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Preface

t the time of the Karen Ann Quinlan case in
1975, the law and ethics of forgoing life-sustain-
ing treatment were terra incognita. By 1990, the
Nancy Beth Cruzan case, the federal Patient Self-Deter-
mination Act, and court rulings and statutes in all fifty
states had created a widely accepted framework for deci-
sion-making near the end of life. Establishing this frame-
work is one of the great accomplishments in bioethics.
Or so goes one common story. Expanded a little, the
story goes like this: Thirty years ago, awareness began to
grow that the experience of dying (for the individual, for
the family, and often for health caregivers) was often a
horror. Sentiment began to grow behind a movement to
improve end of life care, and this reform movement was
based on the belief that the horror of death was avoidable
because it does not reside in dying or death per se, but in
a poorly managed dying. What needed to be done, the re-
formers saw, was to look death in the face and wrest con-
trol over dying from doctors and hospitals, with their
powerful but mindless drugs and machines—virtual loose
cannons that could be as burdensome for some as they
were beneficial to others. If lack of control, the technolog-
ical imperative, and unrelieved pain and suffering are
what make dying fearful, then the key to improving end
of life care is twofold: First, we should enlist the law to
empower persons to dictate the terms of their own med-
ical care at the end of life (via constitutional rights and
legally authorized advance directives). Second, we should
enlist medicine to improve its skill at treating pain and
suffering (financing for hospice and professional educa-
tion in palliative care). If we could do these two things
(the reformers hoped and believed), ordinary people and
their families—the intended beneficiaries of all this
work—would embrace the reforms with open arms, insist
on making their own medical decisions at life’s end, and
complete advance directives. By 1990, although work re-
mained to be done to bring this agenda to fruition, the
agenda itself; at least, was settled.
This story is partly true, and some of the reformers’ vi-
sion has been realized. Today people have much more

Bruce Jennings, “Preface,” Improving End of Life Care: Why Has It Been So
Difficult? Hastings Center Report Special Report 35, no. 6 (2005), S2-S4.

control of their medical care at the end of life, the tech-
nological imperative has been bridled to some extent, and
palliative care is taken more seriously in the medical main-
stream. Over 700,000 people who die each year receive
hospice services for at least a short period of time before
death; and roughly three-quarters of all deaths in hospitals
now come after some explicit decision has been made to
forgo the use of some type of potentially life-prolonging
intervention. Many people are fortunate enough to die
with pain kept to a minimum, surrounded by the people
they love, in a setting attentive to their spiritual, emotion-
al, and physical needs. That is progress.

But while the story is partly true, it is altogether too
facile and simplistic. What progress has been made is now
in danger of being undone. The framework of principles
for legitimate decision-making at the end of life built by
the courts, the legislatures, and in the professional and
ethical literature has not been embraced—indeed, it has
been rejected, at least in large part—Dby increasingly pow-
erful and vocal minorities; and political support for this
framework, as well as its intellectual justification, seems to
be eroding. This is a critical problem. It points to flaws in
both our concepts and our institutions. Important as-
sumptions—about autonomy, quality of life, trust, family
dynamics, and the motivations of professionals and
laypeople—need to be rethought. Our systems of deci-
sion-making and care delivery near the end of life need to
be redesigned.

The topic of end of life care came into its own during
the 1990s. The decade began with the Cruzan case, the
Supreme Court’s first landmark ruling on end of life care,
in which the Court affirmed the constitutional right to
refuse life-sustaining medical treatment. This was quickly
followed by passage of the federal Patient Self-Determina-
tion Act, and of durable power of attorney for health care
statutes in many states, all stressing the importance of
considering each person’s preferences about end of life
care in advance. Public education efforts to encourage the
use of advance directives sprang up nationwide.

In the mid-1990s, the Study to Understand Prognoses
and Preferences for Outcomes and Risks of Treatments
(SUPPORT) rigorously documented the alarming extent
to which aggressive life-prolonging measures were still
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being used in situations where they were either medically
futile, unwanted by patients and families, or both. Even
concerted efforts to improve communication between
physicians and dying patients did not stem the technolog-
ical momentum of life-prolonging treatments in the
country’s major medical centers. Moreover, a large pro-
portion of families reported that the patient had spent the
last two or three days of life in severe, unrelieved pain. A
precursor to this supplement, Dying Well in the Hospital:
The Lessons of SUPPORT, which was published in the
Hastings Center Report exactly ten years ago, contains a
thorough discussion of this important research.

Growing fears of losing control of care at the end of
life, of becoming dependent on machines, of being an
emotional and financial burden to one’s family, and of
suffering due to inadequate treatment of pain and other
symptoms—all these fears and more led to a growing
grassroots movement in the late 1990s to legalize “physi-
cian assisted suicide” (PAS), or what some prefer to call
“physician aid in dying.” The situation was dramatized by
the public defiance of the law by Dr. Jack Kevorkian, the
controversial Oregon referendum that legalized PAS in
that state, and the Federal Appeals Court rulings in the
Second and Ninth Circuits that temporarily struck down
existing state laws against PAS before the Supreme Court
overturned those appellate rulings in 1997. But while it
refused to strike down existing state laws prohibiting PAS,
the Court also decided not to interfere with the Oregon
law permitting it, and it left the constitutional door open
to other states to change their laws on PAS as they saw fit.
Controversy over PAS in Oregon still continues, however,
as federal officials in the Bush administration have sought
to undermine it through regulatory sanctions against
physicians. Meanwhile, referenda to legalize PAS have
failed at the ballot box in some other states. Dr. Kevorkian
is currently serving a prison sentence.

Even as these controversies monopolized most media
attention, a less contentious but arguably more significant
long-term educational and institutional effort was under
way, led by several groups secking to improve end of life
care and to address the concerns of the general public.
Chief among them was hospice, which first appeared in
the United States in the 1970s but which became more
widely known and utilized in the 1990s. Efforts by hospi-
tals and community groups to educate consumers con-
cerning the use of advance directives also became wide-
spread. Some educational programs have been aimed at
health care professionals, whose formal training had often
not included death and dying or palliative care. Among
these programs is “Decisions Near the End of Life,” creat-
ed by the Education Development Center and The Hast-
ings Center with support from the W.K. Kellogg Founda-
tion and used by approximately two hundred hospitals in
thirty states. Other educational programs focused on con-

sumers and communities were sponsored by groups such
as the American Association of Retired Persons and vari-
ous state-based coalitions and consortia, including the so-
called community health decisions groups.

The health care professions themselves have also paid
growing attention to improving the standard of practice
in pain management and palliative care. A landmark In-
stitute of Medicine study, Approaching Death, proposed
improvements in the quality of palliative care. As the essay
in this collection by Kathleen Foley reminds us, specialists
in this area have long argued that basic medical education
and general skill and knowledge within medicine are not
sufficient to meet patient needs; pain has been systemati-
cally and persistently undertreated in mainstream Ameri-
can health care. New curricula for medical and nursing
education have been developed and implemented; a
major educational program of the American Medical As-
sociation, known as EPEC, trains physicians throughout
the country in order to encourage better advance care
planning with patients and palliative care skills, and the
American Nurse’s Association offers a parallel program
called ELNEC. Other more specialized educational pro-
grams have followed suit, such as EPEC-O, sponsored by
the American Society of Clinical Oncology for oncolo-
gists, and APPEAL, sponsored by the Institute to Improve
End of Life Care for African Americans. In addition, Core
Principals of Palliative Care have been adopted by nine-
teen national professional organizations to include in their
teaching programs. The Veterans' Healthcare Administra-
tion has developed palliative care teams and leaders, mak-
ing palliative care integral into its health care system. And
the Center to Advance Palliative Care, based at Mount
Sinai Medical Center in New York City, provides consul-
tation and support for health care facilities seeking to es-
tablish palliative care consultation services throughout the
country.

Finally, in the past fifteen years, many private founda-
tions and grassroots groups have pressed for improve-
ments in end of life care. Among the foundations notable
for their efforts on end of life care are the Open Society
Institute (through its Project on Death in America), the
Nathan Cummings Foundation, the Mayday Fund, the
National Hospice Foundation, the Hospice Foundation
of America, and the Arthur Vining Davis Foundations, to
name just a few. The Robert Wood Johnson Foundation,
funder of the SUPPORT study, has been a leader in this
effort. The Last Acts Partnership, a nationwide coalition
of groups working on many fronts during the 1990s, was
created under its auspices, as was the successor to Last
Acts, an initiative called Caring Connections, organized
by the National Hospice and Palliative Care Organiza-
tion. The Robert Wood Johnson Foundation also funded
several programs on innovative partnerships between
providers and community groups, and numerous state-
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based initiatives to reform laws and regulations and to im-
prove end of life care. At the grassroots level, new organi-
zations have been formed, such as Americans for Better
Care of the Dying.

With all that has been accomplished, major challenges
remain. The essays in this supplement explore the concep-
tual and systemic flaws in end of life care reform since the
mid-1970s. They also offer suggestions about how to
bridge the gap between, on the one hand, the legal and
ethical framework now widely but not universally em-
braced, and, on the other, the real world of decision-mak-
ing and care on the ground. Much of the conceptual reex-
amination has to do with concerns about the concept of
autonomy, the dynamics of families, and the factors of
race, class, and ethnicity (see the papers by Callahan, Burt,
Dubler, Hickman and colleagues, and Meisel). Some of
the papers consider possible systemic reforms that would
lessen the weight placed on explicit, tragic individual
treatment decisions. One possible reform is to design sys-
tems of care to satisfy the noncontroversial needs of peo-
ple whose trajectories toward death follow one of the sev-
eral well-known patterns (Lynn). Another is to develop
better continuity of care across a longer period of time be-
fore death (Lynn, Foley). Essential to any further progress
in end of life care reform is improved understanding and
communication—between the hospice and palliative care
communities and mainstream hospital-based medicine
(Foley), between long-term care facilities and professionals

(Johnson), and between disability advocates and patient’s
rights advocates who now find themselves unnecessarily at
odds over fundamental issues such as quality of life and
the adequacy of long-term care services (Asch). The con-
cluding essay (Murray and Jennings) brings together
many of the themes identified in the other papers and for-
mulates lessons and recommendations that will help end
of life care build on its successes while avoiding the repe-
tition of past mistakes.

This supplement was made possible by funding from
the Robert Wood Johnson Foundation, and we gratefully
acknowledge their support and their continuing leader-
ship in improving end of life care for all Americans. We
also appreciate the collegiality and cooperation of the au-
thors who contributed to this collection and of the many
people who worked with us to develop and produce this
supplement, including Michelle Larkin of the Robert
Wood Johnson Foundation, Nancy Reller and Janice
Lynch Schuster of Sojourn Communications, and Hast-
ings Center editorial staff Gregory Kaebnick, Nora Porter,
and Joyce Griffin. Hastings Center staff members Stacy
Sanders and Ann Mellor also provided valuable assistance.
In addition to the authors, several individuals attended an
advisory meeting to review the issues and to plan this sup-
plement, including Christine Mitchell, Julis Landwirth,
Jonathan Moser, David Tolle, Scott Long, and Todd Cote.

