of 26
characteristics of fates worse than death.

Half or more of respondents mentioned 16 of the characteristics, divided among
three headings, “The Patient’s Physical Illness,” “The Patient’s Mental State,” and
“The Effects of the Patient’s Illness on Others.” (I admit that some characteristics
might fall logically under more than one heading, and that age does not fit easily
under any of the headings.) The Patient’s Physical Illness includes eight charac-
teristics: bad prognosis, bad diagnosis, poor bodily function, extreme discomfort,
dependence on life-support technologies to live, duration of illness, permanent
unconsciousness or inability to communicate, and age. Fifty-five to ninety-six
percentage of respondents mentioned each of those characteristics. The Patient’s
Mental State includes seven characteristics: emotional distress, undesired manner or
location for dying, the lost will to live, poor mental function, a sense of worth-
lessness to society, difficulty adapting to illness, and loss of control over one’s
circumstances. Fifty to eighty percentage of respondents mentioned each of those
characteristics. The Effects of the Patient’s Illness on Others includes only one
characteristic, burdensomeness to others, and 61 % of respondents mentioned it.
Table 11.2 illustrates each characteristic with quotes [13].

The researchers mention two cautions that may limit the generalizability of these
data: All respondents lived in Seattle, and 91 % were Euro-Americans. Studies
occurring in other locations and involving other American ethnic groups might
produce different results.

Table 11.2 Characteristics of fates worse than death

Characteristics Interviewees
mentioning
(%)a

Example quotes

The patient’s physical illness

Bad prognosis 96 “No chance of recovery.” “Death is just outside…”

Bad diagnosis 82 “Cancer.” “Stroke.” “AIDS.” “Alzheimer’s disease.”
Poor bodily function 82 “(The) body is incapacitated.” “(One’s) every …

need (has) to be met by someone else.”
Extreme discomfort 73 “I hurt so bad.” “(You lie there) and suffer and

suffer.”
Dependence on
life-support technologies
to live

66, 70b “Technology keeps (you) alive.” “Machinery has to
be tied to your body.”

Duration or constancy of
illness

64 “No let up (in being ill).”

Permanent
unconsciousness, inability
to communicate

55, 59c “(Living) like a vegetable.” “(You’re) not even
aware …” “Nothing going in, and nothing coming
out.” “(I) couldn’t convey my feelings to someone
else.”

Age 55 “My age or older.” “(Having too much) quantity of
life.”

(continued)
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Case 1

I do not know for sure Mr. D.’s thoughts during his last days, but I can imagine those
thoughts. His life by then has many characteristics of a fate worse than death. His
chronic valvular heart failure is a “bad” diagnosis with a “bad” prognosis. Mr. D. may
realize his illness offers no chance for improvement: In fact, his heart condition will
likelykill himwithin a few.Meanwhile it requires a strict diet andconscientiousweight
control. Both irritateMr. D. because he cannot eat as many canned soups and bologna
sandwiches as hewants. In addition, his heart condition forces him to sleep sittingup so
that he can breathe. It also worsens periodically, requiring admissions to the local
intensive care unit for stabilization. Mr. D. hates the intensive care unit because its
machinesmake him feel dependent on “artificial” life-support technologies to live and
prevent him from sleeping well. Overall, Mr. D. believes the illness, not he, now rules
his life. The illness also imposes significant caregiving burdens on the one daughter.

Table 11.2 (continued)

Characteristics Interviewees
mentioning
(%)a

Example quotes

The patient’s mental state

Emotional distress 80 “I (resented) the illness.” “Life isn’t fun anymore.”
Undesired manner or
location for dying

79 “(Instead,) he wanted to die at home.” “We should
have “just put (him) to bed (to die).”

The lost will to live 73 “My life (was) dripping out of my veins.” “I would
welcome death right now.”

Poor mental function 71 “(My) brain has quit working— …” “(I) don’t
know my family.”

Sense of worthlessness to
society

61 “I can’t do anything good for society anymore.”
“(People) feel they have no friends (or) nothing.”

Difficulty adapting to
illness

52 “(It’s) hard for me to get used to it.” “I’ve never
had to stand any pain (before).”

Loss of control over one’s
circumstances

50 “(Not having) some control over deciding (one’s
fate).”

The effect of the patient’s illness on others

Burdensomeness to others 61 “I don’t want my children to have to take care of
me.” “You feel like you’re taking away from
others’ time.” “(Being a) drain on society.”

Adapted from Pearlman et al. [13], with permission
aThe table lists only items that at least 50 % of respondents mentioned. Characteristics not listed here
include undergoing perpetual treatment (45 %), being blind or deaf (38 %), having no dignity (27 %),
living a poor quality of life (23 %), and living in a nursing home (20 %).
bThe authors originally divided this characteristic into “dependency on machines or technology” (70 %)
and “other life-sustaining technologies” (66 %).
cThe authors originally divided this characteristic into “permanent unconsciousness” (59 %) and
“communication” (55 %).
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That realization surely depresses Mr. D. because he probably does not want her
burdened with his care. Like some of the respondents quoted in Table 11.2, he may
“resent his illness,” sense his “worthlessness to society,” and feel “life isn’t fun any-
more.” He may, therefore, just want to die at home as soon as possible.

Do We Expect the “Ideal Death?”

When Americans think about their deaths, they often despair about ever-achieving
“good” deaths. Persistent dissatisfaction with the state of dying in the USA fuels
this despair. Society’s recent focus on end-of-life issues and the rise of the hospice
movement have not been able to dispel that dissatisfaction fully. Americans still
sense something wrong [14]. Experts, therefore, continue to urge reforms to ensure
“good” deaths [15].

The persistent dissatisfaction with the state of dying seems surprising in light of
the long-standing consensus about what comprises a “good” death. One author cites
Dame Cicely Saunders, the founder of the modern hospice movement, for her
influential guiding ideology. According to this author, Saunders’ key point stresses
enabling the dying to live as fully as possible until they die [16]. It includes treating
each dying person as unique and precious, helping that person live out life within
the network of his or her closest relationships, allowing that person as much control
and independence as possible, respecting that person’s deepest beliefs about life and
death, and helping him or her achieve a satisfactory closure for life [16]. Another
author cites the Institute of Medicine for its similarly influential definition of a
“good” death as being “free from avoidable distress and suffering (for) patients,
families, and caregivers; in general accord with patients’ and families’ wishes; and
reasonably consistent with clinical, cultural, and ethical standards” (as quoted in
Ref. [17]). And multiple empirical studies have documented the consensus among
patients, family members, doctors, and nurses about what constitutes a “good”
death: symptom control, honest communication between doctors and patients, clear
decision-making, preparation for the end of life, avoidance of unnecessary pro-
longation of life, and avoidance of excessive burdensomeness on families [17–20].

The concept of a “good” death that emerges from these sources surely appeals to
all involved with a death. It aims to provide patients physical comfort; competent,
attentive, and sensitive care from health professionals; emotional support from
family; a sense of accomplishment and completion in life; and peaceful acceptance
at its end. In addition, the concept aims to provide families protection from phys-
ical, economic, and emotional exhaustion; active emotional support; satisfaction
with the patient’s care; and unregretful remembrances of the death. Furthermore,
the concept aims to provide health professionals meaningful engagement with
patients and families at a key moment in life, and the satisfaction of a difficult job
well done. Taken as a whole, the concept has proven a powerful spur to reforming
end-of-life care.
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So why do Americans continue to be dissatisfied with this care? I believe the
reason is that the ideal of a “good” death sets an unattainably high standard [16].
Each person’s death is unique, nuanced, and complex. Care cannot possibly discern
and meet all the needs involved. Nonetheless, the end-of-life reform movement has
led dying patients and their survivors to expect care that does so, however veiled or
complicated the needs. I believe care will always fall short of the publicized ideal.
Three factors may explain why.

First, end-of-life care wishes are often varied [6], vague, or conflicting. Two
studies show how such wishes can vary. One study about “factors considered
important at the end of life by patients” listed symptom management, preparation
for death (including funeral arrangements), a sense of completion, consideration as
a “whole person,” communication with one’s doctor, mental alertness, helping
others, not being a burden to them, and finding peace with God [21]. But a later
literature summary, which did not reference the first study, listed six somewhat
different goals for end-of-life care: being cured; living longer; improving or
maintaining function, quality of life, and independence; being comfortable;
achieving life goals; and supporting family members and caregivers [22].
Furthermore, health professionals often do not know precisely what people’s
expressed care wishes mean. The professionals must, therefore, guess at what care
will serve individual dying patients best. Everyone, for example, can imagine
unnecessarily prolonged dying. But in actual clinical situations the concept can
have different meanings for different observers. Compared to spouses, other family
members believe patients should die sooner rather than later when they present
physical caregiving problems (such as incontinence or pressure sores), mental
problems (such as insomnia or depression), or conflicts with caregivers’ other
responsibilities (such as childcare) [2, 18]. In addition, seemingly clear end-of-life
care wishes of the same patient may sometimes conflict. A patient may wish to die
at home with family around, but also not to burden family physically or emo-
tionally. These two wishes may conflict: Dying at home may put a heavy physical
caregiving burden on family, limit their access to professional advice, and magnify
their grief when the patient dies [21].

Second, some characteristics of a “good” death require effort from patients or
family members to realize. Only patients can designate medical proxies or draw up
testamentary wills. And only family members can usually administer medications at
home or help with feeding, bathing, or toileting the patient there (even under home
hospice care). Yet some patients or family members lack the courage or capacity to
perform these tasks. Unfortunately, if patients or family members do not perform
them, they often do not get done.

And, third, people’s expectations for end-of-life care may exceed health pro-
fessionals’ realistic abilities to meet those expectations. As Chap. 8 indicates, many
people think hospice, once engaged, provides all physical, psychological, and
spiritual care for the dying. Actually, staffing and reimbursement constraints
severely limit the time hospice professionals can spend with patients and family
members. Patients and families, therefore, must provide much of the care them-
selves. Patients and families may also have widely varying needs, some difficult for
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people to express and for health professionals to intuit. The typical hospice
admission, lasting less than a week, leaves little time for health professionals to get
to know particular patients and families and their needs. Furthermore, as one author
says, “Some valued aspects of life do not translate easily into end-of-life prefer-
ences.” [6] Many people wish, for example, to maintain independence, alertness,
and participation in relationships to the very end of life. But dying eventually robs
nearly all people of these capacities.

One prominent author assesses this state of end-of-life care and concludes that
our current conceptual models of dying are “woefully inadequate at the bedside”
(TE Quill as quoted in Ref. [15]). So how might we rethink end-of-life care in a
realistic way? A second case introduces suggestions from the professional literature
and illustrates them.

Case 2

Mr. E., a man in his mid 60s, presents with an aggressive, widely metastatic
prostate cancer only about a year after retiring from a successful career as a non-
commissioned military officer and a manufacturer’s sales representative. His cancer
proves resistant to treatment. The oncologist, the specialist cancer doctor, orders
maximal doses of irradiation and powerful systemic chemotherapies to little effect.
Meanwhile Mr. E. experiences a steady downhill course. He loses the ability to
walk or stand and becomes confined to wheelchair and bed. He eats little and loses
weight. Unable to provide singlehandedly all the care Mr. E. needs, Mrs. E. spends
some of the E.’s limited savings to hire part-time nurse’s aides. Though expensive
to pay, they help her perform Mr. E.’s basic living tasks (such as bathing, dressing,
and toileting). Mr. E. eventually begins to suffer persistent pains that the oncologist
cannot control. The doctor recommends transfer to home hospice care for pain
control, and Mr. and Mrs. E. agree.

The hospice transfer occurs late one Friday evening. The hospice admission
nurse is tired and harried. She is all-business and short on patience throughout the
process. She explains how much of Mr. E.’s personal care Mrs. E. will have to
provide. Mrs. E. is dismayed because she has expected hospice to perform all
caregiving duties [14]. The nurse also explains that the oncologist will no longer
manage Mr. E.’s medical care; the hospice’s medical director will do so. Mrs. E. is
dismayed again because she and Mr. E. have enjoyed a warm, trusting relationship
with the oncologist. She has not expected him “just to disappear” at hospice
admission. Nevertheless, as the oncologist intended, the hospice nurse does not
leave before calling the hospice doctor to order an intensive morphine regimen for
Mr. E.’s pain.

Mr. E. feels better after several days on the new pain regimen. He still has
low-level “nagging” pains but considers them “tolerable.” Unfortunately, he con-
tinues to deteriorate in other ways. He soon stops eating altogether and vomits up
black blood several times from his stomach. He slips into and out of a coma. His
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daughter who is visiting from out of town now holds his hand for hours at the
bedside. She finally tells Mr. E., “Daddy, you’ve fought the good fight. It’s OK to
die. Just let go.” She then leaves briefly for lunch. Moments after she and Mrs. E.
return to the bedside, Mr. E. takes one last deep breath and dies. The daughter
leaves the room and closes the door behind her, giving Mrs. E. time alone with Mr.
E.’s body.

Several weeks after Mr. E.’s death a distraught Mrs. E. calls the hospice nursing
supervisor to ask whether Mr. E. suffered excessively in his last days. The nurse
briefly reviews the events of those days: Mr. and Mrs. E.’s agreement to hospice;
the initiation of the intensive morphine regimen for Mr. E.’s pain; and his subse-
quent increased comfort enabling valuable family time with him at the end. The
nurse also reminds Mrs. E. that Mr. E. probably died from a sudden stomach bleed
and that his death likely resembled falling asleep. The nurse reassures Mrs. E. that
she, the rest of the family, and the hospice team workers together gave Mr. E. the
best end-of-life care possible. The nurse ends by saying, “Mr. E. knew that you
were there at the end and that you loved him. You did everything possible to ease
his passing. No one could have done better.” Mrs. E. feels relieved.

What, Realistically, Is the “Right” Way to Die?

The 1995 landmark Study to Understand Prognoses and Preferences for Outcomes
and Risks of Treatments (SUPPORT) rocked the medical world by exposing serious
deficiencies in implementing long-established tenets of end-of-life care. The study
showed that doctors did not know the care wishes of their critically or terminally ill
patients. And, even when given those wishes explicitly, doctors did not modify their
care accordingly [23]. These disturbing results galvanized a campaign to reform
critical and terminal care in the USA. The campaign unofficially adopted as its goal
realizing the ideal of the “good” death described in the last section. But, however
well intentioned the campaign, its results have often been disappointing. At least
one other author agrees with my belief that its goal—a “good” death for all—is
unrealistic in its fullest form. The “inevitable limitations, contingencies, tensions,
paradoxes, and accommodations” involved, this author asserts, will always leave
the ideal “good” death out of reach. He, therefore, proposes an alternative standard
of “good enough” care [16]. While I support realistic end-of-life care practices, I do
not support a merely “good enough” standard for them. “Good enough” suggests
minimal quality of care and half-hearted efforts at improvement. I believe health
professionals must do better. For that reason I prefer the alternative standard of
“best possible care under the circumstances.” I believe most health professionals
already try to deliver end-of-life care to that standard, but improvements are still
possible. Those improvements will occasionally be quick and dramatic but more
often slow and incremental [24]. They will require long-term effort from health
professionals.
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Many studies after SUPPORT have produced ideas for improvements in
end-of-life care. Grounded in the experiences of patients, family members, and
health professionals, these ideas promise to reorient expectations for care from
unattainable perfection to realistic, though high, goals. Health professionals pro-
viding such care need to know these ideas.

Tables 11.3 and 11.4 summarize the most prominent ideas and call them “steps”
that can be taken. Table 11.3 reports steps that health professionals can take;
Table 11.4, steps that patients or their caregivers can take. The tables draw on 15
professional journal articles [6, 12–14, 17, 20, 21, 25–32] based on 14 original
research projects. These projects studied living elderly or potentially terminal
patients (often with cancer, congestive heart failure, cirrhosis, or similarly grave
diseases), or family survivors or professional caregivers (including doctors, nurses,
social workers, and clergy) of patients who had died. Large majorities of each
study’s respondents were Euro-Americans. The projects asked about patients’
wishes concerning the “right” way to die and about specific steps to fulfill those
wishes.

The tables list all ideas, or “steps,” that at least three articles report. I categorized
the steps two ways: first, under four commonly cited end-of-life care domains—the
physical, the psychological, the social, and the spiritual—[15, 28, 33] and, second,
under broad patient wishes within those domains. Three review articles [22, 33, 34]
served as checks on the comprehensiveness and accuracy of my categorizations.
Steps in the physical and psychological domains fall mostly to health professionals
to take, steps in the social domain split between health professionals and patients or
family caregivers to take, and steps in the spiritual domain fall mostly to patients to
take.

I caution readers not to misunderstand these tables as “report cards” or rigid
to-do checklists for end-of-life care. I intend the tables merely to suggest ideas for
addressing common patient wishes about end-of-life care.

The Physical Domain

The dominant culture of health care tends to focus health professionals’ attention on
this domain whether in end-of-life care or any other care [20, 34]. The strong
clinical values associated with scientifically tested, “evidence-based” physical
interventions and the reimbursement regulations based on them promote this sin-
gular focus. As a result, health professionals—especially clinicians such as doctors
and nurses—attend conscientiously to physical symptoms and disabilities while
sometimes overlooking problems in the other domains.

In this domain the one clear wish of dying patients concerns minimizing physical
suffering [13, 20, 21, 29]. Accordingly, most of the 15 original research articles and
all three review articles urge health professionals to ease patients’ pain and other
distressing symptoms (such as nausea and shortness of breath) and to help maintain
patients’ physical functioning to the extent possible.
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Table 11.3 The “right” way to die: steps health professionals can take to fulfill patients’ wishes

Domain Patients’ wish
for …

Steps health professionals can take
to fulfill patients’ wishes

References

Physicala Minimal physical
suffering

• Ease pain and other distressing
symptoms

[6, 14, 17, 20, 21, 28–31,
45, 46]

• Maintain patient’s physical
functioning to the extent
possible

[21, 28, 30, 46]

Psychologicalb Emotional support • Ease patient anxieties or fears
about the future

[21, 26–28, 30, 32, 46]

• Appreciate “the whole patient” [14, 17, 21, 28, 29]

• Support realistic hopes for
patient

[27, 29, 32, 45]

• Care affectively for patient,
especially by showing
compassion

[14, 17, 25]

• Help patient prepare for death
and accept it

[21, 28, 30]

Good
communications
from health
professionals to
patients

• Talk honestly but supportively
about dying

[14, 17, 21, 26, 27, 32]

• Explain what to expect in the
future while dying

[14, 21, 29]

• Explain clinical matters
understandably

[14, 29, 32]

Some control in
dying

• Allow patient some decisions
about dying

[17, 20, 26, 28, 29, 32, 46]

• Help patient provide own care as
possible

[6, 26, 30, 32, 45]

Respectful,
personal care

• Maintain continuity of care
(especially among doctors)

[14, 21, 25, 27, 29]

• Make care readily accessible [14, 25, 27]

• Be conscientious, trustworthy,
and attentive in care

[14, 21, 27]

Socialc Putting in order
end-of-life matters
that affect others

• Encourage as possible easing
death’s physical, emotional, and
financial burdens on others

[17, 20, 21, 29–31]

Involvement of
family and friends
in cared

• Include family in care
discussions

[14, 17, 20, 27]

• Urge family or friends to visit for
patient’s emotional support (if
not too stressful for patient or
others)

[6, 17, 30]

aThis domain might also be labeled “medical.” Health professionals should, of course, also give technically
competent care [14, 30], use effective teamwork among health professionals [27], and offer therapeutic touch. [21,
25]
bHealth professionals might also encourage the patient to “let go” when dying is irreversible and death is close
[21, 25]; affirm the patient’s accomplishments by communicating that the patient lived a “worthwhile” and, if
appropriate, “complete” life [21]; listen attentively to the patient (including asking open-ended questions, inviting
the patient’s questions, hearing the patient’s fears and emotions, and using good eye contact) [21]; and avoid
ethnic or cultural stereotypes. [17]
cHealth professionals should also support caregivers and proxies emotionally [20], and respect the minority
patient’s cultural rituals. [17]
dHealth professionals might also encourage prayer [16, 21] and visits or other support from the patient’s parish
pastor or fellow congregants if the patient wishes [30], but always avoid forcing one’s own spiritual or religious
beliefs on the patient. [28]
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Case 2

Mr. E. receives excellent physical care throughout his terminal illness. When the
usual analgesic regimens no longer provide adequate pain relief, his oncologist
quickly refers Mr. E. to home hospice for specialized analgesic regimens. Mr. E.
eventually receives fentanyl skin patches and oral and intravenous morphine. The
hospice nurse and nurse’s aides reposition him frequently in bed and apply mois-
turizing cream and cushioned pads to his back and heels to prevent pressure sores.
The aides also perform daily bedside range-of-motion exercises to maintain joint
flexibility. Once, when Mr. E. is imminently dying, he becomes agitated and cannot
find a comfortable position in bed. The hospice nurse notifies the hospice doctor to
change the analgesic regimen. She also climbs onto the bed and rubs Mr. E.’s back
until he falls asleep.

The Psychological Domain

Patients’ wishes in this domain often include emotional support; [17] good com-
munications with health professionals; [14, 32] some control in dying; and
high-quality, respectful care [21, 29, 30, 33]. Many of the 15 original research
articles and all three review articles mention health professionals’ responsibility to
try to fulfill these wishes. To aid in emotional support, health professionals should
learn something about patients’ values and prior lives [21, 29]. I find that doing so
need not require extensive questioning or a lot of extra time. Clinicians can ask
about the patient’s life, for example, while doing other tasks such as changing the
bedsheets, taking blood pressures, or checking for pressure sores. Good initial

Table 11.4 The “right” way to die: steps patients can take to fulfill their own wishes

Domain Patients’ wish for … Steps patients can take to fulfill
their own wishes

References

Sociala Putting in order end-of-life
matters that affect others

• Ease death’s physical, emotional,
and financial burdens on others

[17, 20,
21, 29–31]

• Make end-of-life plans [21, 27,
29, 30]

Involvement of family and
friends in care

• Ask family and friends to visit for
emotional support

[6, 17, 30]

Spiritualb Support from religious
advisors

• Request contacts with clergy [6, 17, 21,
28]

Spiritual comfort • Explore one’s own spiritual
beliefs and rites

[17, 28,
30]

• Make peace with God [21, 28,
31]

aPatients might also try to resolve conflicts with others. [28]
bPatients might also explore the meaning of life, illness, and death. [21, 29]
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questions include Where did you grow up? Were you in military service? How long
have you been married? and Do you have children? Health professionals just need
then show interest and to listen attentively. The patient will usually open up and talk
freely about his or her life.

Health professionals should also try to ease patients’ fears or anxieties about the
future. Those fears or anxieties often concern symptoms, functional losses, emo-
tional isolation from others [16, 17, 27], discomfort at the time of death, and the
impact of one’s death on the family. Health professionals’ responses to those fears
or anxieties should always be honest but compassionate [17, 19, 28, 32]. If, for
example, dying patients fear discomfort in dying, health professionals can honestly
reassure them that imminent death is not usually distressing but peaceful like falling
asleep.

Good communication with patients, of course, requires health professionals to
explain symptoms, care decisions, and other clinically important matters as they
arise. The explanations should avoid medical jargon and confusing metaphors [14],
and should be repeated as necessary for patients and family members to understand.
All the while, health professionals should never dismiss patients’ hopes out of hand
but treat those hopes respectfully. If they are unrealistic, health professionals should
gently help patients reformulate those hopes (such as for comfort when cure is no
longer possible). Health professionals should also promise dying patients they will
never be abandoned, and should personally deliver on that promise.

Many dying patients also want some control over the end of their lives. The
nature and degree of that control vary from patient to patient, and a particular
patient’s wishes about control may not be immediately obvious to attending health
professionals. They, therefore, may need to ask explicitly which decisions patients
wish to make. Those decisions might concern how patients will spend their last
days, where they will die, or who should be present for their deaths [6, 17, 28].
Self-care is another way patients can exercise control at the end of life [30]. That
control may involve only small, everyday tasks, but caregivers can take simple
steps to encourage it: They can help patients perform such tasks, say, by placing
patients’ slippers at the bedside, squeezing the toothpaste onto the toothbrush, or
putting a straw into the bedside water glass.

All patients, of course, want high-quality, respectful care from their health
professionals [21, 29, 30, 33]. Such care is especially important when patients are
dying and vulnerable. Clinicians must ensure that care for these patients is always
of high quality. Clinicians must be conscientious, trustworthy, and attentive in
fulfilling their terminal care duties. And all health professionals, not just the clin-
icians, should make a special effort to maintain continuity of care. That continuity
provides an anchor for dying patients in a sea of momentous life changes. I urge
health professionals—doctors, nurses, clergy, social workers, and others—who
have previously attended these patients to visit them periodically even as the
patients near the death [25, 33, 35]. Many of these visits may admittedly serve
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social purposes only. But such visits are important for patient morale, and reim-
bursement policies should support them [25].

Case 2

Mr. E.’s care demonstrates many of Table 11.3’s points about good end-of-life
psychological care. Although the hospice’s medical director assumes principal
responsibility for Mr. E.’s hospice care [25], the oncologist continues to follow him
with occasional home visits or calls. That doctor understands much about Mr. E.’s
life history and personal values from taking care of him through the prior anticancer
treatments. Therefore, most of the oncologist’s contacts after the hospice transfer
focus on the psychological and social aspects of Mr. E.’s illness. For example,
when Mr. E. transfers into hospice, the oncologist talks with the hospice’s medical
director to brief him on Mr. E. The oncologist describes Mr. E. as a motivated,
orderly, and intelligent man who wants to maintain his independence as long as
possible, to perform as much of his self-care as possible, and to demonstrate to his
children and grandchildren how to die well. The oncologist also explains that Mr. E.
needs clear, honest communications from his doctors. The oncologist illustrates by
describing a recent conversation with Mr. E. about entering hospice. The oncologist
asked Mr. E., “How are you doing?” Mr. E. replied candidly, “I think I’m not doing
very well. I’m getting steadily worse.” The doctor replied equally candidly, “I agree
with you.” He then asked, “What are you now hoping for?” Mr. E. said, “I’d like to
live another two years.” The doctor replied, “I’m afraid that is not likely.” But,
trying to help Mr. E. reshape his hopes realistically, the doctor added, “As you
know, we have given you all the radiation and chemotherapy we can. For that
reason I believe the best plan for you now is for us to keep you comfortable and to
maintain each functional ability as long as possible. Home hospice can help, and I
recommend it to you.” Mr. E. agreed after talking with his family.

Once transferred into hospice, Mr. E. receives conscientious and compassionate
end-of-life care there, too. The hospice nurse coaches Mrs. E. and the part-time
nurse’s aides about how to give personalized care directed at Mr. E.’s specific
needs. The nurse’s aides, for example, learn to monitor his pain and to notify the
hospice nurse quickly when Mr. E. needs a change in his analgesic regimen. They
also learn to turn him in bed to prevent pressure sores, to change his clothes and
bedclothes frequently to keep him clean from incontinence, and to perform
range-of-motion exercises to maintain flexibility. The hospice nurse, social worker,
and chaplain also conduct informal life reviews to get acquainted with Mr. E. as a
“whole” person and to reassure him he is valued [14]. They learn about his World
War II military service, his family, and his interest in outdoor sports. At the same
time the staff discover some of the core values of Mr. E.’s life: honesty, loyalty,
persistence, orderliness, and faith. This knowledge facilitates their communication
with him when much of the face-to-face time becomes purely social.
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The Social Domain

Patients often have two wishes in this domain: receiving supportive care from the
family and putting in order those end-of-life matters that affect others. Health
professionals can actively promote both wishes by urging family members to help
fulfill the first wish, and patients themselves to fulfill the second.

Health professionals should promote supportive care by family members [3, 15]
but only to the extent the patient wants it [6]. (Health professionals might need to
ask the patient what care he or she wants and from whom.) [28] If the patient wants,
family members might visit regularly for emotional support, participate in care
decisions, or give certain kinds of physical care [30]. Health professionals might
also encourage the patient and family members to mend any interpersonal rifts;
share memories, wisdom, and material keepsakes; and say important good-byes
while they can [17, 19, 28, 29]. All the while, health professionals should observe
family members carefully for excessive stress due to involvement in the care.
Family members usually do not volunteer that stress on their own. But, if it exists,
social workers may be able to explore the sources for it and find resources to help.

Health professionals should also encourage patients to put in order any
end-of-life matters to ease future physical, emotional, and financial burdens on
others [29]. Patients might, for example, plan ahead to stop aggressive treatments in
a timely way, or prepare important documents such as testamentary wills, proxy
designations, and instructions about burial or cremation [17, 21, 30].

Case 2

When taking the anticancer treatments, Mr. E. mentions to the oncologist that he
welcomes care by his wife and children. The doctor tells Mrs. E., the adult
daughter, and the adult son about Mr. E.’s wish, and all agree to do what they can.
Family involvement becomes especially important as the anticancer treatments fail
and Mr. E. weakens. He is relieved as his family assumes ever more
decision-making for him. Mrs. E. and both children, for example, decide with Mr.
E. to accept home hospice care when the oncologist suggests it for pain relief. Even
after hospice transfer Mrs. E. provides as much physical care for Mr. E. as she can
despite her own fragile health. She dresses and bathes him every day. The children
provide additional physical care for him as needed. The daughter massages and
moisturizes Mr. E.’s feet, and the son walks with him short distances in the home
and helps toilet him. To provide companionship and encourage intake, Mrs. E. and
the children often sit with Mr. E. at meals. Nieces, nephews, and grandchildren also
visit from out of town. Mr. E. shows them old family photograph albums and
enjoys reminiscing about his early life. Unfortunately, Mr. E.’s care (especially at
night) eventually overwhelms Mrs. E. The hospice medical director notices her
exhaustion and contacts the social worker for help. She persuades Mrs. E. to engage
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trustworthy, hospice-experienced nurse’s aides, whom the social worker knows
well, to attend Mr. E. at night so that Mrs. E. can rest.

In addition, Mr. E. has always fulfilled his family-related duties conscientiously.
Therefore, before he becomes too incapacitated from his cancer, he takes steps to
minimize any burdens of his future death on the family. He draws up a detailed
testamentary will including descriptions, short histories, and assessed values of
family heirlooms to be bequeathed to his survivors. He also designates his wife and
adult daughter as his primary and secondary proxies, respectively, for medical
decisions; makes funeral plans; and arranges for cremation and burial of his ashes in
the family’s ancestral plot.

The Spiritual Domain

This domain involves the search for meaning in life, illness, and death [3]. I believe
virtually all dying patients engage in such a search, [29] and two wishes often play
an important part: engaging with spiritual leaders and achieving spiritual peace [21,
30]. When patients profess a particular organized religion, their search naturally
focuses on that religion’s tenets. Visits and other communications from clergy of
that religion may be especially helpful to those patients in their search. Yet patients
who profess no particular organized religion may also appreciate visits by clergy to
discuss general existential questions in dying [3, 21]. (Clergy, of course, know not
to proselytize actively such unchurched patients during these encounters.)

Clinicians—the doctors and nurses who see dying patients first and foremost for
their physical problems—have an opportunity to facilitate these spiritual searches.
Unfortunately, most clinicians feel unprepared to address patients’ spiritual needs
and thus do not do so. Even when recognizing such needs, clinicians often refer
patients automatically to clergy without providing much spiritual background about
the patients. Clinicians then quickly refocus their attention on patients’ physical
needs [21].

Yet clinicians can help address dying patients’ spiritual needs. With any clinical
consultation the attending clinician’s preliminary assessment helps orient the con-
sultant to a patient’s problems. A spiritual consultation is no different. In fact, a
preliminary spiritual assessment requires little time or special knowledge, mostly
just the clinician’s willingness to venture out of the familiar physical domain.
I recommend the clinician conduct spiritual assessments with all dying patients and
structure those assessments according to either of two simple, four-item
mnemonics. (I have modified the mnemonics slightly from their originally pub-
lished versions.) One mnemonic, HOPE, stands for What are your sources of Hope
and meaning? Do you identify with a particular Organized religion? Do you
observe particular spiritual Practices? and What do you wish the Effects of your
spiritual or religious beliefs would be on your care? [36] The other mnemonic,
FICA, stands for Do you have Faith-based beliefs that help you cope with stress?
How Important is faith to you? Are you a member of a particular spiritual or
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religious Community? and How can we Accommodate your spiritual or religious
beliefs in your care? [37, 38] FICA strikes me as the better mnemonic: it is more
concrete and to the point than is HOPE. I, therefore, prefer using FICA. With a
quick assessment using either mnemonic, though, the clinician can help the hospital
chaplain or parish pastor assess a dying patient’s spiritual orientation, define his or
her reactions to dying, and plan when and how to intervene [28]. (The reader should
consult Chap. 14 for further elaboration about spiritual care by clinicians.)

Spiritual consultations by chaplains or parish pastors can give the spiritual
support many patients seek, and help them make peace with God at a critical
moment in life [28, 33]. Yet, even when clinicians refer patients for consultation
with spiritual leaders, I urge clinicians to stay informed about patients’ spiritual
searches as an integral part of holistic end-of-life care. Of course, when clinicians
do not spontaneously request spiritual consultation, patients or family who want
one should request it themselves.

Case 2

When Mr. E. first enters the hospital to begin chemotherapy, his oncologist conducts
a preliminary spiritual assessment using FICA. The assessment reveals that Mr. E. is
a devout Methodist. He attends worship regularly and has served his local church in
various voluntary capacities. When the doctor asks whether any particular
faith-based beliefs help Mr. E. cope with stress, Mr. E. replies that faith in God’s
constant companionship gets him through. He then quotes Psalm 23:4, “Even though
I walk through the valley of the shadow of death, I fear no evil for Thou art with me.”
And, when the doctor asks how care might accommodate Mr. E.’s religious beliefs,
Mr. E. asks that the minister at his parish be notified about the hospitalization. The
minister subsequently visits Mr. E. in the hospital and later at home.

