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A young boy attending his first baseball game asked his father,
“How can the umpires tell a ball from a strike?” The father
suggested that afler the game the boy pose the question to the three
umprres.

When the boy asked the first umpire, he responded, *I call
them as I see them.” The second wmpire answered, I call them
as they are.” But the third umpire stepped back and staved at
the boy. “Son,” he said, “they ain’t nothing till I call them!”
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Introduction

THROUGHOUT HISTORY AND across cultures, the moment of death has
held great fascination. The change in status from living person to corpse
has not only clinical consequences but also profound psychological, le-
gal, moral, religious, and economic implications. However, the advent
of medical technology has raised a new set of troublesome questions
about just when the transition between life and death occurs. Technology
has made the determination of death both more difficult and more im-
portant: more difficult, because we can now stretch out the dying pro-
cess; more important, because organ transplantation, concerns about
the quality of life, and the need to conserve resources have challenged
our reliance on the traditional cardiopulmonary criteria of death.

In the early 1980s, after the recommendation of a presidential com-
mission, states adopted a new definition of death based on total and
irreversible cessation of brain function. Thus, even when respiration and
heartbeat were sustained by technology, a person could be declared dead
if all brain functions were irretrievably lost.* Supporters of the new def-
inition hailed it as medical and social progress and hoped it would help
solve the problems of limiting futile treatment and of providing a new
supply of organs to an ever-expanding waiting list of potential recipients.
Opponents either questioned the conceptual foundation of whole-brain
death or cautioned that adopting it would lead society down a slippery
slope that increasingly disrespects life. Supporters and opponents alike
recognized that only time and experience would reveal the full conse-

*This is referred to as whole-brain death. The term brain death has become a standard
shorthand way of indicating that the death is determined by neurological rather than car-
diopulmonary criteria. However, the term has caused confusion because it is sometimes
used to describe the status of the brain as independent of the status of the person. Thus,
we read in the newspaper, for example, that the patient is brain dead and death is immi-
nent. Some argue that this usage is unfortunate because it has encouraged the erroneous
notion that brain death is different from death. Others maintain that it is a reminder of
the persistent ambiguity about the status of the brain-dead patient.
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quences of this attempt to reconceptualize something as fundamental
and sacrosanct as who is dead.

In many ways it is remarkable how well society has adapted to this
new way of determining death. However, developments over the past
decade have created uncertainties, not only about brain death but also
about the proper application of the more traditional cardiopulmonary
criteria. Some of these questions have arisen from clinical experience
with the determination of death. Others result from unresolved concep-
tual confusion. In the early debates in the 1960s and 1970s, there was
some disagreement over whether the whole brain or only some portion
of it (either higher brain or brainstem) was required for a declaration
of death. More recently, questions have also arisen about just what is
meant by all brain functions.

Questions also have been brought to the fore by the increasing use of
techniques to obtain organs from non-heart-beating cadavers (NHBCs).
Several authors in this volume address this issue. NHBC protocols,
adopted by many transplant centers and organ procurement organiza-
tions, provide for the removal of organs, with appropriate consent, from
patients who are declared dead by traditional cardiopulmonary criteria
rather than by the neurological criteria that have characterized organ
procurement since the early 1970s and that continue to provide the over-
whelming number of potential patients for organ retrieval. NHBCs fall
into two general categories: (1) controlled death, in which ventilators
are removed from ventilator-dependent patients in the operating room,
and (2) uncontrolled death, in which catheters are immediately inserted
to preserve organs of patients who either arrive dead in the emergency
room or are unsuccessfully resuscitated there. Because of concern about
damage that may occur to the organs as they remain in the patient’s
dead body, there is a premium on a quick pronouncement of death and
rapid removal or preservation of organs. The controlled death NHBC
protocol that has received the most scholarly attention (largely because
the University of Pittsburgh engaged in a deliberately open process) is
the one used at the University of Pittsburgh Medical Center (referred to
as the Pittsburgh protocol). In this protocol, patients are taken to an op-
erating room, where the ventilator is removed and, after a few minutes
of asystole—the length of time being one of the controversies—the pa-
tient is declared dead and the organs are removed. Indeed, one of the
controversies that surfaces in this volume is whether NHBC protocols,
which rely on a cardiopulmonary criterion of death, ignore the neuro-
logical (whole brain) criteria, which may or may not be fulfilled at the
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time when organ retrieval begins. Finally, our changing moral and legal
attitudes toward end-of-life decisions and an increasing recognition of
cultural diversity in our society {e.g., many Orthodox Jews do not accept
brain death) have also contributed to new thinking about brain-based
criteria.

The essays in this volume reflect the deconstruction of what seemed
to be a scientific, philosophical, and even public consensus about the
definition and determination of death. This book brings together a
group of internationally prominent scholars in the first comprehensive
review of the clinical, scientific, sociocultural, ethical, and public policy
implications of the determination of death. Expert in medicine, neu-
roscience, philosophy, anthropology, law, and religious studies, these
scholars address a wide range of issues raised by our efforts to redefine
death. Their analyses extend from the highly theoretical and technical
aspects of defining death to very practical issues of medical practice and
public policy in the United States. The book grew out of a conference
held in Cleveland, Ohio, in November 1995, at which these and other
scholars debated the issues.

Debates about the definition and determination of death have oc-
curred almost solely among academics. By all appearances, the public
has little understanding of or even interest in the issue. One might con-
clude that the quict on the part of the public reflects acceptance. Alter-
natively, one could argue that the apparent indifference actually reflects
a lack of awareness of the debate and its significance in their lives. What
is probably true, based on the evidence we have, is that the public cares
a great deal about the actual determination of death but conceptualizes
or frames the issues in a very different manner from that of academic
physicians, philosophers, lawyers, and social scientists. At the heart of
public interest around death is not whether some pocket of cellular ac-
tivity in a person who by all accounts is “gone” means that person is
alive, but whether one can trust the medical profession to make deter-
minations of death in the patient’s interest, and not for some other pur-
pose, such as increasing the supply of transplant organs.

The gap between the academic and the public awareness of the issues
surrounding the definition and determination of death is like the elec-
trical gap that exists between the ground and gathering storm clouds on
a still summer evening. In the midst of a seemingly peaceful scene, a
sudden discharge of energy can shoot a lightning bolt through the sky
and disrupt the evening. This occurred in the spring of 1997, when sto-
ries in the Cleveland Plain Dealer and on the widely watched television
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show 60 Minutes “warned” audiences that physicians were hastening
death to obtain organs, in stories that were short on facts and long on
inflammatory accusations. Only time will tell whether these reports result
in a sustained loss of organ donation. Although they have not seemed
to stimulate public interest in the controversies around the determina-
tion of death directly, such lightening bolts could injure fundamental
public trust in the profession, and that in turn could affect how the
public responds to the issues described in this book.