—DBruce Jennings
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Death: “The Distinguished Thing”

by DANIEL CALLAHAN

aced with his imminent death, Henry James is re-
F ported to have said, “So it has come at last, the

distinguished thing.” Distinguished? That seems
an odd term to use, but James was a master at choosing
the right word, and he may have seen better than most of
us what death is all about. My dictionary defines “distin-
guished” as “having an air of distinction, dignity, or emi-
nence.” Yet there is dissent from that judgment. The late
theologian Paul Ramsey contended that there could be
no death with dignity. Death is too profound a blow to
our selthood, to everything good about our existence.
James or Ramsey?

For at least forty years now—Ramsey notwithstand-
ing—a massive effort has been under way to bring about
death with dignity. The leading techniques have been the
use of advance directives, hospice and palliative care, and
improved end of life education for physicians, nurses,
and other health care workers. As the Hastings Center Re-
port 1995 special supplement on the SUPPORT study
indicated, that effort achieved only a mixed success; a
decade later, this report describes progress since then, but
points to the long road for creating real and lasting im-
provement.

There has always been some ambiguity in that effort.
James and Ramsey, for instance, seem to be talking about
the meaning and place of death in human life, not about
what kind of care is desirable at the end of life. Ramsey
was no opponent of those efforts to improve end of life
care. He objected to the sentimentalizing of death: even

__________
Daniel Callahan, “Death: “The Distinguished Thing,” Improving End of
Life Care: Why Has It Been So Difficult? Hastings Center Report Special Re-
port 35, no. 6 (2005), S5-S8.

the best end of life care could not sugarcoat death’s fun-
damental offense. Was he right? Unless it is possible to
work out some reasonably satisfactory answer to that
question, my guess is that the care of the dying will re-
main seriously hamstrung. I sometimes get the impression
that recent efforts to improve that care are managing,
pethaps inadvertently, to evade dealing with death itself,
focusing instead on palliative techniques and strategies.

I want to get at the core question here—that of the
appropriate relationship between the care of the dying
and our stance toward death itself—by proposing some
historical ways these two issues have either been blended
or separated.

My point of departure is the premodern era, most
plausibly described in the French historian Philippe
Aries’s fine 1977 book The Hour of Dearh. He detailed
“the persistence of an attitude toward death that re-
mained unchanged for thousands of years, an attitude
that expressed a naive acceptance of destiny and nature.”
He called that “the tame death” and showed how it was
accompanied by practices at the end of life that stressed
death’s public impact—the loss to the community of an
individual’s life, underscored by rituals of mourning that
made the same point. How people died and the meaning
of death were inextricably blended.

Though Aries specified no particular time at which
that long era ended, I believe it wound down in the
1950s and 1960s. By then postwar medical progress,
rapidly enriched with lifesaving drugs and technologies,
was in full flower and eagerly embraced. Medicine could
finally do something about death, and doctors were
quick to take up the new arms in a new cause, that of ag-
gressively fighting to save lives, now a plausible effort.
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No quarter was to be given. I recall in the 1960s arguing
with physicians, educated in the postwar years, who told
me that they had a moral duty to save life at all costs. The
quality of life, the actual prognosis, or the pain induced by
zealous treatment were all but irrelevant. The technological
imperative to use every possible means to save life was com-
bined with the sanctity of life principle in what seemed the
perfect marriage of medicine and morality.

Then came the backlash, beginning in the late 1960s.
Often bitter complaints about useless but painful treat-
ments, about abandonment at the end of life, and about
death in a cocoon of tubes and monitors, began to turn
the tide.

These complaints led to reform efforts that focused on
means to improve end of life care. What was left out of
these efforts was a coming to grips with the meaning and
place of death. What Aries had called a “naive acceptance
of destiny and nature” was put to one side—but nothing,
seemingly, was put in its place.

That gap was soon filled. President Nixon in 1970 de-
clared war on cancer and the National Institute of Health
was soon on a roll. Gradually, almost imperceptibly, there
emerged what I think of as the great schism in medicine.
On one side was palliative care, seeking to bring back into
clinical practice the relief of pain and suffering as one of
the highest goals of medicine. That kind of care, as initial-
ly understood, required that both doctor and patient ac-
cept death as an unavoidable part of life. On the other
side was an ever-expansive medical research drive, the
sworn and well-financed enemy of death and illness of
every stripe. That research drive is the implacable foe of an
old-fashioned, anachronistic fatalism which held, as fixed
human wisdom, that many bodily miseries, but especially
death, just have to be endured. Death is now not to be ac-
cepted, but eliminated.

There is no easy way to reconcile these two faces of
medicine. The research push treats death as a contingent,
accidental event that can be done away with, one disease
at a time. Research advocates can hardly contain their en-
thusiasm for the great possibilities that lie ahead. Think
only of the campaign for stem cell research, with its
promissory note of cures for heart disease, Alzheimers,
Parkinson’s, diabetes—just about everything except ath-
lete’s foot.

That kind of zeal spills over into clinical practice.
Force-fed by research turned into technology and under-
girded by medical education and clinical acculturation,
good medicine saves lives. It does not give up. It refuses to
negotiate with death. Why should anyone accept, at least
in principle, a death that researchers believe will someday
be cured—any more than AIDS should be tolerated
when, someday, a vaccine will work? In the meantime, in-
novative technologies can provide a few more days, weeks,

maybe months of life, than was possible even a few years
ago. Every physician has his miracle story. Go for it!

I once asked a visibly dying friend, someone who had
taught medical ethics for thirty years, why he had agreed
to one more round of chemotherapy for his recurrent
pancreatic cancer, leaving his mouth so full of sores he
could speak only with great pain. “They talked me into
it,” he said. His oncologist probably talked himself into it
as well. Death came quickly after that, the treatment use-
less. But how else to proceed, the true believer might ask,
to gain the progress that is possible? If that chemotherapy
trial failed, the next one may succeed; or at least the one
after that one.

But is there an inconsistency in helping someone die
well when death is on its way while simultaneously seek-
ing a cure that will benefit future patients dying from the
same disease? There is no logical inconsistency, narrowly
understood, but there is a powerful psychological clash. It
pits the value of accepting death when a particular death
is unavoidable against rejecting death as a matter of prin-
ciple for a research-ambitious medicine.

t may well be that still another stage is beginning to

appear. If the “naive acceptance of destiny and na-

ture” has been put to one side—for a time, with no
other clear view of death to put in its place—such a view
may now be coming into focus. It might be called the De-
nial of Death II, to invoke Ernest Becker’s 1970s book
The Denial of Death. By that phrase I mean not a refusal
to look death in the face, to hide it away, which was Beck-
er’s point, but to incrementally whittle away at its sup-
posed inevitability, and to return to the treatment aggres-
siveness of the 1950s and 1960s.

Part of this new stage is motivated by the research im-
perative, which is steadily gaining ground, and part by a
combination of other influences, each of them more in-
cremental than decisive in nature but, taken together,
strong in their aggregate force. Let me give some examples
of those influences, each of which drives a wedge between
the care of the dying and the place of death in life. My ev-
idence is, on the whole, anecdotal, and the items I note
may not be all that telling; but this is what I see and hear.

The advanced edges of the palliative care movement, I
have been told, have quietly been dropping the notion
that its patients must have accepted death if it is to suc-
ceed in caring for them; it seems to be embracing a cau-
tious neutrality on that point. At the same time, a new
compromise with death has been proposed in some terri-
tory between acceptance and rejection: the teaming up,
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Forces on the scientific side that treat death as the great enemy, not to

be tolerated, and on the ideological side, seeing snares and

delusions in end of life care, are creating new obstacles to caring for

the dying. If we are not careful, we could reverse the progress made to

improve end of life care thus far.

for instance, of an oncologist and a palliative care special-
ist to treat a terminally ill patient who teeters on the bor-
derline between hope for life and acceptance of death.

Those (like myself) who are ready to accept death as
biologically inevitable are being labeled either “mortalists”
or “apologists.” Some of us have sunk pretty low, I sup-
pose. In this climate, abetted by industry marketing and
media hype of one breakthrough after another, should we
be surprised that physicians complain about inflated pa-
tient expectations, or that many patients or their families
want aggressive treatment without limits when faced with
death? Should we be surprised that some consider the
death of Terri Schiavo, defined as simply disabled and
thus not beyond the reach of medical care, as nothing less
than murder? Religious conservatives and disability advo-
cates often now team up to call into question the motives
of those seeking an acquiescence in death, attributing it to
moral insensitivity, to a denigration of those with dimin-
ished capacities, or to a crude desire to cut costs by elimi-
nating the expensively burdensome. They are adding a
new instability to an already complicated situation.

I do not mean to suggest that end of life care is bur-
dened simply by medicine’s profound ambivalence about
death, intensified by a public that shares some of that am-
bivalence. No doubt advance directives have never had the
impact hoped for because most people resist facing up to
their eventual death (even the preparation of ordinary
wills is widely neglected). Education and publicity can
make a dent in the otherwise poor figures (less than 25
percent have advance directives by most accounts), but
the fact that most deaths are not seen up close and occur
for the most part in old age does not push the reality of
death in one’s face the way it once did. If you don’t want
to think about it, there are lots of ways to look in other di-
rections.

No less important, it seems, is what I call the multiple
variable problem. Just as health care reform in the United
States is stymied by a large number of competing interests
and a plethora of subversive variables, end of life care has
its own excess of variables. Even with the best will in the
world and advance directives (or surrogates) in place,
much can go wrong; disagreements between doctor and
patient, doctor and doctor, family and patient, family and

doctor, hospital and medical cultures (some favorable and
some cool to advance directives), and so on.