As death nears, Mr. E. struggles with its spiritual implications. He asks the
minister such difficult questions as Why has God given me this cancer? Does He
still love me? Will He forgive me for what I’ve done wrong in my life? Will death
be difficult? and Will I go to heaven? But Mr. E. asks ever fewer questions as he
becomes sicker. He either becomes too weak to consider the questions any more or
has already made peace with God. But, shortly before he dies, Mr. E. tells the
minister he has resigned himself to death with all its unknowns.

Dealing with Survivor Reservations When Deaths Fall
Short of Expectations

We, health professionals, may try continually to improve our end-of-life care by
putting into practice these steps and others in the four domains. But, however much
we improve our end-of-life care, it will surely never be perfect. It will always fall
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short, leaving some survivors dissatisfied. All health professionals involved in
end-of-life care, therefore, must be prepared to address dissatisfactions—and
whatever guilt or regrets accompany them—as part of aftercare for survivors. But
the dying patient’s principal attending doctor or nurse, chaplain or clergyman, or
social worker is usually best positioned to do so.

The health professional who does address such dissatisfactions might start by
asking general questions such as How do you feel about the care Mrs. Smith
received as she died? and Do you have regrets about it? If survivors might have
regrets but are reluctant to disclose them, the health professional might say, “No
care is perfect, and we are always trying to improve ours. Telling us your regrets
can help us improve future care and may help you feel better, too. For those reasons
I genuinely want to hear what you have to say.” The health professional must then
listen attentively and avoid responding defensively. He or she may then eventually
close the conversation by saying something like “I understand the care Mrs. Smith
received as she died may not have completely met your expectations. But I thank
you for sharing your comments. Our medical team will take them to heart as we try
to improve our care in the future.” Because this nondefensive, reassuring response
may not sink in immediately, the health professional may need to repeat it one or
two times.

A case from my internship illustrates the constructive process of addressing
survivors’ dissatisfactions with end-of-life care. An elderly woman and I had to
make the sad decision to stop life support for her brother, who was dying from
cirrhosis. For weeks after the man died, the woman returned to the ward for
reassurance. Dissatisfaction with that decision plagued her. She always asked the
same question, “Did I make the right decision?” And I always gave the same
answer: that her brother had been irreversibly dying, that she and I together had
made the only decision possible (to stop life support), and that the best gift we could
have given her brother under those circumstances was to allow him to die quickly
and comfortably. And he had. The woman took months to gain some peace of mind
about the decision. Her agony over what she considered unsatisfactory care (but
which probably was not) taught me always to give family members considerable
reassurance about decisions to withhold life support before, during, and after they
are made; and to acknowledge explicitly my own agreement with those decisions.

Physician-Assisted Suicide

I include physician-assisted suicide (PAS) here because it affects both the timing
and manner of death. The reader should understand from the beginning that PAS
differs from euthanasia, often called “mercy killing.” PAS—unlike euthanasia—
requires the patient to consent to aid in dying, a doctor to prescribe the lethal oral
cocktail to be used, and the patient to ingest it him- or herself [39, 40]. Furthermore,
only a few states in the USA (California, Montana, Oregon, Vermont,
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and Washington) have legalized PAS at this time. Other states may do so soon. But
all states still strictly forbid euthanasia [40, 41].

Switzerland and the Netherlands were the first countries effectively to decrimi-
nalize PAS. Switzerland decriminalized suicide in 1942, and the Netherlands has
openly tolerated PAS (and euthanasia) since the 1980s [39, 40, 42, 43]. Oregon
pioneered legalization of PAS in the USA when voters passed the state’s Death with
Dignity Act in 1994 [26, 42]. That law legalizes PAS but lays out strict conditions
for performing it: The requesting patient must be older than 17, residing legally in
Oregon, terminally ill with a remaining life expectancy less than six months, and
able to make and communicate decisions. The patient must also communicate to the
prescribing doctor several requests, oral and written, for assisted suicide. That
doctor and a consulting doctor must confirm the patient’s diagnosis, prognosis, lack
of depression, and ability to make informed, voluntary decisions. The prescribing
doctor must also inform the patient about the availability of comfort care and must
urge the patient to disclose the PAS request to his or her next of kin [44, 45]. Since
its passage the Death with Dignity Act has served as a model for other states
considering legalizing PAS.

According to recent studies, 60 % of terminally ill Americans now support PAS
in general, 10–11 % “seriously consider” it for themselves, and 4 % actually dis-
cuss it with their doctors [18, 28, 42]. But less than 1 % of Oregonians who die
request the lethal cocktail, and less than 0.4 % use it to commit suicide [18, 40, 42,
44]. Looking back, some observers declare this experience with the Death with
Dignity Act “reassuring.” I agree. The catastrophic social consequences some
opponents predicted early on have not occurred. Few people from outside Oregon
have migrated there solely to use the law, and the vulnerable dying say they do not
feel pressure to use it against their wills. Some observers even claim the Act has
encouraged improvements in end-of-life care generally and increases in hospice use
in particular [41, 44].

Importantly, the Death with Dignity Act requires Oregon’s state government to
collect records of all lethal prescriptions given. That requirement has prompted
follow-up studies of the people who request PAS. Two studies have explored their
motivations. These studies involved interviewing patients who were considering
PAS or relatives of patients who had used it to end their lives [12, 26]. Nearly all
the patients were Euro-Americans, and many first acquired their motivations for
PAS by watching the distressing deaths of others. The motivations rated most
important included the desire to control certain aspects of one’s death (especially
dying at home), fears about the future (usually concerning symptoms, poor quality
of life, or inability to do self-care), current losses (especially of function, inde-
pendence, or “the self”), and burdensomeness of one’s care to others (Table 11.5).
The motivations rated moderately important included current symptoms and
readiness to die. Surprisingly, the motivations rated least important included the
meaninglessness or poor quality of current life [12, 26, 40, 44, 46].

How, then, should a health professional respond to a patient’s request for PAS?
Although many terminal patients in the USA support PAS and some may think about
it for themselves, the few who act on the idea where it is legal may have misgivings
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[43]. Dr. Susan D. Block, the cancer psychiatrist I cited in Chap. 2, believes that
thoughts of PAS, even with the misgivings about it, indicate deep dissatisfactions
with one’s circumstances. Yet few patients volunteer those dissatisfactions to health
professionals. Dr. Block believes, therefore, (and I agree) that the principal attending
doctor should ask each dying patient about thoughts of suicide. The doctor might say
evenhandedly, “Some patients in your situation think about ending their lives early.
Have you ever had thoughts like that?” Dr. Block believes that, if the patient
responds affirmatively, the doctor should not reply with mere facile reassurances.
Rather, the doctor should probe for the patient’s dissatisfactions. In general, they will
be grounded in psychological, rather than physical, distresses [18, 26, 42, 44, 46].
Table 11.5 can serve as a checklist of possibilities. If correctable dissatisfactions
surface, the doctor, of course, should try to remedy them.

In states that have not yet legalized PAS, I urge the doctor who receives a PAS
request neither to ignore it nor to accede to it. Instead, the doctor should probe for
dissatisfactions that might underlie the request, and try corrective actions [12, 46].
The patient him- or herself may have good ideas. The doctor might ask, for
example, “How can I help you, short of ending your life, to get through this difficult
time?” [43]. The doctor may need to intensify symptom relief or make referrals to a
chaplain, pastoral counselor, or social worker [43]. Above all, doctors in these

Table 11.5 Patients’ motivations for physician-assisted suicide

Importance Motivation Source(s)
[references]

High Desire for control over time or manner of death [26, 46]

Fears about future, such as symptoms,a poor quality of life, or
inability to do self-care

[26, 46]

Current loss of independence and function (especially the ability
to do personal self-care)

[26, 46]

Burdensomeness of personal care on others [26]

Current “loss of self” (e.g., personal identity, essence, or
“dignity”)

[26, 46]

Moderate Experiences of prior “bad” deaths of others [26, 46]

Current symptomsa [26, 46]

Worries about future “loss of self” [26]

Readiness to die [26, 46]

Little or
none

Meaninglessness of current life: important tasks completed, no
pleasures any more

[26]

Financial drain on others [26]

Current poor quality of life [26]

Current inability to do self-care [26]

Lack of social support [26]

Depressed mood [26]

Data from Pearlman et al. [12]; Ganzini et al. [26]
aSymptoms most often mentioned were pain, dyspnea (shortness of breath), weakness, fatigue,
incontinence, sadness, and mental confusion.
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states must not risk their licenses by performing illegal PAS, even covertly.
However well motivated by compassion for the suffering patient, the doctor must
consider the duty to care for all his or her patients. Performing illegal PAS threatens
that care through legal and professional sanctions: specifically, the doctor might
lose his license. Doctors who favor PAS in these states, therefore, should channel
their advocacy efforts into the political process.

In states that have legalized PAS, doctors should know beforehand the
requirements for carrying out PAS legally, and they should honor those require-
ments punctiliously in practice. Above all, PAS must occur within “an established,
meaningful doctor-patient relationship” [43] that offers protections based on doc-
tor–patient familiarity and trust. Other requirements offer additional protections
against mistakes and abuses: a clear, established diagnosis and prognosis; the
patient’s repeated, informed, and voluntary requests; the proven failure of all efforts
to relieve the patient’s discomforts; an independent second medical opinion; thor-
ough documentation; and a follow-up outside review [39]. Of course, even in these
states a doctor who receives a PAS request should carefully explore the causes for it
and try to correct them [33, 43]. For example, the doctor should check for
depression perhaps by asking simply, “Are you depressed?” [42] The doctor should
also remind the patient that important personal growth may occur even during the
last weeks or months of life [20, 42]. And the doctor should mention that PAS does
not guarantee death: Something might go wrong in the process, leaving the patient
suffering more or functioning less than before [40, 43].

PAS can cause people other than the patient to suffer, too. The family will have
to live with any sad consequences. Therefore, Dr. Block considers family objec-
tions to PAS “a relatively strong contraindication” to it [43]. Doctors can also suffer
especially if they feel forced to perform PAS against their consciences. If a doctor
cannot comply with a patient’s PAS request due to reasons of conscience, the
doctor should always feel free to refer that patient to another doctor who can.

Nonetheless, if doctor and patient finally agree on PAS, the doctor should
continue as a frequent, reassuring presence for patient, family members, and other
health professionals throughout the process and document it meticulously in the
patient’s medical record.

The Case

As death nears, Mr. E. weakens and becomes bed bound. Brief conversations
exhaust him. Even the hospice’s intensive analgesic regimen no longer controls his
pain. He tires of struggling to live and secretly wants his death hastened. Mr. E.
might even think about requesting PAS. But he does not live in a state where it is
legal. Therefore, if Mr. E. makes such a request, the doctor must not accede to it.
Rather, he or she should explore Mr. E.’s current problems and remedy any that can
be remedied. The doctor must accept that as the best he or she can do for Mr. E.
under the circumstances [33]. For now, PAS is not a legal option in that state.
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Summary Points

1. Americans generally believe a person has at least one “right” time to die, only
God knows it for sure, and He ultimately controls it. But everyone has the task
of recognizing his or her “right” time to die [3]. Conflicts with others may arise
over when it is.

2. The “right” way to die encompasses four domains: the physical, the psycho-
logical, the social, and the spiritual. Health professionals who provide
end-of-life care should learn and implement steps addressing common patient
wishes in each domain.

3. Withholding life support at a patient’s request has long, consistent legal support
in the USA. However, only five states—California, Montana, Oregon, Vermont,
and Washington—have legalized physician-assisted suicide for patients.
Doctors should participate in physician-assisted suicide cautiously and adhere
strictly to its requirements where it is legal, and should not participate in it at all
where it is illegal.

4. No states have legalized euthanasia, that is, killing a patient without his or her
consent and ability to perform the lethal act. No health professional should ever
perform euthanasia in the USA [39].
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Chapter 12
Going Home, the Afterlife, and Other
Beliefs About Death

O Lord, support us all the day long of this troublous life until
the shad(ow)s lengthen, the evening comes, the busy world is
hushed, the fever of life is over, and our work is done. Then,
Lord, in your mercy grant us safe lodging, a holy rest, and peace
at the last. Amen.

John Henry Newman.
Wilson AN. John Henry Newman: Prayers, Poems,

Meditations. 1990.

John Cardinal Newman’s “Peace at the Last” prayer, which opens both Chap. 1 and
this chapter, is a brief but cogent reminder to make sure end-of-life care addresses
not only dying but also whatever comes next [1]. Yet death and a possible afterlife
are as foreign to scientifically oriented mainstream medicine as any concepts can be.

The recent hospice and palliative care movements, of course, have focused
health professionals’ (HPs’) attention on care in dying as never before. The medical
literature on the topic has grown exponentially, funding agencies have underwritten
numerous research and demonstration projects about it, palliative care has become
an officially acknowledged medical speciality, and end-of-life care delivery has
improved greatly. Yet nearly all this attention has concerned dying itself, not death.
The reason may lie with the dominance of science in the modern mind-set. Dying
yields to science; death does not. Dying, for example, has been subject to scientific
inquiries about advance directives, analgesic regimens, decision-making strategies,
do-not-resuscitate (DNR) orders, disease trajectories, prognostic predictions, and
cost-benefit analyses. But death stubbornly retains its mystery [2, 3]. “Death is
always outstanding,” one author quotes Ralph Waldo Emerson as saying. “Our
(knowledge) never reaches (it), never possesses it. We are always at the beginning,
(asking) … What is death?” [4]. In one recent study, a patient named Cissy who
was dying from lymphoma described her view of the problem. Whenever I face a
challenge, Cissy said, “I read everything I can … about it— … (T)hat’s how I deal
with things. (But what angered me this time is) I couldn’t find anything on the
Internet or in books about (death) from lymphoma … What’s involved? How does
it happen? What’s (the) process?” [5]. Cissy was right: Scant professional literature
in medicine, psychology, or sociology addresses death. Those disciplines leave the
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topic largely to philosophy and theology [6, 7], and even their literatures say little.
The sparseness of all professional literatures on death is surprising given it is a
universal, momentous human experience.

What little professional literature about death does exist includes only a few
studies on topics that are merely tangentially related to it or are fully grasped only
through personal experience. That literature consists of scholars’ speculations and
ordinary patients’ accounts of “death-like” experiences. Clergy, psychologists, and
social workers know this literature; scientifically trained clinicians do not. Still, I
believe that all end-of-life care professionals should get to know this literature
because it may offer therapeutic benefits for dying patients. Like Cissy many of
those patients surely wonder—and worry—what will happen to them at and after
death [3, 8]. Knowing the literature, however scant, should prepare caregivers as
possible to counsel and comfort patients about what death is. And this literature
may also help HPs to define their own views on death and to sustain themselves in
the arduous task of delivering end-of-life care.

This chapter divides the literature on death into four sections. The first addresses
beliefs about what happens to body and soul at physical death. The second
describes near-death experiences (NDEs), which may give insights into the tran-
sition that death is. The third discusses meanings that people attribute to death. And
the fourth describes contacts between the living and the dead. The format of this
chapter differs from the format of most other chapters in the book because this
chapter does not use just one illustrative case. One case cannot adequately address
death, its many nuances, and its significance. Therefore, this chapter uses illustra-
tive quotes from various studies, cases, and informants. Some quotes come from
studies by other researchers; and other quotes, previously published or not, come
from studies by my colleagues and me. This chapter does conclude with one short
case illustrating contacts between the living and the dead.

Beliefs About the Body at Physical Death

Although everyone dies, we know virtually nothing about the transition that is
physical death. We do not know exactly when it happens, why it happens, how long
it lasts, or what it is like. It remains largely beyond science. Thus, much of what we
think about physical death is conjecture. Even clinical practice, which involves
witnessing many physical deaths, pays little attention to them. Clinicians consider
their duties to the patient ended once a doctor declares the patient dead and notifies
the next of kin, the surgeons harvest any organs for transplantation, the nurses
prepare the body for transfer to the morgue, and perhaps the pathologists have
performed an autopsy. But the clinicians are wrong: The profound impact physical
death has on patients and survivors should prompt clinicians and other HPs who
provide end-of-life care to understand the variety of beliefs about physical death.
HPs owe it to dying patients, survivors, and themselves to appreciate the signifi-
cance of such beliefs. Sensitive, insightful care depends on doing so [3, 8, 9].
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This section addresses beliefs about the body at physical death. Four specific
questions have clinical implications: Does some part of the person separate from the
body at physical death? How long does physical dying take? Which signs identify
physical death? And does the body retain its senses after physical death? A study by
my colleagues and me asked those questions of Euro-American (EA), African
American (AfA), and Mexican American (MA) elders. The next sections summa-
rize respondents’ answers, question by question, and illustrate their answers with
quotes.

Does Some Part of the Person Separate from the Body
at Physical Death?

Most Americans believe a person’s soul or spirit separates from the body and leaves
it at physical death. In fact, 90 % of respondents in our study expressed this belief
[3]. That percentage remained roughly the same across EAs, AfAs, and MAs and
their gender subgroups. Most respondents (79 % overall) and majorities of all three
ethnic groups and their gender subgroups except MA women explicitly described
the person’s soul or spirit as “leaving” or “going” from the body, being “taken”
from it, or “passing through” this earthly life. One MA man described physical
death as “the spirit comes out of the body … because God wants it” [previously
unpublished quote]. Similarly, an EA woman said, “I think (my dead brother) left
his body… as soon as (it) died… (His) spirit is in heaven, and (his) body is waiting
(here) on earth for the resurrection” [previously unpublished quote]. And an AfA
woman said, “I’ve always thought, when a person died, their body left them (sic),
and (their soul) overseed (sic) everything that was going on … how (the bodies) are
handled” [previously unpublished quote].

As the first two quotes suggest, the belief about separation of body and soul at
physical death sometimes originates in formal church doctrines. Roman Catholic
doctrine, for example, permits stopping life support and allowing death to come
whenever the body can no longer support God’s purpose for the person—that is,
maintaining a right relationship with God and with other people [10, 11]. However,
other beliefs about this separation originate in cultural traditions or individual
experiences independent from formal religious doctrines [3, 11, 12]. Some people
believe, for example, in secular ghosts or similar spirits existing outside the dead
body. One EA woman in our study said about her dead mother, “We put flowers
once a month at the table … where she sat all the time. Where she had breakfast …
we keep flowers on the table because we know she’s there … she is not in the
cemetery” [previously unpublished quote]. And an AfA man said, “After my
father’s funeral (he) was at my mother’s house and … woke her up. He said, ‘Look
what (the doctors) done to me (during those resuscitations).’ He opened his shirt,
and he had two big white burns where they was (sic) hitting him with that electric
plate. And (then) he buttoned his shirt and said, ‘I got to go.’ He disappeared, and
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she’s never seen him again … (But) about a month after he died, I would be sitting
there in my mother’s (house), … I could tell he was there … I’d tell him, ‘Hey, old
man, come on out where I can see you, … (T)alk to me.’ … (H)e never did, but I
knew his presence was there in that house” [3].

A few people, however, reject the separability of body and soul at physical
death. These people insist the two exist only as one thoroughly intermixed entity.
Accordingly, then, the soul dies along with the body.

How Long Does Physical Dying Take?

Views on this question divide into two groups. One group considers physical dying
a gradual process and the other, an instantaneous one. One extreme view from the
first group claims physical dying occurs lifelong. I have heard this view mostly
from theologians. Their idea is the body experiences “dying,” or physical losses,
throughout life. Thus, as long as the body is living, parts of it are also dying. The
losses involved may be physical features (such as skin tone, height, or muscle mass)
or capabilities (such as visual or hearing acuity, quick reaction times, or memory
and abstract learning). A more moderate view holds that physical dying covers not a
whole life span but only some minutes, days, weeks, or years. I mentioned in
Chap. 5 one study consistent with this view. That study tracked people’s declining
abilities to perform everyday activities (such as bathing, dressing, and eating) in the
year before death [13]. The abilities of patients who died from severe strokes or
heart attacks declined precipitously over seconds to minutes. However, the abilities
of other patients who died from cancers, chronic organ system failure (such as
gradually progressive heart, lung, or kidney failure), or dementia declined and died
more gradually over days to years.

Linda Emanuel, a well-known geriatrician and bioethicist, proposes a variation on
the concept of gradual physical dying. She imagines opposing forces acting constantly
on the body: degradation and decline versus repair and strengthening. Emanuel
believes physical dying begins when an organism’s degradation and decline consis-
tently outpace its repair and strengthening. As Chap. 7 notes, Emanuel sees physical
dying as approaching, but never quite reaching, the asymptote of total physical death.
That asymptote marks the point where the forces of degradation and decline com-
pletely overwhelm the forces of repair and strengthening and extinguish any
remaining life force. Because the dying organism never quite reaches that asymptote,
Emanuel must specify a threshold considered physical death for medical, legal, and
cultural purposes. She locates that threshold somewhere on the continuum between
the persistent vegetative state and total cessation of cardiorespiratory and neurologic
functions [14]. However intriguing her idea, I cannot accept its implication that an
organism never reaches actual physical death. That implication strains credibility for
me. Others may also object that her idea leaves too indefinite the time of death and
might portray the physical dying process as far too long. Still, Emanuel’s theory
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highlights the core implication of all theories of gradual physical dying: Life and death
coexist for some part of an organism’s life span.

The other group’s views about how long physical dying lasts hold that it is not
gradual but instantaneous. That is, physical death separates life from death
instantly, cleanly, and completely. Such views prompt expressions such as “sudden
death” or “the moment of death.” Frequent movie portrayals of death as instanta-
neous (often due to time constraints or dramatic purposes) may fuel this perception.
Movies may symbolize such instantaneous deaths by blowing out a candle or
turning out a light. Important social and legal procedures depend on this view.
Organ harvesting, notification of family, social security benefits, property transfers,
and other important matters all depend on considering death as occurring in an
instant. I believe most Americans hold that view [15].

The study by my colleagues and me showed only slight differences among
ethnic groups about how long physical dying takes. EAs were twice as likely to
believe physical dying takes less than a minute (instantaneous) than more than five
minutes (gradual), but AfAs and MAs split evenly between the two views [8].
Taking the instantaneous view, one EA woman described her father’s death, saying,
“We were right outside (the hospital room when my father suffered his cardiac
arrest). We knew, when the alarm went off on the heart monitor, it was … the last
time we’d see him alive” [8]. Similarly, an MA man explained his mother’s soul left
her body when “her heart stopped. Once the heart stops, your soul comes out of the
body and floats away” [3]. Yet, taking the gradual view, an AfA man described the
resuscitation efforts on his father before he died. “(The doctors) started (his heart)
three different times,” the man said. “So I told them, ‘Look, if my dad’s heart would
quit (again), leave him alone. Don’t put his body through that. When a person’s
mind don’t (sic) get oxygen for a certain length of time, he dies … That’s what
happened to him. He was dead for 25 min before the doctor got his heart going
again. They were trying to keep him alive on a machine …” [16]. Similarly, an EA
man believed his dad lived for some days after pronounced death. The man,
therefore, insisted on riding in the hearse carrying his father to the cemetery. The
man explained, “Dad came to me (before he died) and said, ‘I get a little scared
when I think about dying.” (If) I’ve got to be out in a coffin and buried, will you go
the last mile with me?’ I said, ‘Hell, yes, Dad.’ … So on the day of his burial I got
in (the hearse) by the driver and lay (sic) my hand on the coffin… I said, ‘I’d like to
ride here with my dad … Dad hasn’t gone. I’ve still got him with me’” [3].

Which Signs Identify Physical Death?

The cessation of heartbeats, circulation, and respiration has historically identified
physical death, prompting doctors’ tradition of listening to the patient’s heart and
lungs before pronouncing death. However, the advent of mechanical ventilators and
of cadaveric organ harvesting in recent years has necessitated an additional sign for
physical death: the cessation of vital neurologic functions. (Chap. 7 discusses the
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specific characteristics of this sign, sometimes called “death by brain criteria.”)
Either sign alone—cessation of cardiorespiratory functions or of vital neurologic
functions—is sufficient to diagnose physical death [17]. Either sign also provides
solid grounding for meeting society’s practical need to differentiate the living from
the dead. Medical science understands both signs, and the physical examination
detects them easily and reliably. Clinicians have, therefore, incorporated both signs
into everyday practice.

Our study, however, suggested the general public look to various physical signs
to decide for themselves whether physical death has occurred [8]. Some of those
signs relate to the two standard clinical signs. For example, referring to cessation of
heartbeats and circulation, one MA man told my colleagues and me, “My mother
died (as) her heart monitor kept going down little by little” [8]. Similarly, referring
to cessation of respirations, an AfA woman said, “Once that breath is going out of
the body … (a person’s) already dead” [8]. And, referring to cessation of vital
neurologic functions, still another MA man exclaimed about a comatose friend,
“After 2 months [in the intensive care unit (ICU)] the doctor said, ‘He’s going to
die.’ But he was dead already! The (ventilation) machine was pumping, doing the
work for him. He couldn’t move his arms … It was a fraud!” [3]. Yet the general
public may look to other, nonstandard signs, too, to decide for themselves that
physical death has occurred. Some people look to cooling of the body, for example.
One EA woman told us, “I didn’t feel the coldness of (my dead mother in the coffin)
… (S)he didn’t belong there… I felt like she was asleep. I was telling her to get up”
[8]. And other people may decide about physical death based on a person’s inability
to move, speak, or recognize people, or the person’s gurgling, gasping, or turning
the eyes back into the head [8].

Conflicts may arise when different people look to different signs to determine
physical death. Observers at the deathbed, for example, may disagree about whether
a ventilated patient with a heartbeat but few high neurologic reflexes is alive or
dead. One of our respondents talked about such a conflict between him and the
doctors when his father died. “It was time for (my father) to (die.) He had to go,”
the MA man said. “He was suffering a very long time. Over 2 years. By the time
my dad died, I figured he was already dead. (The doctors) kept him too long on the
machines. He was already dead before they announced him (sic) … a long time
before” [previously unpublished quote].

Does the Body Retain Its Senses After Physical Death?

Views on this question also vary. Though skeptical myself that the dead body
retains its senses, I first encountered the idea years ago when I interviewed a funeral
director for a study on attitudes about autopsies [18]. This MA woman expressed
dismay that teenaged relatives of a recently dead man had cracked jokes about him
at his open casket. She insisted the man could hear the jokes and felt disrespected.
A follow-up study by my colleagues and me suggested that 20–33 % of Americans
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share this woman’s belief that dead bodies retain some of their senses [8].
Americans appear to think sight, hearing, and touch are the senses retained most
often. For instance, one respondent of ours, an MA woman, said about sight that the
dead person’s soul “lingers above (the body, watching) to see how the family takes
(the death)” [8]. Another respondent, an MA woman, said about hearing, “I think
people can hear after they die … for a while. Fifteen minutes at least … They can’t
answer you, but I’m pretty sure … Like when I talked to my (newly dead) father, I
thought he would hear me” [previously unpublished quote]. And a third respondent,
an EA man, mentioned touch in objecting vehemently to doctors’ practicing
medical procedures on a dead body. The man said, “(If the doctors) hurt the guy
that’s dead (sic), he ain’t going to holler … (T)hey wouldn’t know they hurt him …
(The doctor’s) liable to get back too far and hit the bone. He won’t know he hit that
bone. He (might) break the needle, and … (h)e won’t know … ‘cause the guy’s
dead” [3, 8].

The Clinical Implications of These Questions

The answers to these questions can have a dramatic impact on how patients’ bodies
are handled at physical death. Those who believe that the absence of detectable
cardiorespiratory or neurologic functions signals total physical death, that it occurs
instantaneously, that a patient’s spirit leaves the body immediately, and that the
dead body retains no senses will consider the dead body an inanimate, nonsentient
object. Those people will treat it no differently than a valuable piece of jewelry or
furniture. They tend to approve postmortem invasive procedures such as organ
harvesting, autopsies, and practicing of medical procedures. Clinicians tend to fall
squarely into this camp. In contrast, those who believe the opposite on all four
points will consider the dead body a final refuge for an animate, sentient human
spirit. These people tend not to approve postmortem invasive procedures. Many
nonclinicians tend to fall into this camp. Thus, when people from both camps
witness the same patient’s death, conflicts may arise over how to treat the body after
physical death.

Beliefs About the Soul at Physical Death

Most Americans believe the soul lives on continuously after bodily death. One
study found more than 60 % of university students do so [12]. And the study by my
colleagues and me found 90 % of elders do so. This percentage varies little by
ethnic group or gender. As one respondent, an MA man, told us, “The spirit is
always going to exist” [3]. And a respondent in another group’s study said, “The
real me (sic) is a spirit that lives in this body. That spirit will live on when my
physical body dies” [19]. Likewise, another respondent of ours, an EA man, said,
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“I believe that our body is just a place … our actual spirit … use(s) it. The body
dies, but the soul never dies. So, when you die, it’s actually just your body dying
‘cause that’s when your soul goes out of ‘em. (sic) … All you’re keeping is a body
… with nothing in it …” [previously unpublished quote]. Like this last respondent
many others who hold this belief see the soul as encaged in the body during life and
freed at physical death.

A few Americans, however, believe the opposite: They see the soul as inextri-
cably enmeshed within the physical body and dependent on it for existence [14, 20].
Thus, the soul dies when the body dies, and nothing of the person remains afterward
[14, 20]. One respondent in our study espoused this belief. “(The soul) stays in the
body (after physical death),” this MA man said. “It decomposes with time. It gets
destroyed underground … I don’t think it leaves (the body ever)” [3].

Even those Americans who believe the soul lives on continuously say it
undergoes momentous change at physical death. Many people describe that change
as moving away from the living and this earthly life [5]. In our study, for example,
79 % of respondents described the soul as “going,” “leaving,” or “passing”—a
movement away that may occur under the soul’s own power [8]. One EA man
described the soul to my colleagues and me as “leav[ing] this life, and … go[ing] to
the next” [8]. Another respondent, an MA woman, said, “[W]e are born, and we die.
Jesus is letting us come to this world … (He) lets us stay here a while. [We’re]
passing through … to the other side” [8]. Yet other respondents described the soul
as “taken,” implying a movement away due to some external power, usually God.
“We’re here on borrowed time,” an MA man said. “When God tells you (that) you
gotta leave, you do. That’s when you die. He’s going to take your soul away from
you …” [8, 16]. “(W)hen the day comes that there’s a medical problem,” said
another MA man, “I would try for (God) not to take me or … not to take me so
easily. (I’d) go to the doctor right away” [previously unpublished quote]. A few
respondents, however, mentioned the soul’s being taken away by an external force
that might not be God. One respondent, an MA woman, said, for example, “I had
already accepted that (my father) was going to die, … I knew that one day he had to
go. My mother the same thing … Somebody takes them, takes us. We can’t do
nothing. If it’s time, it’s time” [previously unpublished quote].

Yet some respondents in this study (14–19 % depending on the particular ethnic
or gender group) described the soul not as moving away at physical death but as
“resting,” “sleeping,” or becoming “lost” to the living. One respondent, an MA
man, said his sister’s “soul went … to heaven (where) she’s resting” after her long,
exhausting fatal illness [8]. Another respondent, an AfA man, described heaven as
“sleep for the believer” [previously unpublished quote]. And still another respon-
dent remembered trying to lift her dead mother’s body out of the open coffin at the
funeral. “She didn’t belong there,” this EA woman explained. “I just felt like she
was asleep. I was telling her to (wake) up” [8]. And yet another respondent, an MA
woman, described her pregnant daughter’s death in the childbirth of a grandson
who survived. “(My daughter’s) death took part of my life away,” the woman said.
“(But) my grandson … lost his mother” [8].
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Near-Death Experiences

Direct study of what happens to the soul at physical death, of course, is impossible.
But research has examined the next closest phenomenon, near-death experiences
(NDEs). They are the altered states of consciousness that result from
life-threatening conditions [7]. The assumption underlying research on NDEs is that
they trace what happens to the soul in the earliest, still reversible stages of physical
death.

NDEs have been reported for centuries. One author claims Plato’s Republic
reports NDEs as early as 400 B.C.E [21]. The Christian Bible reports Jesus raising
Lazarus and others from the dead in New Testament times. And reports of NDEs
helped spark the spiritualism fad among Americans during the late 1800s [22]. Yet
NDEs attracted little attention from mainstream medicine [21] until American
physician Raymond Moody published his book, Life after Life, in 1975. In it,
Moody reported the experiences of 150 people said to have “died” and then
returned to life [4, 6, 23]. The book popularized the now familiar description of
death as moving down a tunnel toward a wonderful, bright light. More NDE case
reports quickly followed in popular and professional magazines. At the same time
new life-saving medical technologies such as cardiopulmonary resuscitation,
intensive care, and mechanical ventilation created more opportunities than ever
before for patients to be revived from brief death [7]. Formal studies began to
document remarkably high prevalences of NDEs. For example, a study of nearly
1600 patients admitted to the University of Virginia’s cardiac ICUs found that 2 %
of all these patients and 10 % of those suffering cardiac arrests had had NDEs by
predefined criteria [24]. Other studies found similar prevalences of NDEs: 4–5 %
among the general American population, 6–12 % among cardiac arrest victims, and
15–20 % among critically ill patients [6, 7, 25, 26]. Lingering questions, however,
include why other resuscitated cardiac arrest victims or critically ill patients do not
report NDEs and what, if not NDEs, these patients do experience.