The book addresses the issues in the academic debate and considers
their implications for public policy. Topics addressed include

—a historical review of the development of brain death, set in the
context of earlier efforts to define and determine death;

—the current status of the clinical diagnosis for both neurological
and cardiopulmonary death, including state-of-the-art technology
and current standards;

—a philosophical critique of current definitions and criteria for
death, including how much of the brain must be dead for a person
to be dead, how we can logically justify choosing which brain func-
tions are essential in distinguishing a living from a dead human
being, and how we determine the irreversibility and time of death
for both neurological and cardiopulmonary determinations of
death;

—the empirical data regarding the American public’s attitude toward
and knowledge about the determination of death;

—a conceptual exploration of religious views regarding the definition
of death;

—an examination of three medically advanced societies in which
brain death has played out very differently from the United States—
Japan, Germany, and Denmark—and how their experiences may
inform U.S. public policy;

—a discussion of various possible public policy options regarding de-
fining death. Should the current definition of death be further ex-
panded, contracted, or simply left alone? In an increasingly plural-
istic society, should we allow greater individual discretion about
when death occurs? Should we take the even more radical course
of uncoupling the determination of death from the various social
behaviors (e.g., taking organs) that have heretofore been associated
with it?

—an analysis of the interaction between philosophical argument,
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medical advances, and cultural beliefs in the development of public
policy, including the degree to which the public (judges, legisla-
tors, the press, and the lay public) can and should understand the
philosophical and scientific ambiguities about the determination of
death, and of the problems we can anticipate in the future as our
scientific understanding, clinical capabilities, health care system,
and society evolve over the next three decades.

Each of the book’s seven sections examines a different aspect of the
problem of defining death. Each section is preceded by a brief intro-
duction, written by the editors, that previews some of the main points of
the chapters and suggests a larger context for some of the issues raised.
Although each chapter or section can be read alone, the more extensive
readers will recognize how themes cross chapter and section boundaries.
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I

The Historical and Clinical
Framework

ParT I OF THIS BOOK lays the historical and clinical framework for the
current discussion about death. In the first chapter, Martin Pernick takes
the historian’s view, grounding the effort to redefine death in a socio-
cultural and developmental context. He reminds us that “the meaning
of death is shaped by the interaction of social and professional changes
in knowledge, power, and values” and cannot be understood separate
from them. Pernick looks behind the scenes at the fateful Harvard ad
hoc committee led by Henry Beecher in the late 1960s to illustrate how
efforts to change the definition of death were consciously motivated to
bypass troublesome moral problems. The ad hoc committee also re-
flected a growing (and, it could be argued, still growing) struggle be-
tween medical professionals and the public both to interpret broad social
values and to control the decisions flowing from such interpretations.
The themes of power and trust, elitism and populism run throughout
Pernick’s account. He demonstrates how public attitudes toward medical
science can be simultaneously idolatrous and fearful and can shift from
one to the other with tremendous implications for social behavior and
policy. These discussions provide an important background for the de-
bates about public policy later in the volume.

Fred Plum, in Chapter 2, provides a state-of-the-art review of clinical
and technological means for making a diagnosis of brain death. He dis-
cusses the anatomical pathology of brain injury, which provides a useful
insight into the dynamics of an unfolding catastrophic brain injury. He
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cautions about false-positive diagnosis and presents an important dis-
cussion of brain-damaged states that are sometimes clinically and con-
ceptually confused with brain death.

Of more than passing significance is Plum’s acknowledgment that two
of the reasons for the acceptance of brain death when the concept was
introduced in the late 1960s are no longer applicable. First, in contrast
to the early cases of brain death, somatic survival is now possible for
weeks and even months if aggressive critical care is pursued. Second,
Plum concedes that not all brain function is lost in many patients diag-
nosed as brain dead. He anticipates the discussions in Part III (the clin-
ical/philosophic interface) by retreating to the position long advocated
by Christopher Pallis in England, that is, that loss of brainstem function
alone is sufficient to make a diagnosis of death. Thus, by implication,
Plum rejects the emphasis placed by the President’s commission and
virtually all state legislation on the loss of all brain functions. He also
emphasizes the prognostic implications of brainstem death, rather than
any conceptual arguments that might underlie it—*Once the brainstem
functionally dies, there’s no turning back,” and “Neither Pallis nor I have
been able to find by personal contact or in the professional medical
literature a single example of a patient accurately diagnosed as being
brain stem dead [emphasis ours] who subsequently recovered any vital
brainstem function, much less any shred of arousal or consciousness.”

When all is said and done, Plum emphasizes the reliability of a com-
petent but low-tech clinical exam measuring the absence of brainstem
function, but not necessarily all brain function. The reader will judge
whether Plum’s conclusions are a savwy compromise or the beginnings
of a more widespread retreat from the notion of whole-brain death.



Brain Death in a Cultural
Context

The Reconstruction of Death, 1967—-1981

Martin S. Pernick, Ph.D.

NEWS ACCOUNTS OF THE world’s first successful human heart trans-
plant in 1967 made defining death seem as unprecedented as heart
transplantation itself—a radically new set of issues produced by a radi-
cally new technology. That impression was wrong, in two ways. Contro-
versies over the meaning of death long predated the 1960s, and they
have never been simply products of technology. Both before and after
heart transplantation, the meaning of death has been shaped by the
interaction of social and professional changes in knowledge, power, and
values.!

Ever since the mid-1700s, controversy and uncertainty about death
have resulted in part from scientific discoveries, especially in two areas
of basic physiological research, vivisection and suspended animation. But
the meanings attributed to these scientific discoveries drew on changes
in two other factors—physicians’ perceptions of how best to solve spe-
cific clinical problems and public attitudes toward the medical profes-
sion.

In addition to such long-term continuities, this chapter shows that the
period from about 1967 to 1981 also marked three major new develop-
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ments, First, conceptual issues that physicians had categorized as pure
science, abstract philosophy, or science fiction began to seem central to
clinical practice. Second, decisions previously left to the discretion of
individual practitioners began to be contested by other claimants to au-
thority. And, third, the irreversible loss of the capacity for all brain func-
tions won wide but not unchallenged acceptance as a means of diag-
nosing death.