The Schiavo case illustrates the point. Had she or had
she not clearly stated her desires? Who had her best inter-
ests at heart, her husband or her parents? Even if recovery
was unlikely was it at least possible, and might some fur-
ther treatments have made a difference? We all have our
answers to those questions, but the point is that it was not
hard to pick a fight. There are many cases that do not rise
to the sad and unseemly level of the Schiavo fight. Many
people will conclude that it is vitally important to have
clear advance directives or a dependable surrogate, while
others, unwisely and unhappily, seem to have concluded
that there is some kind of plot afoot to do in patients in a
persistent vegetative state or with other disabilities. There
is no such plot (though surely some insensitivity here and
there), but advance directives do not guarantee you will
get what you want, only that they may increase the likeli-
hood you will.

and its practitioners think about death and locate

it in the human life cycle? There is no doubt that

the nature of dying has changed and no less doubt that
medicine has been encouraged to grab death by the throat
and not to let go—even as our biology one way or anoth-
er continues to conspire to bring us down. I believe Paul
Ramsey was profoundly wrong in holding that there can
be no death with dignity. The weakest sense of dignity in
the context of dying focuses on the loss of control, that of
life’s trajectory leading irreversibly downhill, the body
falling apart, marked by incontinence, pain, humiliation,
dependence upon others for our very existence. One ceas-
es to be the person one once was and wanted to be, with
a new physical (if not necessarily psychological) identity
taking its place, not one to be admired or to be proud of.
I call that “dignity” in the weak sense, not because
physical identity is unimportant but because, as many sur-
vivors of genocide, starvation, death camps, and severe
disability have shown, there is more to a human life than

T he question left hanging is: How should medicine
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the state of the body. The serious sense of a loss of digni-
ty I understand to be the supposed ultimate insult that
death brings to life, which was what Ramsey had in mind:
I live, therefore I am.

I have never understood why someone should feel that
way. Surely from the viewpoint of species welfare, death is
no evil. It is a condition of constant species renewal
(though I grant that species vitality does not do much for
me as an individual). But death does not seem to me to be
an evil if it comes at the end of a long life, one marked by
a completion, or near it, of those aims that mark a full
life. It is no accident that weeping is ordinarily absent at
the funeral of an elderly person. Almost all of us know old
people who, while still enjoying life, profess themselves
ready to die and seem to mean it. It is hard to see indig-
nity in a death marked by that acceptance. Of course
there are many others, not yet old, not yet with a full life
behind them, who will be ambivalent, and some will not
want to give up, at least not at once. Advance directives
can have an important place for them; and when they are
ready to go, palliative care will usually be needed. One
can only hope they will die in the hands of physicians and
nurses who will understand their plight and their needs.

Considerable progress has been made during the past
three decades in improving the care of the dying. But
there remain some old obstacles, familiar from the start,
and some that are not many years old. Physicians unwill-
ing to give up and indifferent to patient desires are still
with us, just as soon-to-be patients resistant to advance di-
rectives are still with us. There is unfinished work here to
be done. Forces on the scientific side that treat death as
the great enemy, not to be tolerated, and on the ideologi-
cal side, seeing snares and delusions in end of life care,
create the new obstacles.

How our society responds to those two forces will
make a great deal of difference; if we are not careful, we
could reverse the progress made to improve end of life
care thus far. In the end, we die, and it is not an evil that
our biology has made it so. We can and will argue about
the timing and the details, about acceptable and unac-
ceptable deaths. That is right and proper. Difficult deci-
sions will never run out. But if we hedge our bets about
the inevitability of death, waffling and dreaming—a fresh
science-driven embrace of the denial of death—then we
are likely to face worse lives and, when it comes, worse

deaths.
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The End of Autonomy

by ROBERT A. BURT

ttention to end of life care in contemporary

bioethics took its initial impetus from the New

Jersey Supreme Courts Karen Quinlan decision
in 1976, and from this very beginning, there has been a
disconnect between theory and reality. In authorizing
ventilator removal from Ms. Quinlan, who was in a per-
sistent vegetative state, the court relied on the principle
of respect for autonomous choice. It gave no weight to
the wishes of Quinlan’s parents or her physicians; the
only person with any legally recognizable claim was Ms.
Quinlan herself. But she was in no position to make any
decisions about continued use of the respirator. Before
the incident that left her in a persistent vegetative state,
she had never expressed any wishes about how she should
be cared for if she became ventilator-dependent, and af-
terwards she was incompetent and had no prospect of
ever regaining competence.

The court quickly bypassed the central problem in ap-
plying the autonomy ideal to her by positing that if she
had been competent, she would have had a right to
choose withdrawal, that she should not lose this right
“merely” because she was now incompetent, and that her
father could exercise this right for her, so long as he acted
on the basis of what he believed to be her wishes rather
than on his own view of her best interests. From its mod-
ern origins in the Quinlan case, then, the autonomy
framework for conceptualizing end of life decision-mak-
ing has had a distinctly artificial cast of mind. It is only
thirty years after Quinlan, however, that we can now
clearly see what should have been evident from the be-
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ginning: the autonomy framework in the context of end
of life decision-making simply doesn' fit the facts.

This is not to deny that protecting patient autonomy
in end of life care, as in all medical treatment and re-
search, is an important principle. Nor is it to deny that
disregard for patient choice has been a longstanding and
unjustifiable feature of medical treatment and research.
But the facts are that applying the autonomy framework
in end of life decision-making has had little practical ef-
fect and much fictitious posturing. Efforts to persuade
people to create and implement advance directives to
protect their autonomy if they should become incompe-
tent have essentially failed. The fictive character of these
directives is revealed with special clarity in the laws of
some thirty-nine states providing that where an incom-
petent person has not specified a health care proxy in ad-
vance, the state will make that choice itself on the
premise that most people would want what the state
wants for them—that is, spouse first, adult children sec-
ond, and so forth.

The explanation for the failure of the advance direc-
tive movement emerged with considerable force in the
early 1990s, with the empirical findings of the Study to
Understand Prognoses and Preferences for Outcomes
and Risks of Treatments (SUPPORT). This study tested
the most extensive, rigorous effort that had ever been
tried to assist terminally and critically ill patients and
their families in making informed choices about end of
life care. Notwithstanding the magnitude of this effort
toward promoting choice, it produced no effective re-
sults. The SUPPORT data instead revealed—in findings
that have been subsequently confirmed in other set-
tings—that most patients and their families did not want
to make decisions about their end of life care. Though
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most patients in the study were persuaded to fill out ad-
vance directives, a substantial portion of these patients
and their families ignored their prior directives as death
drew near. They simply did not want to talk about the re-
ality that they were facing death; and most medical pro-
fessionals returned the favor with equal reluctance to talk
about dying.

Two Responses

here are two ways to respond to this consistently con-

firmed reality. One way—the dominant way for the
past thirty years—has been to redouble efforts to promote
patient and family choice-making. The second is to turn
our attention away from the autonomous choice frame-
work in thinking about end of life decision-making. I
think we would be best advised to take this second way—
not to override autonomous choice, but to remove this
value from the center of attention and to recast our think-
ing about end of life care to promote different, though
not necessarily inconsistent, goals.

One lesson I draw from our failed efforts to promote
individual end of life care choice-making is that this pur-
suit, besides having limited potential for practical effect in
individual lives and deaths, also carries substantial social
dangers: it is likely to yield abuses as bad as, and even di-
rectly similar to, the abuses of physician authoritarianism
that the autonomy framework was intended to correct.
The crucial impetus for the modern embrace of the au-
tonomy framework for terminally ill patients was mistrust
of physicians, based on a belief that they regularly disre-
garded the wishes and interests of their dying patients by
pursuing aggressive, painful therapies with no realistic
possibility of success, by withholding effective pain relief
generally, and by abandoning their patients when death
became patently unavoidable. The equivalent dangers in
the autonomy framework arise from the practical reluc-
tance of most people to exercise choice.

People are reluctant to exercise choice in end of life
matters because of cognitive difficulties that inescapably
afflict everyone in contemplating the reality of death. Pro-
ponents of the autonomy framework during the past thir-
ty years have not ignored these difficulties; instead, they
have inveighed against them. According to their preach-
ing, we should end our “denial of death” and view it
rather as a “natural part of life,” to be accepted in the same
way that we accept any inevitable biological given (as
some say death once was seen in some prior golden age or
may still be seen in some other contemporary culture).

But we avoid acknowledging this biological inevitabil-
ity not simply from fear of death but from a cognitive
drag on our ability to comprehend death. We may parrot
the language of rational choice in comparing our fears
about death with our fears about continued life in the face
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of illness or disability, and we may enact a convincing ap-
pearance of autonomous choice in contemplating death.
But it is very difficult, at the core of our thinking, to con-
vince ourselves that death is rationally comprehensible.
Death is more than a future condition with uncertain
benefits and detriments. It is more than the absence of
life. It is the absence, the intrinsic contradiction, of mean-
ingfulness. The very concept of the choice-making self,
the construct on which the autonomy principle depends
for its coherence, is radically unsettled—even made in-
comprehensible—by the actual, imminent approach of
death.

A more conventional view is that some people may be
afflicted with this inability to comprehend death, but
some—perhaps many or even most—are not, and the
task in applying the autonomy principle is to devise
guidelines for distinguishing those who are and those who
are not “‘competent” to exercise rational choice. But the
difficulties in drawing this distinction are so profound
and the consequences of our inevitable failure so grave
that we should not put this differentiating enterprise at
the center of our practices about end of life care.

The most convincing explanation for the medical
abuses inflicted by the health care system on dying pa-
tients is physicians’ and others’ sense of the “wrongness” of
death. The incomprehensibility of death readily translates
into a conviction that death is a kind of grammatical
error, a misfit in a world that can be rationally compre-
hended. In the medical lexicon, death is understood as an
error to be corrected, opposed, negated. Displacing clini-
cians and blaming their commitment to rational mastery
over death does not, however, cure the problem posed by
death’s incomprehensibility. Death’s status as a grammati-
cal error leads not only to medical triumphalism and the
abuse of dying patients, but also to a conviction that
death is “wrong” morally. Even if one can comprehend,
intellectually, that some things are worse than death and
that morally condemning a biological inevitability is non-
sensical, nonetheless a persistent undertow pulls continu-
ously in the opposite direction. This moral ambivalence
toward death might be consciously denied. And some
people may be more capable than others of rigidly main-
taining this denial into the maw of death itself. Burt for
most people, successful resistance to this moralized under-
standing is akin to success in refusing to think about ele-
phants in response to a command that you must not—
whatever you do, you must not—think about elephants.

The consequences of thinking forbidden thoughts
about the moral wrongness of death are fraught with dan-
ger. If death is a moral wrong and you cannot avoid
dying—indeed, if you actively embrace dying—then it
follows that somebody must be punished for wrongdoing.
Physicians could, of course, punish their dying patients
for this transgression, and when they held a central
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Death’s wrongness cannot be entirely repressed; a buried sense of its

wrongness will push toward expression. The challenge for social

regulation of end of life care is to design countervailing schemes.

choice-making role, they did. But though they are now re-
moved from that role, the impulse to blame has not van-
ished; it has simply changed structure. As the choice be-
longs to the individual, the punishment will be individu-
ally self-inflicted. The precise content of this punishment
varies—perhaps patients’ insistence on aggressive and
painful, though patently futile treatments, perhaps their
refusal to request effective pain relief, perhaps their em-
brace of premature death. But in all such cases, the abuse
previously inflicted by physicians on dying patients will
reappear, for the same underlying reasons, as abuse inflict-
ed by dying patients on themselves. The ironic conse-
quence of the autonomy principle—that decisions about
death are the legitimate prerogative of no one but the
dying person—is that blame, too, will attach only to the
dying person, and will be attached by the dying person to
himself.