People who do report NDEs consistently describe them as pleasant [6, 7]. These
people also describe them using some of 16 other characteristics falling into four
domains—the cognitive, relating to thinking and reasoning; the affective, relating to
emotions; the paranormal, relating to unexplained phenomena of this material
world; and the transcendental, relating to phenomena outside this material world
(Table 12.1). No one NDE as described exhibits all 16 characteristics, and no
characteristic occurs in all NDEs [25]. Moody’s famous all-enveloping, bright light
at the end of a tunnel illustrates. Two respondents in a study by colleagues and me
spoke about that light in different ways. One respondent, an EA woman, said,
“(P)eople who have experiences about death … the light… and that… They say, ‘I
saw people working on my body, and I went down this bright(ly) lit tunnel, and
then I was sent back to my body’” [previously unpublished quote]. But another
respondent, an EA man, described his own NDE, saying, “The light at the end of
the tunnel. That’s what everybody says, but there was no tunnel … and no light (for
me) …” [previously unpublished quote].
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Nonetheless, some characteristics occur more frequently than others. Table 12.1
lists all 16 characteristics and their prevalences in two recent studies [24, 26]. Seven
characteristics occurred in most NDEs in both studies: an altered sense of time in
the cognitive domain; peacefulness, joyfulness, and an all-encompassing light in the
affective domain; a sense of being outside one’s body in the paranormal domain;

Table 12.1 “Near-death experiences”: domains and prevalences of specific characteristics

Domain Characteristicsa Prevalence rates

Schwaninger
et al. [26]
(%)b

Greyson
[24] (%)c

Cognitive An altered sense of time: accelerated,
decelerated, or complete stoppage

82 67

Accelerated thinking NRd 44

A review of specific memories or one’s
whole life

NR 30

Sudden, new insightfulness 82–90 30

Affective Peacefulness 100 85

Joy, happiness 63 70

An all-enveloping light 63 67

Harmonious communion with the whole
universe

NR 52

Paranormal Existence outside of one’s body 90 70

Extraordinarily vivid sensory perceptions 54 15

Extrasensory perceptions NR 11

Visions of future events or states NR 7

Transcendental An “other worldly” environment 54 63

Visions of significant religious figures (e.g.,
God, Jesus, or Moses) or dead loved ones

72 52

A boundary or “a point of no return” NR 41

A mystical encounter (i.e., a spiritual
experience not grasped through the senses
or intellect)

63 26

aAdapted from Greyson [24], with permission; and adapted from Schwaninger et al. [26], with
permission
bSchwaninger interviewed 30 of 55 cardiac arrest survivors at one hospital. The prevalences
reported here derive from the seven interviewees who experienced near-death experiences (NDEs)
during the most recent arrest and from four more who had experienced them before.
cGreyson interviewed 1595 patients admitted to a cardiac intensive care unit or a step-down unit at
one hospital. Of all these patients, 7 % had an admitting diagnosis of cardiac arrest. Nineteen
percent reported a total loss of consciousness, and 27 % more reported only partial consciousness.
Two percent of all the patients claimed they had died and then returned to life; the prevalences
reported here derive from those patients. The rest of the patients had prevalences of one percent or
less for each NDE characteristic except for altered sense of time, which occurred in 2 %.
dNR = Not reported
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and a sense of an “other worldly” environment and of seeing significant religious
figures or dead loved ones in the transcendental domain.

In describing their own NDEs several respondents in the study by my colleagues
and me spontaneously mentioned some of the 16 characteristics. (All respondents I
quote here happen to be men even though women generally predominate in reporting
NDEs [26, 27].) One of these NDEs, which occurred during a cardiac arrest, illus-
trates an “other worldly” environment, a vision of a dead loved one, and a boundary
or “point of no return.” “(W)hen I was passed out,” said this EA man. “I dreamed…
but it didn’t seem like a dream. I was going through the chow line … I got my tray
full of food… (and) went to a table… (As) I was getting ready to go back (with my
tray), I turned around and there stood my (dead) son…He said, ‘What are you doing
here, Pop?’ I said, ‘I don’t know.’And he said, ‘You don’t belong here. You go back
over there.’ I immediately turned around. He was gone … (and) I was back in the
(ICU) bed” [3]. Another NDE, which occurred during a car crash with a trailer truck,
illustrates an altered sense of time (deceleration), a whole life review, and an
all-encompassing light. This AfA man said, “I seen (sic) the truck when he made the
turn, and I hit my brakes. My car just started sliding straight towards him. That’s
when I could see the light underneath the trailer. Real bright. I said (to myself),
‘Man, here we are.’… I was seeing my life pass before me underneath that trailer
truck. That was the brightest night of my life. I should have been dead, (but) God
takes care of me” [previously unpublished quote].

Two more NDEs, one during a “seizure or heart attack” and the other during a
coma, both illustrate the characteristics of peacefulness, joy, an “other worldly”
environment, a vision of significant religious figures (here, angels, Jesus, and God),
and a mystical encounter. “I died for about 45 min,” said the first man, an AfA. “It
was so sweet down there. I could see the angels. They were all over me … They
had wings, … just in black and white … They were the cutest little things … It
(all) was beautiful. So peaceful, quiet, and happy” [previously unpublished quote].
And the other man, an MA, explained, “I was … on the other side of … a mountain
(from Jesus). I kept asking Him to take me to the other side. I dreamed about myself
… I wanted to be over there with Him. I wanted to get down from the mountain …
so I could go with Him … I was happy… I was ready … That was when… I asked
God, Was He ready to receive me? (Suddenly) I was (back) in intensive care with
my kids and the (rest of) the family all crying” [3].

Although the men in the first and fourth examples above said they were dreaming,
82 % of people who have NDEs believe the experiences are “real.” I agree about the
reality of NDEs for three reasons [23]. First, numerous NDEs have been reported
over the years—often by people who surely did not know about them or believe in
them beforehand. NDEs, therefore, hardly seem like hoaxes. Second, many NDEs
have occurred during similar life-threatening events such as cardiac arrests or
accidents. That consistency of circumstance increases the credibility of the events for
me. And third, many people reporting NDEs claim the experiences changed dra-
matically their perspectives on life [4, 25]. Large majorities of such people in one
study said NDEs had strengthened their religious beliefs (90 %), increased their
appreciation for life (90 %), renewed their sense of purpose (82 %), increased their
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ability to love others (72 %), and decreased their fear of death (63 %) [6, 9, 26]. Such
momentous changes in perspective defy explanation in other ways.

But accepting NDEs as real requires explaining them. Many explanations
already proposed tend to fall into three categories: physiological, psychological,
and transcendental [23, 24]. The physiological explanations [25] come from
mainstream medical science and posit various causative abnormalities that occur as
the brain begins to die [4]. The abnormalities may be seizure-like electrical dis-
charges; the presence of exogenous hallucinogenic medications or anesthetics (such
as ketamine); or abnormal concentrations of endogenous blood components (such
as a low oxygen or a high carbon dioxide, naturally occurring opioid-like com-
pounds called endorphins, or serotonin and other specialized compounds that
transmit messages among neurons). The physiological explanations appear to fit
best NDEs during cardiac arrests.

The psychological explanations [25] come from psychiatry and posit the mind’s
expunging frightening real experiences (such as threats to life) and substituting
emotionally pleasant experiences. These explanations resemble those for denial (see
Chap. 8). They fit best NDEs during accidents or bodily assaults that do not involve
catastrophic collapse of vital body functions (as with cardiac arrests).

The transcendental explanations [25] come from philosophy or the spiritual
disciplines such as theology. These explanations posit NDEs’ direct link to the
soul’s experience at bodily death. People have suggested three arguments for this
link. Some people argue that one of the most common NDE features, out-of-body
sensations, proves that a person’s mind, spirit, or consciousness can exist inde-
pendent of the physical brain and continues on after the brain’s disintegration at
bodily death [6, 19, 23]. Other people argue that NDEs during cardiac arrests bring
us as close as possible to experiencing bodily death without actually dying irre-
versibly [6]. These people reason that because all physical deaths eventually pro-
duce cardiac arrests, whatever happens in NDEs during cardiac arrests must
resemble what happens in the early dying process [23]. Still others argue that NDEs
offer a glimpse into the afterlife [9, 19, 25] because certain prominent characteristics
such as an altered sense of time; the “other worldly” ambience of peacefulness,
joyfulness, and light; and the communion with significant religious figures and dead
loved ones differ so radically from experiences of this earthly world. Other forms of
transcendental linkage may also exist.

Despite many proposed explanations for NDEs, none accounts for all their
features [25]. Therefore, while I believe NDEs are real, I do not favor any one
explanation over all others. I accept that different explanations may fit different
circumstances.

Even so, some patients who have had NDEs or heard about them may want to
discuss them with health professionals [26]. Dying patients in particular may want
to discuss NDEs and their implications. By training, clinicians are typically best
prepared to discuss the physiological explanations; psychiatrists, psychologists, and
social workers, the psychological explanations; and hospital chaplains and other
clergy, the transcendental explanations. Yet I urge all health professionals to learn
something about all three kinds of explanations and be prepared to discuss them
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with patients. The transcendental explanations may be the most difficult to grasp but
the most relevant to dying patients. Because the transcendental concepts fall outside
both the scientific paradigm and most health professionals’ training (including that
of hospital chaplains), HPs must make a special effort to learn those concepts on
their own. HPs should also try to define their own views and to anticipate other
views. Then, if patients broach the topic, HPs are ready to respond. They should
then communicate receptivity to the topic, a willingness to listen, and respect for the
patient’s views [9]. HPs should also avoid harsh, demeaning judgments; try to
comfort the patient; and involve other professionals as necessary to help.

Overview: The Meaning of Death

As the end of a person’s earthly life story, a death derives much of its meaning from
the life that preceded it [4, 5, 28]. Moses guided the Hebrews to the Promised Land,
but God forbade him from entering it. The Hebrews needed different leaders for the
tasks of conquering and settling their new land. God, therefore, had Moses die in an
unknown place in the wilderness to make way for those new leaders. Senators
assassinated Julius Caesar after he seized supreme political power in Rome. But
Caesar’s murder only exacerbated Rome’s prior political chaos and accelerated the
decline of the Republic. The Senate steadily lost power to other ambitious men who
emerged to rule Rome as absolute emperors. Madame Curie discovered radioac-
tivity and studied it lifelong only to die from radiation-induced cancer. Still, her
research paved the way for many groundbreaking new diagnostic tests and treat-
ments (ironically including some cancer treatments). And Amelia Earhart died
trying to fly her airplane around the world in the 1930s. Earhart is remembered
today as not only a fearless aviatrix but also a pioneer of new opportunities for
women. As these examples illustrate, life context determines much of the meaning
of a person’s death.

Of course, certain meanings commonly attributed to a death emerge from the
trials of earthly life and from the human hopes about an afterlife. Cardinal
Newman’s brief “Peace at the Last” prayer, which the first chapter quotes and this
chapter repeats as an epigraph, derives much of its consoling power from
acknowledging those deeply human trials and hopes [1]. The prayer’s first sentence
asks God’s support throughout “this troublous life until … the fever of life is over,
and our work is done.” This sentence acknowledges that earthly life with all its
trials is short, turbulent, and arduous. The prayer’s second sentence asks God’s
mercy in granting “safe lodging, a holy rest, and peace at the last.” This sentence
expresses the widespread human hopes for eternal safekeeping, rest, and peace in an
afterlife.

Following the structure of Newman’s prayer, the next two sections—one per
sentence in the prayer—address possible meanings of a death. The first section
addresses changes people may expect in disengaging from earthly life and the
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second, the visions people may have of heaven and an afterlife. Quotes from prior
research illustrate these meanings.

Disengaging from Earthly Life

The changes people may expect in disengaging from earthly life include returning
the “borrowed” body, resting from life’s struggles, being liberated from specific
hardships, incurring significant losses from earthly life (especially human rela-
tionships), and leaving a legacy that transcends one’s earthly life.

Returning the “Borrowed” Body

Some people see their earthly bodies as their own personal property to do with as
they wish [10]. But many others see their bodies instead as a loan or trust from God
[2]. This body-as-loan belief implies God expects people to repay Him by returning
their bodies when they die. In this vein an EA man told my colleagues and me once,
“It’s a debt we’ve all got to pay” [previously unpublished quote]. Likewise, an MA
man told us, “We’re here on borrowed time. When God tells you (that) you gotta
leave, you do. That’s when you die” [8, 16].

The indebtedness belief may cause unexpected problems for organ donations or
autopsies. People who hold that belief may conclude that by removing or damaging
body parts, organ donations and autopsies prevent full repayment of one’s bodily
debt to God at death and, thus, bar the debtor from heaven. As one respondent, an
AfA man, asked rhetorically about organ donation, “Would [God] … welcome me
into heaven without… (some) parts of my body?” [29]. And another respondent, an
MA man, said about autopsies and other invasive procedures done on cadavers, “I
don’t like it that one day when I go to God, if I sign a paper for (the doctors) to
experiment … on my body … How am I going to permit that just for science …
(or) practice?” [29]. The indebtedness belief may, therefore, prohibit some bene-
ficial medical uses of cadavers or cadaver parts. It may also logically prohibit
cremations.

Resting from Life’s Struggles

Newman’s “Peace at the Last” prayer also asks God for “a holy rest” when “the
fever of (this) life is over, and our work is done.” For many of the sick or elderly,
the struggle to survive day to day eventually exhausts their will to live. Harboring
more memories than dreams, these people question the wisdom of continuing the
fight to survive. They begin to look forward to death as rest for both body and soul.
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As an MA man told my colleagues and me, “(T)he body gets so tired of struggling.
(You) have worked all (your) life… (You’ve) had enough, and (you’re) ready to go
… (Y)ou’re expiring your soul…” [16]. And another respondent, an AfA man, said
of his dead father simply, “His spirit finally went (to heaven) to rest” [previously
unpublished quote].

This weariness with life may prompt what Dr. Joanne Lynn calls “taking to bed,”
the phenomenon whereby people without an obvious life-threatening illness go to
bed to await death. Their lives shrink down to the apartment, the bedroom, or the
bed, and it becomes their final sanctuary from the demands of the outside world
[20].

Being Liberated from Specific Hardships

Death may also liberate the dying and their caregivers from specific hardships. It,
for example, may liberate the dying from hardships due to disease or treatment [16].
One MA man in our study, who attributed the suffering of his dying father to
disease, said, “He had Parkinson’s disease (and) fell down and broke his hip … It
was time for him to leave … He was suffering” [16]. And an AfA woman, who
attributed the suffering of her dying friend to treatment, said, She “suffered so …
with that life-support (ventilator) on… (H)er kids just let her suffer right on through
it … (She) died with that thing on” [16].

Death may also liberate the dying from time’s own peculiar tyranny, the constant
ticking down of the clock during a terminal illness [5, 20]. Short predicted survival
times, say, of only weeks to months may cast a chilling, stifling, dispiriting pall
over all remaining life. The dying may feel trapped with death as their only escape
from the tyrannical clock.

Furthermore, death may liberate the dying from personal problems, social
stigmatization, or political oppression. The personal problems may include insur-
mountable debts, domestic violence, rejection, blame, or shame. One respondent of
ours described her daughter’s death as simultaneous liberation from terminal dis-
ease, domestic violence, and her husband’s infidelity. Her husband “was very mean
to her,” this MA woman recalled. “He hit her when she was lying down in bed. He
would just leave for days. She was dying, and … nobody could find him. He was
staying with another girl … (My daughter) was so sick of him.” The woman then
added, “She went to heaven, … (to escape)” [previously unpublished quote]. The
social stigmatizations may include the stigmatization of dying itself. Some family
and friends may not be emotionally prepared to face a patient’s impending death.
They may withdraw, leaving the patient isolated and emotionally bereft. The dying
person may eventually abandon hope for reconnecting with them meaningfully in
this life but maintain hope for reconnecting in the afterlife. And for AfAs, political
oppression may include the vestiges of slavery and Jim Crow laws. Death may,
therefore, promise AfAs not only release from those earthly burdens but also a
spiritual return to their African homelands and cultural roots [30].
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Death may even liberate caregivers of the dying from the hardships of physical
care duties, the accompanying emotional strains, and the suspension of their own
lives. Though saddened at the patient’s death, caregivers may find a certain relief at
shedding that heavy load. Still, guilt may plague them when they do shed it. As a
result, caregivers may need considerable emotional support and explicit reassurance
from HPs and others that the feeling of relief is natural and justified.

Incurring Significant Losses from Earthly Life

One significant loss due to death involves human relationships. Both patient and
survivors are affected, but the patient more so because he or she loses all human
relationships at once. “I just don’t want to be away from (those family relation-
ships),” said a respondent of ours, an MA man. “That’s the fear I have (about
dying)” [previously unpublished quote]. Of course, the patient who believes in
afterlife reunions may avoid the distressing thought of losing all human relation-
ships permanently.

But the loss of an earthly relationship with the patient typically distresses sur-
vivors, too. That same MA man told my colleagues and me, The family “fear losing
you, not having you around. You get so close to … your (family) … (They) just
don’t want to accept that you are going to die” [previously unpublished quote]. And
Dr. Greg A. Sachs, an experienced geriatrician and palliative care specialist,
described a similar distress in “Sometimes Dying Still Stings,” a heartfelt com-
mentary about the death of his beloved father-in-law. “Al was being ripped from
our midst,” Dr. Sachs remembered. “And it hurt like hell.” He then added, “Death
means someone is lost to us forever” [31]. Some survivors, of course, do not believe
death breaks the relationship evenly temporarily. These survivors claim they
maintain active relationships with their dead through regular conversations and
postmortem visitations on earth. I discuss both those visitations on earth and
reunions in the afterlife in a later section of this chapter.

Even more sobering is the possibility of losing everything to death including any
form of existence [2, 20]. Some Americans, perhaps as many as 40 %, take that
view [12]. As one of our respondents, an EA man, exclaimed, “Death may be … no
being at all” [previously unpublished quote]. Dr. Ira Byock, a nationally renowned
hospice physician, believes so. He says the dying patient faces losing “everything
we know and love.” Dr. Byock reasons that life and death are opposites: Life is
existence; death is nonexistence. “Life involves activity, purpose, and bringing
some order out of the universe’s (apparent) disorder,” he says. Death, in contrast, is
total nothingness. Accordingly, Dr. Byock believes many people satisfy themselves
with superficial, mere pathophysiologic explanations of individual deaths and avoid
any serious conceptual discussions of death itself. Ironically, Dr. Byock considers
the nothingness of death the ever-present “backdrop” of life and the essential
substrate for its passion, joy, and meaning [20].
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Leaving a Legacy

Death for many people means the occasion to leave a legacy when they die.
A legacy allows the dead to leave something of themselves and their lives, to
“speak from the grave” [30], to influence earthly human events after death. I believe
most Americans want to leave some legacy whether or not they intentionally create
one.

At least seven kinds of legacies exist [15, 30, 32]. Some are protective: The dead
live on in their watching over the living and in keeping them from harm. One MA
man in our study hoped to “be an angel (after bodily death) and (to) protect my
daughter (and) my son … I just don’t want to be away from (them)” [previously
unpublished quote]. Some legacies are biosocial: The dead live on in the genetics
and accomplishments of their children [30]. Others are material: The dead live on in
letters, photographs, other personal keepsakes [32], and even tombstone inscrip-
tions. Still others are temporal: The dead live on in remembrances on special days
such as birthdays, wedding anniversaries, or death days [15]. Some legacies are
creative: The dead live on in their works of art, literature, music, or science. They
may even live on in their past administrative accomplishments. Still other legacies
are philosophical, religious, or spiritual: The dead live on in their wisdom, examples
of piety, or presumed powers to intervene with God for survivors. (Jews have an
interesting tradition of “ethical will” legacies, that is, documents containing prac-
tical, everyday wisdom for survivors.) Perhaps the most basic, most universal
legacies are natural: The dead live on in their decayed body matter, which even-
tually reconstitutes itself in new forms, animate or not [2]. The ancient Greeks
called such natural legacies “pneuma,” the spirit that permeates all matter [33].

Visions of the Afterlife and Heaven

Sixty-three to seventy-five percent or more of Americans believe in an afterlife.
Most anticipate spending it in heaven [2, 3, 12, 34–36]. According to the scant
professional literature on the topic [3], people commonly expect to face and pass
God’s judgment on their earthly lives and then to go to heaven, reunite with dead
loved ones, and commune with God forever [11, 28, 36].

Facing and Passing God’s Judgment

In the study by my colleagues and me, many respondents expressed the belief that
God will judge their earthly lives after physical death. One EA woman explained in
our study, for example, The soul of a dead person floats “around somewhere …
until Judgment Day” [3]. And another respondent, an EA man, said, God then tests
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your soul “to find out what you are” [3]. Many respondents also expressed the
belief that God’s judgment determines the soul’s final, eternal disposition. What
happens after you die “depends on how you behaved on earth,” said yet another
respondent, an MA man. “If you were faithful, you (go) directly to God …”
[previously unpublished quote].

Many of our respondents felt sure they and their loved ones would pass God’s
judgment and go to heaven [11]. One EA woman insisted to us that God prepares a
place in heaven for each person [3], and another EA woman joked that, when her
dead mother “got to heaven, she told God to move over. She was going to help Him
run heaven” [3]. Some respondents described their expectations for going to heaven
in specifically Christian terms [12]. One MA man said his dead mother was “a good
Christian. She was a member of the Pentecostal Church. (Church members) would
pray for her (as she finally died) … She was ready, and she went (to heaven. The
Lord was waiting for her)” [previously unpublished quote]. Another respondent, an
AfA woman, said about a dead friend, “When the resurrection comes, she … (will)
rise and rise in the bosom of Jesus Christ … (and) will be standing with the King”
[previously unpublished quote]. And a third respondent, an EA woman, said about
herself, “I may not be the best Christian in the world, but I think I’ve got as good a
chance as anybody else (to make heaven)” [previously unpublished quote].

But what happens to souls rejected for heaven? Respondents suggested some of
those souls go to limbo or purgatory. According to Roman Catholic doctrine, limbo
is the permanent residence of innocent souls who are unbaptized and thus barred
from heaven, or of the righteous souls who lived before Christ. Purgatory, in
contrast, is a way station where sinners work off their sins and thereby gain the
holiness necessary to enter heaven. Other souls, however, may actually go to hell.
Only seven percent of our respondents discussed that possibility. One AfA woman
said, “If (people) are good, they go to heaven.” But she then added, implying the
possibility of going to hell, “You’ve got to be honest (about your life)” [previously
unpublished quote]. Another respondent, an EA woman, said bluntly, The soul
“goes to heaven or hell … (You) are rewarded by the good that you do” [previously
unpublished quote]. And the AfA woman who talked about her dead friend’s rising
in Christ’s bosom said that on Judgment Day the Christians will be “standing with
the King (Jesus Christ, and) the devils will be standing with the devils” [previously
unpublished quote]. Still another respondent, an AfA man, described damnation for
evildoers as eternal death without hope [previously unpublished quote].

Thus, many Americans expect God’s judgment after physical death, feel sure
they and their loved ones will pass that judgment and enter heaven, and worry little
about going to hell.

Going Home to Heaven

Many people who talk about going to heaven after physical death describe that
transition as “going home.” If I am very sick, said one of our respondents, an EA
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woman, I “just breathe a prayer. If it’s God’s will for me to die, … He takes me
home” [previously unpublished quote]. The idea of going home to heaven
expresses a deep, universal human hope. Though seemingly simple, that hope
actually incorporates many complex, highly personal meanings. All are emotional,
and nearly all are pleasant [37]. Still, the fundamental concept involves returning to
comfortable, familiar surroundings to rest forever after the struggles of this “trou-
blous” earthly life. “Going,” of course, means movement, either a physical or a
mental change of locations. When the soul leaves the dead body, explained one of
our respondents, an MA woman, “I don’t know if it’s in heaven or … in another
place … I don’t know where it is, but I know that there’s a place … for us … (The
soul) lingers above, around; and then … goes on. I think it’s … a transition …
going from one place to another” [previously unpublished quote]. And the heavenly
“home” Newman’s prayer describes is a place of “safe lodging, a holy rest, and
peace.” The details of that “heavenly home,” however, vary according to each
person’s earthly life, the environment and experiences of which shape one’s
expectations for a heavenly home [28, 37].

“Home” in its most concrete earthly sense, of course, refers to a house, a resi-
dential structure at a specific address. Yet “home” in its heavenly sense takes on
numerous broader cultural, psychological, and philosophical meanings [37]. They
include identity, familiarity, rootedness, and continuity [38]; safety, stability, and
nurturance [39]; and acceptance, comfort, intimacy, and fulfillment [28]. In such a
heavenly “home” the dead can lay down the burdens of earthly life, drop all
pretenses, and reveal their true selves to assured positive regard [39].

“Going home” for some may also refer to earthly trips back to the places of one’s
roots in preparation for physical death. A powerful urge to return to their homelands
grips many immigrants who are aging or dying. These immigrants want to end their
lives in their original home communities amid familiar surroundings, people, and
rituals. Illustrating with Filipino and Cambodian Americans, one author explains
that returning to their homelands helps immigrants reassert their core personal and
ethnic identities, reconcile various discontinuities in their life stories, prepare for
death in culturally meaningful ways, and allow close family and friends to provide
end-of-life care [40].

Of course, not only immigrants feel this urge; nonimmigrants do, too. In the
movie Trip to Bountiful, Carrie Watts, an elderly EA woman, lives with her adult
son and daughter-in-law in Houston but has the compelling wish to visit her rural
childhood home once more before she dies. Carrie stops at nothing to fulfill that
wish. She outwits her overly protective son and angers her petty daughter-in-law by
eventually escaping from the Houston house. She travels alone by bus to her
childhood hometown, called Bountiful. The audience senses that when Carrie
finally sees her childhood home again, dilapidated though it is from years of
neglect, she can finally die at peace with herself.
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Reuniting with Dead Loved Ones

While physical death seems to sever permanently relationships between the living
and the dead, many people believe that severance is only temporary. They expect to
reunite eternally with dead family members, friends, and even pets in the afterlife
[2]. Some people even expect dead loved ones to greet them at the threshold of
death, to accompany them through the transition, and then to guide them on into
heaven [4]. Curiously, the hope for reuniting extends only to people the dying
person misses, not to others.

Communing with God

This concept expresses Christians’ core hope for the afterlife: living anew in God’s
presence [2, 10]. Some people talk about “entering the church triumphant,” taking
their places alongside of past saints, or singing God’s praises eternally in heavenly
choirs. That heaven is total bliss. “Amazing Grace,” the famous hymn played at
many funerals, expresses those ideas in its last two verses:

Yes, when this flesh and heart shall fail,

And mortal life shall cease;

I shall profess, within the veil,

A life of joy and peace.

When we’ve been there ten thousand years

Bright shining as the sun.

We’ve no less days to sing God’s praise

Than when we’ve first begun [41]

Other faiths may have similar beliefs about heavenly communion with God in
the afterlife. Interestingly, among the world’s religions, perhaps only Islam envi-
sions such communion in a paradise of sensuous pleasures or a new Garden of Eden
[4, 36].

Contacts Between Survivors and the Dead

Survivor contacts with the dead have long had a place in popular cultures. EA
beliefs about such contacts trace back at least to medieval times. People in Europe
lived then under constant threat of sudden, unexpected deaths from injury or
infection. Because life existed in the shadow of death, the two states seemed
inextricably linked [15]. The suddenness of many deaths naturally made survivors
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hope for, even expect, uninterrupted contact with the recently dead. Survivors often
claimed to see, hear, or feel the dead much as before their physical deaths. The
English language between the twelfth and sixteenth centuries adopted the term,
“ghosts,” for the dead who actually reappeared in earthly life. The new materialistic
science of the seventeenth to nineteenth centuries, however, came to consider
physical matter as the only reality, and ghosts and contacts with the dead as mere
illusions, deceptions of the mind. According to science, the spirits of the dead could
exist only in memory or the imagination [33]. Bertrand Russell, the brilliant
twentieth-century English mathematician and philosopher, is quoted as saying in
this vein, “When I die, I shall rot. And nothing of my ego will survive” [30].
Nonetheless, widespread belief in visitations by the dead has persisted among EAs
into modern times [27]. Marley’s ghost, for example, appears in Dickens’ still
popular nineteenth-century novel, A Christmas Carol, to warn Scrooge about the
dire consequences in the afterlife if Scrooge continues his miserly ways.

AfAs also have long-standing cultural beliefs in ghosts and contacts with the
dead. Dead AfA ancestors, whom one writer calls “the living dead,” can present to
survivors as “shades or vapors” of human forms. These beneficent ghosts work
under God’s supervision to serve the living as “moral beacons” in personal crises
[15]; guardians of the family; a stabilizing, cohesive influence in the wider com-
munity; and witnesses to an afterlife [33].

The percentages of modern-day survivors who report contact with the dead are
remarkably high, ranging from 27 % of randomly selected Americans [42] and 28 %
of Massachusetts firefighters or policemen who have attended the dying in the field
[19] to more than 50 % of English widows from Leicester [32] and 63 % of Nevada
adults in a telephone survey [43]. These survivors consistently say the dead initiate
the contact [15]; it consists of either a vague awareness or a distinct sensory per-
ception—visual, auditory, tactile, or olfactory—of the dead person’s presence [32,
43]. The contact occurs most often during the first year after the death but may recur
for many years afterward. Some widows have experienced contact with their dead
husbands for as long as 26 years [32]. Yearning for the dead may prompt the contact
[43]. One author claims, in fact, that surviving spouses of only happy marriages
receive visits from their dead spouses [32]. (I give an exception, though, later.) The
vast majority of survivors contacted by the dead react positively to the experience:
86 % find it comforting while only 14 % find it upsetting or frightening [42].

To characterize postmortem contacts further, Klugman and colleagues conducted
that Nevada telephone survey [43]. Respondents, mostly EAs and women,
answered the question, “Do you have a connection with someone who has died?”
Those who answered yes were then asked to describe the connection. The dead
person was often a parent or grandparent. The time since that person’s death ranged
from 1 month to 57 years with a mean of 10 years. Almost all respondents reported
two or more contact experiences; the mean number was eight. Majority experiences
included dreaming of the dead person, hearing music he or she liked, talking with
him or her, sensing his or her presence, and sensing he or she was acting as a
guardian angel (Table 12.2) [32, 43]. Higher percentages of unmarried respondents
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than married ones experienced each kind of contact, and higher percentages of
women than men experienced each kind except for detecting smells associated with
the dead person (such as favorite perfumes, foods, or flowers). While more than half
of respondents with a bachelor’s degree or less education had had such contacts,
over a quarter of respondents with a graduate degree had also had them.

In the study of dying and death by my colleagues and me, many respondents
described contacts with their dead. AfAs provided most of the examples. One AfA
woman was referred to psychiatry for seeing visions of her dead aunt. “(The psy-
chiatrists) ask me all these questions … Do I see things? Yes, I know when (my
dead auntie) is present, … she sits on my bed ‘cause you can feel the impression of
somebody when they (sic) flop down on your bed. I know when she comes back
because too many things are falling and dropping around the house. When some-
thing’s wrong, she will come back.” This woman then added, “I have a friend …
(whose dead) husband comes back all the time. He lets her know when something
ain’t right. Her (dead) mother does, too … to warn (her)” [3]. Another AfA woman
said about her dead brother, “I think about him a lot especially on Veterans’ Day.
He was in the service … I talk to him. I say, ‘Oh, I wish you were here.’ or ‘Do
something (for me)’” [previously unpublished quote]. And an AfA man described
one of his dead father’s visits to his mother. “He came and sat down in the chair
(next to my mother’s bed). He was sitting there watching her; she was laying
(sic) there in bed asleep. When she woke up, … she said, ‘What are you doing?’ He
said, ‘(J)ust seeing if everything’s all right.’ Then he talked to her (for) a few
minutes and left” [3].

Table 12.2 Helpful questions for encouraging survivors to describe their contacts with the dead

Questions Typical prevalences for yes
answers (%)a

Do you dream about the dead person? 85

Do you talk with the dead person? 70

Do you ever just “sense” or “feel” his or her presence? 55

Do you think the dead person acts like your guardian angel,
watching over you to protect you?

54

Do you ever see him or her? 38

Do you ever feel the dead person’s touch? 25

Do you ever detect smells (e.g., particular perfumes, foods,
flowers, or workplace chemicals) indicating the dead person is
near or reminding you of him or her?

15–26

Do you ever hear sounds the dead person is making (e.g., his or
her voice or footsteps)? Do you ever hear sounds that remind
you of him or her (e.g., favorite songs)?

14–82

Do you ever notice the dead person has moved the objects
around you? For example, the dead person might raise or lower
the volume dial on the television, switch lights on or off, or
open or close a window.

7–18

aAdapted from Tables 3 and 4 in Klugman [43], with permission
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MAs and EAs also provided some examples. One MA woman said about her
dead mother, “At night I hear her saying, ‘Open the door.’ I open (it, but) nobody’s
there … I just get up and pray for her. (T)he Holy Spirit, … (is) calling me to pray
for her … because I am probably thinking of her and not letting her rest … (I)f you
think on (the dead) too much, you need to pray for them so they may (have) peace
…” [previously unpublished quote]. And an EA women said about her dead
mother, “We put flowers … at the table where she sat (for breakfast). We know she
is (there). She can see (the flowers), and she smells them” [previously unpublished
quote]. Still another EA woman said about her dead brother, He “was killed when
we were young … I dreamed about him (for years.) … (W)hen I would, I felt like I
had had a visit … like we had had some time together” [previously unpublished
quote].