In the late 1960s, the initial proponents of these changes were moti-
vated by the effort to solve several practical problems, such as how to
protect transplant surgery and when to withdraw futile treatments.
Equally important, physicians hoped that brain-death criteria would help
to defend their profession against newly revived populist mistrust. By
1981, however, the redefinition of death was repositioned, not as a de-
fense of physicians against public criticism, but as a defense of the public
against the invasive indignities of technological medicine. This change
was vital to the success of brain-death legislation.

These new concerns about “death with dignity,” however, did not
replace older public fears of being abandoned too soon. Nor did they
necessarily reduce the power of physicians to control the diagnosis of
death. And the resulting legislation left many conceptual problems un-
resolved, although interest in these issues was once more relegated pri-
marily to philosophers, physiologists, and mass culture.

After a brief sketch of the period 1900-1966, this chapter examines
the years between 1967 and 1981, focusing on both the continuities and
the changes. The goal is not to mine the past selectively for the roots of
present concepts, nor to judge the past by its failure to fit modern con-
ceptual categories, but to recreate the evolving meanings of death as
understood in the context of each particular era.

Optimistic Uncertainties over Death, 1900-1966

Throughout this century, discoveries in two areas of physiology—the
maintenance of living organs after their removal from the body and the
resuscitation of organisms from various states of suspended animation—
led to extensive debate about both the diagnosis and the meaning of
death. In prior centuries, discoveries in these same two fields of research
had provoked public and professional panic over the fear that living
people were being buried alive. But in the early twentieth century, un-
precedented public faith in medical science portrayed the discovery of
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new uncertainties not as dangers but opportunities, not as problems but
as progress.

That the pieces of vivisected organisms could be kept alive separately
had been demonstrated repeatedly since William Harvey in 1627 main-
tained the body of a decapitated rooster by inflating the lungs with a
bellows. In the 1910s the perfusion techniques of Carl Ludwig and Sid-
ney Ringer enabled Alexis Carrel to maintain isolated cultures of cells,
tissues, organs (including the heart), and even preparations of entire
organ systems. In the 1930s, Soviet and American scientists used these
methods to preserve separate life in the heads and the bodies of decap-
itated dogs and apes, and in 1963 Maurice Albin and Robert J. White of
Cleveland successfully maintained the isolated brains of rhesus mon-
keys.?

These experiments also proved crucial to the development of organ
transplantation. In animals, kidney transplants were successful by 1920;
human kidney transplants began in the late 1950s. Animal nervous tissue
was transplanted several times between 1890 and 1917. In the 1940s and
1950s, head transplants were successful in dogs and apes;® in 1965, White
and Albin reported transplants of isolated-brain preparations in a series
of six dogs.*

Similarly, research on resuscitation, which began with the develop-
ment of artificial respiration in the mid-1700s, also produced major ad-
vances in the first half of this century. Three generations of Russian and
Soviet scientists from Bachmetieff in 1910 to Negovskii in the 1950s dis-
covered that animals and people with no heart, lung, or brain activity
could be revived after prolonged hypothermia, exsanguination, drug
overdose, or other cause of suspended animation.®

Some of the same physiologists worked on both organ separation and
suspended animation. In the 1930s the Soviet Institute of Experimental
Physiology used a primitive mechanical heartlung device both to main-
tain life in the severed heads of dogs and to revive whole dogs after 15
minutes of induced cardiac arrest. In the 1950s and 1960s, White and
Albin used their research in hypothermia both to preserve dog brains
for transplantation and to revive whole animals after prolonged cold-
induced apparent death.®

Such discoveries led many scientists to propose new definitions of
human life and death. For example, Thomas Edison and Harvard em-
bryologist Charles Minot regarded individual life as a meaningless illu-
sion and insisted that life meant only cellular life. In reply, many neu-
rologists defined the integrative functions of the nervous system as
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constituting the life of an individual, distinct from the life of any other
body parts.”

The Soviet researchers studying resuscitation insisted that their work
reflected a specifically Marxist-materialist definition of life, in which
death was not necessarily irreversible. They equated life with the inter-
ruptible motions of a machine, such as a clock. Thus, there could be two
kinds of death-—reversible (clinical) and irreversible (final). Death oc-
curs when the body’s machinery stops working; irreversible death is when
the machinery is broken beyond repair. This view of death drew (without
attribution) on concepts and metaphors dating back to those of the mid-
eighteenth-century British pioneer in artificial respiration Dr. John Foth-
ergill. Like the eighteenth-century materialists, their Soviet counterparts
saw suspended animation as the curable form of death; resuscitation was
literally resurrection. In his 1939 narration of a film documenting the
Soviet experiments, British biologist J. B. S. Haldane declared without
qualification about a dog in induced cardiopulmonary arrest, “The dog
is dead ... Ten minutes have elapsed since the animal died.” The ani-
mal’s subsequent “revival” thus demonstrated that death was not nec-
essarily final ®

However, most Western researchers insisted that death was, by defi-
nition, always final and irreversible. In this view, suspended animation
had to be simply inapparent life, because there was no such thing as
reversible death. But if death was defined as permanent, there could be
no permanent criteria for diagnosing it because physiologists kept dis-
covering new ways of reversing previously irreversible changes. Short of
physical disintegration, reversibility could only be determined by the
success or failure of resuscitation. Thus, failure to respond to resuscita-
tion became the key criterion for diagnosing death.

Adopting that criterion made it possible to continue defining death
as irreversible. But it was useless for answering the key clinical question:
When may physicians stop attempting resuscitation? And it left unan-
swerable the crucial conceptual questions about the nature of life during
the interval in which no vital activity took place.®

A third source of debate over the meaning of death in the early twen-
tieth century sprang from the growing controversy over cuthanasia. Re-
defining death and allowing patients to die were both advocated as sep-
arate ways of resolving the same practical problem—deciding when to
stop treating certain patients. As early as 1915, a prominent Chicago
surgeon who publicly practiced eugenic euthanasia justified his actions
by invoking a brain-based concept of life. He declared that a retarded



Brain Death in a Cultural Context - 7

infant’s “tiny brain . . . was not a live thing—but a dead and fearsome
ounce or two of jelly.” He repeatedly insisted, “We live through our
brains . . . Those who have no brains—their blank and awful existence
cannot be called Life.”'°

The mass media avidly reported most of these developments, and, like
the scientists, they speculated on the conceptual as well as the diagnostic
implications. In the 1910s it was widely reported that suspended ani-
mation was “indistinguishable” from death. Media accounts often
adopted the materialist equation of cardiac resuscitation with resurrec-
tion. Through the first half of this century, magazine articles with head-
lines like “What Is Death” reported that science had raised questions
about the meaning of death and that physicians lacked both the diag-
nostic and the conceptual tools to answer them.