The abuse of dying patients—either self-inflicted or ia-
trogenic—is not inevitable, however. It is only ambiva-
lence about death—some lurking, ineradicable sense of its
wrongfulness, juxtaposed against all rational arguments
for its inevitability and even preferability—that is in-
evitable. The impetus for turning this ambivalence toward
abuse is denial—not “denial of death,” in the convention-
al sense of that cultural construct, but denial of the
wrongness of death. Death’s wrongness, like the expressly
forbidden thought of an elephant, cannot be entirely re-
pressed; and if it is banished from consciousness by a sin-
gle-minded insistence that death is “good” or “dignified”
or “accepted,” the unconsciously buried sense of wrong-
ness and guilt accompanying death will push toward ex-
pression in action. This is the dynamic by which an unac-
knowledged sense of wrongdoing and guilt expresses itself
by wrongful action that implicitly invites condemnation,
even as the action is explicitly enshrined in protestations
of righteous conduct.

Countervailing Schemes

he challenge for social regulation of end of life care is
to identify the circumstances in which this malign
dynamic is likely to take hold and to design countervail-
ing schemes. Reliance on patient autonomy is not an ef-
fective countervailing scheme, any more than the now-
discredited reliance on physician autonomy for deciding
whether and when death should occur.
The following three proposals respond to this problem:
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(1) No one should be socially authorized to engage in
conduct that directly, purposefully, and unambiguously
inflicts death, whether on another person or on oneself.

(2) Decisions that indirectly lead to death should be
acted upon only after a consensus is reached among
many people. No single individual should be socially
authorized to exercise exclusive control over decisions
that might lead to death, whether that individual is the
dying person, the attending physician, or a family mem-
ber acting as health care proxy.

(3) As much as possible, end of life care should not de-
pend on explicit decisions made at the bedside of a spe-
cific dying person but rather should be implicitly dictat-
ed by systems-wide decisions about available resources,
personnel, and institutional settings—that is, by setting
up default pathways that implicitly guide and even con-
trol caretaking decisions in individual cases.

The rationale for the first proposal is that the direct,
purposeful, and unambiguous infliction of death leaves
no psychological space for acknowledged ambivalence.
Whether the infliction is carried out on oneself or on oth-
ers, it demands an unambivalent claim of rightness and
righteousness that is psychologically impossible and thus
invites self-contradictory expressive actions.

Our current regulations for end of life decision-making
do offer psychological space for acknowledged ambiva-
lence in various ways. The rules that permit withholding
or withdrawing life-sustaining care provide some comfort-
ing assurance that these actions do not in themselves in-
flict death because the underlying illness is the cause of
death. At the same time, the logical tenuousness of this
reasoning promotes conscious acknowledgment of am-
bivalence—that is, of the close proximity of these actions
to wrongful conduct. (This protective dynamic is com-
pellingly described by Miles Edwards and Susan Tolle in
an article about removing a competent, conscious postpo-
lio patient from a ventilator in response to his insistent re-
quest. Although rationally convinced of the moral cor-
rectness of this course, Drs. Edwards and Tolle reported
nonetheless having a powerfully troubling sense of wrong-
doing, of “purposeful killing.”) The logical tenuousness
of the distinction between relieving pain and hastening
death in the high-dosage administration of opioids to
dying patients—the so-called “double effect” principle—
has the same psychologically protective function, serving
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simultaneously as permission and a warning sign about
dealing with death.

The protective function of these logically tenuous rules
tends to erode over time, as their routine application dulls
everyone’s sense of the close correspondence between per-
mitted and forbidden conduct authorized by these rules.
The clearest indication of this erosion is in the arguments
put forward by advocates for physician-assisted suicide
and euthanasia. These advocates insist that withholding or
withdrawing life-sustaining treatment or applying the
double effect principle is logically identical to purposeful,
unambiguous infliction of death, and that this logical
identity means that all these steps are morally equivalent
and morally correct. These contemporary advocates fail to
see that, far from justifying this “next step” toward pur-
poseful killing, the plausibility of their logical claims
about existing practices should raise concerns that these
practices have themselves lost their function as protective
expressions of ambivalence toward death.

Our guiding principle for social regulation should be
that the more comfortable clinicians and patients are with
actions implicating death, the more socially dangerous
these actions become. Preserving these “illogical” lines be-
tween accepting and hastening death—between physi-
cian-assisted suicide and withholding or withdrawing
treatment or administering high-dosage opioids—is in the
service of promoting conscious awareness of moral dis-
comfort. Eliminating this discomfort, as urged by advo-
cates for physician-assisted suicide and euthanasia, is logi-
cal but terribly wrong—and socially dangerous because
the unconsciously buried conviction of wrongdoing ulti-
mately will express itself in eruptions of blameworthy
conduct.

Toward Shared Decision-Making

y second proposal, that social regulations should not

designate any single individual to exercise exclusive
control over decisions that might lead to death, would re-
quire a more radical departure from existing arrange-
ments. Forged on the anvil of autonomous individual
choice, existing arrangements search relentlessly for a sin-
gle designated decision-maker based on a clear-cut hierar-
chy of authority. The desperate intensity of this search is
revealed by the state laws, noted above, that denominate
proxy decision-makers even where an incompetent pa-
tient has made no prior selection. In particular, this in-
tense search is apparent in the provision of those laws re-
garding multimember proxies, such as parents or children
or siblings; many such laws specify that for this class of
proxies, majority vote shall prevail and, in the event of tie
votes, the class is disqualified from decision-making au-
thority. The implicit goal in these laws is not simply to

S12

find some single decision-maker but to find an unam-
biguous choice about life-sustaining treatment.

There is a practical imperative behind this goal because
of the binary character of the decision to treat or not to
treat. But honoring this imperative means suppressing the
ambivalence that is likely to accompany this decision. If it
is more socially and psychologically protective to ac-
knowledge and address this ambivalence in the course of
decision-making, the better course would be to amplify
the opportunities for expression of differing views—thus
forcing everyone’s ambivalence about death-dispensing
decisions toward visible acknowledgment. To accomplish
this goal, provision of life-sustaining treatment must be
the default option unless and until all of the affected par-
ticipants (family members and clinicians) have come to a
consensus about withholding or withdrawing.

When the patient is competent and prepared to make
a decisive choice, the autonomy principle does properly
bestow hierarchically superior authority with the patient.
But even in this clear-cut case, there are other, important-
ly affected participants who should have some voice in the
patient’s ultimate decision—not a veto but a voice, a
chance to talk to the patient and address and amplify the
ambivalence that the decision-making patient himself is
likely to feel but also likely to deny.

Beyond—or perhaps one should say, above—this psy-
chological benefit of consultation, there is an ethical prin-
ciple that demands this consultative process. The compe-
tent patient may have the ethically highest priority in de-
cision-making; but his or her decision to continue or dis-
continue treatment has a powerful and lasting impact on
family members and on health care clinicians. Yet their
stake in the decision is ignored when we fixate on the pa-
tient’s autonomous choice. Their stake may ultimately de-
serve less weight than the competent patient’s choice; but
some weight nonetheless is appropriate and can be re-
spected by rules providing for some consultative process-
es.

Perhaps these consultations should be mandatory in all
cases. Perhaps some exception should be made where the
patient adamantly resists any consultation, but even here
the patient should be required to explain his refusal to
some third party. In this explanation, some degree of re-
spect at least would be paid by the patient both to the pos-
sibility that he is suppressing his own ambivalence about
his decision and that others will be powerfully affected by
his decision and thus have some ethically mandated stake
in it.

Where there is no competent patient or clear-cut ad-
vance directive from the now-incompetent patient, the
autonomy principle provides no ethical basis for giving
priority to any one among many plausibly affected parties.
The practical imperative of making an unambiguous
choice among binary alternatives might justify some arbi-
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trarily imposed hierarchy among potential decision-mak-
ers. But this imposition should be postponed for a con-
siderable time while the parties are forced, by their explic-
itly shared decision-making authority, to collaborate with
one another and to explore the possibilities of a genuine
consensus.

This extended consultative process cuts against the
grain of current medical practice. The process is time-con-
suming and emotionally draining. Clinicians are not ade-
quately compensated financially or psychologically for
these costs. They are, moreover, typically not trained to
engage in these consultative processes. Extended consulta-
tion with distressed family members in conflict with one
another about treatment alternatives requires considerable
emotional investment and resilience among clinicians. It
requires, among other things, that clinicians confront
their own discomfort and ambivalence about the death-
dispensing decisions that are a regular part of their daily
routine. The automatic, instantaneous designation of a
single decision-maker—whether it is the competent pa-
tient or one family member among many to speak for the
incompetent patient—permits clinicians to avoid these
arduous, complicated confrontations with conflicting
family members and with conflicts within themselves.
This is the path of least resistance—and the path of great-
est individual and social danger toward routinized, unac-
knowledged abuse.

My third proposal, that systems-wide default pathways
should self-consciously be constructed to implicitly guide
and even dictate caretaking decisions in individual cases,
derives from the same psychological premises as the other
proposals. Systems-wide decisions establish the context
and frequently dictate the content of individual bedside
decisions on such matters as allocation of resources, locus
of care (home versus hospital versus nursing home), and
the roles of professional and informal caretakers.

This is the lesson, for example, of the SUPPORT find-
ing that the place of death (home versus institutional set-
tings) did not depend on patient or family preferences.
Rather, it correlated directly with the availability of insti-
tutional beds—the more beds in any region, the more
likely that terminally ill patients in those regions would
die in those beds. It is highly unlikely, however, that any-
one involved in the systems-wide decision-making that
produced more or fewer hospital beds acknowledged,
even to themselves, that their decisions would have a di-
rect effect on dying patients and would virtually dictate
whether these patients died at home or in hospital. The
impact of these systems-wide choices on dying people
was, in an important sense, invisible to everyone—even
though a momencs clear thought would have made it vis-

ible.
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The same phenomenon is found in the familiar exam-
ple of the psychological difference between systems-wide
decisions to withhold resources for improving coal mine
safety and particularized decisions to withhold rescue re-
sources from workers trapped in coal mine accidents. In
both contexts, lives will clearly be lost by withholding
safety and rescue resources and, moreover, the number of
lost lives is precisely calculable. But in withholding expen-
ditures for coal mine safety, the lives lost are statistical pro-
jections; for trapped coal miners, impending deaths are
made real with specific names, faces, and families. The
ethical costs and psychological dangers of withholding re-
sources from rescue are therefore much greater than for
withholding preventive expenditures. Withholding rescue
resources feels like inflicting death and is inevitably guilt-
provoking, while withholding resources for preventive
safety measures feels like an impersonal policy decision, in
which we may easily begin to calculate that death may be
socially desirable given the costs of preventing it.?