While most postmortem contacts are positive, a few are negative. Two
respondents gave examples of negative contacts. An AfA woman said, “Only (the
ghost of) somebody who gives you problems like an old drunk is going to let you
see (him) … I’m not going to live in (some) house(s) ‘cause you’re liable to hear
somebody (like that) walking in there … A haunting. When you die in sin, your
ghost will come (back) in sin” [previously unpublished quote]. And the MA woman
who described her daughter’s being beaten by her husband and dying alone in
childbirth said, The ghost of my daughter “is still after him … because he was very
mean to her … (N)ow he sees (my dead daughter) on the door every night. He can’t
sleep because she’s there … (H)e knows what he did. He’s guilty” [previously
unpublished quote].

I believe that with postmortem contacts as with NDEs, the sheer numbers of
reported cases make them unlikely to be hoaxes. But medical science remains
skeptical. The problem for medical science is its sharp distinction between the
worlds of the living and the dead [15]. The living belong strictly to this physical
world; the dead belong, if at all, strictly to some other world. By rejecting any
meaningful interactions between the two worlds, medical science becomes unable
to explain the reports of postmortem contacts. It, therefore, tends to dismiss the
experiences as merely disordered thinking [44].

As a result, medical science looks to psychiatry for explanations based on the
concepts of hallucinations (experiences due to confused processing of sensory
stimuli by the brain) or illusions (imagined experiences falsely believed to be real)
[32]. Two explanations predominate. One, favored by Freud, attributes postmortem
contacts to severe grief. Freud reasoned that the mind deceives the survivor into
thinking the dead person is still alive. The survivor feels compelled to find the dead
person and to reestablish the lost relationship. Freud concluded that grief ends only
when the survivor accepts the reality of the death, detaches emotionally from the
dead person, and relegates him or her to past life [45]. Then the postmortem
contacts stop [15, 32, 42]. The other explanation, favored by more recent psychi-
atrists, attributes postmortem contacts to such psychiatric disorders as neuroticism,
anxiety, and postmortem adjustment problems [42]. Some data support these
associations, but they may not be causal. Potentially confounding associations exist,
for example, between postmortem contacts and liberal religious views [44]. Thus,
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those religious views, not the psychiatric disorders, may actually cause the per-
ceptions of postmortem contacts.

These medical scientific perspectives obviously conflict with the spiritualist
perspective of most survivors who claim to experience contacts with the dead [7].
These survivors are convinced that their contacts are real and need no external
validation or scientific explanation [32]. In fact, the contacts may seem so real that
survivors sometimes use the present tense to refer to the dead as though they were
still alive [32]. The spiritualist perspective offers two explanations for postmortem
contacts. First, the continuing bonds theory of grief asserts that the survivor does
not delete the dead person completely from memory or relegate him or her strictly
to the past. Rather, the survivor uses perceived postmortem contacts, perhaps
unconsciously, as a way to extend the relationship with the dead person into the
future [43]. Second, death highlights the basic human need for stability [39],
continuity, and meaning [4, 40]. One author believes we, humans, are driven to
fashion such stability, continuity, and meaning even in the destabilizing, discon-
tinuous, and seemingly meaningless experiences of death. We use perceived
postmortem contacts to do so by creating ongoing “dynamic relationships” with our
dead. This author, therefore, urges us to incorporate “permanently and deliberately”
such relationships into our future lives [5, 15].

Unconsciously facing this task, some dying patients and their survivors may want
to discuss with HPs the possibility of postmortem contacts between the living and the
dead. HPs should bewilling and prepared to do so if only to ease the grief of separation
[27]. Yet patients or survivors often hesitate to broach the topic for fear of being
considered crazy. HPs might, therefore, invite patients and survivors to talk about the
topic if they wish. HPs might introduce it by mentioning that many people have
reported such experiences, by giving some examples, and by stating that such expe-
riences should be taken seriously.HPs should also emphasize that such experiences do
not indicate that the people who have them are crazy [42, 43]. Then, with a dying
patient, HPs might ask, “Do you hope for contact with your family and friends after
you die?” and “What form do you think that contact might take?”Or, with a grieving
survivor, HPsmight ask, “Have you had contact with (the dead person) since he or she
died? Would you like to talk about the experience?” The questions used by Klugman
and colleagues in their survey can serve as helpful prompts in discussions with sur-
vivors. I suggest starting with the topmost questions in Table 12.2 because they have
the highest rates of positive responses. Of course, regardless of their own personal
views HPs should listen intently and support patients and survivors emotionally as
they describe their expectations and experiences [3, 5, 27].

A Case

Mr. T. died from diffuse prostate cancer approximately 18 months after its diag-
nosis. His disease course followed the typical terminal trajectory of cancer—that is,
a slow functional decline over many months followed by a rapid decline over the
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last few months. He suffered moderate pain (despite hospice care), nausea, and
fatigue in the days just before death. He also saw visions of his parents who had
died over 25 years before. They talked with him and encouraged him to join them
in the afterlife [4]. After the doctor had declared Mr. T. dead, Mrs. T. held and
comforted him in bed for about an hour in case he might be afraid or still feel pain.

Late one evening soon after the funeral, Mrs. T. was dozing alone in her easy
chair. Mr. T. suddenly called from the next room, “Margaret! Margaret!” His voice
was clear and vigorous as it had been before he became ill. Mrs. T. got up to look
for him. But, when she reached the next room, Mr. T. had already disappeared.
Several weeks later Mr. T. returned. Mrs. T. was again sitting alone in the evening
when Mr. T. stood before her. He wore the same sweater and pants as in a pho-
tograph on the nearby desk. And he looked healthy and comfortable—contrasting
sharply to how he looked when he was dying. He said, “Margaret, I’m OK.
Everything is fine. Don’t worry. I have no pain.” He then disappeared as suddenly
as he had appeared. He has not visited her since.

Mrs. T. firmly believes she did not dream Mr. T.’s visits. Yet she has hesitated to
tell others about them because she fears being considered “crazy.” She did finally
mention the visits to her adult children. She described being especially relieved to
learn Mr. T. is suffering no more pain. Although her children did not know what to
think, they listened supportively and accepted Mr. T.’s postmortem visits as real for
her. Mrs. T. later mustered the courage to disclose the visits to her widows’ grief
group. Several other women surprised her by disclosing similar postmortem visits
from their husbands. Those descriptions helped Mrs. T. feel “validated” [27], but
several years later she still feels too intimidated to tell her doctor, pastor, or grief
counselor about the visits.

How, then, does the T.s’ story illustrate beliefs and experiences concerning death
and the afterlife? For one thing Mr. T. seemed to reunite with his long-dead parents
shortly before he died. He talked with them, and they encouraged him to join them
in the afterlife. Furthermore, just when Mr. T. died, Mrs. T. held him and talked
with him for a long time after the doctor declared him dead [32]. Mrs. T. obviously
believed Mr. T. could still feel and hear perhaps because she still considered him
alive (despite the lack of breathing, heartbeats, or responsiveness) or because she
thought he retained sentience in death.

As an accomplished, college-educated career woman, Mrs. T. seemed an unli-
kely recipient of postmortem visits. Of course, she might have been asleep on both
occasions and simply dreamt those visits from Mr. T. [45, 46]. But other circum-
stances of hers matched those of other widows who have such visits [27]. She was
grieving Mr. T. after a mostly happy marriage in the later years [32]. His visits
occurred early in her bereavement [27, 32]. And each occurred when she probably
felt her grief most, that is, when she sat alone reading or watching television in the
evenings as she and Mr. T. had done together for years.

Mr. T.’s visits also showed some typical features of postmortem contacts. First,
the dead person, Mr. T., initiated each contact [32]. Second, Mrs. T. experienced
auditory and visual components, both modestly prevalent in postmortem contacts
[27]. Third, Mrs. T. balked at disclosing the contacts for fear of being labeled
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“crazy” [32]. And fourth, the contacts may have prompted Mrs. T. to reimagine her
relationship with Mr. T. in spiritual rather than earthly terms [5, 15, 45, 46].

Finally, Mr. T. left Mrs. T. many legacies [32, 46]: a comfortable inheritance;
important keepsakes such as letters and photographs; special days on the calendar
such as their wedding anniversary, Memorial Day, and Veterans Day (Mr. T. had
served in the military during World War II) for remembering their life together;
stories he had written about his life; and, of course, the existence of children and
grandchildren. He may have also made postmortem contact to leave Mrs. T. a
protective legacy: he relieved her worry that he still suffered pain.

Mrs. T., of course, misses Mr. T. greatly and the close companionship they
shared especially after their children had grown and both Mr. and Mrs. T. had
retired from their jobs. Mr. T. sometimes still seems alive to Mrs. T. She occa-
sionally even talks about him in the present tense [32, 45]. Once, for example, she
wondered aloud whether the late family dog, who had bonded closely with Mr. T.,
had found him in heaven and was sleeping with him again as the two had done in
earthly life. When Mrs. T. is especially lonely or depressed, she often says, “I just
want to go be with him.” Still, as a devoutly religious woman, Mrs. T. believes she
will join Mr. T. in heaven someday, and they will enjoy God’s presence together
forever [32, 45].

Summary Points

1. Though largely inaccessible to medical science, the experiences of physical
death and the afterlife are an important concern for many dying patients and
their survivors.

2. The meanings of physical death differ from person to person. Possibilities
include returning the “borrowed” body to God, resting from life’s struggles,
incurring significant losses (especially of human relationships), and leaving a
legacy; and facing (and passing) God’s judgment, going home to heaven,
reuniting with dead loved ones, and communing with God forever [15, 30, 32].

3. All health professionals who provide end-of-life care should be prepared to
discuss such beliefs with dying patients and their survivors [11]. To do so
effectively, health professionals should know their own beliefs and a broad
range of other possibilities.

4. Health professionals should treat respectfully all patient or survivor beliefs about
physical death even when those beliefs differ from the health professionals’
own. Still, when such beliefs suggest underlying psychopathology, health pro-
fessionals may need to refer those people to clergy, psychotherapists, or similar
professionals [9].
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Chapter 13
Bereavement and Grief

About 3.5 million Americans, or 1 % of the population, die every year. Nearly
every death disrupts multiple relationships—relationships the decedent had with a
spouse [1], parents, children, other relatives, friends, or colleagues. As a result the
death leaves multiple grieving survivors, who must reconfigure their futures without
the decedent. Some survivors can work through that process on their own, but
others need help.

Seeking to address that need, the hospice movement introduced grief care for
survivors as a key part of comprehensive end-of-life care. The impetus for this effort
was recognition of the major life traumas a death and the resulting grief can cause
survivors. They may have to arrange immediately for body disposition, plan for
memorial services, and attend to important legal or financial duties such as wills.
They may also suddenly have to assume roles the dead person once filled in the
family or workplace. Survivors must simultaneously tend to their own emotional
and spiritual wounds caused by the death. The grief care that hospice imagines aims
to help survivors navigate the difficult life adjustments while healing from the grief.

This chapter describes such grief care. The chapter reviews recent theories about
grief, offers a simple taxonomy for it, differentiates depression from grief, and
suggests ways health professionals should monitor (and occasionally treat) sur-
vivors’ grief. The case of Mrs. J., a recently widowed elderly woman, illustrates
many of the points.

Throughout the chapter, I use the terms bereavement, grief, and coping in dis-
tinct ways. Bereavement means a loss expected to produce distress [2]. The loss
need not be a death but may be a divorce, a lay-off, or a competitive defeat [3].
Bereavement is an objective, historical fact. Grief, in contrast, means a person’s
emotional distress precipitated by such a loss [4]. Grief is a subjective reaction. And
coping means one’s efforts to manage the stresses provoked by fears, anxieties,
threats, or even challenges—some of which may result from significant losses—to
achieve “a livable balance” for the future [5]. Coping includes both objective
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behaviors and subjective feelings. This chapter focuses mainly on grief but occa-
sionally also mentions bereavement and coping.

The Case

Mr. J., a 77-year-old man, is diagnosed with leukemia. The hematologist tells Mr.
and Mrs. J., who have been married 53 years, his expectation for Mr. J. to live less
than a year. Still, the doctor offers chemotherapy, and the J.s accept. Mrs. J. says
she wants five more years with her husband. Mr. J. improves briefly with the
chemotherapy but then declines steadily.

Over the months Mr. J. declines, Mrs. J. is too feeble to care for him herself.
The J.s’ adult children and several paid attendants provide home care for him
instead. Mr. J.’s function deteriorates by fits and starts. One day he can walk with
his walker down the hall; the next day he cannot. One day he can toilet himself; the
next day he cannot. Once lost, a function never returns. Desperately wanting Mr.
J. to return to his old self, Mrs. J. grieves every lost function. Her discouragement
sometimes boils over in accusations that Mr. J. feigns disability to gain attention.
The hematologist urges referral to hospice when Mr. J. begins to suffer severe back
pain. Mrs. J. resists the idea at first. She relents only when Mr. J.’s back pain
exceeds the ability of the current treatments to relieve it. Mr. J. dies six weeks later
in hospice care at home.

In the first moments after he dies, a distraught, weepy Mrs. J. asks everyone else
to leave his room. She closes the door and stays several hours. She emerges “dazed
and numb.” Her pastor visits the next day. At one point he gathers Mrs. J. and her
adult children to talk about Mr. J. and his life. This review comforts Mrs. J. because
she remembers many of Mr. J.’s accomplishments in life. The pastor mentions some
of those accomplishments during the memorial and burial services he conducts for
Mr. J. the following week.

When the frenzy of events immediately surrounding the death subsides, Mrs.
J. finds herself alone at home, badly missing Mr. J. She cannot bring herself to leave
the apartment for several weeks. She eats little and loses weight. She lacks interest
in activities she ordinarily enjoys such as socializing with friends, attending church,
and knitting. She appears “emotionally distant.” Once when others express sym-
pathy, she snaps back, “No one really knows how I feel.” She often just sits,
ruminating sadly about Mr. J. Certain items in the apartment remind her of him: the
pictures on his desk, the empty bed, the clothes in his closet. She tells her children
that she regrets not having taken better care of him. When the pastor visits again,
she asks him why Mr. J. died and what has happened to him since. She often senses
Mr. J.’s “presence,” and says he appeared to her twice, assuring her he is “fine.” She
often worries that her children will abandon her to a lonely widowhood, and
sometimes just wants to go join Mr. J. in heaven.

Mrs. J. tries several kinds of grief counseling. She meets with the hospice’s
bereavement counselor but cannot express her feelings candidly to “a stranger.” She
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fares only somewhat better with her pastor. Mrs. J.’s daughter finally convinces her
to attend a grief support group at the nearby senior center. That group proves key to
Mrs. J.’s recovery. The group’s expert curriculum, devoted attendees, and ample
open discussion help Mrs. J. learn to cope with her grief, to find new meaning in
life, and to redirect her future.

Mrs. J.’s grief lifts over the next six months. She begins to meet friends again for
dinner. She resumes knitting and attending events such as concerts, movies, and
church services. She even sorts through Mr. J.’s belongings, keeps a few significant
items (such as his diplomas, his military uniform, and a stuffed hippopotamus he
won for her at a carnival), and donates much of the rest to charity. Of course, in
later years she still misses Mr. J. on special days such as their wedding anniversary,
his birthday, and Memorial Day. She also sometimes still speaks of him in the
present tense as though he were still living.

Recent Theories About Grief

Successful living requires adaptation to many personal losses including those of
youth, beauty, strength, memory, dexterity, dreams, opportunities, and, of course,
people [1]. Vigorous discussion over the last 100 years has tried to specify the role
of grief in that adaptation process. In the early twentieth century, Freud’s theories of
personal attachment produced the idea of “grief work” after deaths. Psychiatrists
understood this idea to mean that a return to mental health required the bereaved to
express their grief, to work through it somehow, and eventually to detach emo-
tionally from decedents. The idea of working toward emotional detachment dom-
inated the clinical approach to grief for years. Yet no research ever validated the
idea or the clinical approach using it.

In the 1960s Parkes modified Freud’s original idea [6]. While retaining the goal
of eventual emotional detachment from the dead, Parkes proposed an orderly
progression of grief through four stages: shock–numbness, yearning–searching,
disorganization–despair, and reorganization. Kuebler-Ross later expanded those
stages into her five famous stages of denial, anger, bargaining, depression, and
acceptance. A recent empirical study now largely confirms the Kuebler-Ross idea
not as distinct stages in a predictable progression but as nearly coinciding elements
of early grief. Bereaved subjects in the study rated themselves several times on the
five Kuebler-Ross elements during the two years after a family member’s death [6]
Ratings for the elements overlapped considerably during the first six months and
peaked in roughly the order, first to last, that Parkes and Kuebler-Ross predicted:
disbelief, yearning, anger, depression, and acceptance (Fig. 13.1). Specifically,
mean scores for the first four elements all peaked during the first six months and
then fell. In contrast, mean scores for the last element, acceptance, rose consistently
over the two years and then remained high. These data suggest the distress of grief
usually concentrates in the first six months of bereavement and then decreases.
Acceptance meanwhile increases steadily. These data appear to refute the idea of
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delayed grief whereby initially suppressed grief simmers over months or years and
eventually boils over in full-blown distress.

Many authors commend the Parkes and Kuebler-Ross ideas as important
advances in describing grief. But some authors point out apparently false conclu-
sions that have resulted [7, 8]. One such conclusion asserts that grievers always
suffer significant distress after a death and, therefore, must confront and “process”
their true feelings of loss. This processing, or “working through” the grief, requires
conscious, concerted effort to understand why the death occurred, whether it could
have been avoided, and what it means for survivors. According to this idea, any
denial of the loss or avoidance of the “working through” process is considered
pathologic and indicates the need for psychotherapy. Without such therapy the
unresolved distress of grief remains a threat to future physical or mental health.
Critics of this conclusion note that distress may not always accompany grief, that
little empirical evidence demonstrates such conscious “working through” actually
occurs in most cases, and that psychotherapy is rarely necessary and may actually
harm grieving survivors when used indiscriminately.

Another apparently false conclusion is that the hypothesized stages of grief serve
as useful indicators of progress along the road to mental recovery. As the empirical
study I describe above shows, grief’s distressing elements often coexist in the first
6 months after a death [6]. A person’s grief at any particular time cannot be
pigeonholed into one neat stage or another. Furthermore, grief rarely progresses
steadily toward resolution. Grief is idiosyncratic: its distresses may come and go in
a pattern that defies steady progress. Exhortations to “get over it” or “to move on
with your life,” therefore, may not address grief accurately and may simply ignite a
griever’s resentment. Still another apparently false conclusion is that grief always

Fig. 13.1 Stages of grief according to Parkes and Kuebler-Ross: disbelief, yearning, anger,
depression, and acceptance (From Wortman and Silver Cohen [7], with permission)
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resolves. It does in most cases, but not all. For example, complicated grief—an
unusual, prolonged, and especially distressing kind—may require intense psy-
chotherapy and occasionally may never fully resolve. I discuss this kind of grief
later in the chapter.

Taxonomies of Grief

Experts proposed many clinically oriented taxonomies for grief late in the twentieth
century. These taxonomies have created confusion for two reasons. First, different
taxonomies use different terms for similar concepts, or similar terms for different
concepts. The resulting confusions complicate comparisons across taxonomies.
Second, the earliest taxonomies were based on theories, not research. When
empirically tested later, some key aspects of these early taxonomies could not be
verified. Nonetheless, mental health professionals and the general public still use
some confusing or dubious concepts from these taxonomies.

I prefer the taxonomy proposed by Bonanno and Kaltman [2]. It has the
advantages of simplicity, empirical verification, and sensible therapeutic implica-
tions. It identifies three kinds of grief, two of which often do not require active
treatment but one of which does. This differentiation, therefore, can be useful to
professionals in their grief care.

Two Mild Kinds of Grief: Minimal and Typical

Although considerable professional and popular literature emphasizes the problems
grief can cause, the great majority of grieving survivors experience a relatively
mild, self-limited course (Table 13.1) [2]. Fifteen to fifty percent experience only
minimal grief. Though sad, they have little disabling distress. Some psychothera-
pists consider such minimally symptomatic grief as pathologic perhaps due to the
old grief-work-and-detachment philosophy. They recommend active therapy with
the goal of bringing distresses to the surface and thereby preventing a
long-standing, subconscious grief that finally bursts out “as fresh(ly) and intense(ly)
as if the loss had just occurred.” [2-Humphrey and Zimpfer as quoted by Bonanno
and Kaltman]. Yet multiple studies have failed to identify such delayed grief. These
studies convince me (and others) that it does not exist, and that lack of grief distress
actually indicates a healthy adjustment to loss.

Another 35–70 % of grieving survivors experience typical grief. These grievers
suffer moderate functional disruption during the first 6 months after the death but
return to near-normal function during the next 6–18 months. The early functional
disruptions may affect the emotional, physiologic, cognitive, social, or occupational
aspects of life. As the ideas of Parkes and Kuebler-Ross suggest, the emotional
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aspects dominate the first months after a death. Pining or yearning for the dead
person is a key feature, but sadness, irritability, anger, fear, and guilt may also
occur. A griever’s loneliness is more emotional (loneliness even in the company of
others) than social (marginalization or exclusion from social networks). The
physical aspects may include temporary impairment of the immune system and
increased mortality. Infections occur more frequently than usual among grievers of
any age while deaths by accidents or suicide occur especially frequently among
young grievers.

The cognitive aspects involve difficulty with making sense of the death and
refashioning one’s identity in the absence of the dead person. The death may be
hard to believe or accept, giving grievers a lingering sense of unreality about it.
They may struggle to know why and how the death occurred. They may even
discover their confidence eroding in the predictability, orderliness, and meaning of
the future. That future without the dead person may seem foreshortened, uncertain,
and hopeless. By identifying closely with the dead person, some grievers may feel
“a piece of (themselves) missing.” Yet others may actually experience added
connection to the dead person. They may feel physical symptoms like the dead
person’s, do things the dead person would do, or imagine their own deaths like that
person’s death. Persistent, “unbidden” thoughts or occasional appearances of the
dead person may occur, [2-Horowitz as quoted by Bonanno and Kaltman] worrying
grievers that they are “going crazy.” Social and occupational disruptions may also
affect grievers. “Emotional distance” may cause grievers to avoid friends, social
events, and new romantic relationships. This “distance” may alienate others. Work
performance may also suffer, eroding grievers’ confidence in their abilities and
creating dissatisfaction with their work for them and their coworkers.

Both mild kinds of grief run a short, self-limited course. As a result they need no
treatment besides patient listening and reassurance. In fact, they may bring unex-
pected benefits. Grieving survivors may experience increased affection for the dead
person or increased pride in his or her accomplishments. Grievers may also find
solace in the belief that the dead person has escaped earthly sufferings and finally
resides comfortably in heaven. Grievers themselves may also feel liberated from old
living restrictions, say, caused by caregiving duties, and see opportunities to pursue
new interests and experiences.

Table 13.1 Differences among minimal, typical, and complicated griefs

Kinds of grief Approximate prevalences (%) Distress at various times during
bereavement

6 Months 12 Months 24 Months

Minimal 15–50 Low Low Low

Typical 35–70 High Moderate Low

Complicated 15 High High High

Adapted from Bonanno and Kaltman [2]

406 13 Bereavement and Grief



Complicated Grief

The remaining 15 % of grieving survivors suffer a chronic, more complicated grief
than either the minimal or typical griefs. Prigerson and her colleagues characterize
this complicated grief in terms of major and minor symptoms [3, 4, 9, 10] (The
distinction between “major” and “minor” here refers not only to how much distress
the symptoms cause the griever but also how important they are in establishing the
diagnosis.) The key major symptom, these authors believe, is yearning for the dead
person. But three other major symptoms also exist: having intrusive thoughts about
the dead person, being compelled to search for that person, and experiencing
excessive loneliness without him or her (Table 13.2). The authors also list nine
minor symptoms: being unable to accept or even to acknowledge the death; having
excessive bitterness, anger, irritability, or “edginess”; feeling that a part of oneself
died with the decedent; taking on some symptoms or behaviors of him or her;
viewing current life as empty or meaningless; viewing the future as unfulfilling,
purposeless, or hopeless; feeling emotionally “numb” or “detached”; seeing one’s
worldview shattered through a sense of lost security, control, or trust in others; and
being unable to “move on” with life. Diagnosing complicated grief requires three of
the four major symptoms daily, four of the nine minor symptoms daily, and
resulting dysfunction in social, occupational, or other important domains of life for
at least six months.

Recent research has begun to identify predisposing, exacerbating, and amelio-
rating factors for complicated grief. Predisposing factors include close kinship
relationships to the dead person (such as being a spouse, parent, or child); a psy-
chologically intimate marriage (for a widow or widower); a lack of mental pre-
paredness for the death; and a history of abuse, neglect, or separation anxiety during
the griever’s childhood [3]. Exacerbating factors include the griever’s being young,
a spouse to the decedent, and mentally unprepared for the death [11]. The one
identified ameliorating factor is dependable social supports [12–15].

Having gathered evidence for complicated grief as a distinct disorder and offered
diagnostic criteria for it, Prigerson and colleagues then suggest a possible psy-
chopathologic mechanism behind it. (The reader should note that Prigerson and her
colleagues describe this mechanism by referring specifically to widowhood. They
may have done so, assuming (as others do [16]) that the death of a longtime spouse is
life’s worst bereavement.) The mechanism these authors propose involves a grieving
survivor’s inability to believe the death is permanent. The griever becomes “frozen or
stuck” in yearning for the dead person. The griever sees current lifewithout that person
as meaningless, and future life as unfulfilling and hopeless. In the case of a dead
spouse, the surviving spouse feels cheated out of a fulfilling or complete married life
and desperately wants it back. The griever mounts a “psychological protest” against
the absence of the decedent. The griever may experience bitterness, anger/irritability,
emotional “numbness,” and psychological detachment from others. The result is that
the grieving survivor cannot develop a new identity without the dead person [3].
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Prigerson and colleagues now take the next logical step in pressing to establish
complicated grief as a valid psychiatric diagnosis. They are urging the Diagnostic
and Statistical Manual V, the most authoritative diagnostic reference in psychiatry,
to list complicated grief as a diagnosis and to give the criteria in Table 13.2 as its
defining criteria [3] Other experts support the idea [17] Its importance derives from
the need to treat most complicated griefs with active psychotherapy.

The Case: Monitoring Mrs. J.’s Grief

Monitoring Mrs. J.’s grief takes several forms. The hospice’s grief counselor meets
with her several times as part of the Medicare hospice benefit. Mrs. J.’s pastor and
the church’s deacons visit her at home. And her primary care doctor schedules
several office visits beginning about a month after Mr. J. dies. The doctor checks for
symptoms that might indicate a complicated grief and, therefore, require psychiatric
referral and formal psychotherapy. Mrs. J. also attends the senior center’s grief
group where the other widows informally observe her grief.

Mrs. J. has varying affinities for the different monitoring methods. While the
hospice’s grief counselor treats her with great sensitivity and respect, Mrs. J. has
always been a “private” person. She feels uncomfortable revealing her innermost

Table 13.2 Proposed criteria for diagnosing complicated grief after a death

Types or
effects of
symptoms

Description Duration/intensity Required?

Major � Yearns excessively for the dead person
� Has intrusive thoughts about the dead person
� Searches for the dead person
� Feels excessively lonely since the death

Daily or “to a
marked degree”

Yes for at
least three

Minor � Cannot accept or even acknowledge the death
� Feels excessively bitter, angry, irritated, or “on
edge”

� Feels that part of oneself died with the dead
person

� Assumes symptoms or behaviors of the dead
person

� Views current life as empty or meaningless
� Views future life as unfulfilling, purposeless or
hopeless

� Feels emotionally numb or detached from others
� Sees own worldview shattered through a sense of
lost security, control, or trust in others

� Cannot “move on” with a new life

Daily or “to a
marked degree”

Yes for at
least four

Effects on
function

Has marked dysfunction in social, occupational, or
other important domains of life as caused by the
symptoms

At least 6 months Yes

Adapted from Prigerson [10], with permission
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vulnerabilities and feelings to strangers in unfamiliar places. As a result she likes
least talking with the hospice’s grief counselor who meets with Mrs. J. in the
unfamiliar setting of the hospice’s administrative offices. She likes more the visits
with her pastor, the church’s deacons, and her doctor, all of whom she already
knows and likes. But, surprisingly to her, she likes most the grief group at the senior
center. She especially likes the camaraderie. The group meets once a week, follows
a videotaped curriculum, and encourages open discussion at the end of each
meeting. Mrs. J. just listens at first but eventually begins contributing comments.
She finds the other participants, mostly widows like her, interested in her reactions
to Mr. J.’s death. The others encourage her to speak up and give her positive
support. That experience helps her overcome her anxiety about talking about her
true, raw feelings. In fact, she finds that revealing them gives an unexpected healing
benefit for her distress at Mr. J.’s death [12–15].

The Case: Categorizing Mrs. J.’s Grief

Process of elimination reveals Mrs. J.’s grief as typical. The key feature distin-
guishing her grief as typical, not minimal or complicated, is that she suffers mul-
tiple, self-limited symptoms that only rarely disrupt her daily functioning after the
first few months. Her grief is not minimal because she suffers more than just
sadness. She also endures some disruption in her life activities and interests at first.
Yet her grief is not severe enough to qualify as complicated because she presents
just one of four major symptoms: She feels lonely for many days but only occa-
sionally yearns for Mr. J.; experiences few disruptive, intrusive thoughts about him;
and goes searching for him only once after his death when he calls to her from
around the corner. She also acknowledges Mr. J.’s death immediately and presents
no other minor symptoms. None of her symptoms except for the loneliness occur
every day, and all resolve within six months.

Table 13.3 lists the symptoms of Mrs. J.’s typical grief, classifying them as
either emotional, medical, cognitive, or social/occupational. For the emotional, Mrs.
J. feels sad for parts of many, but not all, days during the first year after Mr. J. dies
(especially on significant days such as their wedding anniversary and Memorial
Day). She misses him most often during the evenings as she sits alone in their
apartment and occasionally yearns for him there. But she also sometimes feels
angry at him for dying so soon: She once angrily turns down all photos of him in
the apartment because she suddenly does not want “that dead man staring at me.”
But mostly Mrs. J. just wants Mr. J. to come back again. (According to her, he does
so twice for a few minutes each time. I discuss those visits later.) Mrs. J. also feels
guilty about Mr. J.’s terminal pain [10] She blames herself for not doing “more” to
relieve it in his last days. Friends’ insensitive comments such as “I know just how
you must feel” and “It must be God’s will” irritate her: Mrs. J. does not believe
others can know how she feels or what God’s will is. Their attempts at empathy and
support, therefore, fall flat [12] Mrs. J. also worries that her children will abandon
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her now that the family crisis has passed. And she wonders what reason she has to
live (although she never seriously considers suicide).

For the medical, Mrs. J. sometimes has a malaise—a vague feeling of illness or
debility—which keeps her in bed much of an occasional day. She can never specify
her symptoms and tells her doctor only, “I don’t feel good.” Meanwhile she shows
no evidence for impaired immunity, increased infections, or other medical risks for
premature death.

For the cognitive, Mrs. J. has difficulty grasping Mr. J.’s death. She is not
mentally prepared when he dies even though his death occurs after a months-long
fatal illness. She holds to the very end the unrealistic hope that his illness will
miraculously reverse itself and give them “another five years together.” Then, after
he dies, she repeatedly asks herself why Mr. J. died before she was ready and what
has happened to him since. She also struggles to imagine her future without him in
this life. Fifty-three years of marriage has melded their lives and identities more
than she realized. Building a new future without her lifelong companion now seems
an overwhelming task, and she is afraid. Despairing at times, Mrs. J. says, “I just
want to be with Bill.”

And for the social and occupational, Mrs. J. avoids friends and social events for
a long time after Mr. J. dies. She eats meals alone in her apartment and initiates no
contact with friends. She refuses many of their requests to visit. New romance does
not interest her. Her difficulty at accomplishing everyday tasks frustrates her.
Cleaning the apartment, knitting, and shopping for clothes—ordinarily sources of
satisfaction or fun—and keeping her appointment calendar require more effort than
she can muster for months.

As expected, Mrs. J.’s typical grief resolves gradually over six months. She
requires no special treatment for it (although she does restart medication for an old,
mild depression). Now several years later she still has an occasional sad day when
she thinks a lot about Mr. J. But she has generally reconfigured her life successfully
for widowhood. She has resumed social activities with friends, attends church
services, and keeps up active contact with her grandchildren. Overall, she enjoys
life again.

Distinguishing Complicated Grief, Depression,
and Anxiety in Grievers

Complicated grief, depression, and generalized anxiety seem at first to share many
of the same presenting symptoms among grieving survivors. Some survivors, in
fact, seem to have two or all three of these diagnoses at once. HPs can justifiably
wonder, Do these diagnoses represent the same disorder or different ones?
Researchers tackled this question by interviewing 135 elders whose spouses had
died from a critical illness within the prior six months. The researchers asked the
symptoms of these widows and widowers and used extensive, validated research
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Table 13.3 Symptoms of Mrs. J.’s typical grief

Domain Symptom Present? Illustration

Emotional Sadness Yes Low mood for many days
especially on significant dates

Yearning or pining for the dead
person

Yes Wishes to “be with” Mr. J

Anger/irritability Yes Anger at Mr. J. for dying.
Irritability at others’ facile
sympathetic comments

Emotional unavailability,
emotional distance, or loneliness

Yes Comment: “You can’t possibly
know how I feel.”