Although such claims had provoked panic in prior centuries, from
about 1900 to the mid-1960s these uncertainties were presented to em-
phasize the fascinating mysteries of science rather than the terrors of the
unknown. Mass media accounts raised hopes of immortality, rejuvena-
tion, evolutionary supermen, resurrection, and even time travel and the
elimination of racism, rather than the earlier panic over premature bur-
ial. 1t

But while physiologists and students of mass culture pondered the
meaning of these discoveries at length, medical practitioners rarely par-
ticipated in these discussions until about 1960.'? Perhaps because of the
media fascination with the speculative issues or because clinicians were
unfamiliar with the physiological literature, the medical profession was
slow to adopt discoveries ranging from hypothermia resuscitation to
community-based cardiopulmonary resuscitation (CPR). Articles in the
clinical literature on death continued to dismiss head transplants as im-
practical speculation and science fiction, even after physiologists had
demonstrated such procedures on higher vertebrates.'?

Clinicians gradually did begin to associate new discoveries in resus-
citation with concrete clinical problems. In one early example, a 1959
French report described coma dépasse, a newly reported syndrome de-
fined by the loss of all reflexes and all brain activity, in patients whose
heart and lung functions could be maintained but whose consciousness
never returned.™
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The Institutional Chronology of Brain Death,
1966-1981

Beginning in the mid-1960s, a new sense of clinical urgency led to a
novel series of committees and commissions on the definition of death.
A Ciba Foundation symposium in London in 1966, the 1968 meetings of
the World Medical Association in Sydney, Australia, the Second Inter-
national Congress of the Transplantation Society, and the New York State
commission on vital organ transplants, each drew upon and helped re-
inforce the belief that redefining death could help solve important prac-
tical problems.’®

The most specific and best-publicized of these institutional efforts was
the work of the Ad Hoc Committee of the Harvard Medical School to
Examine the Definition of Brain Death, chaired by anesthesiologist Henry
K. Beecher. Their 1968 report, published in the journal of the American
Medical Association, offered a set of criteria by which physicians could es-
tablish that a patient had suffered permanent loss of all brain functions,
from consciousness to primitive brainstem reflexes, and proposed that
these criteria be used by physicians as a new way of diagnosing death.!®

In the decade after the Harvard report, judicial decisions and state
legislation created a patchwork pattern of conflicting new and old meth-
ods for establishing that a person had died. To standardize this legal
tangle, the newly created President’s Commission for the Study of Ethical
Problems in Medicine and Biomedical and Behavioral Research drafted
a uniform model death law in 1981. Like the Harvard committee, this
commission recommended that the permanent loss of all brain functions
be accepted as a criterion for diagnosing death, but their statute also
recognized the continued validity of heartlung criteria for most cases.
Over the next decade, their recommendations were adopted by most
states, and they remain in effect across the nation today.!”

The formulation and acceptance of drain death raises three key issues.

1. Why did clinicians suddenly become concerned about an issue
long relegated to physiology and mass culture?

2. Why were whole-brain criteria for brain death adopted, instead of
various proposed higher-brain alternatives?

3. Which competing interests got to decide these questions?

This chapter examines each of these questions in the context of first the
late 1960s and then the early 1980s.
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The Harvard Criteria and Late 1960s America

The Need for the Concept of Brain Death

Henry K. Beecher favored brain-based criteria for diagnosing death, not
primarily to resolve conceptual uncertainties about the meaning of
death, but to solve several practical problems he attributed to new tech-
nologies, particularly organ transplantation and respirators.*® Transplant
surgeons needed to remove kidneys, hearts, and other organs as quickly
as possible without risking accusations of organ stealing or murder. But
the precise role of transplantation in shaping the Harvard criteria re-
mains very controversial. The Harvard report mentions transplants only
briefly, in the introductory paragraph. Committee member and histo-
rian Everett Mendelsohn remembers transplants as having been a pe-
ripheral concern. His recollections are reinforced by the research of his
former student, psychiatry professor Gary Belkin, who has carefully stud-
ied Beecher’s papers.'®

But other historians have drawn opposite conclusions from the same
documents. David Rothman quotes the 1967 letter to Harvard Dean Rob-
ert Ebert in which Beecher first proposed creation of the committee:
“The time has come for a further consideration of the definition of
death. Every major hospital has patients stacked up waiting for suitable
donor[s].” In response to an early draft of the committee report, Ebert
warned Beecher to downplay such references to organ harvesting. “The
connotation of this statement is unfortunate, for it suggests that you wish
to redefine death in order to make viable organs more readily available.”
These examples suggest that Beecher felt more concern over transplants
than was reflected in the committee’s final report.?

To understand how transplantation influenced the Harvard criteria,
one must distinguish several different concerns Beecher had about the
new technology. He wanted not only to promote organ donation, but also
to protect the profession against transplantation’s critics. He hoped the
Harvard criteria would not only increase the supply of organs but, more
broadly, defend the entire medical profession against the public percep-
tion that transplant surgeons were organ-stealing killers.?!

In addition, Beecher’s repugnance at what he considered the futile
waste of vital resources linked his concerns about transplantation and
mechanical ventilation. He hoped to end the wasteful use of both res-
pirators and transplantable organs by patients who could no longer ben-
efit from them. The committee report also expressed great concern over
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the “burden” to patients, families, and society caused by maintaining
those who had suffered “permanent loss of intellect.”

In discussing respirators, Beecher clearly distinguished between re-
defining death and withdrawing treatment from the living. Yet his writ-
ings on brain death jumped back and forth from one topic to the other,
not because he confused the two subjects, but because his concern was
to solve the practical problem of when to terminate useless treatments.
Whether the Harvard criteria were conceptualized as standards for de-
fining death or as standards for withdrawing treatment from the living
was less important to him than that the criteria gave physicians clear
guidance on when to stop treatment. His criteria for terminating treat-
ment could be justified on two very different conceptual bases. Beecher
regarded that as a sign, not of conceptual confusion, but of the objective
validity of the criteria.?