In making decisions about the care of dying people, we
should take advantage of the psychologically protective
implications of systems-wide decision-making. As much
as possible, we should make systems-wide decisions in
which, at the moment when the decisions are made, no
specific dying person is an acknowledged target.

The three proposals have one common theme: that the
focus of attention shifts away from individual choice-
making autonomy in the social arrangements regarding
end of life care. Because the autonomy focus has no sub-
stantive content—because it is ostentatiously silent about
whether death is desirable or undesirable, but insists only
that each individual should make this value choice for
himself—it has served the same psychological purpose
that I have criticized throughout this essay, namely, to
deny ambivalence about death—to deny that death can
be both attractive and repulsive at the same time, and to
deny that decisions either to accept or to resist death are
more fraught with possibilities of abuse when this core
ambivalence is suppressed rather than acknowledged in an
open and sustained way. Acknowledging this ambivalence
is difficult. These difficulties have given impetus to the re-
lentless search for a single decision-maker regarding end
of life care—whether that decision-maker was the attend-
ing physician, under the old ethos of physician paternal-
ism, or the individual patient, under the new ethos of in-
dividual autonomy. We have seen enough by now to
know that the current path is not a reliable improvement
over the old.

1. M.]J. Edwards and S. W. Tolle, “Disconnecting a Ventilator at

the Request of a Patient Who Knows He Will Then Die: The Doc-
tor’s Anguish,” Annals of Internal Medicine 117 (1992): 254-56.

2. For an extended, illuminating discussion of this proposition,
see G. Calabresi and P. Bobbitt, Tragic Choices (New York: W. W.
Norton, 1978).
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Living LLong in Fragile Health:
The New Demographics Shape End of Life Care

by JOANNE LYNN

ot long ago, people generally “got sick and
Ndied”—all in one sentence and all in a few days or

weeks. The end of life had religious, cultural, and
contractual significance, while paid health care services
played only a small part. Now, most Americans will grow
old and accumulate diseases for a long time before dying.
Our health care system will cleverly supplement the
body’s shortcomings, making it possible to live for years
“in the valley of the shadow of death,” fearing not only
death but also all sorts of evil from the regular dysfunc-
tions of our health care and social systems. In a sense, the
great success of modern medicine has been to transform
acute causes of death into chronic illnesses. Mostly, we do
not spend much time or money on cures—these are
quick and cheap when they are available at all. Instead,
health care now involves substituting better chronic con-
ditions and helping people to live with implacable ill-
nesses, a few of which are stable and many of which are
progressive but not life-threatening. However, each of us
eventually lives with a set of conditions that are, taken to-
gether, progressively worsening and eventually fatal.

This is a very different way of coming to the end of
life from that of “the old days,” when people died in
childbirth, of occupational hazards, of periodic epi-
demics, and with the first heart attack. In 1897, Sir
William Oslers The Principles and Practice of Medicine
noted that the usual adult hospitalized with diabetes
would die within a month. Things have changed so
much that today we don't really have the language, the
categories, and the stories to help us make sense of our
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situation. One hears people say, “He’s not dying yet,” of
a person living with fatal lung cancer. Generally, that
means he’s not yet taking to bed, losing weight, and suf-
fering from pain, as would be expected when dying is all
that he can do. But the category is used as if one is either
“temporarily immortal”—which is the usual state of
human beings—or “dying,” in which case the person is
of a different sort, having different obligations and rela-
tionships. “The Dying” are expected to do little but wrap
life up and go. But this dominant myth about dying does
not fit many people. Many elderly people are inching to-
ward oblivion with small losses every few weeks or
months.

If our language does not accommodate the new reali-
ty, it is not surprising that our shared social life has not
yet taken up the challenge. No characters on evening
television are cracking jokes while dealing with Grand-
ma’s wandering and incontinence. No movies show the
accommodations needed to live with advanced emphyse-
ma. As a patient once told me, “No one in the Bible died
like this.” People find little guidance when they look to
our ancient texts for comfort and advice on how to live
while walking a tightrope of serious illness and frailty,
propped up by modern medicine.

That lack of social understanding also shows in the
conceptual apparatus we have used in trying to bring re-
form to what happens in the last part of our lives. Re-
markably, we have used the language of decision-making
and law more often than that of spiritual journey and
psychological meaning. In the 1970s, the issues were
framed as “the right to die” or “the right to choose.” The
work of the President’s Commission on Ethical Problems
in Medicine and Biomedical and Behavioral Research
marks a transition to the language of “foregoing life-sus-
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taining treatment.” At that time, widespread reaction to
the suffering inflicted on patients by cancer treatments
and to mainstream medicine’s inattention to physical pain
led to the only widely adopted change in health care de-
livery in the last half of the twentieth century—hospice
programs. Half of Americans use hospice at least briefly
before dying. However, most of the time spent living with
serious illnesses that will end in death is spent not in hos-
pice care, but in the indistinct zone of “chronic illness”
that has no specific care delivery system. Most of us aspire
to “healthy aging,” but we should also ensure that we can
“live well while very sick and dying.”

In this short essay, I will lay out the framework for a
promising approach to reform. First, reformers must un-
derstand some core facts about illness, aging, and disabili-
ty, and the dysfunctions of the categories and language
that we have inherited. Second, we should tailor service
delivery arrangements to serve the three common trajecto-
ries of service needs that people tend to follow in their last
phase of life. Third, we should strategize to build the po-
litical base to insist upon rapid practical change, starting
with family caregivers.

Factors in the End of Life

n the recent past, a number of events have shaped the

last part of life. Oregon debated and eventually accept-
ed a process that allows physicians to assist in some delib-
erate suicides. Most hospitals, including all of the Veterans
Health System facilities, are beginning to offer palliative
care programs. New drugs and devices often add a little to
the time spent living with fatal conditions but also greatly
increase costs. Families still provide most of the supportive
care without financial compensation, but the effects on
family caregivers are becoming more obvious as their
numbers, ages, and emotional and financial burdens in-
crease.

One element that has influenced the course of reforms
in care for the last part of life has been some data-driven
insights from the SUPPORT project. The Study to Un-
derstand Prognoses and Preferences for Outcomes and
Risks of Treatments, or SUPPORT; enrolled more than
10,000 seriously ill patients in five hospitals from 1989 to
1994. The project initially aimed to understand and im-
prove decision-making for these patients through better
information about outcomes and better support for those
making decisions. Since SUPPORT enrolled people who
had one of nine serious illnesses, or were old and had a
nonelective admission, a great many patients died during
data collection. While the population is not representative
and the data arose fifteen years ago, the SUPPORT pro-
ject illuminated a number of facts that otherwise had been
overlooked or had never before been substantiated. For
example:
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1. Many patients suffer substantially in the time before
dying.

2. The patients, their families, and their professional
caregivers did not see adverse symptoms or aggressive
treatment as serious shortcomings of care.

3. Statistical models could accurately predict the likeli-
hood of survival for two or for six months, both for in-
dividual patients and for groups of patients.

4. Knowing reliable predictions concerning survival did
not affect patients, family members, physicians, or nurs-
es: they continued to follow usual treatment patterns.

5. Prognoses remain ambiguous even very close to
death. For example, the median person dying of heart
failure today had a 50-50 chance yesterday to live an-
other six months. Good care for the dying requires tak-
ing care of many who will live for a long time with their
serious illnesses.

6. Counseling about the possible alternatives for care
and encouraging decision-making that implemented pa-
tient preferences among available options had no effect
upon patterns of care.

7. The course of care is much more strongly associated
with the service supply and habit patterns of the local
care system than with the particular preferences or prog-
noses of the individual patient.

Several other facts also shape the possibilities for reforms.
First, despite our cultural (and perhaps our universally
human) distaste for the fact of finitude, American society
is gradually learning to expect disability in old age and to
accept that serious illness and death are inevitable. Thirty
years ago, hospital staff attempted resuscitation on nearly
every person whose heart stopped. Now, only a small mi-
nority of patients, mostly those with some real chance to
benefit, undergoes resuscitation. In a similar vein, the
U.S. Preventive Services Task Force has started including
some “upper limits” on the ages at which screening tests
make sense.

Second, the costs and burdens of care are highly con-
centrated in the last years of life, especially when one ac-
counts for long-term disability. One recent study found
that, for those alive at age eighty-five, one-third of life-
time health costs are still ahead.

Third, knowledge about the body has been organized
by disease and organ system, and claims about quality or
costs of care have been organized by program and setting
(nursing home or intensive care unit, for example). Those
who are very sick over a substantial time before death,
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Society could build care arrangements around the major patterns of

decline and dying. For any population, one could estimate the care

needs and arrange to have them available at the right time. This

approach conceives of the challenge of end of life care as a problem of

system design.

who routinely have more than one illness, and who need
many care settings challenge the care system design. In-
stead of noticing only virtuoso medical interventions, so-
ciety is beginning to value continuity and comprehensive-
ness, or even just reliability. Nevertheless, initial contem-
plation leaves one overwhelmed by the infinitely varying
arrays of physiological dysfunctions, personal preferences,
family situations, and other aspects of a person’s circum-
stances as they become ill “through to death.” Some have
contended that the proper course requires the care system
(and the family and community) to discern and create the
strategies needed to support each patient’s individual situ-
ation. At the least, this view contends that patients should
get to choose from among available options and craft
their own end of life. While this approach has substantial
appeal, it entails remarkable inefficiency and quickly
reaches its limits when the services that would best serve a
particular patient could be available only if they served a
substantial number of patients in an area.

Trajectories of Decline

his conundrum leads to the very creative interface of

seeking opportunities for “mass customization,”
which is how most successful product or service suppliers
match their goods to the needs of important subsets of
their potential markets. The reform agenda has focused
on crafting patient-centered care around each individual
patient or, in contrast, on altering major elements of the
entire care system, such as payment policy or standards
for care settings. Mass customization instead aims to de-
fine manageable populations with similar needs and then
engineers services that match the size of that population
and its predictable needs. This endeavor has found its an-
chor in the observation that most people follow some fair-
ly stereotyped courses in those last months and years. The
most common three trajectories of care needs over time
are these:

1. Long maintenance of good function despite known
fatal illness, with a few weeks or months of rapid decline
as the illness becomes overwhelming and leads to death.
While many diagnoses can lead to this course, the major
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cancers are the typical cause. Probably about 20 percent
of Americans follow this course.