Intrusive thoughts about the
dead person or appearances by
him or her

Yes Two postmortem visits by Mr.
J. to Mrs. J

Guilt over past experiences with
the dead person

Yes Self-accusations about not having
done “more” to relieve Mr. J.’s
pain in his last days

Fear for the future: lack of
confidence in life’s
predictability, orderliness, or
meaningfulness

Yes Worry that her adult children will
abandon her

Medical Malaise (i.e., a vague feeling of
being ill or debilitated)

Yes Episodes of “just not feeling
good” without ability to specify
further

Symptoms resembling the dead
person’s

No Not applicable

Disrupted immunologic function No Not applicable

Increased mortality No Not applicable

Cognitive Difficulty accepting the death Yes Comment: “I thought Bill and I
would have 5 more years
together.”

Difficulty making sense of the
person’s death

Yes Discussions with pastor about
why Mr. J. died before she was
ready and what has happened to
him since death

Tendency to fear the future
without the dead person

Yes Worry that she must face life
alone in widowhood

Tendency to merge one’s own
identity with the dead person’s

Yes Comment: “I don’t want to live.
I just want to die to be with Bill.”

(continued)
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tools to screen them for complicated grief, depression, and anxiety [4, 9] Distinctive
clusters of symptoms characterized each disorder. Symptoms characterizing com-
plicated grief included sensing the dead spouse’s presence (such as through
sightings, sounds, or dreams), feeling pain in the same area of the body as did the
spouse, needing to call the spouse’s name, thinking persistently about the spouse,
denying the spouse’s death, and yearning for the spouse as he or she was before the
fatal illness. Symptoms characterizing depression included feeling “blue,” not being
happy or not enjoying life, and experiencing everything as an effort. And symptoms
characterizing anxiety included nervousness, worry, and restlessness [10]. The
distinctiveness of these symptom clusters convinced the researchers that compli-
cated grief, depression, and generalized anxiety are distinct disorders.

Such evidence raises the question, How can health professionals differentiate the
three disorders in grieving survivors? Perhaps the most important distinction for
treatment purposes lies between grief and depression: Grief does not usually require
medications or intensive psychotherapy; major depression does. (Anxiety often
accompanies depression and responds to treatment for it.) Identifying major
depression may simply require asking, Are you depressed? However, Susan D.
Block, M.D., the prominent cancer psychiatrist I first cited in Chap. 2, has detailed
the many particular symptoms of grief and depression. Those two disorders share
some symptoms but differ on others (Table 13.4). (Although Dr. Block describes
these disorders for dying patients, I believe her description applies equally well to
grieving survivors). Decreased concentration, social isolation or loneliness, anger or
irritability, appetite disturbances, and sleep disturbances can occur with both grief
and depression. However, the capacity to experience pleasure and to see a positive
future occurs with grief alone. In contrast, feelings of hopelessness, helplessness,
worthlessness, meaninglessness, and guilt occur with depression alone. Suicidal
thoughts also occur with depression alone. Feelings of grief come intermittently;
feelings of depression remain constant. In addition, because grief is so common after
a death, prior occurrence does not help predict later recurrence. Yet prior occurrence
for depression (and anxiety, too) does help predict later recurrence [13, 18–20].

Table 13.3 (continued)

Domain Symptom Present? Illustration

Social and
occupational

Avoidance of social events Yes Eating alone in apartment for first
few weeks. No interest in social
events. Inability to initiate contact
with friends

Avoidance of new romantic
relationships

Yes Lack of interest in other men for
at least 18 months after Mr. J.’s
death

Dissatisfaction with work
performance

Yes Frustration at lack of motivation
to clean, knit, shop, or keep her
calendar
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The Case

Mrs. J. suffered a depression earlier in her life and was successfully treated with
medication. She had not suffered a recurrence or needed antidepressant medication
since. Still, she has some risk for recurrence when Mr. J. dies. She certainly presents
all the symptoms shared between grief and depression. She tries to read mystery
novels but cannot concentrate on them. She also tries to watch televised sports
events but cannot concentrate on them, either. Despite feeling lonely, she avoids
social contact. She easily gets angry at friends’ comments meant as consolation.
And she finds herself occasionally angry at Mr. J. for dying. Disturbances of
appetite and sleep plague her early on: she eats little and sleeps a lot.

I do not know whether any of the professionals attending her ask Mrs. J. the
simple question, Are you depressed? But she does present a few of the symptoms
distinctive for depression. She feels “flat” or “down” most days and cannot muster
interest in activities she ordinarily enjoys (such as knitting). She expresses some
meaninglessness about her new life, saying she does not know how she can live
without Mr. J. And she feels guilt over “not having done more” to relieve his pain

Table 13.4 Distinguishing grief and depression

Characteristic Specific item Grief Depression

Definition Feelings and behaviors caused
by a major loss

Cluster of specific
symptoms as
outlined below

Psychosocial
symptoms

Decreased concentration Yes Yes

Social isolation or
loneliness

Yes Yes

Anger or irritability Yes Yes

Feelings of hopelessness,
helplessness,
worthlessness, or
meaninglessness

No Yes

Guilty feelings No Yes

Suicidal thoughts No Yes

Capacity for pleasure Yes No

Able to foresee a positive
future

Yes No

Physical
symptoms

Appetite disturbances Yes Yes

Sleep disturbances Yes Yes

Persistence of
symptoms

Intermittent Constant

Treatment Expressing feelings informally or
attending formal psychotherapy
and/or support groups

Taking
medications with
or without
psychotherapy

Adapted from Block [21], with permission
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during his last days. She occasionally takes to bed for a day or two and says she
wants to die. Several times her primary care doctor rules out urinary tract infections,
medication side effects, blood chemistry abnormalities, and other medical causes
for mental status changes. Yet Mrs. J. never expresses thoughts of hopelessness,
helplessness, or worthlessness and often foresees a positive future reunited with Mr.
J. someday in heaven.

She, therefore, presents a mixed picture of both grief and depression.
Remembering her prior depression, her primary care doctor makes a psychiatric
referral. The psychiatrist begins an antidepressant and conducts brief psychother-
apy. Mrs. J. “perks up” over the next few months.

Belief in Contacts Between the Living and the Dead

Many people believe in life after earthly death. Continuing contact between the
living and the dead may be part of their belief. Scientists, of course, tend to discredit
such beliefs as purely speculative and objectively unverifiable. Psychotherapists
and other scientifically oriented clinicians may interpret them as psychopathology,
maladaption, or “semirealistic perspectives that compromise objective reality.” [22].
One researcher even calls reported contacts with the dead “hallucinations.” [23].

Nonetheless, the prevalences of these beliefs are likely high among Westerners.
Ninety percent of hospitalized patients in a San Antonio sample [24], and 68 % of
widowed spouses in a Detroit sample believed in an afterlife [16]. In addition, 33 %
of patients in the San Antonio sample [24], 44 % of urban residents in a Los
Angeles sample [25], and 47 % of widowed spouses in a Wales sample [23]
claimed direct, personal contact with the dead. By their own descriptions, 39 % of
the Welsh widows and widowers “felt the presence” of the dead, 14 % saw them;
13 % heard them; and 3 % were physically touched by them [23].

People often interpret contacts with the dead as either dreams or supernatural
visits. As I noted earlier in this book, one Euroamerican man in the San Antonio
study described such a “dream” during his cardiac arrest. “I remember going
through a chow line,” he explained. “I turned around, and there was my (dead) son.
He said, ‘What are you doing here, Pop? You don’t belong here.’ Suddenly he was
gone, and I was (back) in the (intensive care) bed.” And an African-American
woman in that same study described supernatural “visits” from her dead aunt. “I
know when she is there (in the room) because too many things (are) falling or
dropping,” the woman said. “When something’s wrong, she comes back.” Grieving
survivors may see these dreams or visits as giving warnings, reassurance, or
guidance [24]. Of course, contemporary religion, literature, and popular culture may
reinforce such beliefs. In any case, because those beliefs are so prevalent, profes-
sionals providing end-of-life care should anticipate them among survivors.
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The Case

Mrs. J. illustrates those beliefs. Her yearnings “to die and go be with Bill” certainly
demonstrate a belief in an afterlife. Her Protestant faith provides a basis for that
belief: the resurrection of the dead to eternal life with God. Troubled or perhaps just
curious about what happened to Mr. J. after he died, Mrs. J. asks her pastor many
questions about the afterlife during his follow-up visits. (Chap. 12 in this book
discusses beliefs about the afterlife in detail.)

Mrs. J. believes firmly, too, that Mr. J. came to her twice after he died. She
insists he came not in dreams, but actual visits. Both occurred late at night as she sat
reading in her apartment. The first visit occurred about two weeks after his death.
He stayed out of sight in another room and called, “Mary! Mary!” Mrs. J. explains
later to others, “Bill called me in the same tone he always used. I heard him even
without my hearing aids!” She got up and looked around the corner, but he had
already disappeared. The second visit occurred about a month later. Mr. J. appeared
that time for Mrs. J. to see. He wore his favorite plaid golf shirt and khaki slacks.
He assured her that he had no pain and was having fun. He was back to playing
golf. He then disappeared and has not visited since.

Mrs. J. waits several weeks after these visits to tell anyone about them. She
worries what others will think of her. She finally tells her adult children and is
pleased that they take the experiences seriously. The children make no dismissive
comments and give no facile explanations about “psychological stress.” Their
interest encourages Mrs. J. to mention the visits to her closest friends. She is
surprised when those friends also take an interest. Some even describe postmortem
contacts of their own.

The Psychological Significance of Beliefs in Postmortem
Contacts with the Dead

Nearly all religions have beliefs about such contacts between the living and the
dead [16, 22], but empirical research about the prevalence, content, and purpose of
such beliefs is sketchy and inconsistent. In particular, data relating the beliefs to age
group or education are sketchy, and data relating them to ethnic group or gender are
inconsistent. Many studies that do exist are merely descriptive anecdotal case series
or cross-sectional opinion surveys. Neither address the important cause-or-effect
question, Do certain psychological needs promote religious and other beliefs in
these contacts, or do certain preexisting religious beliefs promote psychologies
receptive to beliefs in these contacts?

In light of all the theoretical speculation and the limited empirical research on the
topic, what tentative understanding might exist for the psychological significance of
beliefs in postmortem contacts? Although some authors think such beliefs are
neither uniformly comforting nor distressing [16], one organizing concept that
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suggests an overall comforting effect appeals to me [22]. Two kinds of meaning—
global and situational—form the heart of the concept. Global meaning involves
understanding one’s basic perspectives on life (including ideas about justice, order,
hope, and God’s love); situational meaning involves understanding a particular
event. A death, of course, is a traumatic event for grieving survivors. They must try
to reconcile the psychic trauma of the death (the situational meaning) with their
faith in life’s orderliness and goodness (the global meaning).

Beliefs in postmortem contacts help to accomplish that reconciliation by pro-
ducing two comforting thoughts for grieving survivors. First, the dead person lives
on [26] or will live again in the future. And second, the grievers themselves will live
on after their own deaths. Together the two thoughts support survivors’ hope for a
future reunion with dead loved ones. That hope helps heal any anger at the dead
person for dying or at God for allowing any perceived injustice in the death. Belief
in postmortem contacts also reassures grieving survivors that their relationship with
the dead person has not necessarily ended, only changed. Grievers can continue the
relationship (if they wish) [22] even as they prepare for life without an earthly
version of the dead person. One African-American woman in the San Antonio study
said, for example, she maintains a relationship with her dead brother by thinking
about him, speaking with him, and sometimes asking favors from him in this
life [24].

Even if such contacts with the dead subside over time, grieving survivors can use
other, less dramatic ways to maintain the relationship. They can perform memorial
rituals including visiting the dead person’s grave, sharing stories or recollections
about him or her, adopting or teaching others some of the person’s values, or
bequeathing important objects from his or her life. Mrs. J. still attends Memorial
and Veterans Day services at the senior center to remember Mr. J.’s World War II
military service. She visits his grave. She also shares with her family and others
stories about his idiosyncrasies (often funny ones) and his most important life
values including “honesty to a fault,” dedication to family, frugality, and service to
community. She realizes those stories and values create a philosophical legacy from
Mr. J. to others. She also contributes to the material legacy from him to them. For
example, she has given to Mr. J.’s namesake grandson, a middle school band
teacher and accomplished amateur musician, Mr. J.’s flute from his high school
band days.

Though not systematic, observations of such rituals convince me that ongoing
relationships with the dead provide grieving survivors important solace. Many
probably need to talk with others about their beliefs and experiences. Grievers
should certainly not have to fear clinicians’ ridicule for doing so particularly
because the disclosures may bring important psychological benefits (as they do for
Mrs. J. with the disclosures to her adult children and friends). Clinicians should
suspend their usual, scientifically based skepticism long enough to encourage the
disclosures and to listen supportively to them. When open, sensitive, and non-
judgmental, discussions of postmortem contacts have a chance to provide grievers
an important emotional healing.
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Professionals’ Care for Grieving Survivors

Professionals who attend the dying patient can take several steps to help survivors
cope with their grief. Before the death those professionals can encourage survivors
to prepare mentally. For instance, health professionals can urge family members
and friends to visit the dying patient, say their good-byes, and help the patient as
appropriate with any unfinished legal or other personal business. Professionals,
especially the health professionals, can facilitate early hospice referral when it is
indicated. The hospice philosophy includes attention to survivors’ grief.

After the death, professionals—doctors, nurses, social workers, or clergy—
should continue to monitor grieving survivors’ reactions for at least six months.
This monitoring should distinguish for treatment purposes self-limited minimal or
typical grief from complicated grief. Survivors experiencing minimal or typical
grief generally need no formal treatment [1]. In fact, psychotherapy for them may
waste time and money and may do harm by incorrectly labeling them “psychiatric.”
In contrast, survivors with complicated grief, defined according to Table 13.2,
should receive formal treatment. The professional should disclose to the affected
survivor his or her complicated grief and explain it. Already worried about the
distress and inability to function, the affected survivor is often relieved to learn that
the professional recognizes the problem, that it occurs sometimes, and that treat-
ment exists. Giving a specific diagnosis may also benefit the affected person by
alerting others to a recognized problem and by discouraging such hurtful comments
as the survivor is merely exaggerating his or her grief, feeling sorry for him- or
herself, or using grief to gain attention.

The professional should ensure the survivor with complicated grief gains access
to psychotherapy [3]. I believe a trained professional counselor experienced in grief
counseling should conduct this therapy. Overall, it should aim to relieve symptoms,
increase function, and restore hopefulness. Of course, the strategies the counselor
uses should suit the particular griever’s needs [1]. (One expert believes men gen-
erally need help in addressing emotions while women generally need help in
solving problems [27]) One strategy the counselor might use educates the griever
about the symptoms and course of complicated grief. Another strategy tries to help
the griever accept or “mentally process” the death. A specific technique to that end
encourages the griever to “talk” with the dead person about the griever’s loss and
adjustment difficulties [3] Still another strategy suggests specific healthy coping
skills aimed at relieving everyday life stressors. And yet another encourages the
griever to imagine and articulate a new future without the dead person. That future
usually entails resuming some old functions and assuming some new ones [26].
A commonsensical method to doing so starts with taking on the easiest functions
first. Early success with them can then bolster the griever’s confidence for taking on
more difficult functions later.

The professional must take a different approach if he or she recognizes a major
depression or a generalized anxiety rather than a complicated grief in the survivor
[19, 20]. A violent death for the dead person or a prior history of these disorders for
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the survivor predisposes the survivor to depression or anxiety after a death.
Depression in bereavement is especially common and well studied: Its incidence
among grievers reaches about 32 % by one year after a significant death. Unlike
complicated grief, bereavement-related depressions and anxieties should be treated
with psychotherapy and medications. The attending psychotherapist must be alert
for suicidal ideation among these survivors. Despite good responses among many
depressed grievers, 10 % remain depressed at four years after a significant death.
These people may suffer chronic depressions even under ordinary circumstances.
Mrs. J., for example, had a major depression in the past. Mr. J.’s death likely
reignites it. But the symptoms from her combined typical grief and depression
respond well to individual counseling, group support, and aggressive medication
management. She now has no psychological symptoms.

Summary Points

1. Three kinds of grief exist. Minimal grief presents primarily as sadness and rarely
disrupts everyday activities. Typical grief presents with multiple emotional,
medical, cognitive, or social/occupational symptoms; intermittently disrupts
everyday activities; and lasts no more than six months. Complicated grief
presents with daily excessive yearning or searching for the dead person, intru-
sive thoughts about him or her, or loneliness; involves other symptoms, too; and
disrupts important everyday activities for more than six months.

2. Correct treatment for grief depends on monitoring a survivor for at least six
months and categorizing the grief correctly. Minimal or typical grief requires no
specific treatment except perhaps informal counseling and reassurance.
Complicated grief, in contrast, often requires psychotherapy aimed at devel-
oping healthy coping skills.

3. Depression and anxiety differ from grief but may coexist with it during
bereavement. If severe, these two illnesses deserve treatment with medications
and/or psychotherapy.
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Chapter 14
Giving End-of-Life Spiritual Care

For many years I taught a month-long medical humanities seminar for internal
medicine residents. One seminar session addressed doctors’ personal and profes-
sional growth during the practice years. To stimulate discussion during that session,
I played video clips from a television documentary that interviewed doctors at
several points early in their careers—entry into medical school, graduation, the first
day of residency, entry into practice, and 10–15 years later [1]. One clip showed an
established primary care internist, speaking at the funeral of a long-term patient of
hers. This doctor stood before the patient’s open casket and described how much
the personal bond between her and this patient had meant to them both during the
patient’s dying months. Seminar participants sometimes responded to that clip by
debating whether, as doctors, they should attend the funerals of their patients who
die. Consistently troubled by the idea, participants always concluded they should
not. Their reasons included the belief that a doctor’s professional duties to a patient
end when the patient dies, the regrets they would feel when curative treatment fails,
the awkwardness of encountering survivors soon after a death, the unfamiliarity
with the patient and his or her life outside the medical context, and the pressures to
stay focused on medical tasks for still-living patients. I believe the seminar par-
ticipants’ aversion to attending patient funerals reflected a discomfort of most
present-day clinicians—doctors in particular—toward spiritual matters in clinical
settings. Yet those matters surely influence in important ways patient responses to
end-of-life situations.

Medicine has not always been so uncomfortable with the spiritual dimension of
illness. Both medicine and spirituality in ancient times played interrelated roles in
life’s major transitions such as birth, puberty, procreation, serious illness, and death.
The ancients believed that medicine and spirituality together were needed for living
healthfully and healing from illness [2]. The two domains shared twin guardian
status over a person’s welfare [2, 3]. But, as the scientific revolution of the nineteenth
century swept over it, medicine focused more and more on the seemingly objective
problems of the physical body [4] and less and less on the nonobjective problems of
the spirit [5–10]. As ever more physical problems yielded to treatments based in
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science [3], medicine felt justified in concentrating on the body. Unfortunately,
doctors often came to think of patients as only the physical problems they presented,
and patients began to feel like mere objects of doctors’ scientific curiosity [2, 11]. In
addition, medicine came to view spiritual problems as either not real [8, 12], not
important [12, 13] or merely emotional [14] and, thus, outside its responsibility to
patients [3, 12, 15]. The longer the division between body and spirit persisted [7], the
wider and firmer the gap between medicine and spirituality became.

Two prominent contemporary authors, however, argue convincingly that a
person’s physical and spiritual natures are inseparable [2], and thus, any physical
problem has spiritual effects. According to one of these authors, all illness results
from disruptions in relationships [2]. The disruptions may originate in the body’s
internal physical structures or biological processes, or in the patient’s external
relationships with other people or even God. But in each case the disruptions affect
the spirit. The other author insists that physical “illness strikes a person in his (or
her) totality,” [16] both body and spirit, and especially powerfully if the illness is
life threatening. Care must, therefore, address both [2, 17]. For these reasons the
first author concludes that, while uncommon in modern, scientifically oriented
medicine, attending to patients’ spiritual needs is still “integral” to good health and
good health care [18].

I agree. In particular, I believe that all health professionals (HPs)—especially
those providing end-of-life care—have a duty to ensure patients receive the spiritual
care they want and need [14, 19]. Spiritual care is a key part of complete health care
[20]. And the more serious the illness, the more important is the spiritual care. Most
circumstances allow spiritual care specialists such as chaplains, social workers, or
pastoral counselors to provide this care, but circumstances occasionally require
clinicians to do so. They should be prepared for it. But even when the specialists
give spiritual care, the medically trained clinicians attending the patient should
follow it as part of their responsibilities for coordinating all care.

Several medical organizations have published guidelines to that effect. The
American Association of Medical Colleges expects graduating medical students to
be able to elicit a patient’s spiritual history, to understand the patient’s spiritual
beliefs in a clinical context, and to understand their own spiritual beliefs and the
possible impact of those beliefs on their clinical care [21]. In addition, the World
Health Organization recognizes the spiritual as an important dimension of quality of
life [2]; the Institute of Medicine, the National Hospice and Palliative Care
Organization, the National Consensus Project for Quality Palliative Care, and the
Joint Commission on Accreditation of Hospital Organizations all emphasize
attention to patients’ spiritual needs as a dimension of good-quality health care [22,
23]. Therefore, all HPs—clinicians and nonclinicians alike—should have the
training to recognize spiritual issues and to address them.

This chapter lays a foundation for that training as related to end-of-life care. The
chapter opens by reviewing breaking bad news, the clinical event that often raises
spiritual issues most starkly. The chapter then defines the spiritual and its two key
components, the religious and the philosophical. The chapter next discusses why
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spiritual matters are important to dying patients and what spiritual needs many of
them have. The chapter also summarizes and critiques some empirical studies that
have tested for the health benefits of spirituality and spiritual care. The chapter ends
by suggesting practical steps for addressing spiritual needs in everyday clinical
care.

Admittedly, I rarely addressed patients’ spiritual needs and never attended
patients’ funerals early in my own medical career (though some patients presented
opportunities for me to do so). I made the same excuses as did the participants in
my seminar. Yet one memorable patient taught me the importance of spirituality in
physical illness and thereby caused me to change my practice. I use her case to
illustrate many points in this chapter.

The Case

Mrs. R., a twice divorced, middle-aged African-American nurse administrator,
managed the public hospital’s clinic where I practiced most of the time. But one
month when I just happened to be supervising inpatient care on the hospital’s
teaching wards, Mrs. R. was admitted for trashing her bedroom at home and not
remembering the incident afterward. Her admission history revealed she used to
smoke heavily but had quit several years before. A chest X-ray showed an abnormal
mass. The housestaff and I suspected cancer. Computerized axial tomography (a
CAT scan) the next day revealed another mass in Mrs. R.’s brain. That mass was
likely a seeding from a primary lung cancer. Mrs. R. underwent a bronchoscopy (a
direct visual examination of her large airways with a flexible, lighted scope) and a
biopsy of the chest mass. The biopsy reading confirmed our suspicions of cancer
several days later. As I attended Mrs. R. while she was dying over the next few
months, her case would teach me important lessons about spiritual care at the end of
life.

Breaking Bad News

Most people immediately think of medical bad news as a new diagnosis of cancer
or other fatal disease. But other kinds of medical bad news exist, too. As Chap. 4
says, bad news is “any information which adversely and seriously affects (one’s)
view of the future.” [24]. Along with fatal diagnoses, examples of medical bad
news include the progression or reappearance of a chronic disease; the failure of
treatment aimed at cure; the new onset of irreversible side effects from treatment; a
positive genetic test for a serious disease; and the indications to begin hospice care
[24]. In this chapter, however, I limit my discussion of medical bad news to fatal
diagnoses. Such a diagnosis inevitably raises difficult medical, emotional, and
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spiritual issues for the patient. But the doctor must first break the bad news. Any
further considerations, consultations, or treatment plans await that key step.

Doctors never disclosed fatal diagnoses to patients until recently. Instead, doc-
tors concealed such diagnoses in trying to save patients from emotional distress and
hopelessness. However, the Western public’s improving education and increasing
demands for a say in their medical care eventually convinced doctors (especially in
the USA) to abandon this tradition. Surveys of American doctors documented the
seismic change in disclosure practices between 1961 [25] and 1979 [26]. For fatal
diagnoses, then, disclosure has replaced concealment as the standard of care.

But that change presented a difficult new question for doctors: How should they
break such bad news to patients? Little formal research or training existed at first to
guide end-of-life communications in general and breaking bad news in particular.
Doctors had to “figure it out on their own.” Unfortunately, many developed bad
disclosure habits. Public dissatisfaction with those habits soon prompted directed
research and education on the topic.

Of all end-of-life communications, breaking bad news has consistently com-
manded the most attention in the professional literatures. Most doctors dread
breaking bad news. Several reasons may explain this dread: doctors’ sense of being
unable to anticipate or manage patient emotional reactions to bad news [24, 27];
fears about dying themselves [28]; self-doubts from possibly overlooking a key
diagnosis or treatment; discouragement at the inability to cure an irreversible, fatal
disease [24, 28]; embarrassment at having given earlier overly optimistic outcome
predictions [24]; fears of dashing patients’ hopes for the future [28]; and fears of
being blamed for patient deaths [29]. Yet patients, family members, and other HPs
now consider good doctor communications the most important part of giving care
during a critical or terminal illness [28]. Patients and family members expect
doctors to communicate in clear, honest, compassionate, and timely ways at those
times [22, 28]. Doctors, however, may lack the skills or confidence to do so [27].
Even so, doctors must not avoid or delegate to others the duty to break bad news
[30, 31] (unless, of course, the patient wishes otherwise). Providing that news to
patients who want it (as almost all Americans do) is essential for respecting patients
as persons and maximizing their control over their lives. Though sad, the news is
essential to communicate [30].

The research and education efforts on breaking bad news have yielded two
points of agreement about how to conduct the delivery. One involves goals. The
goals for the delivery are not mutually exclusive and may include eliciting the
patient’s initial understanding of the situation, providing critical medical informa-
tion tailored to the patient’s wishes and needs, achieving a shared perspective
between doctor and patient, supporting the patient emotionally, and formulating a
preliminary care plan. The doctor should identify beforehand the main goals he or
she wants the breaking-bad-news procedure to achieve. The other point of agree-
ment involves the process of breaking the bad news. While several versions of that
process exist [24, 31], I prefer one I call SPINES. I introduced it in Chap. 4.
SPINES is an acronym indicating the six steps in disclosure: Set an overall
approach, Plan for the disclosure, Inquire about what the patient already knows,
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deliver the bad News, Empathize, and Summarize the discussion and make
follow-up care plans. I review the SPINES approach briefly here because so much
of the spiritual reaction patient, family, and HPs have to bad medical news depends
on the style and content of the disclosure. The reader should also review the more
detailed discussion of SPINES in Chap. 4.

Set the Approach

Breaking bad news deserves careful prior planning to avoid significant problems
later on. Experts emphasize a few particularly important arrangements. First, one
doctor, typically the main, senior-most one attending the patient at the time, should
take responsibility for disclosing the bad news. If that doctor does not have a long
relationship with the patient, the patient’s primary care doctor might also participate
in the disclosure. The primary care doctor can help explain the clinical situation to
the patient and ask questions on the patient’s behalf. Second, as early as possible in
the illness the lead doctor should ask how much information the patient wants and
who else among the patient’s family or friends should hear it. Third, before the
breaking-bad-news procedure the lead doctor should review the patient’s medical
record and hear the views of other doctors on the case. Identifying controversies
and the reasons behind them can minimize awkward surprises during the disclosure.
Fourth, the lead doctor should consider where, when, and how the bad news should
be delivered. Unfortunately, practice patterns in many hospitals often make the
patient’s hospital room, which is neither quiet nor private, the only practical place
to hold the discussion. The disclosure should also be prompt (but not unwisely
hasty): The patient usually already suspects bad news and should not be left waiting
unnecessarily. The doctor should also think ahead about how the patient might react
emotionally and how the doctor might respond supportively.

Prepare for the Disclosure

I recommend that the lead doctor invite to attend the disclosure another health
professional such as a nurse or chaplain currently involved in the patient’s care.
That health professional can help support the patient, the family, and the doctor
through the process. The lead doctor should, of course, dress professionally and
compose himself or herself before entering the patient’s room [32]. The doctor
should then introduce him- or herself and the other HPs present, and briefly explain
their roles in the patient’s care. The doctor might say simply, for example, “I am Dr.
Smith. I am the senior doctor supervising Mrs. Jones’ care.” That doctor should also
create an atmosphere of compassion and trustworthiness. Body language can
help. I favor sitting down near the patient, making eye contact, and at times either
holding the patient’s hand or resting a hand gently on the patient’s shoulder [17].
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Then the doctor might briefly review the patient’s medical course in lay terms [24].
The patient may sometimes sense bad news coming, become impatient, and insist
the doctor get on with the disclosure. If so, the doctor might explain the importance
of taking a moment to get “on the same page,” that is, to gain the same perspective
as the patient [31].

Inquire About the Patient’s View

A technique called asking before telling works well here. The asking part of the
process need not be lengthy. The doctor might ask what the patient understands
about his or her medical condition and what worries the patient most [31]. The
doctor might encourage responses [33] by liberally interjecting such comments as
“Tell me more” [30] or “Sounds like you’re telling me …” [34].

Deliver the Bad News

Having heard the patient’s views on the situation, the doctor should then warn him
or her that bad news is coming. The doctor might say, “I’m afraid I have sad news
for you,” and then deliver it with sensitivity and compassion. One author urges the
doctor to avoid “truth-dumping”—a callous unloading of alarming medical facts
that overwhelms the patient. This author notes Plato’s teaching about the virtue of
truthfulness as telling the truth in ways people are able to hear it [33]. The doctor,
therefore, should follow the patient’s lead in deciding the manner, rate, and
direction of delivery [31]. It should always focus on the patient’s wishes and needs
[24, 30], check for his or her understanding and emotions, and invite questions
frequently [28]. The doctor’s comments should try as possible to use the patient’s
own prior words and ideas in giving follow-up explanations. Because the typical
patient retains only about half of the information a doctor gives at any one time, the
doctor should repeat the information at different times and in different ways as
necessary until the patient can grasp it [27, 29]. Adequate patient comprehension,
therefore, may require several subsequent discussions.

Empathize

Once the doctor has delivered the bad news, he or she should address its emotional
impact. The doctor has already observed participants for their emotional reactions
during the disclosure. He or she might then expressly ask the patient and others to
describe their reactions. The doctor might say, “I know this news is not what you
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wanted to hear. I wish it were better,” [24] and then ask, “What feelings are you
having now?” or “How are you reacting emotionally to this news?”

People may react to the news with disbelief, anger, fear, hopelessness, or a sense
of isolation [24, 31]. If people react with denial, the doctor should not argue against
it: It may be an important coping strategy for the moment. Some people may even
react with angry outbursts [29], tears, or powerful silences. If so, the doctor should
patiently wait out such reactions. All eventually pass. In the meantime the doctor
might give a gentle, reassuring touch.

All the while, the doctor should strive to make a meaningful emotional con-
nection with the patient. Though perhaps never having received similar bad news,
the doctor should try to imagine the patient’s feelings [34]. The doctor might try to
validate those feelings by saying something like “I can understand how you are
feeling. You are scared and confused. Anyone in this situation would feel the same
way.” or “If I had just heard this news about myself, I would feel angry (or weepy),
too.” The doctor may even feel genuine sadness for the patient [35]. If so, the doctor
might mention it.

Such an emotionally intense discussion is exhausting. I recommend the lead
doctor decompress afterward by discussing the emotional trauma with a friend, a
colleague, or the other health professional(s) who attended the disclosure. Simply
acknowledging the intense feelings and the resulting exhaustion can ease their effect
and prevent mental paralysis. The doctor must be able to refocus on other patients’
needs and resume professional duties [32, 36].

Summarize the Discussion and Make Follow-Up Plans

The doctor must never end the bad news discussion by saying, “There is nothing
more we can do.” There is always something more to do even if comfort oriented,
noncurative care alone. Therefore, the doctor might ask the patient whether he or
she wants to talk about future care at that time [24]. The patient may want to do so
as an antidote to the immediate discouragement. The doctor might then suggest
initial steps in care and invite the patient’s reaction to them [24, 27]. If the patient
needs additional views on diagnosis or treatment, the doctor might suggest the
patient seek another opinion, contact other patients with the same diagnosis, or ask
the opinions of important others in the patient’s life [31]. And the doctor should
invite additional questions by giving his or her contact information and saying,
“Please ask questions.” [28]. The doctor might also promise to return within a day
or so to review the situation. The doctor should, of course, leave the patient with
hope, but always a realistic one [28]. That hope can at least be for continuing
connection with the doctor, as much comfort as possible [27], and some additional
meaningful life experiences.

I believe training, practice, and reflection can improve a doctor’s approach for
delivering bad news. I also believe that despite the initial discouragement due to
bad news most patients eventually adapt to it [27] and may even grow from it. They
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may gain courage, peace of mind, or a new sense of purpose they never had before
[27]. Humans are resilient in even the most difficult circumstances.

The Case

How did the housestaff and I break to Mrs. R. the bad news about her lung cancer?
We had suspected it since her admission but delayed any disclosure until the official
biopsy reading came back proving the diagnosis. But then we faced the hard task of
telling her. We unfortunately blundered our way through, illustrating in many ways
how not to break bad news.

Despite our strong suspicions of cancer, the housestaff and I did not discuss a
disclosure plan early in Mrs. R.’s hospitalization. I did not tell the housestaff that I
had worked with Mrs. R. for many years in the outpatient clinic and surely knew
her best among all the ward team’s doctors. For that reason and for being the
senior-most doctor on the team I was surely the logical person to take responsibility
for disclosing the bad news to her if the biopsy showed cancer.