Several observers concluded that the Harvard criteria simply formal-
ized and made public the ad hoc procedures many physicians had al-
ready been using to make private decisions about treatment termination.
A 1968 New York Times editorial claimed that physicians had always made
decisions about when to stop treatment and that they often used per-
sistent loss of brain functions as an indicator that therapy should end.
Likewise, a 1977 medical article recalled that, in the 1950s, resuscitation
specialists used tests of brain function to select which patients not to
attempt to revive.®

A third practical problem that played a little-noticed role in shaping
Beecher’s approach to death was human experimentation. Beecher was
famous in the late 1960s not simply as a founder of academic anesthe-
siology but also as the author of a powerful exposé of medical abuses in
human experimentation. He initially undertook his study of permanent
coma as the chair of Harvard’s Standing Committee on Human Studies.
In the 1960s, many aspects of transplantation iself were still experimen-
tal, so regulating organ procurement was one part of regulating human
experimentation. But Beecher also noted that permanently comatose
bodies and their organs might be useful in many other kinds of experi-
ments, such as testing new drugs. Beecher apparently hoped that exper-
imenting on brain-dead bodies could reduce the need for live human
guinea pigs and thereby avoid the ethical complications caused by using
live human subjects.**

Beecher thus focused on the practical problems created by transplant
and resuscitation technologies, while he largely ignored the more ab-
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stract conceptual uncertainties revealed by these same technologies, Ac-
cording to Mendelsohn, Beecher shunned abstractions during the com-
mittee’s deliberations, insisting “1 want to see it in the organs.” The
Harvard report never mentioned that the ability to isolate preparations
of various “vital” organs had long since raised profound questions about
the nature of personal and organism identity. Likewise, it completely
ignored the long historical link between new resuscitation technigues
and concern over the meaning of suspended animation. As an anesthe-
siologist, Beecher knew that a variety of conditions, from drug owver-
doses to extreme cold, could cause a reversible state that otherwise met
his criteria for death. But the Harvard report said nothing about whether
such exceptions implied the possibility of discovering other reversible
deathlike states, nor did it mention uncertainty about the nature of life
during such states. It simply listed two of the most common causes
of suspended animation, cold and barbiturates, as exceptions to the
proposed criteria, without any comment on their conceptual implica-
tions

Although the Harvard report mentioned both respirators and trans-
plants as reasons for redefining death, all 17 New York Times articles on
the issue from 1967 to 1970 and 9 of 14 such articles from 1971 to 1974
attributed the need to redefine death primarily to transplantation, The
Washington Post, Chicago Tribune, and Associated Press followed suit. And,
unlike Beecher, the press reported on the conceptual as well as the prac-
tical implications of both transplantation and brain death, especially in
feature stories and opinion pieces.®

Whole Brain versus Higher Brain

The Harvard criteria specified that death required the termination of
all functions of the whole brain—both conscious and reflexive activities.
But even before the Harvard report, others understood brain death 1o
mean primarily the permanent loss of consciousness. A 1966 article in
Time magazine explained brain death as being “when the human spirit
is gone.” Volition, sensation, and thought seemed closer to defining the
“human spirit” than did the primitive integrative reflexes included in
the Harvard criteria. In 1971, Scottish neurologist J. B. Brierley, writing
in the Laneet, urged that brain death be defined not by the loss of all
brajn functions, but solely by the permanent cessation of “those higher
functions of the nervous system that demarcate man from the lower
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primates.”?” The ensuing controversy between advocates of whole-brain
and higher-brain criteria for diagnosing brain death often reflected a
much older conceptual contest over whether mental activity or bodily
integration constituted the essence of human life.

Because the Harvard report advocated whole-brain criteria, those who
favor whole-brain definitions have claimed that Beecher shared their con-
cept that organic integration is the defining characteristic of life. But
Beecher also frequently spoke as if he considered consciousness to be
. the crucial element. Thus, advocates of higher-brain definitions argue

that Beecher really shared their equation of human life with personality
or mental activity. In this view, Beecher used whole-brain criteria not
because he held a whole-brain definition of life, but because no higher-
brain criteria had yet been developed.®

However, both such claims distort Beecher’s concerns. Beecher
shifted back and forth between endorsing and rejecting consciousness as
the conceptual foundation of his diagnostic criteria. For example, he

~concluded a 1970 lecture by declaring, “There is a need to move death

to the site of the individual’s consciousness, and if loss of consciousness

is permanent, then to declare death.” In the discussion period, however,

when a priest asked him to clarify whether he meant to include cases of
coma with “spontaneous respiration . . . but no consciousness,” Beecher

replied, “Oh, then he doesn’t fit our criteria at all. We said no move-

ments, no breathing.”® Early in a 1967 lecture, he declared that “our
basic concern is with the presence or absence of physiologic life,” which

he defined as meaning “when integrated tissue and organ functions.
cease . . . Although some have attempted to make a case for the concept

of a corpse as one who is unconscious . . . from incurable brain damage,

one can nevertheless orient the situation swiftly by a single wry question:

‘Would you bury such a man whose heart was beating?” Yet by the end

of the same talk he seemed to endorse the view that death occurs “when

consciousness is permanently lost.”

Beecher clearly understood that consciousness and physiological in-
tegration represented two different meanings of life and death. But his
primary concern was not which competing theory of life won out, nor
whether his own theoretical positions were consistent. What counted was
solving such practical problems as protecting transplantation and ending
useless treatments. In choosing between whole-brain and higher-brain
death, as in choosing between redefining death and euthanasia, the
pragmatic utility of the diagnostic criteria drove his interest in theoret-
ical justifications, not the other way around. If two opposing concepts of
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death both were compatible with his criteria, Beecher saw that as objec-
tive confirmation of the criteria, not a troublesome conceptual confu-
sion. Mendelsohn recalls the committee’s conflation of criteria and def-
initions as having been “probably intentional” and the adoption of
whole-brain criteria as a deliberately conservative effort to build a con-
sensus among supporters of competing concepts.?!