2. Slow decline in physical capacities punctuated by se-
rious exacerbations, with death often coming rather
suddenly. If patients survive an episode, they may well
return home without much worsening of their everyday
limitations; but at some point, rescue attempts fail. Al-
though many diagnoses can lead to this course, chronic
heart failure and emphysema are the most common;
about 25 percent of Americans follow this course.

3. Long-term dwindling of function, needing years of
personal care. Although half of this population has seri-
ous cognitive failure as part of the disease course, half
maintain cognitive function, at least when not stressed
by illness. Dying often follows a physiological challenge
that would have been a minor annoyance earlier in
life—influenza, urinary infection, pneumonia, or a bro-
ken bone. Approximately 40 percent of Americans fol-
low this course.

These three trajectories are roughly sequential in the
ages afflicted, with fatal cancers peaking around age sixty-
five, fatal chronic organ system failures roughly a decade
later, and frailty and dementia afflicting mostly those who
live past their mid-eighties. As science and public health
more reliably prevent or delay onset of cancer, emphyse-
ma, and heart disease, the proportion of the population
facing the third course will increase.

One can see how a society could build care arrange-
ments around these three patterns, following the mass
customization approach. Those facing the first trajectory
need excellent medical care during the long period of
good function, meshed with supportive hospice care for
family and patient during the period of rapid decline.
Those living with the second trajectory benefit from dis-
ease management to reduce the likelihood of exacerba-
tions and to sustain all possible function, along with rapid
intervention at the first sign of exacerbation (often in the
home rather than the hospital) and good advance care
planning directing the eventually overwhelming exacerba-
tion. Those living with the third trajectory need support-
ive care over many years, including assistance with the ac-
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tivities of daily living, housing, and comfort. The core
need is to support family caregivers, although they also
need reliably paid aides and institutional care. For any
population, one could estimate the care needs and arrange
to have them available at the right time. Patients, families,
and providers would still make small adjustments to fit
their capabilities and preferences, but the core arrange-
ments for care would already be in place, rather than
being patched together for the first time around each pa-
tient.

This conception of the challenge of care for the end of
life as a problem of system design reflects a very different
concept from “refusing life-sustaining treatment.” Indeed,
it is really quite different from imagining that the core
problem is decision-making by patient and physician.
Those remain important, but this approach does not as-
sume that good care could arise from prudent choices by
individual doctors and patients. Rather, it starts from the
claim that the care system should be designed to serve the
vast majority of patients “on autopilot.” That is, if no one
makes any particularly strong choices, still just about the
right things will happen for patients because they are
“built into the system” and are part of the expected pat-
tern.

This is what happens now in obstetrics. Just a few
decades ago, women had to advocate personally for the
services each wanted; now nearly everyone is well-served
by a care system that supports prepared labor, bonding
with the baby, breastfeeding, and other desirable goals.
One way to think about the reforms needed in end of life
care is to aim for a care system in which almost every pa-
tient would get very close to what serves him or her and
the family well, without having to advocate for himself or

herself.

The Shape of a Reform Agenda

One implication of the SUPPORT findings concern-
ing prognostication and the model involving trajec-
tories is that we cannot build workable care systems that
serve only those who will die quickly. Rather than the
Medicare hospice program’s approach of conditioning tai-
lored care to the near certainty of death within six months
(and thus the median survival of just a few weeks), effec-
tive restructuring of care will need to serve populations
that include people who end up dying after some years, as
well as those who die soon. No strategy is available, for ex-
ample, that would serve most who die of heart failure
without including many who live with those services for
years. With most conditions, including heart failure, the
timing of death is just too unpredictable to enable good
services to be conditioned upon reliable short-term pre-
dictions of death.
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Three General Trajectories of Function and Well-Being
over Time in Eventually Fatal Chronic llinesses

Palliative care teams trying to achieve quality improve-
ment often find the relevant population by asking what
we have come to call the “surprise question.” Instead of
asking whether the person has a prognosis of some short
limit (such as having a prognosis of six months, which
Medicare regulations require if a patient is to qualify for
reimbursement of hospice benefits), the clinical team asks,
“Is this person sick enough that it would be no surprise
for the person to die within the next six months, or a
year?” Whether one looks a few months ahead or a year
turns out not to matter much; at stake is whether the per-
son is in a fragile enough condition that relatively minor
worsening or intercurrent illnesses could spell the end of
life. Some of the patients identified by “the surprise ques-
tion” will end up living for years in a fragile state, and
some will die soon, but all typically need the services that
are priorities in the last part of life: advance care planning,
comfort measures, assistance for daily activities, family
support, and so forth. Whether a particular person needs
this help for a few weeks or a few years, the social plan-
ning requires arranging services that can stay with the per-
son throughout.
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One might think that the concentration of suffering
and costs would have led to substantial investments in
learning how to serve people as they pass through that last
part of life. However, investments of this sort have been
very slow in coming. While the Soros Foundations Pro-
ject on Death in America, the Robert Wood Johnson
Foundation, and others did invest during the last decade
in building palliative care consultation in hospitals and
grassroots citizen action, very few substantial demonstra-
tion projects have tested reformed care delivery, very little
basic science research has targeted symptoms and disabili-
ties, and few initiatives have started to alter the dysfunc-
tional financial incentives that favor medical, surgical, and
pharmacological interventions over reliability, continuity,
and comprehensiveness.

I recently participated in a review of the state of the sci-
ence underlying palliative care. The review was worded as
optimistically as possible, but the science was indefensibly
inadequate on virtually every issue, from measuring better
and worse outcomes of care to assessing the merits of stan-
dard therapies. I came away feeling that this must have
been the state of science regarding heart disease fifty years
ago—when most of the “science” was expert opinion and
much of it was inadequate, even erroneous. In twenty
years, when the aging of the Baby Boomers doubles the
number of people living with serious illness in the last
years of life, society will have to focus on generating reli-
able science and insights about effective care. Otherwise,
we are sure to make major errors and incur major ineffi-
ciencies in serving the burgeoning population.

What might make the last part of life as comfortable
and meaningful as possible, at a cost that the community
can sustain? Some elements of the shape of a worthy re-
form agenda include the following:

1. Articulate thresholds of severity of illness that are also
administratively convenient for indicating the onset of
serious illness expected to last to the end of life.

2. From that time on, focus on care arrangements that
stay with the patient and family across time and settings
and that are comprehensive across all care needs.

3. Insist on high standards of symptom prevention and
relief, family support, and planning ahead.

4. Pay sustainable salaries and decent benefits for such a
system’s employees, and discount the costly services that
have much smaller expected benefits (often, the high-
tech devices or costly drugs).

5. Develop supports for family caregivers, such as health
and disability insurance, respite care, and evidence that
the community honors and respects their work.
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6. Develop adequate supply of all of the critical compo-
nents of good care—hands-on services for personal care
as well as hospital care and good nursing homes as well
as on-call nurses to handle crises in home care.

7. Monitor the effectiveness and efficiency of innovative
approaches and deliberately replicate proven models,
aiming to evolve a highly reliable, sustainable care sys-
tem within a decade.

In a way, this reform would dramatically expand hospice
principles of continuity, patient and family focus in prior-
ities, and encouraging care at home. It would also build
on the social supports and endurance of home and insti-
tutional long-term care. It would evade the sense that pa-
tients must give up on treatment to get good care, but
would still make them unlikely to use burdensome treat-
ments of limited value. The costs are probably not greatly
different from those of our current approach, but the pri-
orities are.

What gets in the way of doing this?

First, of course, many powerful interests have substan-
tial investments in perpetuating the current dysfunctions.
Those who lobbied for a broad prescription medication
benefit under Medicare are not likely to have the same in-
terest in lobbying for good working conditions for nurs-
ing home aides or for strategies that reduce the use of hos-
pitals. Who could advocate for a more reasonable and bal-
anced approach? The answer, tellingly, is that no strong
industry interests are aligned with good care for the end of
life. Even the professional trade associations have to look
first to the best interests of their particular part of the puz-
zle, be it hospice programs or nursing careers.

The only group that comes to the fore as a potential
powerful force for thoughtful reform is family caregivers.
Almost all people have been, will be, or now are family
caregivers. They—really, we—could take on an identity as
a political force and demand that leadership focus upon
these issues. That is a daunting claim—to take a diverse
group that now has no particular self-identification, con-
vince them that they have shared interests, and see them
forge a political agenda and carry it through. Hope lies in
the fact that the alternative is so distasteful—wasteful, un-
reliable services that also bankrupt the country and de-
moralize family members—and that all of us face this fate
together, across the entire range of wealth and family
structures.
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Conflict and Consensus
at the End of Life

by NANCY NEVELOFF DUBLER

t is hard to die in America. A process that should

shield patients as they disengage from life instead

leads with increasing frequency to conflict and
media attention and provides an opportunity for third
parties with political or self-serving agendas to feather
their particular ideological and personal nests. For a few
years after Quinlan (and before Wendland, Baby K, and
Schiavo), it seemed as if a tentative consensus had been
reached that death is not always the worst outcome. Fam-
ilies received support in their attempts to avoid a pro-
tracted dying for loved ones. Ethically and legally cogniz-
able elements in end of life decisions included: the agree-
ment of physicians about the prognosis of unlikely recov-
ery; prior wishes of the patient related to medical treat-
ment and quality of life; and matters of suffering. Clear-
ly some patients and family wanted “everything done to
maintain life,” but if pain control were assured, many
chose less invasive, more comforting interventions. But
consensus is hard to achieve, and even harder to main-
tain, in a dichotomized society. Recent developments il-
lustrate the truth of this proposition.

The medical-ethical climate is clearly changing and,
in prominent cases, families are now demanding contin-
ued support for patients long after the patient has lost re-
lational ability and conscious appreciation of surround-
ings. Moreover, these sorts of decisions appear to be part
of a new political and moral agenda that sees the “right to
life” as applying both to the beginning and to the end of
existence. Rather than reaching a more finely honed con-
sensus about the values and practices that undergird end

__________
Nancy Neveloff Dubler, “Conflict and Consensus at the End of Life,” /m-
proving End of Life Care: Why Has It Been So Difficult? Hastings Center Re-
port Special Report 35, no. 6 (2005): S19-S25.
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of life care, conflict has come to dominate the discussion.
The consequences are serious for patients, health care
providers, family members, and society. Moreover, the
economic costs of these ethical challenges will have a se-
rious effect on allocation of resources in a population
with an ever-increasing number of persons who are not
medically insured.

Whatever consensus once existed in end of life care
was based on the assumption that death is not always the
worst medical option for a terminally ill, suffering, or in-
sensate patient. But defining the worst and the best is
never simple. Everyone is ambivalent about death: both
the family members who confront this most singular and
terrifying event, and the physicians, nurses, and others
who regularly witness it. In end of life narratives, major
confrontations about death often build on a history of
small prior skirmishes. Increasingly, private conflict is
playing out not in patient rooms and hospital corridors,
but rather in the nation’s courts and legislatures. Conflict
about death and dying is one of the new arenas for ex-
hibiting the political, social, and moral cleavages in
American society.