The biopsy reading came back late one afternoon when only the intern saw it.
The next morning he gave the diagnosis to Mrs. R. during his early-morning
rounds. With little time for discussion at that moment, he left her despondent and
weepy as he hurried on to his next patient.

I learned the diagnosis only when I arrived several hours later to make my own
rounds. I was surprised to learn the housestaff had already disclosed it to Mrs. R. I
went immediately to her wardroom and found her alone and still weepy.
Unprepared and inadequately focused, I stood nervously at her bedside, probably
giving the impression I was rushed. (I was.) Mrs. R. was obviously struggling
emotionally. Taking her hand, I acknowledged the bad news [17], said I was sorry
about it, and asked clumsily whether she had any questions. She remained silent for
some time as she looked away. I finally broke the silence by saying we would
consult all the relevant subspecialty doctors about how best to treat her, and we
could always offer pain relief. Furthermore, we would try to maximize whatever
quality time she had left. I then promised to return to talk with her more once I had
finished my rounds. I left dazed by the suddenness and gravity of the conversation.

Upon returning later, I again mentioned what “lousy” news Mrs. R. had received
and how genuinely sorry I was about it. I asked what she had thought about since I
had visited earlier. She replied that she was mentally numb and not really thinking
at all. I asked whether she wanted me to call the chaplain. She said no, explaining
that some of her family and her “church people” would stop by later. Because I did
not know about spiritual histories at the time, I did not take one. But Mrs. R.’s
African-American background should have suggested to me she likely had a sig-
nificant religious life [37, 38]. I said something about how important it is to trust
God in such difficult times. I also offered to inform her family however and
whenever she wished. She asked that I come back late that afternoon when her
family would be visiting and explain the situation to them then. I agreed. I also
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offered to continue serving as her primary care doctor throughout the hospitalization
and after discharge if she wished. She tearfully nodded agreement.

I look back now on the conversations with Mrs. R. that day and see a few
positives. As a senior general internist and the ward team doctor who knew Mrs. R.
best, I surely was right to assume primary responsibility for disclosing the cancer to
her. Furthermore, when she and I first discussed the news, I purposefully held her
hand in nonverbal support. I also offered the realistic hope for pain relief and future
quality time; I could not offer hope for cure. And I agreed to return later that same
day to inform her family and to answer any questions then in an unhurried way.

Yet those conversations admittedly also had important negatives. One was the
lack of advanced planning for breaking bad news even though the housestaff and I
suspected a cancer diagnosis from the start. We should have discussed early on who
would disclose such news, when, how, and to whom. That lack of advanced
planning undoubtedly caused everyone unnecessary distress at the time of eventual
disclosure. Another negative was my trying to squeeze those first conversations
with Mrs. R. about the cancer into my busy morning rounds. She surely noticed my
rushed, distracted demeanor at the time when she needed most my full, unhurried
attention. Still another negative was my initial “I’m sorry” comments about her
diagnosis. Those comments were reflexive and trite. Worse yet, they may have
struck Mrs. R. as expressing culpability for the diagnosis or pity for her. Those
comments may also have cut off prematurely further meaningful discussion about
her emotions. (Chap. 4 addresses in detail other common reactions to “I’m sorry”
statements.) Now I wish I had said something different such as “I wish I had better
news” or “I wish things were different.” [35]. Another negative was my failure to
take a spiritual history. And still another was my potentially misleading statement
about seeking consultations for treatment. Mrs. R. may have gathered that I was still
hoping for a cure when I was not.

However regrettable these negatives were in Mrs. R.’s case, they yielded benefits
for subsequent patients. The negatives, once I recognized them, prompted me to
study up about breaking bad news and, I think, to improve my approach. Other HPs
might similarly improve their own approaches through study and practice.

The Importance of Spirituality in Serious Illness

Once Mrs. R. had heard the bad news of her lung cancer diagnosis, I tried to address
its spiritual implications with her. By referring to God and trust in Him, I cast my
attempt in specifically religious terms. That attempt proved awkward (and probably
ineffective) because I had little knowledge about how to address those matters with
patients. Almost no resources existed at the time to guide me. Since then, however,
research and resources about spiritual care have proliferated, highlighting the
importance of such care and guiding HPs in providing it.

The importance of spiritual care may surprise some scientifically trained HPs but
not patients who experience a new fatal diagnosis, a recurrence of serious disease,
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or a failure of once-promising treatment. The despair that accompanies such dev-
astating events invariably prompts spiritual questions. Patients may question the
purpose of their lives [39], the validity of their hopes [39, 40], or the future of their
relationships with other people or even God [39].

But people are fundamentally spiritual creatures [41], and their spirituality often
emerges prominently in illness crises. While spirituality encompasses more than
just religion, Americans typically equate the two. And most Americans consider
themselves religious. About 90 % believe in God [3, 15, 38] and pray at least
weekly [15]. Most attend worship at least monthly [15], and most say religion is a
major influence in their lives [7, 15].

Furthermore, many American patients admit that spiritual, usually religious,
concerns arise during serious illness and have an important impact on their outlook.
Nearly all the hospitalized patients in one study rated spiritual health as equally
important to physical health [42], and high percentages of advanced cancer patients
in another study recalled important spiritual issues that had arisen during their
illnesses [43]. About half of patients in each of several other studies said spirituality
would be a key coping mechanism for them during serious illness [44, 45] and
would influence their treatment choices [46]. Nearly all patients in yet another study
said they prayed often [47]. Though few made medical choices based only on
prayer [48], many patients made those choices relying on both prayer and advice
from their doctors [14, 46, 49]. The patients most attuned to spiritual issues in these
studies were seniors [44, 49, 50], minorities [37, 38, 44, 45, 49], and women [44,
49].

Despite a current doctors’ debate on the topic [51], most American patients
definitely want doctors to take patient spirituality into account when they treat
serious illness. Over three quarters of hospitalized patients in one study, for
instance, wanted doctors to consider patients’ spiritual beliefs in making important
medical decisions [23, 42]. Patients believe such consideration helps doctors
understand patients, give personalized medical advice, provide compassionate care,
and encourage realistic hopes [52]. Of course, not all patients wish to discuss those
beliefs: Two-thirds of patients do, one-sixth do not, and another sixth express no
opinion [46]. But illness may unexpectedly prompt such wishes. The prevalence of
patients with such wishes increases as the seriousness of illness increases until over
half of the critically ill or dying patients want their spiritual beliefs to be addressed
[52, 53]. Still, doctors hesitate to do so.

As a result even patients who recognize spiritual issues during serious illness and
want help with them often do not get it. Between one-quarter and one-half of cancer
patients in one study said they had had unmet spiritual needs during their illnesses
[54]. Those needs often involved overcoming the fear of death [9, 55]; or finding
spiritual resources, hope, or meaning in life [9]. Many patients would have wel-
comed doctors’ help with such needs [13, 56, 57], but only about one-tenth of
patients had actually received that help [49, 52, 58–60].

Many doctors and other HPs may lack the confidence to address spirituality with
patients who wish them to do so. HPs may simply need a strong knowledge base in
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the area. What might that knowledge base include? The remaining sections of this
chapter discuss some key aspects of it.

Spirituality, Religion, and Personal Philosophies of Living

To help dying patients with their spiritual needs, HPs must have a clear idea of how
illness, suffering, and death relate to those needs. Many understandings of that
relationship undoubtedly exist, but I present one here that makes sense to me. The
core concept of this understanding is the meaning of illness.

A person considers himself or herself ill when physical or mental problems
disrupt the normal pattern of life. A person is seriously ill when the disruption
affects all aspects of a person’s life. Physical appearance, functional abilities, atti-
tudes, relationships, and vocational and social roles may all be affected, sometimes
dramatically [2, 8].

Such disruptions naturally distress the ill person and his or her loved ones. They
all cope with the distress by seeking meaning for it. They need assurance that the
disruption is not arbitrary: That is, life makes sense despite its changes; it coheres
[14]. Two authors offer different explanations for people’s reflexive search for
meaning in circumstances of illness. One author claims a person—as the locus of
feeling, thinking, and acting in this world—is inwardly compelled to find meaning
in experiences, especially the distressing ones such as illness [4]. The other author
claims the human psyche needs to find meaning in those distressing experiences for
the emotional stability that meaning brings [61, 62].

From either viewpoint a person’s search for meaning becomes especially com-
pelling during an illness that might prove fatal. A conscientious search for meaning
at those times requires courage to face unfamiliar and potentially frightening out-
comes [63]. They are surely life’s greatest challenge [23]. “The proximity of death,”
says one author, “clears away ‘the dust of our daily lives’ and silences ‘the noise of
our (everyday existence).’” [63]. By stripping away life’s usual, superficial façade
and laying bare life’s inner core, dying may reveal truths about life that have lain
hidden before [64, 65].

Spirituality, as I use the word here, refers to a meaning, purpose, or truth that
transcends the physical world and everyday experience [6, 15, 18, 41, 42, 58, 65–
67]. Spirituality’s insights come often as spontaneous revelation but occasionally as
logical deduction. They have either of two sources. One source, religion, is what
most people immediately associate with spirituality. Religion is an organized set of
beliefs, practices, symbols, and texts shared by a community searching together for
transcendent meaning, purpose, or truth. The community’s search often focuses on
belief in a deity [2, 9, 39, 41, 58, 68], whom neither the natural world nor human
science fully encompasses [68]. Religion provides access to that supernatural deity.
Religion also provides a foundational perspective on life in general and ethical
precepts for living in community in particular [44, 50, 69].
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Because most Americans have some personal connection to a religion, they tend
to use it as their principal coping mechanism during life-threatening illness [44, 50].
Yet religious coping is double-edged, either positive or negative. Positive religious
coping may help people find strength and emotional stability inside themselves and
support from a trusted outside community of like-minded believers. Positive reli-
gious coping may also provide admirable examples of coping in life-threatening
situations (such as brave crusader-warriors or martyred saints). Negative religious
coping, in contrast, may create doubts about the deity’s goodness or attribute the
believer’s suffering to internal moral defects, alienation from others, or divine
punishment by the deity [18, 50]. Some call negative religious coping “the baggage
of religion.” Thankfully, positive religious coping occurs more often than negative
religious coping.

The other source of spiritual insights is nonreligious personal philosophies of
living. Everyone has such a philosophy. While religion may address some tran-
scendent questions about living (for example, What is the human being’s rela-
tionship to God? Does suffering strengthen the believer? and Is there life after
death?), religion does not address them all. Personal philosophies of living, though
often not systematically thought out or articulated, address transcendent questions
religion may not. Examples include What significance has my life had? How should
I spend my remaining time on earth? and What should I plan for my legacy after I
die?

To help the dying as they search for meaning, spiritual care must be able to
engage religion and personal philosophies of living alike [64]. Overtly religious
people may find their spiritual insights in either religion or personal philosophies of
living while nonreligious people must find those insights in personal philosophies
of living alone. HPs must, therefore, be able to address whichever source of spir-
itual insights dying patients and their survivors use. The next section helps HPs do
so by taking up questions dying patients commonly ask themselves.

The Spiritual Needs of Dying Patients

Fatal illnesses confront patients with difficult but important questions about life’s
value and meaning [15]. The questions arise sporadically—not all at once or in a
steady stream. Their timing often depends on the underlying illness. Cancer, for
example, tends to raise the questions when it is first diagnosed, treatments fail, or
the terminal decline in function sets in. Congestive heart failure and the other kinds
of organ-system failure, in contrast, tend to raise the questions as exacerbations
increase in seriousness or frequency and gradually erode the patient’s will to live.
But, whenever they arise, the questions may include some of the following:

Why is this happening to me? [60, 70]. Fatally ill patients may ask this question
about the disease, the experience of the illness, or the meaning of the illness.
Clinicians are most comfortable answering the first two versions of this question,
which have typical medical answers. The version about the disease calls for a
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biologic explanation of pathology; the version about the experience of the illness
experience, a clinical explanation of symptoms or disabilities. A common form of
the second version just after diagnosis is What can I expect for survival? or How
long do I have to live? For many fatal diseases clinicians can answer that question
with well-established survival data. I address such prognoses in Chap. 5.

Clinicians often do not feel comfortable with the third version of this question
because it may require answers based on personal philosophy. This version can be
cast as the question, “What does this illness mean for …?” Patients fill in the blank
in various ways such as with “my life goals,” “my self-image,” “my family,” or
“my work.” The answers vary accordingly. But one answer applies universally:
Any fatal illness creates for itself a permanent presence in the patient’s con-
sciousness. Awareness of death then lurks everywhere, affecting the patient’s entire
being.

Several other forms of the question may have great importance for specific
patients. One of these forms is “What does this illness mean about who or what is to
blame for my disease?” Some patients accept blame themselves for prior unhealthy
behaviors such as smoking or overeating that may have caused the fatal illness [71].
Other patients may blame God for inadvertently allowing the illness or purposefully
causing it, say, as punishment for sins [18]. The answers blaming God invariably
erode patients’ trust in Him [15], and their dedication to religious beliefs. Still other
patients may blame simple bad luck such as with harmful gene mutations or
freakish vehicle accidents.

Yet another form of the question asks, What does this illness mean for my
identity? The illness, of course, may change a patient’s fundamental identity by
changing his or her appearance, functional abilities [71], life values, or future
prospects [66]. But the patient may make added changes in response to the illness.
One author calls this process “reorienting one’s life.” The patient, for example, may
decide to live more in the present [66], to take better care of his or her physical body
[72], or to live more harmoniously with others or more spiritually than before [66].

Why do I react as I do? Fear, anger, or other deeply disturbing emotions surface
when a patient faces a life-threatening illness. The patient feels vulnerable and
insecure. The patient may dread the future he or she envisions: increased physical
suffering, functional loss, dependence, and burdensomeness to others [73]. Life
seems suddenly out of control. Clinical medicine’s arcane diagnostics and thera-
peutics only exacerbate the patient’s feelings of powerlessness.

Some patients react to such disturbing feelings by retreating into a passive role
[74]. They relinquish their decision-making authority in medical matters to rela-
tives, close friends, or doctors. Other patients react by actively taking charge for
themselves. They demand decision-making authority and exercise it. Either way,
primal fears fuel an impulse for quick action in dangerous circumstances [71, 74].
Scared and vulnerable, patients “hold their noses and jump.” [74].

How will I cope? Patients must also try to cope emotionally with the fatal illness.
Successful coping demands finding sustaining meaning in the crisis [75], gaining
some control over it, and thereby bolstering one’s self-esteem [70]. Key is living as
fully as possible despite the crisis. Patients may do so by affirming still-sound
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previous priorities, discarding worn-out ones, or embracing completely new ones.
As a result patients may spend more time with family and friends, remember past
accomplishments or satisfactions, share life experiences, laugh about foibles, for-
give past wrongs, deepen their spiritual lives, or find peace with God [67, 76].
Patients may also exert control over the crisis by choosing their attitudes toward it
(even when treatments offer no cure). Choosing healthful attitudes bolsters patients’
self-esteem by preventing feelings of victimization and helplessness [70]. Some
authors describe this process of developing good coping strategies as gaining
emotional health amid serious physical illness [75].

How do I understand this illness in the context of my whole life? [71] Finding
worth in one’s whole life is critical for meeting two challenges—enduring a specific
ordeal and gaining satisfaction from life. Both challenges occur together during a
fatal illness. They force patients to find meaning in the experience. (Meaning here
refers to the awareness that an experience has specific, identifiable implications for
a person and his or her future. Those implications may affect one’s image (internal
or external), life goals, and relationships with others [62, 75].) Finding meaning
uses at least four guideposts [75]: comprehensiveness, coherence, continuity, and
completion. Meaning must account for all relevant aspects of an experience
(comprehensiveness) [77, 78], illuminate connections among those aspects and
integrate them into a logical whole (coherence) [9, 75, 77], make connections
between past experiences and the present one (continuity) [75], and (usually) define
an end to the experience (completion) [77]. Notably, completion does not require
fulfilling all expectations for the experience: some may ever remain unfulfilled [71].
Furthermore, the meanings of a particular experience can vary. Any one person may
see different meanings in the same experience at different times, and different
people may see different meanings in the same experience at the same time. The
various meanings need not be logically compatible. Disagreements may, therefore,
arise.

I do not know for sure the guideposts for meaning Mrs. R. used for her lung
cancer, but several possibilities occur to me. She may have seen the cancer’s
meaning as simply the result of her long-term smoking habit. She had smoked
intensely for years, and cigarette smoke contains many cancer-causing substances
(comprehensiveness). Smoking had exposed her lungs to enough cancer-causing
substances eventually to cause a cancer. That cancer attacked her body’s defenses,
finally overwhelmed them, and spread (coherence). This meaning would draw from
what Mrs. R. knew about lung cancer from her nursing education and had seen with
many lung cancer patients during her career (continuity). In addition, firmly rooted
in pathophysiology, this meaning defined physical death as the end of her illness
(completion).

Alternatively, Mrs. R. may have attributed her cancer to whatever “sins” she
thought she had committed in the past. They might have included her smoking habit
and two divorces (comprehensiveness). She may have decided God was punishing
her for those “sins” (coherence). The Bible describes God’s doing just that to the
Hebrews’ ancient Egyptian captors, the Babylonian King-captor Belshazzar, and
others. Some in Mrs. R.’s church might have held similar views (continuity). Such a
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meaning suggested God’s punishment might end when Mrs. R. repented and
received God’s forgiveness (completion).

Yet again, Mrs. R. might have understood the meaning of her cancer as a test of
faith. God might have been testing her to determine whether her faith was strong
enough to warrant admission to heaven (comprehensiveness). Mrs. R. might have
believed God would reward her if she steadfastly kept her faith through the suf-
fering (coherence). God did so with Noah, Abraham, Moses, Esther, David, and
many other Biblical characters (continuity). This meaning implied Mrs. R.’s test of
faith would end when God accepted her into heaven (completion).

Each of these meanings could have shaped quite differently how Mrs. R. thought
about her cancer and lived out her life with it.

How will dying affect my relationships? [60] All people live their lives in
relationships—with themselves, other people, and usually God or other deities.
Physical death affects all these relationships, often causing dying patients to worry
about forgiveness and disconnection in each one.

Worries about forgiveness arise from regrets due to past disappointments or
injuries patients believe they have caused. The disappointments or injuries may
have occurred in any of the relationships [58]. A common source of disappoint-
ments, injuries, and regrets is unfaithfulness, in a broad sense, to oneself, others, or
God. Memories of such disappointments or injuries often prompt wishes for
forgiveness.

Disconnection in dying may also affect any of the relationships. Disconnection
from oneself may come for the dying person by alienation from one’s old healthy
self or by denial of one’s present reality. Disconnection from others may come in
various ways such as by emotional distancing between parties, breakdown of the
relationship during life, or the extinction of the relationship at the dying person’s
death. Distancing can occur when people cannot communicate comfortably with the
dying person [71]. People avoid substantive communication by denying the dying
person’s reality (“Everything will be ‘all right.’”) or avoiding that person altogether
[74]. Another disconnection from others may come through a breakdown of the
relationship perhaps because either party to it cannot express or receive genuine
love [66] when communication of love is critical to sustaining the relationship. And
yet another disconnection from others may come, of course, if at death the dead
person leaves this earthly home [79] and loses all means to communicate with
people back here. (Chap. 12 addresses the opposite belief of continuing commu-
nication with the dead after death.) Disconnection from God probably can also
occur in several ways. Some dying patients may feel abandoned by Him; others
may lose faith in Him [58]. As a result these patients may decide God is not as
faithful, beneficent, or powerful as they thought [43].

Worries about not being forgiven or suffering disconnection along with fears of
the unknown may motivate people in powerful ways to avoid death for as long as
possible. Such motivations may have influenced some medical ethicists when they
faced their own cancers or other life-threatening illnesses. These ethicists had
previously taught reason for making treatment decisions in such situations but
found themselves using emotion in their own. Despite their prior teachings based on
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reason, the ethicists accepted many highly burdensome treatments for even low
probabilities of life extension: These ethicists, like so many other patients, con-
sistently chose quantity over quality of life [74].

What can I still hope for in life? When fatal illness strikes, patients naturally
hope immediately for cure. The patients’ hope hinges on faith in medical treatments
or God’s eventual rescue. Yet, as treatments fail and God does not rescue, that hope
dims “haltingly,” as one author notes [72]. Disappointment sets in [71]. Patients,
family members, and HPs begin to resign themselves to the approaching death but
always retain some hope, however diminishing, for miraculous cure. Some people,
however, may eventually assume more modest but more realistic hopes for patients
that include physical comfort, familiar surroundings to die in, and meaningful
legacies to leave survivors [60].

What will happen to me after I die? [60] Patients’ answers to this question can
profoundly affect their attitudes about dying. Probably everyone has some fear of
death because it ends the physical life we have always known [77]. Yet many
people find comfort in the belief that spiritual existence continues after physical
death. That belief often promises eternal life of one’s spirit in God’s paradise. But
disquieting possibilities exist, too, including judgment and punishment by God,
reincarnation into a demeaning future life on earth, and total annihilation of the self
[55, 73]. I do not discuss these perplexing ideas further here; I have discussed some
already in Chap. 12.

Obstacles to Giving Spiritual Care

Most patients and family members think clinicians should pay increased attention to
spiritual issues in illness. Many palliative care or hospice experts agree. Yet clin-
icians in general (and doctors in particular) are reluctant to do so [7, 8, 39]. Why
this reluctance? I believe two sources exist for it.

One source is the tenets of core modern medical culture. One tenet relevant here
is medicine’s firm distinction between body and spirit. That distinction traces back
at least as far as Plato and other ancient Greeks who espoused the separability of
body and spirit. Those ancients believed the body traps the spirit inside during
waking hours but allows it to escape during sleep and at death [80]. Descartes and
other philosophers of the early scientific age espoused a related idea, body–spirit
distinctiveness, at the beginning of the seventeenth century. They believed body
and spirit are distinct but interdependent kinds of “matter.” [81]. Medicine, which
was just realizing science’s potential power in the physical world at the time,
embraced the body–spirit distinction then and still embraces it today. As a result
modern scientifically based medical care focuses its attention on the body and away
from the spirit. That care often appears to distill, or “reduce,” the patient to a body
alone [11]. Physical distresses are considered “real” [9]; spiritual ones are not [14].
Doctors, therefore, typically perceive their care duties as limited to the physical
body. As one doctor observes, “Contemporary medicine … has reduced human life
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(to bodily) function; doctors simply replace the broken or dead parts of the human
machine … (Human life is) mere physiology.” [11] And another laments similarly,
We have allowed the physical body “artificially (to) circumscribe our tasks of
caring.” [8] Thus, modern medicine has generally accepted responsibility for the
body but relinquished responsibility for the spirit.

Another relevant tenet is modern medicine’s insistence on sound scientific data
to justify diagnostic and therapeutic interventions. Unfortunately, the scientific
studies about spiritual interventions in clinical situations have consistently suffered
serious weaknesses: imperfect quantitative markers for spirituality (such as church
attendance or self-assessed spirituality) [82, 83]; uncontrolled comparisons [57, 83];
weak or inconsistent associations between spiritual measures and health outcomes
[10]; and the inability to produce clear cause-and-effect conclusions [13, 57, 83,
84]. Furthermore, publication bias may exist. Studies that are published are more
likely to show associations between spirituality and health outcomes [13, 85] than
are studies that are not published [83]. Negative studies just do not make for
exciting journal articles. So no one knows how many unpublished, negative studies
about spirituality and health outcomes exist.

Even the published studies show few robust associations between spirituality
and either the process of care or physical health outcomes. Two studies about the
process of cancer care, for example, report conflicting results. One study reports
religiousness associated with increased use of life support [45] while the other study
reports religiousness associated with increased use of hospice [58].

The published studies about spirituality and physical health outcomes divide into
studies about general healthfulness outcomes and studies about particular disease
outcomes. Problems exist with both. Some, but not all, studies about general
healthfulness outcomes show a positive association with spirituality [49, 83]. For
example, some studies show religiousness associated with increased quality of life
[86] or decreased mortality [52, 87]. However, these associations may not be
cause-and-effect. And, even if they are, the cause-and-effect direction may go either
way. That is, religiousness may cause better or longer life or vice versa.

The published studies of particular disease outcomes also give confusing results.
A 2002 review covering five randomized and four nonrandomized studies suggests
that intercessory prayer may improve physical health outcomes overall for serious
heart diseases, high blood pressure, immune deficiency states, and depression but
not for alcoholism [6]. Two of the nine studies reviewed suggest a survival benefit.
An epidemiologist who has reviewed this literature extensively sees a general
positive association between spirituality and physical health outcomes [10]. I,
however, remain unconvinced due to the small number of studies overall, their
many methodological weaknesses, their weak or inconsistent findings, and the lack
of plausible biological explanations for a cause-and-effect relationship between
spirituality and physical health outcomes.

The current state of research, therefore, leaves considerable uncertainty about
associations between spirituality and physical health outcomes.

In contrast, the current state of research about spirituality and emotional health
outcomes is more consistent and more convincing [47]. Even nonpsychiatric
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doctors now believe that existing studies show clear emotional benefits from
spirituality [64]. And studies with that implication continue to accumulate [64]. For
example, two recent studies strongly suggest positive effects of spirituality with
advanced cancer patients: One study suggests an effect increasing quality of life
[86, 88] while the other study suggests an effect decreasing end-of-life despair [64].
The second study even suggests spirituality affects end-of-life despair more pow-
erfully than does depression, implying that spirituality works independently from
depression [44]. Curiously, though, the “meaning component” of spirituality
(comprised of inner harmony and peace based on religious or philosophical ideas)
exerts a larger, more consistent effect decreasing end-of-life despair than does the
“faith component” (comprised of comfort or strength based strictly on religious
beliefs) [64].

As I mentioned before, the associations of spirituality with health outcomes vary
by a few demographics but not by many other common epidemiologic factors.
Specifically, strong positive associations occur for senior age [37],
African-American ethnicity [44] and female gender [87]; but none occur by
patients’ symptoms [87], functionality [64], or social support [64, 87]. Several
authors try to explain the positive demographic associations by saying that, com-
pared to high social-status Americans, relatively low social-status Americans (i.e.,
the elderly, African Americans, and women) tend to rely heavily on personal
spirituality for internal coping and on churches for external support during serious
illnesses [39, 87].

Unlike spirituality’s effects on physical health outcomes, its effects on emotional
health outcomes have obvious, plausible mechanisms. Spirituality may encourage
meditation, conscious relaxation, or other personal habits that promote healthful
emotions throughout life [39]. Spirituality may also provide added emotional
comfort during terminal illness by helping to make sense of it or of treatment
decisions about it [89]. And spirituality may nurture hopefulness [41], a positive
will to live, good coping strategies [90], and a sense of personal dignity even in
dying [9].

However strong the tenets of the body-spirit distinction and of scientific proof
are to medicine, I do not think they explain most of clinicians’ reluctance to provide
spiritual care. Many clinicians already accept the importance of such care despite
those tenets [91]. Eighty-one percent of American doctors in a nationwide study
believed spirituality positively affects patient outcomes [9], and 75–90 % of nurses
in another study agreed [92]. Furthermore, nearly all doctors in that nationwide
study said doctors should know something of their patients’ spiritual beliefs [9, 93,
94], and most said doctors should “encourage” patients’ spiritual practices that
promote health [21]. Yet, while gravely ill patients in other studies said they have
spiritual needs [54, 67] and want to discuss such needs with clinicians [9, 46], those
patients also said few doctors initiate spiritual discussions [7, 15, 18, 59]. Nurses do
little better [41, 92]. I, therefore, conclude that the gap between clinicians’ support
for spiritual care in theory and their reluctance to provide it in practice can be
attributed only to clinicians’ personal reservations about doing so.
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Six specific reservations may work to discourage such care. First, clinicians may
fear overstepping their professional boundaries. Clinicians want to avoid extending
their care beyond what patients want, or trespassing on the “turf” of spiritual care
specialists such as chaplains or pastoral care professionals [15, 21, 23, 52, 94].
Second, clinicians may feel inadequately prepared to address patients’ spiritual
needs [15, 18, 21, 41, 53, 71, 82, 94–97]. Clinicians’ professional training makes
them comfortable with medical science and its relatively neutral, data-based per-
spective [39, 89], but not with spirituality and its belief-based perspectives [21, 60,
97]. Discomfort with spirituality may actually explain why doctors as a group are
less religious than the general American population [18, 98, 99]. Third, clinicians
may have difficulty identifying the particular patients who want to discuss spiritual
matters [15, 52, 53, 82, 94]. After all, broad demographic associations (such as
ethnic group and gender) give only general tendencies, which may not hold for
individual patients.

Fourth, clinicians may fear that in discussing spiritual matters they will inad-
vertently force their beliefs on patients [2, 9, 15, 82]. Clinicians surely do not want
to take advantage of vulnerable or unsuspecting patients [18, 52, 53, 94] or to
violate patients’ privacy [39, 52, 89]. Fifth, clinicians—especially doctors—may
feel the physical part of end-of-life care already overburdens them [39]. They may
worry that spiritual discussions will take too much time and effort away from the
already-overwhelming tasks of physical caregiving [15, 18, 41, 52, 53, 60, 71, 82,
89, 94, 97]. And sixth, clinicians may worry that discussions about spirituality may
actually harm patients [52] by creating ethical conflicts [52, 93], religiously based
fears, or unwise responses to illness. Some patients, for instance, may worry that
religion requires them to use all life support regardless of their wishes or its bur-
densomeness. Other patients may worry that God has caused their illnesses due to
their moral lapses or inadequate devotion [84] or that God no longer loves them or
has abandoned them [100]. And still other patients may discontinue sound medical
regimens out of the conviction that God will always provide a cure [89].

I think that, however common these reservations among clinicians, convincing
counterarguments emerge from formal research and informal clinical experience
(Table 14.1). Regarding worry about overstepping professional boundaries, many
patients, family members, and HPs rightly believe that spiritual care is a key part of
total end-of-life care [101, 102], and that dying patients deserve spiritual care if they
want it. Furthermore, many specialists in spiritual care appreciate clinicians’ interest
in it and willingness to offer it to patients. Accordingly, clinicians should be able to
screen patients for spiritual needs and should follow up with prompt spiritual care
referrals as necessary. Unfortunately, most clinicians think to request spiritual care
referrals only quite late when patients are imminently dying. (I am certainly guilty
here.) Spiritual care specialists then have the difficult task of comforting distressed,
dying patients and their survivors when the specialists do not already know these
people. Early spiritual care referrals for seriously ill patients would be helpful.

Although many clinicians feel ill-prepared to address spiritual matters, they can
consciously acquire relevant skills through training and experience. I admit that
much of what I now think I know about spiritual care came by “learning through
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doing.” Reflection on Mrs. R.’s case and similar cases certainly gave me ideas for
improvement. I then practiced those ideas until they became habits. And regarding
difficulties with distinguishing patients who do want to discuss spiritual matters and
patients who do not, HPs in the USA have great odds in their favor for guessing that
a seriously ill patient wants to talk about those matters. Up to 90 % of Americans
consider spirituality important in their lives [15, 100], and up to 79 % find it helpful
in coping with illness [44, 45]. Similarly high percentages say they want their
doctors to address spiritual matters with them specifically during serious illness [46,
52]. Thus, brief, respectful inquiries by HPs about spiritual matters should offend
few patients. In fact, many patients who themselves do not want spiritual

Table 14.1 Clinicians’ reservations about addressing spiritual matters with dying patients and
some replies to those reservations

Clinicians’ reservations Replies to reservations

Worry about overstepping professional
boundaries

• Many people believe that spiritual care is a
key part of total end-of-life clinical care and
that dying patients deserve spiritual care if
they want it.

• Spiritual care consultants appreciate
involvement by clinicians (including taking
initial spiritual histories and giving early
notice about patients who may want spiritual
care).

Feeling ill-prepared to give spiritual care • Formal training exists.
• Learning can occur through experience and
reflection on it (that is, “learning through
doing”).

Having difficulty distinguishing patients who
do and patients who do not want spiritual
matters addressed

• Most seriously ill patients want discussions
about spiritual matters.

• Even many patients who do not want such
discussions encourage doctors to ask all
patients about wishes to discuss spiritual
matters.

Worry about forcing one’s own beliefs on
vulnerable patients

• Patients want their doctors to be comfortable
with discussing end-of-life spiritual matters.

• After inquiring about spiritual matters,
doctors should follow patients’ lead about if,
when, and how to go further.

Feeling overburdened already with the
physical care of terminal illness

• Addressing spiritual matters may take little
time or extra effort.

• Doing so parallels the overall satisfaction of
patients and family members with end-of-life
care.

• Doing so may provide clinicians important
professional satisfactions and life lessons.

Worry about causing harm to patients • The harm from addressing spiritual matters at
the end of life appears to be rare.
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discussions encourage blanket inquiries by HPs to identify the patients who do want
such discussions. The patients who do not want them can simply say no.