Who Decides? Professional Power

The unique significance of the heart and its transplantation played a
major role in raising public and professional awareness of longstanding
uncertainties in defining death. But the new concern over defining
death after 1967 was not simply a response to new technology. Equally
important was the resurgence of public criticism of the medical profes-
sion that also began in the late 1960s. From feminists to consumers’
advocates to the nascent bioethics movement, critics attacked the dom-
ination of medicine by physicians and demanded autonomy for patients.
Vietnam and Watergate fed growing mistrust of all institutions of estab-
lished power, while environmentalism highlighted the hidden costs of
all technologies. These changes brought a sudden end to a half-century
of unprecedented popular enthusiasm for medical science and defer-
ence to physicians, in ways that profoundly influenced the debate over
defining death.®

The Harvard committee urged the medical profession to adopt new
criteria of death on their own. Committee member William Curran
explained that, if the use of whole-brain criteria became the standard
of medical practice, then the law would protect physicians who followed
the criteria from any resulting malpractice charges. (Whether that would
also protect against murder charges was much less certain.)*

Beecher’s desire to keep the matter in medical hands reflected a
widely shared medical mistrust of outsiders in general and his penchant
for sarcastic attacks on lawyers and philosophers in particular. At a New
York Academy of Sciences discussion of brain death in 1970, Beecher
vented his frustration “that lawyers believe nothing should ever be done
for the first time.” Gary Belkin found that, in marginal comments on a
paper by philosopher Robert Veatch, Beecher wrote that “these argu-
ments, statements, etc. reveal how useless ‘philosophy’ of this kind is to
intellectual life!” Beecher specifically exempted Curran from such crit-
icism, but he clearly believed that sympathetic nonphysicians were on
his committee to provide conceptual foundations for medically derived
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criteria and to sell medical decision making to their constituents—to
preserve, not to challenge medical control.®

Many news accounts of the Harvard report accepted Beecher’s view
that defining death was a purely medical prerogative. As in their earlier
reporting on antibiotics and polio vaccine, journalists generally por-
trayed heart transplants as another miracle of modern medicine. Rede-
fining death was just one of the technical hurdles that physicians had to
surmount to achieve this breakthrough.®

But even these enthusiastic initial reports also displayed a new suspi-
cion and hostility toward medical authority. One letter to the New York
Times protested Beecher’s position that physicians alone could redefine
death. “There is a desperate need for society to reassert its right to make
policy in this field, and to subordinate the scientific community to a
social consensus however unsophisticated that might be . .. There is a
need to discipline the medical profession to understand that medical
authoritarianism is as revolting as any other type of authoritarianism.”3
Newsweek's 1967 article “When Are You Really Dead?” quoted an un-
named public health official: “I have a horrible vision of ghouls hovering
over an accident victim with long knives unsheathed, waiting to take out
his organs.”*

Like their white counterparts in the late 1960s, most mainstream
publications for African Americans strongly supported organ transplan-
tation, while also expressing serious concerns. In the world’s first suc-
cesstul heart transplant, one of the white donor’s kidneys was transferred
into a young “colored,” or mixed race, recipient. In the second heart
transplant, a white man received the heart of a “colored” stroke victim.
Both operations took place in apartheid South Africa.

The mainstream black press, along with many northern white news-
papers, hailed these events as a blow against the logic of racial segrega-
tion. In an editorial titled “No Place for Apartheid,” the New York Times
argued that such examples of surgical race-mixing provided a needed
“opportunity to drive home the irrelevance of skin color,”*® An editorial
in Ebony similarly applauded objective color-blind science for undermin-
ing racial separatism.® Sepia magazine’s 1970 profile of black transplant
surgeon Dr. Samuel Kountz emphasized that he, like Barnard, per-
formed “interracial kidney transplants.” “A Kidney is just like a unit of
blood-—sometimes we don’t even know who the donor is,” Kountz de-
clared.®®

African-American publications also hailed heart transplantation as a
metaphor for the possibility that racists might have a “change of heart,”
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both in South Africa and elsewhere. The Amsterdam News, a Harlem com-
munity newspaper that rarely covered events outside New York and the
American South, ran a pointed editorial: “In Capetown a doctor has
transplanted a heart from one human being to another. Maybe he can
give a new heart to the South African government too.”*! An editorial
cartoon depicted two surgeons (one dark-skinned) labeled “brother-
hood” replacing the heart of a white-haired, white-skinned patient
tagged “world bigotry.”*? Syndicated black-press columnist Alfred Duck-
ett wrote that segregationist governors George Wallace and Orville Fau-
bus “have mean and evil hearts. Could these smart doctors cross such
hearts and make them love instead of hate? That would be boss for South
U.S.A. as well as South Africa.”* Black publications also emphasized that
black transplant surgeons and black recipients shared the mainstream
culture’s enthusiasm for medical research, but they demanded equal ac-
cess to the resulting professional opportunities and life-saving benefits.**

But, even while they celebrated the first heart transplants, many of
these articles also expressed strong misgivings. The editors of the Am-
sterdam News noted that using a colored heart to save a white man was
“nothing new. For centuries South Africa has been using the black man’s
heart” to power the mines and factories of “this white-run industrial
giant.” The real change will come if and when “the African will possibly
receive a white heart.”®

In her “White-On-White” column, published directly opposite this
editorial, Gertrude Wilson wrote:

It was nice of the second patient to say that he “had no objection” to
receiving a colored man’s heart to keep him alive. Very broadminded
of him, don’t you think. It’s too bad, though, that the colored man
wasn’t asked whether or not he “had any objection” to giving his heart
-to a white man to keep him alive . . . It gets right down to the heart of
the apartheid laws . . . “No mixing of the races is allowed in any way
shape or form—except for giving up your heart altogether to . . . pump
the blood of a white man.”

Wilson also drew sharp attention to the fact that both of the first heart
recipients were Jews. “Well, all right, maybe it’s just a coincidence. Maybe
they have a big Jewish population in Capetown.”#6

Despite its generally upbeat assessment of transplantation, a March
1968 editorial in Ebony also provided the most explicit discussion of black
concern. “Many black people today in both the United States and South
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Africa fear hospitals because they believe that white doctors use black
patients only for experimentation. Relatives of the hopelessly ill may
refuse to give permission for transplantation because they believe that
to do so will only cause the doctor to hurry a death in order to complete
a transplant. It’s a morbid thought but, nevertheless, it is one that will
cross the minds of many black people.”*

These commentators did not argue that brain death was an incorrect
definition of death, and few besides Duckett mentioned the conceptual
ambiguities. Rather, they feared that, however death was defined, white
physicians would deliberately misdiagnose it in black patients to obtain
organs for white recipients.