Conflict is endemic in American society. We thrive on
it and encourage it. We litigate civil disagreements that
would have no place in the courts of other nations. The
founding fathers disagreed about the underlying princi-
ples of the statehood. A largely two-party system has reg-
ularly magnified political, economic, and religious differ-
ences in pursuit of politically viable territory. Democracy
is messy and unkempt; it provides a platform for voices
that challenge expert opinion and insist on the integrity
and wisdom of their dissenting positions. And our once
emerging but apparently now declining consensus about
the end of life—forged in courts and state legislatures,
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supported by model legislation, and regulated by depart-
ments of health—is in danger of being entirely undercut
by politics and the needs of the infotainment industry.

The brief period of consensus on death and dying fa-
cilitated the wide dissemination of “brain death” as an ac-
ceptable alternative to the prior understanding of death as
the “irreversible cessation of cardiac and respiratory func-
tion.” This change supported the development of organ
donation by deceased persons. Consensus has also permit-
ted the honing of standards for withdrawing and with-
holding life-sustaining care and has fostered the authority
of health care agents to act on their judgment that the best
interest of the patient lies in death. The growth of pallia-
tive care services and hospice programs that offer alter-
nate, evidence-based medical care for patients at the end
of life made the nascent consensus operable.

The Schiavo case reflects the fact that death is the new
arena for self-serving professional and partisan preening
and for potential political gain. Death stories feed the in-
satiable media machine, which in turn feeds the beast of
dispute on the juicy red meat of dying or moribund pa-
tients. This casting of end of life care as an opportunity for
conflict is a tragic development. Unfortunately, as the
Schiavo case demonstrated, death may be good politics.
As the case of Teron Francis illustrates, death can provide
priceless media exposure. Both goals provide fodder for
the American conflict mill.

Published news reports of the Francis case set out the
basic narrative without divulging fresh details and violat-
ing the patient’s confidendiality:
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LATE-NIGHT hosp. drama keeps tragic
[Bronx] boy on life support

According to [Robert] Genis [the family’s attorney], the
family traces Taran’s [sic] illness back to April 6, when
he had a terrible toothache.

He was taken to Bronx-Lebanon Hospital’s pediatric
dental clinic, and scheduled for root-canal surgery on

April 15, the family said.

But when he showed up, in the care of two older
teenage relatives, he was told the surgery couldn’t be
performed. His relatives weren't old enough to give per-
mission for the procedure.

Two days later, on Sunday, Taran’s toothache had devel-
oped into a blinding headache, and Marcerlyn [the boy’s
mother] also was feeling achy and disoriented.

By Monday, Taran was vomiting and seeing double. His
mother called 911 and both were taken to Bronx-
Lebanon Hospital.

In the emergency room, doctors examined Taran and
told Marcerlyn the infection that had started as a

toothache had traveled to her son’s brain.

That's when he was wheeled away crying, “Mommy.”
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Rather than reaching a more finely honed consensus about the values
and practices that undergird end of life care, conflict has come to
dominate the discussion.

Both were admitted to the hospital and assigned to dif-
ferent rooms.

Soon after, Taran’s doctors did a spinal tap to see if he
was suffering from meningitis, said Marcerlyn’s sister-in-

law, Anne Marie Douglas.

“And ever since then he’s been unconscious,” she report-

ed.

“They started doing CT scans, they came up negative,”
she said. “Then they did an MRI and found his brain

-
was swelling.

On Tuesday, he was transferred to Montefiore.!

Let Teron go in peace—then demand
answers

Officials at elite Montefiore, where Teron was trans-
ferred last Tuesday said yesterday that the moment the
boy arrived at their facility doctors suspected he was al-
ready brain dead.

By Thursday, their suspicions were found to be correct.

“Brain death is death,” Montefiore’s Dr. Kathryn

McVicar explained. “It is devastating to families because
P g

they have no idea what that means.”

TRAGIC KIN WIN
Only they can pull plug on boy: judge

Teron’s family had gone to court earlier Friday [April
22] after a doctor reportedly told them they had 24
hours to grieve before the seventh-grader would be
taken off life support.

Hospital officials have repeatedly denied that they
planned to pull the plug on the boy—and they did so
again yesterday.

“That is not our practice and not our policy,” insisted
Dr. Gary Kalkut, Montefiore’s medical director. “Our
policy is to support and accommodate the family until
they come to grips with this diagnosis.”
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Additional articles published in New York newspapers
during these events further illustrate the potential for con-
flict fueled by media misunderstanding of medical facts
that experts on end of life cases take as a given. They also
illustrate the sensationalism that is at the core of much
media coverage. On April 23, the New York Daily News
reported:

A BRAIN-DEAD BRONX teen struggled to survive
with the help of a respirator yesterday as his loved ones
whispered into his ear—pleading with him to beat the
odds. “Jesus raised Lazarus from the dead and he will
raise you,” his grandmother, Lorna Douglas, 68, said
lovingly to the boy. . ..

“What the family really wanted was for God to be call-
ing him,” said family lawyer, Robert Genis. “If his heart
stops, it stops. They just didnt want someone to pull

the plug.” . ..

“I believe in miracles,” Marcerlyn Francis said earlier
through tears while caressing her son’s hand. “His heart
is still beating and he’s warm, and I am not going to give
up on him right now.”

Robert Genis, the lawyer for the family, held press confer-
ences daily. At one point, he stated that the hospital was
not providing the appropriate “standard of care” because
the child was not receiving antibiotics. The National
Chief of Advocates for Disabled Americans, Veterans, Po-
lice, Firemen, and Families joined to lobby on behalf of
care for the child.

Finally, on April 29, the New York Times, which had as-
sumed a respectful silence during the conflict, ran a story
under the headline: “Boy, 13, Dies After Dispute Over
Life Support Is Settled.” The Zimes reported:

Teron Francis, the 13-year-old Bronx boy who slipped
into a mysterious coma about nine days ago, died yes-
terday after his parents asked doctors at a Bronx hospi-
tal to turn off his respirator. His death ended a bitter
feud between the family’s lawyers and the officials of the
Montefiore Medical Center over his care there.

Were this narrative merely an aberration, it might be
disregarded as one more story from the New York City
borough that brought you the 1970s movie Forr Apache,
the Bronx. But this is not an event that will be without se-
quelae. Some were immediate. In the middle of the Teron
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Francis case the sister of an eighty-two-year old patient
who was brain dead stated that she would “go to court”
rather than consider the implications of the determina-
tion.

The conflict surrounding the death of Teron Francis re-
flects public misunderstandings about medicine and the
weaknesses in today’s health care system. It involved a
child who died from an easily remedied problem that
clearly would have been addressed in a family better
served by the health care system. It centered on an African
American family who apparently had no relationship with
a stable and trusted family physician; was framed by a
lawyer who saw an opportunity for publicity; and was su-
pervised by a judge who saw himself as Terons protec-
tor—as the “guardian” of this patient, his ward. An insa-
tiable media monster that saw good copy and good
footage seized the story and reported on it daily.

Sources of Conflict

in a very different time in American social history.
These early cases, which explored decisions to withdraw
medical treatment and permit death, focused on the fol-
lowing questions: Who gets to decide, based on what sorts
of rules, with what relationship to the known wishes of
the patient, and with what possibility of review? And re-
view by whom—{family or courts, or both? Courts and
state legislatures struggled honorably with these questions.
They produced thoughtful opinions and legislation that
grappled with developing legal and ethical concepts. They
did so, however, before the advent of twenty-four-hour
talk radio and twenty-four-hour cable television news, and
before tabloid sensationalism. The evolution in news pre-
sentation has produced an insatiable need for new quotes
and pictures and has given voice to grossly partisan and
self-interested discussants whose comments, by their pre-
sentation in the media, gain credence as opinions with
merit. For many listeners and viewers, hearing it on the
radio or seeing it on television provides apparent legitima-
cy for dubious assertions.

Public misunderstanding is not likely to be the worst
outcome for inaccurate reporting and melodramatic nar-
rative. On May 8, 2005, the New York Post and the New
York Daily News both ran stories that indicated that a
Bronx Assemblywoman and the judge in the Teron Fran-
cis case were planning to introduce legislation to make it
easier for families to contest determinations of death by
medical centers. The Daily News reported that the presid-
ing judge, who had attended the boy’s funeral, stated, “I
found myself forming a special bond with his family be-
cause we shared that terrible decision together.” The arti-
cle reports, “Assemblywoman Naomi Rivera (R-Bronx)
said she will introduce legislation this month to make it

Ouz’nlan, Saikewitz, even Eichner and Storer, occurred
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easier for families to contest determinations of death by
hospitals until the family have had time to confirm a di-
agnosis.” Under her draft bill, whenever a patient is de-
clared brain dead, a family member may object to with-
drawal of organ support systems and may appeal to the
court for review of the underlying decision. A New York
State Supreme Court Judge (in New York the Supreme
Court is the lowest court of general jurisdiction) would
then be required to go to the bedside, meet with all par-
ties, and rule on whether the patient is really dead. Pend-
ing that ruling, “treatment” would have to continue. One
can only hope that this draft legislation will be deflected
along its path to law.

The last decade has been one of exponentially increas-
ing conflict in medicine. The dynamics of the doctor-pa-
tient and provider-patient relationships have been de-
formed by the increasing focus, in fact and in the media,
on the cost-containment thrust of both managed care and
acute care medicine. In the ambulatory setting, physician-
patient relationships have been disrupted by employer
shifts in contracts demanding patient shifts in loyalty. Pa-
tients are increasingly aware of these economic inroads
into medicine, whether they are actually shifted to a new
provider or whether they merely experience a change in
the benefit package, an increase in the copay, or a new bar-
rier to vault on the way to second opinions or tertiary care
expertise. The doctor-patient relationship has become
rather crowded with discharge planners, fiscal officers, re-
imbursement specialists, and length-of-stay managers.
There are simply more parties to any decision and thus
greater potential for misunderstanding, misinformation,
disagreement, and dispute.

These areas of potential dispute are often converted
into actual conflicts by issues of race, color, and class.
Class and race matter. They especially matter at the end of
life. The last years have seen the spread of the use of ad-
vance directives. Informal surveys of audiences to whom I
speak have indicated that people who have trusts and es-
tates specialist attorneys—people with assets—always
have medical advance directives executed as a part of their
advance care financial planning. But in practice, in the
Bronx, from the AIDS epidemic until now, care providers
find that patients are almost uniformly uninterested in ad-
vance directives designed to limit care at the end of life.
Patients in the Bronx, many of them persons of color, are
interested in access to care, not in limiting care.