Of course, if a patient wants to discuss spiritual matters, a clinician must proceed
with sensitivity. I urge the clinician to follow the patient’s lead about if, when, and
how to go further [60]. Many clinicians worry about forcing their spiritual beliefs
on vulnerable patients. Yet many dying patients want their clinicians to be com-
fortable in spiritual discussions if they occur. To be so, clinicians must understand
their own beliefs beforehand and be able to respect contrasting beliefs from
patients. Many clinicians also feel already overburdened with the physical care of
terminal illness. That care is certainly intense, time consuming, and exhausting.
Nonetheless, I find spiritual care takes surprisingly little time or extra effort. Giving
that care can sometimes even occur during routine physical care tasks (such as
taking vital signs or checking intravenous infusions). Spiritual care also has clear
benefits. People generally appreciate clinicians’ efforts at it, and that care parallels
the satisfaction of patients and family with overall end-of-life care. Clinicians, too,
may gain unexpected professional satisfactions from spiritual care and learn
important life lessons from it. Finally, regarding worry about harms to patients from
discussing spiritual matters, those harms are probably rare in reality. I have never
detected ethical conflicts or religiously based fears arising due to spiritual care when
those conflicts or fears did not already exist for patients. (I grant, of course, that
patients may not always have divulged those conflicts or fears to me.) I have,
however, witnessed some unwise treatment decisions by patients or proxies based
on exaggerated expectations of divine rescue. When discussing spiritual matters
with patients, we clinicians may need to ask explicitly about such conflicts, fears,
and exaggerated expectations.

Giving Spiritual Care at the End of Life

While these arguments may not convince everyone about the importance of
end-of-life spiritual care, three arguments certainly convince me. First, I believe
every human being consists of commingled physical and spiritual parts. As the
physical part deteriorates near the end of life, the spiritual part gains in relative
importance. Care should change accordingly. Second, dying patients and their
survivors do perceive spiritual needs and want HPs to help address them. Providing
care to address such needs surely increases the satisfaction of all with end-of-life
care. And, third, the available research suggests spiritual care does provide benefits,
especially emotional ones, for patients, survivors, and even HPs. While those
benefits may sometimes be difficult to measure, I believe just the likelihood they
exist justifies efforts to pursue them. I, therefore, strongly favor consciously pro-
viding spiritual care for those dying patients and their survivors who want it.

Unfortunately, the medical literature usually helps only a little, and sometimes
actually complicates, efforts to give such care. The literature, for example, describes
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many spiritual care interventions with a baffling vagueness for those trying to
implement them. The interventions include “being present”; listening to the patient;
“sharing oneself”; or laughing, empathizing, and praying with the patient [9, 18, 56,
60, 85]. Many published measures of successful implementation are also vague or
difficult to compare across studies. Those measures include increases in “person-
alized” care [86], quality of life at the end of life [7], or satisfaction with care [97,
103]; increases in self-perceived “personal growth,” self-esteem, self-acceptance,
hopefulness, or meaningfulness; increases in buffering against stressors or mastery
over the circumstances of dying; and increases in making peace with God or others
[16, 48, 56, 69, 100]. The literature, therefore, may leave HPs wondering exactly
what is spiritual care, how to give it, and how to evaluate its efficacy.

Nonetheless, each HP will surely encounter dying patients with spiritual needs
[22]. Whether doctor, nurse, social worker, or other, a HP must be willing to
attempt spiritual care when necessary. Perhaps the most important elements of such
an attempt are a belief in the importance of transcendent matters, a focus on the
individual patient’s needs, and a willingness to ask sensitively about spiritual needs
and then to listen attentively to the patient’s responses. Within those broad
guidelines the HP can plan an approach that fits his or her personality.

How might HPs, then, plan to give end-of-life spiritual care? Obviously no
detailed formula exists, but I can offer some general suggestions here. First, because
attitude is important, all HPs who attend dying patients should take the attitude that
spiritual care is central to good end-of-life care. I, in fact, believe HPs should
consider as a basic professional duty seeing that all seriously ill patients, both the
imminently dying and others, get spiritual care if they want it [18, 76]. The prin-
cipal clinicians—both doctors and nurses—attending such patients should take
responsibility for ensuring that care [18]. Second, those clinicians should be pre-
pared to give some of that care as needed. Chaplains, other clergy, social workers,
and pastoral care counselors will usually, of course, give it, but some dying patients
may prefer to receive spiritual care from their doctors or nurses or may need it when
no spiritual care specialists are available. Clinicians must then be willing to give it.
Third, all HPs should have specific training in giving spiritual care. Spiritual care
skills do exist but do not come naturally: they must be learned and practiced.

Fourth, all HPs should be able to take at least a brief spiritual history and to
deduce an initial spiritual assessment from it. That assessment should begin to
identify patients’ spiritual needs and resources. As I mentioned in Chap. 11, I favor
the four-question FICA mnemonic for taking a spiritual history. FICA stands for Do
Faith-based beliefs help you cope with stress? Is faith Important to you? Are you a
member of a particular spiritual Community? and How can we Accommodate your
spiritual beliefs in your care? [16, 104] I, however, ask the FICA questions in a
different order, I-C-F-A, which is more comfortable for me. One expert simplifies
the spiritual history-taking even further by boiling it down to one question, What
role does spirituality play in your life now? [13]. Some HPs may prefer to use just
that one question.

Fifth, HPs should stay alert for indications that patients or survivors have
spiritual needs or want to discuss spiritual matters. Because overlooking such
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matters is easy to do, HPs must keep “a high index of suspicion” for them.
Therefore, when taking a patient’s initial medical history, when suspecting a
patient’s spiritual needs at other times, or when realizing a patient has become
imminently terminal, a HP (preferably the patient’s principal doctor) might ask the
patient explicitly, Do you want to talk about spiritual matters? [93, 94]. Many
chronically ill patients in one study said that, if a doctor asked this question, their
trust in him or her would increase [46]).

Sixth, HPs should respect sensible limits from their time and training for giving
spiritual care. Clinicians, in particular, should not routinely serve as patients’ pri-
mary spiritual counselors [13]. Rather, clinicians should know the available spiri-
tual resources [59] such as hospital chaplains or pastoral counselors and should call
readily on them to help patients with spiritual needs [16, 58, 60].

And seventh, even if not delivering patients’ spiritual care directly, the principal
doctors attending patients should monitor that care as part of total patient care
coordination [18]. Those doctors should document patients’ spiritual histories in the
medical records, request needed consultations directly from chaplains or other
spiritual care specialists, mesh spiritual care consciously with physical care, and
track the progress of both. All HPs, of course, must respect patient confidentiality as
much in spiritual matters as in physical matters. HPs should disclose the details of
spiritual care to others only when those others must know the details of it for care
purposes or when patients agree to the disclosure.

The Case

If I had known them at the time, some of these suggestions would have helped me
give Mrs. R. the spiritual care she deserved. But even as her case was, I should have
realized early on how much she relied on religion to cope with her cancer. There
were two clues, both of which I did not immediately recognize. First, Mrs. R. had
two of the three demographic characteristics most often associated with religious
coping: African-American ethnicity and female gender [37, 38]. And, second, she
told me the day she received her cancer diagnosis that her “church people” would
visit her in the hospital. I did mention briefly at that time trusting in God but did not
broach religion or religious coping again over many weeks until just before she
died. During that time I completely overlooked religion’s significance for her.
Perhaps I subconsciously prevented myself from recognizing its significance due to
my own discomfort with addressing patients’ spirituality. I certainly felt inade-
quately trained to do so at the time and may have foreseen awkward emotional
discussions that I secretly wanted to avoid. I may have also worried about my own
feelings or professional comportment during such discussions.

Looking back now, I can identify several times when I could have addressed
Mrs. R.’s spirituality in general or her religious coping in particular. One of those
times occurred at hospital admission. After she had blacked out, trashed the bed-
room of her new home, and remembered nothing of the incident, Mrs. R. had to be
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frightened. Her nursing education surely fueled the fright by suggesting serious
medical causes for this history. Her life must have seemed out of control. She
probably needed explicit reassurances that God was still in control, that He intended
good for her, and that He would help our ward team investigate the cause for her
strange behavior and determine how best to treat her. Another time occurred several
days later at the time when, having just learned her cancer diagnosis, Mrs. R. said
through tears that her “church people” would be visiting. That comment gave me an
opening not just to mention facilely trust in God but to broach seriously the topic of
religious coping. Although the FICA method had not yet been published, I could
have asked a few intuitive questions such as Is religion important to you? Do you
attend a particular church? Which one and for how long? and Does your faith help
you in difficult times? How? Mrs. R.’s answers could have told me something about
the substance of her faith. For example, they may have revealed whether she
participated in church mostly for its social benefits (extrinsic religiousness) or for its
guidance in actually living out her faith (intrinsic religiousness) [2]. Furthermore,
when the “church people” visited, I could have purposefully stopped at the bedside
to meet them and to gauge their supportiveness for her.

Still other instances occurred during Mrs. R.’s office visits to me after hospital
discharge. She was taking radiation and chemotherapy treatments by then. She had
lost considerable weight and looked ever more frail. She also had begun wearing a
headscarf to cover the bare patches of scalp where her hair had fallen out. Because
Mrs. R. had always dressed stylishly, I might have sensed that body image was
important to her, and it was under severe attack. I ordinarily consider my own
religious beliefs a private matter and, thus, rarely bring them up in patient care [51].
But on this occasion I might have taken motivation from the scripture, “(B)e not
anxious about your body, … Consider the lilies of the field, … even Solomon in all
his glory was not arrayed like one of these … Will not (your Father in heaven)
much more clothe you than these?” (Matthew 6:25, 29–30). I could have, therefore,
discussed with Mrs. R. how she felt about her hair loss and the other bodily changes
happening to her. Still another time occurred when she said overwhelming fatigue
kept her from attending church anymore. I could have asked how much support she
was getting from her faith and the “church people.” If she needed more, I could
have called her pastor (with her permission, of course). He might have arranged
increased visits to Mrs. R. and even helped her accept hospice. As her case played
out, I asked her about hospice at nearly every office visit while she pursued ever less
promising chemotherapies. She always refused.

When Mrs. R. missed two appointments in a row without explanation, I became
concerned and telephoned her house. Her son answered, and I introduced myself as
Mrs. R.’s principal doctor. He explained the cancer had spread despite all the
chemotherapies. The oncologist, the cancer specialist, had finally persuaded Mrs. R.
to accept hospice care. A local hospice was caring for her at home. I asked him to
tell her I had called. Several days later I called back to check how Mrs. R. was
doing. Her son answered again and explained that she was declining steadily. I said
how sorry I was to hear that and asked whether I could stop by to see her at home.
He agreed.
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I came the next day. Mrs. R.’s house was located in a new housing development.
Mrs. R. had bought the house and moved in just before her cancer diagnosis. She
had intended to live there into retirement. I knocked on the front door and intro-
duced myself when Mrs. R.’s son and sister answered. They ushered me into the
living room where Mrs. R. lay sleeping in a hospital bed. The atmosphere was quiet
and somber. I sat down next to the bed and held her hand. She opened her eyes,
gave a flicker of recognition, and then closed them again. I finally said to her in
front of the others, “Your family and the hospice people are doing everything
possible to take care of you. I am sure they are doing a good job. But mostly you are
in God’s hands. We all need to trust Him now.” Mrs. R. nodded weakly. As I left
the house, I asked the family’s permission to visit in another two days or so. They
agreed. Unfortunately, Mrs. R. died before I could return.

Mrs. R.’s death ended her physical existence on this earth, but questions about
her spiritual care lingered for me. I remembered Mrs. R.’s suffering mightily with
her cancer and gradually being physically and psychologically worn down by it.
I also remembered how frail and pitiful she looked at the end. I wondered whether
more conscientious, more skilled spiritual care than I had given might have
somehow helped her.

The local newspaper announced Mrs. R.’s funeral scheduled for several days
later. I decided to attend to gain some closure for myself. That funeral focused my
attention on the spiritual dimension of dying as never before. The funeral took place
at a modest evangelical Baptist church in the African-American area of town. The
pews were packed. I was the only Euro-American and the only person from the
hospital or clinic there. The service celebrated Mrs. R.’s life and proclaimed her
triumphal entry into heaven. The choir sang heartfelt gospel music, and the preacher
fervently eulogized their “sister.” At one point he announced that Mrs. R. had
already entered God’s eternal presence. The congregation punctuated the preacher’s
statements with enthusiastic amens. The tone of the funeral surprised me: It was
joyful despite the difficult death Mrs. R. had experienced. The congregation was
celebrating her return home to God. At that moment I realized how important Mrs.
R.’s religious spirituality and these “church people” had been to her throughout her
illness.

Since then, Mrs. R.’s case has prompted me to try to improve my spiritual care
for dying patients. I now ask specifically about their spirituality. FICA gives me a
sensible guide for doing so. I sit, not stand, at the bedsides of dying patients and
allow plenty of time to talk. I try to avoid giving the impression of being rushed.
And I try to use therapeutic touch liberally (such as by holding their hands).
Furthermore, I involve chaplains and other pastoral care professionals in the spir-
itual care process whenever possible and try to learn from their approaches. I also
make telephone calls or write sympathy notes to commiserate with survivors after
patients have died.

My commitment to improving my spiritual care stands. And the effort continues.
I feel that giving such care to the dying is a professional obligation, and I must not
ignore it.
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Summary Points

1. Spirituality involves a search for meaning that transcends physical life. That
search may have both religious and philosophical components.

2. Total end-of-life care includes spiritual care. Every health professional who
attends dying patients should be willing and prepared to give it.

3. Breaking bad news, typically the first step in giving spiritual care, requires the
disposition to tell the truth so people can hear it. The process of breaking bad
news should include prior planning, listening carefully to patients, and deliv-
ering the bad news with sensitivity.
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Chapter 15
A Look Back, A Look Now,
and A Look Forward

This book has presented many concepts and techniques of end-of-life care. While
addressing some of the physical domain of that care, the book has emphasized the
psychological, social, spiritual, and familial domains. I believe those last four
domains deserve more attention than they ordinarily get. This concluding chapter
steps back from the details of the five domains to gain an overview of the whole
end-of-life care field. This overview aims to review where the field has come from
in recent years and to suggest where it might go in the near future. The health
professionals (HPs) delivering that care have the responsibility to attend both to the
details of current care and to the future of the whole field.

The chapter begins by reviewing how modern end-of-life care has developed and
how this book fits into that process. The chapter then summarizes the answers of HPs
and patients to two questions key to that care,What is dying well? andWhat is quality
end-of-life care? Those answers suggest, I believe, that modern end-of-life care does a
better job of addressing the physical and psychological domains of dying than of
addressing the social, spiritual, and familial domains. Accordingly, the answers
suggest avenues for future research. The chapter closes by presenting a new vision for
end-of-life care. That vision not only differs from mainstream curative medicine but
also encourages changes in current end-of-life care. The vision emphasizes all five
domains of care and universal responsibility for them among HPs. Quality end-of-life
care under this new vision considers all five domains interconnected and equally vital.
I offer a few suggestions at the end of the chapter for how to realize this new vision.

A Look Back: A Recent History of Developments
in End-of-Life Care

I imagine the modern development of end-of-care as divided into three phases.
I have sketched some of that development in several places in this book already but
review the development again for purposes of this overview.

© Springer Science+Business Media LLC 2016
H.S. Perkins, A Guide to Psychosocial and Spiritual Care at the End of Life,
DOI 10.1007/978-1-4939-6804-6_15

451



The First Phase

Infections and injuries killed most people for many centuries [1]. The medicine of
this phase initially offered little palliation and almost no cures, and dying typically
took a rapid downhill course. However, the explosion of medical scientific dis-
coveries in the mid- to late twentieth century dramatically changed dying in the
developed world. New treatments (including antibiotics, vaccines, and modern
surgical techniques) allowed people to survive infections and injuries that would
have killed them before. People lived longer only to face the killers of old age
including atherosclerotic heart disease, cancer, chronic lung diseases (such as
emphysema), and dementia. Medical science responded by developing powerful
life-prolonging treatments such as intensive care units, vascular bypasses and stents,
ventilators, cancer chemotherapy, and major organ replacements. For the first time,
people could survive a long time treated with these diseases. But people, of course,
still eventually died [2]. Furthermore, the initial awe at the new life-prolonging
treatments waned as the public began to see the “miraculous” treatments not as
saving lives but as prolonging deaths. The prospects of dying on life-prolonging
treatments, especially the machines, alarmed many.

The Second Phase

Alternative ideas to using fully aggressive life support to the end initiated the next
phase in the development of modern end-of-life care. The right-to-die and
death-with-dignity movements arose in the 1960s and 1970s to counterbalance
modern medicine’s “technologic imperative,” the powerful inducement to use
life-prolonging technologies even for patients intolerably suffering or irreversibly
dying. These movements, paralleling the rise of modern medical ethics, champi-
oned a strong say for patients in their end-of-life care. Courts soon followed by
recognizing patients’ universal right to refuse life-saving treatment even if they died
by exercising that right.

In the mid-1970s the modern hospice concept spread from England to North
America. Grassroots support from outside mainstream medicine championed the
early hospices here. They offered a style of end-of-life care radically different from
technology-driven hospital care. They promoted aggressive pain control; attention to
patients’ illness experiences beyond just the physical; and death at home if possible
[2]. Once hospice care tookfirm root in theUSA,Congress agreed to pay for it through
Medicare. (This important milestone, however, occurred for the wrong reason:
Congress passed the Medicare hospice benefit not primarily to humanize care but to
save on federal medical expenses.) Public demand and established reimbursement
soon persuaded mainstream American medicine to adopt many hospice practices.

Twenty years later the landmark Study to Understand Prognosis and Preferences
for Outcomes and Risks of Treatments (SUPPORT) [3, 4] formally reassessed
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critical and end-of-life care in the USA. The investigators monitored the care of
seriously ill and dying patients in American hospitals (where most Americans still
die). Beginning with its first publications in 1995, SUPPORT provided disap-
pointing evidence that many patients were still receiving “unsatisfactory”
end-of-life care. Of all patients who died within six months, 38 % spent more than
10 days in intensive care units, and more than 50 % of the patients who died in the
hospital suffered at least moderate pain for much of their last three days of life.
Furthermore, for the 31 % of study patients who wanted no cardiopulmonary
resuscitation (CPR), doctors knew about those wishes less than half the time.

These findings prompted the SUPPORT investigators to design a follow-up
intervention that informed doctors about the prognoses and treatment wishes of their
seriously ill patients. Though logical, that intervention produced no measurable
improvement in any outcome including doctor–patient communication about
resuscitation status, doctor knowledge of patient wishes for do-not-resuscitate
(DNR) orders, timing of those orders, level of reported pain, or medical resource use.

Another study published in 1995 provided additional disappointing results, this
time about actual patient dissatisfactionswith critical and end-of-life care.Guyatt et al.
[5] solicited opinions about such care from elderly patients who had survived
life-threatening illnesses or from relatives of patients who had died from such ill-
nesses. The patients had usually had “moderate to severe” pneumonias or exacerba-
tions of chronic heart or lung disease. The researchers categorized the deceased
patients by whether they had or did not have decision-making capacity before they
died. While respondents expressed many satisfactions with their care, they also
expressed some important dissatisfactions. Table 15.1 shows the dissatisfactions
cited by more than 30 % of any group. Two dissatisfactions concerned the ardu-
ousness of critical care or the dying experience. (“Patient went through a lot.” and
“Patient went through more than expected.”) Better care may not have been able to
alleviate those dissatisfactions. However, better care might have alleviated other
dissatisfactions. Two concerned the patients’ having a say in care (“Health profes-
sionals made decisions without involving the patient” and “The healthcare system
controlled the level of care.”) and occurred for all the kinds of patients. Still other
dissatisfactions occurred for only deceased patients with decision-making capacity or
for their relatives. According to the relatives, many of these patients felt that they did
not knowwhat was going onwith their care, that theywere insufficiently listened to by
HPs, and that the care situationswere spinning out of control.Many of the relatives felt
that they also did not know what was going on with the patients’ care and that the
patients did not receive enough comfort measures or best-quality care soon enough.

The Third Phase

Results from the SUPPORT study, the Guyatt study, and similar studies published
shortly afterward severely undercut the optimism of the time that dying patients
were finally getting some say in their care and that care was generally improving.
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The results of these studies dismayed patients, HPs, and the general public alike.
Professional healthcare organizations responded by redoubling their efforts to
examine, evaluate, and improve end-of-life care. The Institute of Medicine
reviewed the state of the field and published Approaching Death: Improving Care
at the End of Life, something of a manifesto calling for further, widespread reforms.
Prominent funding organizations including the National Institutes of Health, the
Robert Wood Johnson Foundation, and The Open Society underwrote additional
empirical research and innovative demonstration projects in end-of-life care [1, 6,
7]. And many professional organizations concerned about aging and dying for-
mulated guidelines for such care.

Those efforts have prompted considerable progress in the intervening years.
I firmly believe dying patients get better physical, psychological, social, spiritual,

Table 15.1 Patient and family dissatisfactions with critical or end-of-life care

Sources of dissatisfaction Elderlya patients who
survived
life-threatening
illnesses (n = 102)
(%)b

Family of
deceased,
capacitated
patients (n = 75)
(%)b

Family of
deceased,
incapacitated
patients (n = 78)
(%)b

Patient went through a lot. 50 77 54

Patient went through more than
expected.

46 57 –
c

Health professionals made
decisions without involving
patient/Healthcare system dictated
level of care.d

46 44 40

Patient did not know what was
going on with care.

– 49 –

Patient felt the care situations
were out of control.

– 43 –

Family member did not know
what was going on.

– 41 –

Patient felt the health
professionals were not listening to
him or her.

– 37 –

Patient did not receive enough
comfort measures.

– 32 –

Patient did not receive the best
care soon enough.

– 31 –

Calculated from frequencies in Tables 1, 2A, 2B, and 2C in Guyatt et al. [5]
a“Elderly” here means older than 64 years.
bThe table lists only those items mentioned by more than 30 % of respondents of a group.
cA dash means the datum did not meet this threshold.
dThe tables from the original article pegged “Health professionals made decisions without involving
patient” only to elderly patients who survived life-threatening illnesses and “Healthcare system dictated
level of care” only to family members of deceased patients, both capacitated and not. I combined these two
items as virtually identical.
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and familial care now than they did in 1995. But gaps in those end-of-life care
domains and in their quality still exist. This book tries to assess current gaps in the
last four domains and to point toward possible future improvements. Of course, any
attempts at improvement must have clearly defined goals, reflect up-to-date
knowledge of the field, and take account of available resources (such as time;
material support; and qualified, available HPs).

Because everyone dies, everyone has a stake in these improvements. But the
public relies on HPs to lead the way. To help HPs prepare for that leadership role,
the next two sections address the questions key to improving end-of-life care, What
is dying well? and What is quality end-of-life care? Those questions are similar but
not the same. The first question addresses a broad topic about the patient’s expe-
rience of dying; the second, a narrower topic about what caregivers do for the
patient while he or she is dying. I devote a separate section of text to each question.
But the answers I give are not my own: They come instead from recent research
studies involving the main participants of end-of-life care—dying patients, their
family survivors, doctors, and other HPs. I believe the direct involvement of these
people in end-of-life care earns them the greatest say in how such care should
evolve.

These next sections rely on three tables—Tables 15.2, 15.3, and 15.4—to
summarize people’s answers to the two questions. The tables categorize answers
under either the four familiar patient care domains (the physical, the psychological,
the social, and the spiritual) or two additional domains (the familial and the pro-
cedural). While some answers may logically fall under several domains, I have
placed each answer under the domain I judged suits the answer best. The tables are
admittedly detailed. I, therefore, urge the reader to avoid becoming lost in the
details but to try instead to see general patterns. The boldfaced type and shading
that highlight the high-importance items should help. The accompanying text, too,
describes some patterns I see in the data.

A Look Now: What Is Dying Well?

Tables 15.2 and 15.3 give answers to this question from various end-of-life care
stakeholders. The tables focus on five studies, published from 1993 to 2007. One
study used national surveys of doctors, other HPs (including nurses, social workers,
chaplains, and hospice volunteers), seriously ill patients, and recently bereaved
family members [7]. Three other studies used local surveys of terminal patients,
most of whom had cancer [8–10]. Some patients in two of those studies were
already receiving hospice care [9, 10]. The fifth study used a local survey of family
survivors of recently deceased patients [11]. Drawing on these studies, Table 15.2
summarizes answers about items of dying well that mainstream medicine already
addresses well, and Table 15.3 summarizes answers about items that mainstream
medicine does not yet address well (and might never be able to address) [12].
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All four kinds of respondents in Table 15.2 recognized important items about
dying well that mainstream medicine already addresses well in five of the six
end-of-life domains. Not surprisingly, more of those items fall into the patient’s
physical domain than into any other. They include staying clean, feeling no pain,
feeling no breathlessness, and receiving physical touch. The physical domain may
include the most items for dying well because that domain fits best the established
physical care models of medicine and nursing [13–15] and because the new pal-
liative care specialty further emphasizes those items. Items in the psychological
domain for dying well include maintaining the patient’s dignity, having a doctor
who knows the patient as a person, and feeling no anxiety; such items in the social
domain include trusting one’s doctor and being comfortable with one’s nurse. Items
of dying well in the spiritual domain include knowing one’s doctor can talk about
death; items in the process-of-care domain include knowing what to expect from the
illness and having named a proxy. According to these data, only in the familial
domain is there not at least one important item for dying well that mainstream
medicine addresses well.

The items with unexpectedly few data or low ratings here warrant further
research. Those items include having no constipation, sleeping well, functioning
well, being supported by one’s doctor, having no depression or anger, not dying
alone, knowing one’s family is prepared for one’s death, having confidence about
being cared for by skilled HPs, being cared for by one’s personal doctor, having
access to HPs after hours, and having prepared an instructional advance directive.
Some of these items need precise definitions as well as prevalence assessments.
Items unexpectedly appearing rarely in the table may also warrant future research.
One example is the patient’s having some say, or control, in his or her own
end-of-life care. That item’s infrequent mention surprises me due to the recent
political and legal movements promoting patient decision-making. Further research
should test the intuition that that item and others are indeed important. The research
should also help clarify the relative importance of all items for dying well so that
HPs can set priorities in care accordingly.

Unlike Table 15.2, Table 15.3 lists items of dying that mainstream medicine does
not yet address well [15]. Few of those items, as judged by all respondent groups,
occur in the patient’s physical domain, and none occur in the process-of-care domain.
However, two of these items occur in the patient’s psychological domain: having
someone to listen and being allowed to discuss fears. Two more occur in the patient’s
social domain: enjoying personal relationships and saying things that need to be said; a
third, being visited by family, occurs there for all respondent groups except, sur-
prisingly, patients. Three others, rated highly only by patients, occur in the spiritual
domain: communicating with God, believing life is still good, and feeling at peace.
Two other items occur in the familial domain: finishing business matters involving
others and having one’s financial affairs in order. Some of these items certainly lie
beyond mainstream medicine’s ability to change. For example, mainstream medicine
probably cannot boost patients’ ability to enjoy interpersonal relationships. But I
believe mainstream medicine can help relieve more of other problem areas than HPs
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might immediately think. HPs can invite patients to discuss their fears of dying, and be
ready to listen when patients do so. HPs can also encourage families to visit, patients
and families to say things that need to be said, and patients to finish up important
business and financial matters before the patients die. Such coaching on how to die
well, I believe, should be a basic part of HPs’ end-of-life care.

Both Tables 15.2 and 15.3 can serve as informal checklists for HPs as they
monitor a dying patient’s overall well-being. If some items in these checklists
appear neglected or otherwise problematic, HPs might address them with the
patient, family members, or HP consultants and implement interventions to try to
help [16, 17]. Still, clinicians often demur on nonmedical matters, not appreciating
how much good sense they as clinicians have about human nature and how much
influence they have with patients and families. A clinician’s simply expressing
concern about a nonmedical problem may be impetus enough to prompt patient or
family to seek help about it. The clinician may sometimes even have sufficient
informal expertise to provide all the help the patient or family need. If not, the
clinician can arrange for professionals with special expertise to consult. For
example, if the patient wants spiritual guidance, the clinician can ask the patient’s
personal clergyman or the hospital’s chaplain to visit.

Table 15.3, like Table 15.2, contains items that deserve further study. Items
mentioned as highly important by only one or two groups are prime examples.
I wonder whether most studies to date have simply not asked about these items, not
asked about them in revealing ways, or have asked and found only negative results
that have not been published. Examples drawn from Table 15.3 include being free
from fatigue, being mentally prepared to die, feeling supported by family and
friends, communicating with God, and feeling at peace. HPs need future research to
clarify the importance of these items to dying patients.

What Is Quality End-of-Life Care?

Table 15.4 gives answers of various groups to the other important question for
improving end-of-life care: What is quality end-of-life care? Drawing on several
prominent articles, the table summarizes people’s views about 17 aspects of that
care. Those views come from “experts” (writing in consensus guidelines or giving
their personal opinions), practicing doctors, other HPs, patients, and family sur-
vivors [18–20]. I classify 5 of those aspects of care as general “domains of care,” 10
as individual care items under “the process-of-care domain,” and 2 as types of
satisfaction—the patient’s and the family’s. The table displays the breadth of
recognition and the importance ratings of each aspect among the various respondent
groups.

For the five general domains of care at least some of all respondent groups said
attending to the patient’s physical well-being and psychological well-being is
moderately or highly important in quality end-of-life care. Several groups, but
oddly not the experts or the nondoctor HPs, said attending to the family’s

A Look Now: What Is Dying Well? 461



D
om

ai
ns

or
ite

m
s

of
ca

re
E

xp
er

ts
(T

en
o

20
01

)
[1

8]
a

Pr
ac

tic
in

g
do

ct
or

s
(C

ur
tis

20
01

)
[1

9 ]
b

e

e

O
th

er
 h

ea
lth

pr
of

es
si

on
al

s
(C

ur
tis

20
01

)
[ 1

9]
b

Pa
tie

nt
s

(S
in

ge
r

19
99

)
[2

0]
c

Pa
ti

en
ts

(C
ur

tis
20

01
)

[1
9]

b

Fa
m

ily
su

rv
iv

or
s

(C
ur

tis
20

01
)

[1
9]

b
d

Fa
m

ily
su

rv
iv

or
s

(T
en

o
20

01
)

[1
8]

D
om

ai
ns

 o
f 

ca
re

A
tte

nd
in

g 
to

 th
e 

pa
tie

nt
’s

ph
ys

ic
al

w
el

l-
be

in
g

H
ig

h
M

od
.

M
od

.
M

od
.

L
ow

M
od

.
H

ig
h

A
tte

nd
in

g 
to

 th
e 

pa
tie

nt
’s

ps
yc

ho
lo

gi
ca

l w
el

l-
be

in
g

H
ig

h
H

ig
h

H
ig

h
–

H
ig

h
H

ig
h

–

A
tte

nd
in

g 
to

 th
e 

pa
tie

nt
’s

 s
oc

ia
l

w
el

l-
be

in
g

b,
c

c,
d

d

M
od

.
–

–
M

od
.

–
–

–

A
tte

nd
in

g 
to

 th
e 

pa
tie

nt
’s

sp
ir

itu
al

 w
el

l-
be

in
g

M
od

.
–

–
–

–
–

–

A
tte

nd
in

g 
to

 th
e 

fa
m

ily
’s

ov
er

al
l w

el
l-

be
in

g
L

ow
H

ig
h

L
ow

M
od

.
L

ow
H

ig
h

H
ig

h

T
he

 p
ro

ce
ss

-o
f-

ca
re

 d
om

ai
n:

 in
di

vi
du

al
 c

ar
e 

it
em

s

A
rr

an
gi

ng
 f

or
 r

ea
dy

 a
cc

es
s 

to
ca

re
L

ow
M

od
.

M
od

.
–

H
ig

h
H

ig
h

–

D
em

on
st

ra
tin

g 
te

ch
ni

ca
l

co
m

pe
te

nc
e

–
L

ow
M

od
.

–
H

ig
h

M
od

.
–

Pr
ov

id
in

g 
co

or
di

na
tio

n 
an

d
co

nt
in

ui
ty

 o
f 

ca
re

M
od

.
H

ig
h

H
ig

h
–

L
ow

L
ow

–

C
om

m
un

ic
at

in
g 

w
el

l w
ith

 th
e

pa
tie

nt
–

H
ig

h
H

ig
h

–
H

ig
h

H
ig

h
H

ig
h

E
du

ca
tin

g 
th

e 
pa

tie
nt

 a
nd

fa
m

ily
 a

bo
ut

 w
ha

t t
o 

ex
pe

ct
 in

dy
in

g

–
L

ow
M

od
.

–
M

od
.

M
od

.
H

ig
h

R
es

pe
ct

in
g 

th
e 

pa
tie

nt
’s

 v
al

ue
s

ab
ou

t
dy

in
g

L
ow

M
od

.
L

ow
H

ig
h

M
od

.
L

ow
–

R
es

pe
ct

in
g 

th
e 

pa
tie

nt
’s

de
ci

si
on

s 
ab

ou
t d

yi
ng

H
ig

h
L

ow
L

ow
M

od
.