The tabloid press and low-budget movie industry also emphasized fear
of organ stealing in their discussions of transplantation. Even in the
technology-worshipping 1950s, a wave of horror movies about Franken-
stein, mummies, and zombies had exploited the moral dangers of blur-
ring the line between the dead and the undead. Moviemakers easily fit
organ transplantation into this familiar genre, both before and after
heart transplantation and brain death. Eleven feature films of the 1960s
included organ transplants as a major theme. In every case, the organs
for transplantation were procured by murder; none involved naturally
dead or volunteer donors.*®

Beecher worried that mass culture equated modern transplant sur-
geons with nineteenth-century physicians who had robbed graves to ob-
tain anatomical material. Indeed, he also saw some similarities. Both
then and now, Beecher argued, the failure of the legal system to protect
medical science from the uncomprehending masses threatened to im-
pede medical progress. Beecher portrayed adoption of the Harvard cri-
teria as essential for physicians to defend their profession against the
rising tide of Luddite populism *

Ironically, although Beecher saw himself as defending physicians, his
approach was rejected by key segments of organized medicine. To some
defenders of the medical profession, Beecher’s public discussions of
ethics seemed scientifically soft-minded and dangerously populist. At a
1968 hearing of the New York State Temporary Commission on Trans-
plant of Vital Organs, surgeon Clarence Dennis responded to Beecher
by implying that public involvement in medical ethics was unnecessary
because “good science is good ethics.”®® Furthermore, Beecher did not
always side with the technical elite within medicine. In part because most
general practitioners and community hospitals lacked access to electro-
encephalography (EEG), Beecher did not make the electroencephalo-
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gram one of the required tests for using the Harvard criteria, but merely
indicated it could add confirming value.”

Most importantly, Beecher and the American Medical Association
(AMA) disagreed over the best strategy for protecting professional
power. While Beecher demanded united action by physicians to defend
the profession’s collective authority over death, the AMA until 1977 re-
jected all proposed standards of brain death as violating the professional
discretion of the individual physician .’

From Promedical to Antimedical Defenses of
Brain Death: The Report of the President’s
Commission, 19741981

The Need for the Definition of Brain Death

In the early 1970s, brain death stopped being explained as a way of
protecting physicians against the public’s fear of organ thieves and was
instead heralded as a way of protecting the public against futile and
callous medical interventions. This radical shift in the explanation of
why brain death was necessary probably playved a central role in the
speed with which the model brain-death legislation proposed by the Pres-
ident’s commission was enacted.

By the mid-1960s a few critics had begun to attack modern medicine
for promoting complex invasive treatments that tortured the dying and
prevented “death with dignity.”*® These charges formed part of a grow-
ing academic attack on the perceived cultural taboo against discussing
death in public.” Initially, these criticisms were relatively muted, and
they played little role in the 1968 Harvard report. As late as 1974, a New
York Times article by future President’s commission Executive Director
Alexander Morgan Capron explained the need for brain death entirely
in terms of transplantation examples, although he did mention that the
issue was “not unique to transplant cases.”?®

But concern over the medicalization of dying rapidly expanded
throughout the 1970s. From 1971 to 1974 the New York Times published
at least 36 articles on “death with dignity,” “thanatology,” and termina-
tion of treatment; no such articles had been indexed under “death” in
the preceding 3 years. These concerns sometimes reflected a new femi-
nist attack on the allegedly masculine technocratic and compassionless
approach to medicine ®®
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With the 1975-76 case of Karen Anne Quinlan, media attention to
the issue exploded. Most news accounts carefully explained that Quinlan
did not meet the criteria for brain death.>” Yet they also reported an
important parallel—both brain death and euthanasia were portrayed as
attempts to stop physicians from using futile machinery that prolonged
and intruded upon a good death.®

In 1981, the President’s commission fully endorsed this shift. They
attributed the need for brain death almost entirely to the respirator, and
even commissioned an empirical study to show that transplantation was
“much less” important than the need to “replace artificial support with
more fitting and respectful behavior when a patient has become a dead
body.”® The plausibility of this claim was heightened by a long mora-
torium on heart transplants, caused by the difficulty of controlling organ
rejection prior to the development of cyclosporine. Media coverage con-
sistently repeated the commission’s explanation that new criteria for
death would protect the public from medical technology, rather than
the other way around.®

Despite its remarkable success, this strategic repositioning of the issue
did not completely coopt antiprofessional sentiment into support for
brain-death criteria. Fears about being wrongly declared dead by hasty,
uncaring, or organ-harvesting physicians still remained an important
barrier to full public acceptance of both organ donation and brain death.
Much to the dismay of the President’s commission, an ABC-Nightline
feature on their work included extensive coverage of a Connecticut nurs-
ing institution where patients received long-term respirator support
based on the belief that no one could tell which comas were potentially
reversible.% In a 1982 survey by Howard University surgeon Clive Cal-
lender and others, many African Americans expressed fear that blacks
were being denied treatment so that white physicians could take their
organs for sick white people.®? The continuing legal battle over a 1992
case in which Penn State University physicians shut off the life-support
system of a comatose (though not brain dead) black toddler despite ve-
hement parental objections also probably exacerbated black suspicions
about brain death.®® The desire for death with dignity was added to, not
substituted for, the deeply rooted fear of being abandoned too soon.**

The commission also only partly succeeded in its efforts to keep
whole-brain death separate from the growing debates over abortion and
cuthanasia. They made sure their approach had support from the Cath-
olic Church and the head of American Citizens United for Life. But the
director of the powerful Bishops’ Pro-Life Committee attacked their re-
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port as a step on the route to euthanasia.®®* Many newspapers linked the
report with a coincidental Senate vote to limit abortion, while both pro-
choice and pro-life forces debated whether the new criteria for deter-
mining death could help define the starting point of fetal life. Brain
death continued to divide the orthodox Jewish community and the Jap-
anese, among other ethnic and religious groups.5®

Mass culture also retained its fascination with the conceptual uncer-
tainties revealed by laboratory research in organ separation, suspended
animation, and related fields that could be seen as blurring the lines
between life and death. Journalism, films, and novels popularized such
phenomena as cryonics (freezing the newly dead for future revival and
cure),” bionics, cyborgs, robots, and artificial intelligence.®®

The ability to revive ancient plant spores and to clone ancient DNA
was featured in the 1990 book and 1994 movie jurassic Park. The plot of
the 1982 spy thriller Fall Back depended on the application to humans
of White and Albin’s 1965 brain transplant experiments and contained
an acknowledgment citing their work.*

Medically induced suspended animation was the subject of the 1990
motion picture Hatliners.”” In 1990, the New York Times reported hypo-
thermia suspended animation simply as a new technical advance in sur-
gery, without mentioning its relation to the concept of death.” But when
CBS 60 Minutes covered this story in 1995, the implications for the mean-
ing of death were highlighted.”