And it is not merely perceptions of unfairness and dis-
crimination that affect the positions of patients and fami-
lies. The data are crystal clear: patients of color do not re-
ceive care equal to that received by patients who are not
minority. Thus it is neither paranoid nor ungrounded for
patients and families of color to question whether the care
they are receiving is the best that medicine can offer.
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In most disagreements about care, many of which are characterized as

bioethical dilemmas, effective interventions informed by techniques of

dispute resolution and mediation can be found.

In its study Unequal Treatment: Confronting Racial and
Ethnic Disparities in Health Care, the Institute of Medi-
cine found that “a consistent body of research demon-
strates significant variation in the rates of medical proce-
dures by race, even when insurance status, income, age,
and severity of conditions are comparable. This research
indicates that U.S. racial and ethnic minorities are less
likely to receive even routine medical procedures and ex-
perience a lower quality of health services.” For example,
minorities are less likely to be given appropriate cardiac
medications or to undergo bypass surgery and are less
likely to receive kidney dialysis or transplants. They are
also less likely to receive opioid analgesics. In contrast,
they are more likely to receive certain less-desirable proce-
dures, such as lower limb amputations for diabetes.

Resolving Conflict

l_low can medicine in general and bioethics in partic-
ular adjust its practice in this new era of politicized
and polarized death? The Schiavo and Francis cases illus-
trate a number of propositions. First, family decision-
making does not always comport with the wisdom of
medicine, law, and bioethics. Second, appeals to prior pa-
tient wishes, the gold standard of surrogate choice, may
not resolve difficult decisions about death. Third, private
decisions may be surfaced by appeals to the media and to
courts, not to mention legislatures and congress. And
fourth, bioethical and legal labels may provide a platform
for and encourage intellectual and emotional chaos. In
these cases and in many others referred for bioethics con-
sultation, the bioethics hook is really the entrée into a full-
blown conflict that must be resolved if care is to go for-
ward.

These cases illustrate out-of-control, irresolvable con-
flict. It is my premise, however, that while conflict is en-
demic in medicine and is exacerbated by the emotional
rawness that surrounds the process of dying, it can often
be recognized and managed for the benefit of families,
providers, and patients. Schiavo and Francis reflect con-
flicts that became unmanageable as the result of personal
emotional issues. But most cases of disagreement and con-
flict are and should be managed as a part of good medical
care. Leonard Marcus captured the notion of conflict in
biomedical ethics a decade ago:

SPECIAL REPORT/ Improving End of Life Care: Why Has It Been So Difficult?

By its very nature the arena of medical ethics is replete
with conflict. Here principle meets practical: the burden
of allotting limited resources challenges what may be a
morally correct course of action; personal encounters
policy; a hospital-wide procedure may not fit the unique
circumstances of a particular patient; and a mixed mul-
titude, sometimes a whole committee, ponders a ques-
tion ultimately in the domain of the individual. In a
health care setting, doctrines of justice and patients’
rights translate into concrete decisions based on imme-
diate reality. Although an action may directly affect one
particular patient, many people affect and are affected
by it, and thus may claim a secondary stake in what
happens. Herein lie the ingredients for conflict.4

That quotation was embedded in the first attempt to
structure a mediation process to guide bioethics consulta-
tion. That attempt has since been expanded and sharp-
ened in a second edition.> Both of these didactic guides
assume, based on the experience of a very active clinical
ethics service at Montefiore Medical Center, that most
calls for bioethics consultation are calls to resolve con-
flicts. There is generally a bioethical hook on which to
hang this first request for consultation, but that hook typ-
ically constitutes 5 percent of the problem; the remainder
of the issues are facets of conflict. Both works argue that
dispute resolution, specifically mediation, is a proper role
for bioethics consultation, for two reasons. First, media-
tion is one of the most efficient routes to resolving con-
flict. Second, and more important, mediation is the route
that best respects differences in the cultures of patients,
families, and health care providers.

Having highlighted a case in which conflict exploded,
let me describe a case in which conflict abated. The core
issue in this case was that the family of a capable patient
was interfering with his ability to provide ethically ade-
quate directives to the team and blocking him from re-
ceiving information he had a right to know.¢

The case came to my attention when the team in the
Medical Intensive Care Unit (MICU) called for a
bioethics mediation because the staff felt that the family
was preventing them from having a much-needed discus-
sion with the patient about his future care. In particular,
they felt that this patient, who was alert and aware and
had recently been removed from a ventilator, needed to be
involved in the decision about whether he would ever be
placed back on a ventilator. They stated that his two sons,
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who were loving and devoted and stayed with the patient
most of the time, were very opposed to having any dis-
cussion that might upset their father.

A meeting with the care team in the MICU—physi-
cians, nurses, and social workers—made clear that the pa-
tient was very sick, with a history of recovered melanoma,
carcinoma of the colon for which surgery had been per-
formed, and a series of cardiac problems that the patient's
cardiologist thought had “likely been addressed to the
maximum medically.” After meeting with the team, I met
with the sons and explained that the team felt obligated to
have some discussion with their patient about what sort of
care he would want in the future. The sons exploded, say-
ing this was unacceptable. I said we would do nothing
until we had all agreed on what should happen. After
much discussion about the patient and what a terrific per-
son and dad he had been, I asked how it would be if I
opened a discussion with him with three questions: Do
you want to discuss your future care with me? Would you
want me to talk to your sons about future care? and Do
you want to have this discussion without your sons being
present? The team felt we needed to ask the patient, as he
had just been extubated, whether he would want to be in-
tubated again if he should require it medically. Finally, as
there was no health care proxy, I would ask whether he
would like to appoint one of his sons as his health care
agent.

Both of the sons were very concerned that the discus-
sion not indicate that the care was hopeless and that he
was dying. They indicated that they realized how sick
their father was, but that they wanted him to retain hope.
They described him as an independent and proud person
who needed hope to go on. I described studies that indi-
cated that when family members try to shield the patient
from bad news, the patient usually knows the worst, and
the silence is often translated into feelings of abandon-
ment. We negotiated how I would begin the discussion
with the patient and arrived at a format that seemed com-
fortable for everybody.

I then reintroduced myself to the patient. The patient
was clearly very weak and tired. I began by asking him
who he would want to make decisions for him if he were
not able to make them himself. Would he want his sons to
do so? He answered, “Sure.” I asked him if Sam, the older,
should be first, and Harry next in the decision order. He
said that was great. The sons said that their dad had never
wanted to sign anything, and I assured them that we had
heard his statements and would place this discussion in
the chart. I asked the patient whether, since he had re-
cently been extubated, he would agree to be intubated
again if the doctors thought he needed to be. He said, “I
would think about it.” The sons said they, too, would
think about it. That appeared to use up the patient’s focus
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and energy. Full-blown conflict regarding whether to “tell
Dad” receded.

Mediation in this case worked with the sons to craft an
approach to their father that they could tolerate, if not
embrace. The mediation prevented the bifurcation of
family and staff. It was labor intensive, requiring two
hours, but it provided clarity going forward. A short an-
swer, enshrining the capable patients consent and con-
demning the sons, would have created full-blown con-
frontation. At the end of life, short answers are inappro-
priate; only essays will do.

Generic notions of culture direct our attention to uni-
versal attributes of human behavior and to clear legal rules
and ethical principles. Local culture takes into account
family idiosyncrasy and the care providers history and
refers to those complex systems of meanings that are cre-
ated, shared, and transmitted by individuals in particular
social groups. Local culture directs our attention to diver-
sity, difference, and particularity. Patients and family
members share cultures that are based in ethnic group
identification, religious affiliations, and shared emotional
and family history. When these diverse patient cultures
encounter the abstract notions of medicine, the specific
created practice of the institution, and the individual edu-
cational and social backgrounds of the medical profes-
sionals, conflict and disagreement are likely to occur. Very
often what a bioethical analysis does is to privilege ideas
that are the basis for academic exploration and analysis.
This approach favors the dominant medical culture. Me-
diation, by contrast, parses those closed systems of analy-
sis and intelligence and requires respect for the unarticu-
lated values and preferences of the particular patient and
family. The messy structure of a democratic society de-
mands that the principle of “respect for persons” be actu-
alized by a process that ferrets out and helps to amplify the
silent value commitments of patients and family mem-
bers.

The Schiavo and Francis cases are instances in which
conflict was fueled by medical reality, fanned by self-serv-
ing professionals, and in Schiavo, sustained by American
political divisions. In most disagreements about care,
however, many of which are characterized as bioethical
dilemmas, effective interventions informed by techniques
of dispute resolution and mediation can be found. In
most instances of patient care, there are medical options
from which to choose. The choice is directed not exclu-
sively by medical determinants, but far more by issues of
religion and personal values. These techniques of dispute
resolution can be mastered and put at the ready for con-
flicts as they emerge, rather than waiting for them to be-
come intractable.

Bioethics mediation is a process in which the mediator
facilitates a discussion between and among the parties to
the conflict. This person comes fresh to the facts of the
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case, impartial to the situation of the case, uninvolved in
the prior treatment decisions in the case, and unallied
with any party in the particular disagreement. The medi-
ator helps the parties to identify their goals and priorities
and to generate, explore, and exchange information and
options. The mediator identifies styles and patterns of
communication and is alert to the differentials of power
and authority that inevitably infuse medicine, especially
provision of acute care. Bioethics mediation combines the
clinical substance and perspectives of bioethics consulta-
tion with the tools and techniques of the mediation
process in order to:

¢ identify the parties to the conflict;

* understand the stated and latent interests of the par-
ticipants;

* level the playing field to minimize disparities of power,
knowledge, skill, and experience (to the degree possible)
that separate medical professionals from the patient and
family;

* search for a common ground, especially one that is
time sensitive;

* ensure that the consensus reached is a “principled res-
olution,” in light of legal rights and ethical scholarship;
and

e follow up to be sure that the agreement reached has
sufficient structural supports to become the reality of
care.

This process, which is itself a part of the product, differs
dramatically from articulated proscriptions for bioethics
consultation. Many clinical ethics professionals state that
this process describes, in large measure, what they do in
the hurly-burly of their consultations. Nonetheless, the
value added from articulating these guidelines and adher-
ing to their notions of evenhandedness is that it provides
greater rigor in bioethics consultation and a commitment
to the essay answer, not the selection among multiple
brief, seemingly principled choices.

Mediation is especially suited to conflicts at the end of
life because time is of the essence; deciding not to reach a
decision is not an option. Medical decisions, especially
those about life and death interventions, have their own
thythm. The juggernaut of care is likely to roll forward
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but for the sort of explicit, time-sensitive decisions that
mediation can facilitate. In addition, mediators are opti-
mists, and they oft