L
ow

L
ow

H
ig

h

(c
on

tin
ue
d)

T
ab

le
15

.4
Q
ua
lit
y
en
d-
of
-l
if
e
ca
re
:
im

po
rt
an
ce

ra
tin

gs
by

va
ri
ou

s
re
sp
on

de
nt
s
of

ca
re

do
m
ai
ns

an
d
of

in
di
vi
du

al
ca
re

ite
m
s

462 15 A Look Back, A Look Now, and A Look Forward



D
om

ai
ns

or
ite

m
s

of
ca

re
E

xp
er

ts
(T

en
o

20
01

)
[1

8]
a

Pr
ac

tic
in

g
do

ct
or

s
(C

ur
tis

20
01

)
[1

9 ]
b

O
th

er
he

al
th

pr
of

es
si

on
al

s
(C

ur
tis

20
01

)
[1

9 ]
b

Pa
tie

nt
s

(S
in

ge
r

19
99

)
[2

0]
c

Pa
tie

nt
s

(C
ur

tis
20

01
)

[1
9 ]

b

Fa
m

ily
su

rv
iv

or
s

(C
ur

tis
20

01
)

[1
9 ]

b
d

Fa
m

ily
su

rv
iv

or
s

(T
en

o
20

01
)

[1
8 ]

H
el

pi
ng

th
e

pa
tie

nt
pr

ep
ar

e
to

di
e

M
od

.
–

–
–

–
–

–

A
tte

nd
in

g
to

fa
m

ily
gr

ie
f

M
od

.
–

–
–

–
–

H
ig

h

A
dd

re
ss

in
g

th
e

fin
an

ci
al

im
pa

ct
of

th
e

ill
ne

ss
L

ow
–

–
–

–
–

–

O
ve

ra
ll

sa
ti

sf
ac

ti
on

w
it

h
ca

re

Pa
yi

ng
at

te
nt

io
n

to
pa

tie
nt

sa
tis

fa
ct

io
n

H
ig

h
–

–
–

–
–

–

Pa
yi

ng
at

te
nt

io
n

to
fa

m
ily

sa
tis

fa
ct

io
n

M
od

.
–

–
–

–
–

–

a e

T
he

au
th

or
s

id
en

tif
ie

d
14

 d
om

ai
ns

or
ite

m
s

m
en

tio
ne

d
by

at
le

as
t

16
of

th
e

30
so

ur
ce

s.
I

ra
te

d
th

es
e

do
m

ai
ns

or
ite

m
s

as
ha

vi
ng

hi
gh

,
m

od
er

at
e,

or
lo

w
im

po
rt

an
ce

ac
co

rd
in

g
to

w
he

th
er

th
ey

ha
d

m
or

e
th

an
70

%
 m

en
tio

n
(i

.e
.,

in
22

–3
0

so
ur

ce
s)

,
66

–7
0%

m
en

tio
n

(i
.e

.,
in

20
-2

1 
so

ur
ce

s)
 o

r 
50

-6
5%

 m
en

tio
n 

(i
.e

., 
in

 1
6–

19
 s

ou
rc

es
),

 r
es

pe
ct

iv
el

y.
b
C

ur
tis

et
al

.
as

ke
d

fo
cu

s
gr

ou
ps

of
he

al
th

 p
ro

fe
ss

io
na

ls
 (

in
cl

ud
in

g
do

ct
or

s,
nu

rs
es

,
an

d
so

ci
al

w
or

ke
rs

),
po

te
nt

ia
lly

fa
ta

lly
ill

ca
nc

er
or

A
ID

S
pa

tie
nt

s,
an

d
fa

m
ily

su
rv

iv
or

s
of

re
ce

nt
ly

de
ce

as
ed

pa
tie

nt
s

to
 d

es
cr

ib
e

do
ct

or
at

tit
ud

es
an

d
be

ha
vi

or
s

th
at

m
ak

e
fo

r
qu

al
ity

 c
ar

e.
T

ra
ns

cr
ip

t
an

al
ys

es
re

ve
al

ed
12

fr
eq

ue
nt

ly
m

en
tio

ne
d

do
m

ai
ns

or
ite

m
s.

T
he

au
th

or
s

ra
nk

ed
th

es
e

do
m

ai
ns

or
ite

m
s

by
th

e 
nu

m
be

r
of

sp
on

ta
ne

ou
s

co
m

m
en

ts
ab

ou
t

ea
ch

on
e

w
ith

in
pa

rt
ic

ip
an

t
gr

ou
ps

.
I

gr
ou

pe
d

th
e

do
m

ai
ns

or
ite

m
s

ac
co

rd
in

g
to

th
ei

r
ra

nk
in

gs
,

hi
gh

im
po

rt
an

ce
(r

an
ki

ng
s,

1–
4)

,
m

od
er

at
e 

im
po

rt
an

ce
(r

an
ki

ng
s,

5–
8)

,a
nd

lo
w

im
po

rt
an

ce
(r

an
ki

ng
s,

9–
12

).
T

he
se

la
be

ls
co

rr
es

po
nd

ro
ug

hl
y

to
gr

ea
te

r
th

an
10

%
,6

–1
0%

,a
nd

le
ss

th
an

6%
,r

es
pe

ct
iv

el
y,

of
co

m
m

en
ts

w
ith

in
a

pa
rt

ic
ul

ar
 p

ar
tic

ip
an

tg
ro

up
.I

co
m

bi
ne

d
th

re
e

of
th

e
au

th
or

s’
or

ig
in

al
ite

m
s—

“r
es

pe
ct

an
d

hu
m

ili
ty

,”
“p

er
so

na
liz

at
io

n,
” 

an
d 

“a
tte

nt
io

n
to

pa
tie

nt
va

lu
es

”—
in

to
th

is
ta

bl
e’

s
“r

es
pe

ct
in

g
th

e
pa

tie
nt

’s
va

lu
es

 a
bo

ut
dy

in
g.

” 
I

th
en

ca
lc

ul
at

ed
th

at
ite

m
’s

ra
nk

in
g

by
av

er
ag

in
g

th
e

ra
nk

in
gs

of
th

e
or

ig
in

al
th

re
e

ite
m

s.
c Si

ng
er

et
al

.a
sk

ed
se

ri
ou

sl
y

ill
pa

tie
nt

s
an

d
nu

rs
in

g
ho

m
e

re
si

de
nt

s
to

na
m

e
ke

y
do

m
ai

ns
or

in
di

vi
du

al
ite

m
s

of
 q

ua
lit

y 
of

 c
ar

e.
 O

nl
y 

fi
ve

 r
ec

ei
ve

d
m

or
e

th
an

5%
m

en
tio

n
am

on
g

pa
rt

ic
ip

an
ts

.T
he

ta
bl

e
lis

ts
th

os
e

fiv
e.

I
la

be
le

d
th

em
as

ha
vi

ng
hi

gh
,

m
od

er
at

e,
or

lo
w

im
po

rt
an

ce
ac

co
rd

in
g

to
w

he
th

er
th

ey
w

er
e

m
en

tio
ne

d
by

gr
ea

te
r

th
an

40
%

,
20

–3
9%

,
or

5–
19

%
of

pa
rt

ic
ip

an
ts

,
re

sp
ec

tiv
el

y.
D

ec
id

in
g

ba
se

d
on

th
e

ex
am

pl
e

qu
ot

es
in

th
e

au
th

or
s’

te
xt

,I
cl

as
si

fie
d

th
e

au
th

or
s’

or
ig

in
al

ite
m

“a
vo

id
in

g
in

ap
pr

op
ri

at
e

pr
ol

on
ga

tio
n

of
dy

in
g”

un
de

r
“r

es
pe

ct
in

g
th

e
pa

tie
nt

’s
va

lu
es

ab
ou

t
dy

in
g,

”
an

d
th

ei
r

or
ig

in
al

ite
m

“a
ch

ie
vi

ng
a

se
ns

e
of

co
nt

ro
l”

un
de

r
“ r

es
pe

ct
in

g
th

e
pa

tie
nt

’s
de

ci
si

on
s

ab
ou

t
dy

in
g.

”
d
T

en
o

et
al

.e
lic

ite
d

fr
om

re
ce

nt
ly

be
re

av
ed

fa
m

ily
m

em
be

rs
th

ei
r

vi
ew

s
on

do
m

ai
ns

or
in

di
vi

du
al

ite
m

s
of

qu
al

ity
 c

ar
e.

T
he

au
th

or
s

id
en

tif
ie

d 
fiv

e.
I

sp
lit

on
e

of
th

e
or

ig
in

al
ite

m
s

in
to

tw
o,

ba
se

d
on

th
e

au
th

or
s ’

de
sc

ri
pt

io
ns

in
th

e
te

xt
: “

A
ch

ie
vi

ng
co

nt
ro

lo
ve

r
ev

er
yd

ay
de

ci
si

on
s

an
d

sh
ar

ed
co

nt
ro

lo
ve

r
tr

ea
tm

en
tc

ar
e 

de
ci

si
on

s”
be

ca
m

e
“r

es
pe

ct
in

g
th

e
pa

tie
nt

’s
de

ci
si

on
s

ab
ou

td
yi

ng
”

an
d 

“c
om

m
un

ic
at

in
g

w
el

l
w

ith
th

e
pa

tie
nt

.”
B

ec
au

se
th

e
au

th
or

s
pr

ov
id

ed
no

ra
nk

in
gs

of
ca

re
 d

om
ai

ns
 o

r
ite

m
s,

I
la

be
le

d
al

l
si

x
as

ha
vi

ng
“h

ig
h

im
po

rt
an

ce
.”

T
en

o 
et

 a
l. 

re
vi

ew
ed

 th
e 

pu
bl

is
he

d 
gu

id
el

in
es

 o
f 

pr
of

es
si

on
al

 o
rg

an
iz

at
io

ns
 a

nd
 th

e 
op

in
io

ns
 o

f 
in

di
vi

du
al

 e
xp

er
ts

 a
bo

ut
 th

e 
do

m
ai

ns
 a

nd
 in

di
vi

du
al

 it
em

s 
of

 q
ua

lit
y.

“M
od

.”
m

ea
ns

m
od

er
at

e;
 a

 d
as

h 
m

ea
ns

no
da

ta
.

T
ab

le
15

.4
(c
on

tin
ue
d)

A Look Now: What Is Dying Well? 463



well-being domain is also moderately or highly important. (I doubt that experts or
nondoctor HPs really consider attending to family well-being unimportant. These
unexpected results, coming from one study, may be only happenstance and deserve
further testing.) For the other two general domains of care, the patient’s social
well-being and spiritual well-being, only the experts rated both of those domains at
least moderately important; most respondent groups did not rate those domains at
all.

For individual care items under the process-of-care domain, the groups showed
no universal agreement about items’ importance in end-of-life care. Four items—
arranging for ready access to care, communicating well with the patient, educating
the patient and family about what to expect in dying, and respecting the patient’s
decisions about dying—came closest to universal agreement.

The experts were generally the rating outliers over all 10 care items. For
example, unlike the other respondent groups the experts rated (moderately)
important helping the patient prepare to die (including performing advance care
planning) and attending to family grief, but rated relatively unimportant arranging
for ready access to care. The experts surprisingly did not rate at all demonstrating
technical competence, communicating well with the patient, or educating the patient
and family about what to expect in dying. Yet the experts, and they alone, did rate
as important paying attention to patient and family satisfaction.

Despite the apparent puzzlements of the Table 15.4 results, they may actually
show some coherence. For example, among all domains of care, attending to the
patient’s psychological well-being received consistently the highest importance
ratings. And among individual care items, arranging for ready access to care,
communicating well with the patient, educating the patient and family about what
to expect in dying, and respecting the patient’s decisions about dying also had
consistently the highest importance ratings. Many respondents, therefore, may
consider these care items as key ways to achieve a dying patient’s psychological
well-being.

Still, I urge readers to interpret all these importance ratings cautiously. Personal
perspectives may influence them greatly. For example, experts may rate high the
domains of attending to the patient’s social well-being and spiritual well-being
because those experts enthusiastically support the corresponding hospice principles.
In contrast, the experts may not rate the care items of demonstrating technical
competence, communicating well with the patient, and educating the patient and
family about what to expect in dying because they—the experts—think of those
items as an inherent part of all end-of-life care. Family survivors, on the other hand,
may rate as important attending to the family’s overall well-being, and the HPs’
communicating well with the patient, educating the patient and the family about
what to expect in dying, respecting the patient’s decisions about dying, and
attending to family grief because those aspects affect families most in an end-of-life
experience. Table 15.4, then, may serve mostly as a reminder that the same
end-of-life experience can have different important aspects for different people.
Care should adapt accordingly.
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A Look Forward: Comparing Views on Dying Well
and Quality End-of-Life Care

Comparing views about dying well and quality end-of-life care (Tables 15.2, 15.3,
and 15.4) gives clues about how end-of-life care already serves patients and fam-
ilies well and how it might serve them even better in the future. Among the domains
of end-of-life care, the patient’s physical well-being and psychological well-being
already have a firm foothold in today’s mainstream clinical medicine [14, 21–23].
The family’s overall well-being has a somewhat firm foothold. Many stakeholders
in the dying process agree on the importance of these domains and surely spend
considerable time, effort, and material resources on them. In contrast, the patient’s
social well-being and spiritual well-being domains rest on shakier grounds. Despite
consistent expressions of support in the professional literature, those two domains
command relatively little attention in practice [7, 14, 21–26].

Why this difference? I believe it arises largely from the “fit” of the various
patient-focused end-of-life care domains within mainstream clinical medicine: The
patient’s physical well-being and psychological well-being fit relatively neatly into
the priorities of that medicine; the patient’s social well-being and spiritual
well-being do not [15].

As I have described it before, the history of twentieth-century clinical medicine
provides some support for this idea. Medical science over the twentieth century
made wondrous advances in explaining, diagnosing, and treating physical and
psychological diseases. At first that science achieved cures for some physical dis-
eases and significant palliation of symptoms for many others. Then medical science
discovered the chemical imbalances that cause many psychiatric diseases.
Advances in diagnosing and treating them followed as new treatments proved able
to correct those imbalances. All the amazing successes stoked clinicians’ confi-
dence in the new, scientifically based diagnostics and therapeutics, and the scientific
model came to dominate mainstream clinical medicine.

But, as acute diseases (especially the infections) yielded to treatment, the chronic
and terminal diseases emerged in prominence late in the century. Clinicians
responded by carrying over the previously successful scientific medical model to
those diseases. End-of-life care often benefitted. New treatments, for example,
reduced the pain, nausea, shortness of breath, depression, and anxiety that dying
patients may experience. I believe those successes have raised the physical and
psychological domains of care to dominance in end-of-life care just as those suc-
cesses did earlier in acute care. But the social and spiritual domains have been
simultaneously pushed into the background.

Meanwhile the domain of the family’s well-being has also gained some
prominence in end-of-life care but for other reasons. Clinicians directly engage the
family during a patient’s dying process: Clinicians notify family members about the
patient’s life-threatening illness, explain it to them, often secure from them deci-
sions about treatment, notify family members again at or near the death, and initiate
through them the disposition of the body after the patient dies. Furthermore,
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attending clinicians and other HPs often witness directly the family’s distresses
during the patient’s dying experience. Family grieve the progressive losses of the
patient’s function and companionship. Family may also have to confront
long-dormant relational pathologies, which surface under the stress [27]. HPs may
identify with those family distresses. And, of course, patient well-being and family
well-being are invariably intertwined. HPs, therefore, often must help the family in
order to help the patient.

I conclude that modern mainstream clinical medicine and the social and spiritual
domains of end-of-life care differ sharply. In fact, clinical medicine and those
domains seem to occupy totally separate worlds. Most clinicians are uncomfortable
with those domains and feel inadequately prepared to address problems in them.
Clinicians also worry that trying to address such problems only opens a Pandora’s
box of patient questions clinicians cannot answer and patient emotions they cannot
control [6]. Clinicians, therefore, build for themselves a mental barrier between the
physical, psychological, and familial domains of care on one side—the turf of
traditionally trained, scientifically oriented clinicians—and the social and spiritual
domains of care on the other—the turf of social workers, psychotherapists, and
clergy. During care of the dying, clinicians tend to keep to the physical, psycho-
logical, and familial side; to refer social and spiritual problems to specialists on the
other side; and eventually to lose track of those problems altogether.

My literature review, however, weighs strongly against this compartmentalized
approach to end-of-life care. The dying patient’s social well-being and spiritual
well-being should concern all attending HPs, even the scientifically trained clini-
cians. I agree with the experts who rate the patient’s social well-being and spiritual
well-being as at least moderately important (and roughly as important as the
family’s well-being) in end-of-life care (Table 15.4). I believe the opinions of the
general public support that view. Furthermore, some process-of-care items surely
do affect the social and spiritual domains of dying (Table 15.2): trusting one’s
doctor, feeling comfortable with one’s nurse, knowing one’s doctor can talk
comfortably about death, and not dying alone. And other process-of-care items may
affect those domains: enjoying personal relationships (including with HPs), saying
important things (such as good-byes or expressions of forgiveness to others) per-
haps at the encouragement of clinicians, being assured that life is still good, and
feeling at peace (Table 15.3). I also believe that the attitudes and behaviors of HPs
can powerfully affect the social and spiritual experiences of dying patients.

Even if recognizing their opportunity to affect the social and spiritual domains of
dying, some clinicians may disagree with my point that they have a duty to try to
act on that opportunity. Clinicians might argue they have only scientifically based
clinical expertise and must practice within its bounds. They might also insist that
efforts to improve the dying patient’s social and spiritual well-being will prove
excessively complicated, time-consuming, and emotionally draining. The efforts
might also prove ineffective. Clinicians might argue they may not succeed at bol-
stering the depressed dying patient’s belief in the goodness of life or at convincing
the disinterested family to visit the patient. Furthermore, clinicians might claim that
many patients and family members want clinicians to confine their caregiving to
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physical and psychological issues and to leave social and spiritual issues alone.
These patients or family members may fear intrusions into their personal privacy.
The possibility of unwanted proselytizing, after all, is a common argument against
clinicians’ discussing religion or praying with their patients.

Other factors within medicine may also create obstacles to convincing clinicians
to pay as much attention to the social and the spiritual as to the other domains of
end-of-life care. Mainstream clinicians, so used to pursuing cure for physical dis-
ease, may have difficulty reigning in those deeply ingrained, though
well-intentioned impulses and refocusing on other goals when a patient becomes
terminal. Furthermore, medicine’s current emphasis on “evidence-based” practices
and on quantitative performance measures to justify reimbursement may convince
clinicians (and insurers) that only observable, measurable outcomes matter. While
physical care offers many discrete goals and measurable outcomes and psycho-
logical care offers some, social care and spiritual care offer almost none [2, 28–30].
Today’s predominantly scientifically based, quantitatively driven medical model
simply does not accommodate well those nonmainstream domains of care [31].

Specialization within medicine also creates an obstacle to social and spiritual
care at the end of life. That specialization, a clear trend over the last 80 years,
creates compartmentalization of care. Most clinicians, especially the doctors, spe-
cialize now. Specialist clinicians get used to focusing only on problems within their
specialty and to leaving other problems to other HPs. The cardiologist addresses
only problems concerning the heart; the colostomy nurse, only problems con-
cerning the colostomy; the discharge clinical social worker, only problems con-
cerning discharge planning. Compartmentalization of care follows, causing
compartmentalization of responsibility. Because no clinician has any special
expertise in social or spiritual care, no clinician oversees those aspects of the dying
patient’s care and accepts responsibility for them. They often get lost as a result.

Even forces outside medicine conspire against attending to the dying patient’s
social well-being and spiritual well-being. High personal mobility, high divorce
rates, and other factors often fray Americans’ social support networks. HPs may not
be able to locate a dying patient’s social support people when that patient needs
them most. Furthermore, the emphasis of contemporary medicine and Western
medical ethics on rationality, personal privacy, and patient self-determination may
inadvertently magnify the dying patient’s sense of isolation and frustrate caregivers’
efforts to nurture social and spiritual support for the patient. In addition, increasing
secularization in America, the simultaneous decline in church membership, and
ever more idiosyncratic spiritual beliefs may deprive caregivers of readily identi-
fiable ways to engage dying patients in the spiritual domain. Some commentators
claim that even hospice no longer adequately addresses spiritual care [32].

Despite all these counterarguments I agree with one prominent end-of-life care
expert who says, “Serious illness, dying, caregiving, grieving, and death cannot be
completely understood within (such a highly specialized, highly scientific) frame-
work” [15, 22, 33]. End-of-life care, I conclude, must contain two basic compo-
nents: a “total care” treatment plan encompassing all five domains of care [34, 35],
and a “universal responsibility” ethic holding every HP attending a dying patient

A Look Forward: Comparing Views on Dying Well and Quality End-of-Life Care 467



responsible for seeing that each domain is addressed for that patient. The idea of
“total care” treatment is, of course, not new. End-of-life care philosophies, espe-
cially hospice, have long espoused it. But the idea of “universal responsibility” is
new.

Embedding genuine “total care” and “universal responsibility” into everyday
end-of-life care will require a significant change in care practices. But end-of-life
care must adapt to dying patients’ wishes, not the other way around [20]. The next
two sections suggest how to accomplish that lofty goal.

Needed: A Different Guiding Vision for End-of-Life Care

Implementing a genuinely “total, universally responsible” end-of-life care requires
a different guiding vision than the typical guiding visions of current mainstream
medical care. To help formulate that vision, I contrast three images of patients and
their caregivers. The broken-down car represents the patient under current acute
medical care, the torn cloth represents the patient under current chronic or
end-of-life care, and the sick strawberry represents the patient under a genuinely
“total, universally responsible” end-of-life care. Each caregiver—the car mechanic,
the weaver, and the strawberry farmer—views his or her duties differently. From
my perspective the strawberry farmer provides the best guiding image for quality
end-of-life care [36].

The Broken-Down Car

This patient image, sometimes called the “mechanical” image, dominates today’s
acute care medicine. The broken-down car needs repairs, say, replacement of
punctured or worn out tires. The owner brings the car to the mechanic at the tire
store. The mechanic focuses exclusively on the defective tires. He replaces them but
looks for no other problems with the car. He assumes all other parts are functioning
perfectly. He engages the car owner only to describe the necessary repairs, get paid,
and hand back the keys.

The mechanical image of patients served early modern medicine well, reflecting
the first widely curable problems such as infections and traumatic wounds. This
image, however, has never suited end-of-life care well. As I suggested in the last
section, the mechanical image focuses end-of-life caregivers on the physical domain
of dying (by treating symptoms such as pain, shortness of breath, or nausea) but
does not much encourage or equip them to address the other three patient domains
of dying [35]. This image simply ignores those domains. Under it, once all treat-
ments for physical problems fail, clinicians may think they have nothing more to
offer the dying patient. So they just “disappear” as other authors imply [37]. Patient
and family feel abandoned despite having strong wishes for ongoing, meaningful,
and supportive relationships with the clinicians.

468 15 A Look Back, A Look Now, and A Look Forward



The Torn Cloth

Some recent articles appear to use a patient image like this. A cloth tears when its
cross-woven threads weaken and fray. The weaver hired to make the repairs homes
in on the tear site. She examines it, identifies the different threads requiring repair or
replacement, and performs the necessary reweaving. She may not notice other worn
areas. If she does, she may not examine them or attend to them. They may be
serviceable at the moment, may never cause problems, and, if so, can be repaired
later.

I think this patient image reflects current chronic or end-of-life care. As for
end-of-life care, recent improvements in standards and training have prepared
caregivers to recognize and address some “worn areas,” or problems, in addition to
the physical ones. Caregivers may now notice some psychological or familial
problems in dying but perhaps not others such as social or spiritual problems. Even
if the scientifically trained clinicians do notice social or spiritual problems, the
clinicians may consider those problems outside their expertise or their clinical
responsibility. They may either not address the problems at all or refer them on to
other professionals without further thought. The clinicians thereby disengage
themselves from the problem-solving process in those domains. Just as with the
broken-down car image, the torn cloth image does not adequately lead to fulfilling
patient and family wishes for ongoing, meaningful, and supportive relationships
with caregivers. The image surely does not inspire “total” care in the way I foresee
it.

The Sick Strawberry

Believe it or not, I think this patient image fits best the idea of total, universally
responsible end-of-life care. (I choose strawberries as my concrete image here
because an area of South Texas near my home famously grows them.) The farmer
knows that a strawberry must have all its defining characteristics to sell as a
strawberry in the market. Those characteristics include size, shape, color, texture,
taste, and smell. Drought or fungal infestation sickens the strawberry by affecting
all those characteristics at once. The farmer must, therefore, “treat” all of them to
make the strawberry healthy again. He or she cannot try to treat color without
affecting taste, or taste without affecting smell, or size without affecting texture.
And, to treat the whole strawberry, the farmer must water, spray, prune, and fertilize
the whole strawberry plant. Once the strawberry regains all its defining character-
istics, the farmer can sell it as a strawberry.

I believe a person, like the strawberry, consists of many inextricably intertwined
characteristics. The four patient domains of end-of-life care reflect those charac-
teristics. A patient has physical characteristics, but they do not define the whole
person. The patient also has psychological, social, and spiritual characteristics, and
they are inseparable from each other. Therefore, especially with a chronic or ter-
minal illness, treating the patient requires addressing all the domains of the person.
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Many studies assume this view of a patient as a multidimensional, indivisibly
whole person. One study, seeking to identify “states worse than death” asked
patients to name the elements necessary to make life worth living. Patients men-
tioned conditions from all four patient care domains. Eighty-two percent mentioned
high physical function; 73 % mentioned freedom from pain, sleeplessness, and
other physical symptoms. Seventy-three percent also mentioned the spirit or desire
to live; 61 %, being needed by others, interacting meaningfully with others, or
being useful to society, and 48 %, a spiritually meaningful existence (such as living
to God’s plan or some other good purpose). Sixty-one percent mentioned the lack of
being a physical, emotional, or financial burden on one’s family or on society in
general; and 41 % mentioned being able to give and receive love [38]. As these
study patients suggested, everyone lives in the psychological, social, and spiritual
domains that along with the physical domain define our lives.

I believe these domains of a person are indivisible. Each domain affects the
others. Thus, the dying patient does not fall ill in just one domain but in all of them
simultaneously. Physical pain, for example, affects the patient’s psychological,
social, and spiritual domains. It may cause depression or despair (the psychological
domain), hinder communication with others (the social domain), and raise exis-
tential questions about why suffering occurs (the spiritual domain). The patient’s
physical pain also affects the familial domain by causing family members to suffer
vicariously. Though present in every illness, these nonphysical domains gain spe-
cial prominence near the end of life.

The New Expansive Role for End-of-Life
Health Professionals

No HP giving end-of-life care, therefore, can ignore the four patient domains and
one family domain involved in it. One cannot give adequate care by addressing
only some of the domains; one must address them all even if only to refer and then
to monitor from afar the problems associated with them.

But the idea of total, universally responsible end-of-life care may trouble some
HPs. It obviously requires expanding each HP’s role within the end-of-life care
team. But I believe such care entails little extra attentiveness, time, and effort.
Each HP participating in that care—whether doctor, nurse, social worker, chaplain,
administrator, or someone else—tracks all five care domains for the patient. Such
universal responsibility for total care sometimes lands the HP outside his or her area
of expertise. A doctor may observe harmful family dynamics, a nurse may perceive
a patient’s spiritual crisis, a social worker may notice increasing physical symp-
toms, or a chaplain may discover depression as the cause for a patient’s hope-
lessness. Nonetheless, all HPs attending the patient accept some responsibility for
all domains of that patient’s care. No one abandons any domain automatically to
other HPs. Furthermore, total, universally responsible care requires that every HP’s
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contribution in any domain be taken seriously. Naturally, each HP must appreciate
the limits of his or her expertise and, when necessary, request help from others in
addressing specific problems [2, 7, 9]. For that reason the care team provides each
HP an important professional safety net, giving collective support and ready access
to others’ expertise.

I realize that a patient or family member might occasionally object to a HP’s
crossing usual professional boundaries to address an end-of-life domain outside the
HP’s formal training. The HP, therefore, might need to request permission to
address sensitive matters, whether inside or outside one’s discipline. Chaplains
already set a good example in this way: chaplains routinely ask patients for per-
mission to pray with them. Nonetheless, I believe serious objections occur rarely so
long as the HP behaves with sensitivity and respect. However, whenever firm
objections do arise, the HP should honor the bounds the patient or the family
member sets.

Suggestions for Future Practice and Research

What specifically, then, does total, universally responsible end-of-life care suggest
that HPs attending dying patients do? Tables 15.2, 15.3, and 15.4 provide ideas in
all four patient domains and in the familial domain. These ideas address some of
people’s most common worries about dying.

First, HPs should, of course, ensure the best physical care possible. Clinicians
(and other HPs to the extent they can) should monitor dying patients’ physical
needs. Unrelieved pain and soiled, incontinent states must be considered emer-
gencies. Any HP who notices such needs must take immediate action to get them
met. Some doctors, for example, change soiled patient linens themselves without
making patients wait for nurses or nurse’s aides to do so. And every end-of-life HP
should practice respectful therapeutic touch when appropriate. It need only be
holding the patient’s hand or resting one’s own hand on the patient’s shoulder
during a conversation. Still, that touch powerfully communicates sincere caring and
comforts patients.

Second, HPs should cultivate good end-of-life communication skills [1, 39].
Doctors, in particular, must learn to discuss death comfortably with patients [7, 40,
41]. Partly to that end, communication training is gaining prominence in under-
graduate and postgraduate medical education curricula. Such training should be
grounded in patient preference [42] and expert experience, should offer opportunities
for supervised practice, and should provide constructive feedback on performance.

Third, HPs should address the anxieties people have about dying. HPs—espe-
cially doctors—must be willing to address the uncertainties that patients and families
have [39]. Many people want to know what lies ahead. Though unable to give exact
predications in specific cases, HPs can often give general predications based on past
experience. For example, they might answer concerns about terminal suffering by
saying, “I have seen many people die. They do not appear to suffer at the end. In fact,
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they seem to die just by going peacefully to sleep.” HPs may sometimes need to
repeat such comments more than once over time because they may not “sink in” for
patients and family members the first time. And HPs should update for patients and
family members any clinical predictions that change dramatically as patients’ con-
ditions change [10, 12].

Fourth, HPs should conscientiously try to learn dying patients’ choices about
dying and to implement them [20, 39, 43] even though Table 15.4 suggests doing
so does not always rate a high priority for doctors or other HPs. Allowing patients
some say helps personalize their care. For example, liberalizing visiting hours for
family, allowing pets to visit, or granting a patient’s wish to die at home can give
patients enormous satisfaction.

Fifth, all HPs should emphasize to dying patients and their families the importance
of the nonphysical domains of care [15, 21, 34, 44, 45]. In that way doctors and other
HPs can legitimize those domains. HPsmight explain that despite physical symptoms
and short remaining life spans the end of life can offer patients and families significant
opportunities for personal growth. Accordingly, HPs might invite questions, prob-
lems, and fears for discussion. HPs might also encourage patients to say important
good-byes, to name trustworthy medical proxies, to put their financial affairs in order,
and to tap into spiritual resources to the extent they wish to. And HPs might urge
families to visit patients and to conduct life reviews with them.

Sixth, HPs should do everything possible to eliminate barriers to access, coor-
dination, and continuity of end-of-life care [1, 12]. Dying patients and their dis-
tressed families do not deserve unreasonable institutional or professional barriers to
care. Simply providing a reliable 24-h contact number for getting clinical advice
can relieve people’s anxieties and prevent unnecessary hospitalizations.

Conclusion

End-of-life care has improved greatly over the last 40 years but is still not ideal [6].
The impetus for this book came partly from my sense that the nonphysical domains
do not yet get the attention they deserve in end-of-life care. The summary of the
professional literature for this chapter supports that view.

Many articles in that literature urge “total” end-of-life care including adequate
attention to the psychological, social, spiritual, and familial domains as well as the
physical domain. But actual care—especially that delivered by traditionally trained
clinicians—often focuses exclusively on the physical domain with its concerns
about symptoms, palliative treatment regimens, chemotherapy, intensive care unit
stays, and resuscitation decisions [28–30, 45]. Only some of the care addresses
patient psychological problems such as depression or anxiety [46]; only a little
addresses familial problems such as the emotional burden of proxy decision-making
[47], and almost none addresses patient social or spiritual problems such as saying
important good-byes or achieving inner peace. Too often, nonphysical problems at
the end of life are overlooked, given only cursory attention, or considered
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adequately addressed strictly as psychological problems. This underemphasis dis-
sipates the sense of responsibility many HPs, especially clinicians, feel for those
nonphysical problems. HPs’ involvement with them may reduce to the social
worker’s processing a hospice placement, the doctor’s notifying the family when
the patient’s death is imminent, or the chaplain’s saying the occasional brief prayer
[30, 48]. Such an approach robs end-of-life care of its comprehensiveness, balance,
and fulfillment.

We must do better. Again, approximately 3.5 million Americans die every year.
Each death is unique. It presents its own combination of unanswered questions and
mysteries, many of which touch the psychological, social, spiritual, and familial
domains this book emphasizes. Not all those questions or mysteries are impene-
trable. This book suggests areas for further exploration either as formal research
studies or as conscious observations by individual practicing Health professionals.
Those of us who attend dying patients owe it to them to engage the learning
opportunities within both the physical and nonphysical domains of care.

But we must not limit our learning to techniques—even those, say, to treat
symptoms, to communicate sensitively, or to recognize social and spiritual factors
in dying. Such know-how learning can easily entrance us into forgetting the equally
important learning about the meanings of end-of-life care as we give it and will
eventually receive it ourselves. We must constantly broaden our perspectives to
include techniques and meanings alike. The gravity of end-of-life care demands we
address both.

The best learning experiences will require us to travel with our dying patients
along their paths to death even though we cannot fully understand what is hap-
pening. We must pledge full involvement in that journey. That involvement must
incorporate all domains of end-of-life care. And we must constantly try to improve
our care. Past successes must not blind us to the need for future advances [11, 49].
We must continually rededicate ourselves to testing our fundamental ideas about
end-of-life care [2, 13], to stoking anew our passions for it, and to increasing our
efforts to improve it [24, 50]. We should start now.

Summary Points

1. Current end-of-life literature emphasizes patient physical and psychological care
over patient social and spiritual care and family care.

2. Health professionals who attend dying patients should ensure that all five
domains of care are addressed to the extent patients and family members wish.

3. Future research and care innovations should give special, increased attention to
patients’ social and spiritual care while continuing to address the other domains,
too.
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