Even though the mass media devoted considerable attention to the
conceptual implications of physiological research on life and death, such
abstractions remained subordinate to more practical and personal con-
cerns. Defining death remained a sidebar to stories on heart transplants,
Karen Quinlan, or abortion.” And, although bioethicists may consider
the definition of death to be one of the most important events of the
era, the news media did not always agree. The Los Angeles Times did not
get around to reporting the President’s commission report for almost 3
months.”

Whole Brain versus Higher Brain

Unlike the Harvard committee, the President’s commission explicitly
grounded its whole-brain criteria in a rejection of “higher-brain” defi-
nitions of death. They argued that higher-brain definitions were too rad-
ical a break with the past, that they were too subjective, and that no
operational criteria yet existed for utilizing them.”
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In response, many philosophers attacked what they saw as the con-
ceptual flaws of the whole-brain definition, arguing instead for con-
sciousness- or personality-based higher-brain alternatives. In general,
whole-brain definitions appealed primarily to those who sought objective
solutions for practical clinical problems, whereas higher-brain defini-
tions attracted support from those who emphasized the need for value-
based decisions and conceptual clarity.” The gulf between the two could
be vast.”

However, these patterns may be due more to differences in profes-
sional cultures than to logically inherent differences in the competing
concepts. Higher-brain definitions have been used to expand the pro-
fessional role of philosophers, and consequently such definitions may
have attracted more conceptually sophisticated advocates, but that does
not mean that the whole-brain position is intrinsically incoherent. And
many higher-brain advocates spent more time demonstrating the gen-
eral need for values than they did defending the particular values they
espoused. Few of the philosophers who supported higher-brain defini-
tions considered to what extent their supreme valuation of mental func-
tions might be a product of their particular professional culture, rather
than a value shared to the same extent by other occupations and social
classes.™

Still, since the passage of whole-brain legislation, interest in these con-
ceptual issues has been much more evident among philosophers and
physiologists and in mass culture than among clinicians. The issue has
again been largely relegated to those groups who had pursued such ques-
tions in the decades prior to the 1960s.

Who Decides? The Ironic Role of Antielitism

Both Beecher and the AMA insisted that the criteria for declaring death
were exclusively the province of the medical profession. They disagreed
about whether individual physicians or the collective profession should
have the final say, but both defended their strategy as the best way of
keeping outsiders, especially lawyers, from participating in the process.

However, the legal profession consistently rejected the claim that phy-
sicians could unilaterally redefine death without the formal social ap-
proval provided by processes of law. Responding to Beecher, medical law
expert Joseph Kelner insisted that “the stamp of community approval
has to be placed by law.” Capron reiterated the point, endorsing a 1974
declaration by California’s deputy attorney general that brain death was
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“a matter for resolution by public bodies, and not merely by the medical
profession.””

Initially, lawyers simply insisted on this procedural right to ratify med-
ical authority. But in 1975 the American Bar Association (ABA) took
sides on the substantive issues as well. In that year, ABA delegates en-
dorsed “irreversible cessation of total brain function” as the legal stan-
dard of death.®

By 1977, 18 state legislatures had adopted a variety of differing statutes
on brain death, many based on the ABA model. Perhaps recognizing
that they had lost the procedural battle, the AMA that year abandoned
its opposition to such legislative involvement. They accepted the original
demand of lawyers for social ratification of medical authority, so long as
such legislation increased rather than narrowed the substantive discre-
tion permitted to individual physicians and the profession. If lawyers
would agree to let physicians monopolize the choice and application of
death criteria, physicians would allow their role and range of options to
be formalized in law.®

This change in the AMA position formed the basis for the carefully
crafted compromise negotiated by the President’s commission. The com-
mission’s statute, approved by both professional organizations, left the
choice between heart-lung and whole-brain criteria and the methods of
applying them entirely up to the medical profession.®

Thus, despite its professed opposition to the medicalization of dying
and its nonphysician leadership, the President’s commission did not di-
rectly challenge the authority of physicians over death. Since 1968 non-
physicians have come to play a larger role in setting social policy toward
death than they did for much of this century. But thus far these “outsid-
ers” have generally accepted and formalized rather than restricted the
power of physicians to decide who was dead.

The biggest change since 1968 has been that medical decisions are
now made with more public awareness and legitimacy. Law and bioethics
have publicly announced their acceptance of medical decision making,
instead of physicians simply exercising it without the knowledge of out-
siders. Such formalization of medical authority does not automatically
either increase or decrease medical power. Rather, formal public ack-
nowledgment of medical discretion both provides greater security for
physicians to use their clinical judgment and creates procedures that
someday could be used to limit such discretion.®® The battle over brain
death was neither a clear victory for “outsiders” over physicians nor a
clear case of these outsiders being coopted by the medical profession.
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And, while the short-term consequences can now be seen, their longer-
term outcomes cannot yet be predicted.

New Criteria or New Definitions? The Polemical
Uses of History

The distinction between the criteria used to diagnose death and the con-
cepts used to define death is as central to the current epistemology of
medicine as the distinction between autonomy and beneficence has been
to current medical ethics. In both cases, however, the attempt to apply
these 1970s distinctions retroactively to history, to make past ideas con-
form to present categories, has provoked bitter and largely sterile con-
troversy.® The President’s commission asserted that their criteria for
whole-brain death did not require a new definition of death, yet Veatch
and many other critics insisted that, in fact, they did. And, while I found
many changes in the meaning of death from 1740 to 1960, some bioeth-
icists argue that by their current standards these changes were only new
criteria, not new definitions.®®

Part of the difficulty in applying the distinction between definition
and criteria is that even today the same physiological indicators are used
as both criteria and definitions. A capacity like the ability to breathe, to
integrate bodily functions, or to experience consciousness can be seen
simply as a marker that indicates whether a more basic something else
called lifeis still present. But the ability to perform these very same func-
tions can also be considered not the indicator but the essence of life. Or
these abilities may be regarded as necessary for life, without explicitly
saying whether they are criteria or definitions. Thus, when someone
identifies a particular capacity as vital, without explicitly stating whether
it is the essence or merely a criterion of life, there is no unambiguous
way to determine which conceptual role is being claimed.®® This ambi-
guity is particularly common in the writings of problem-oriented clini-
cians like Beecher. Pragmatic physicians and lay people throughout his-
tory have written about what physiological functions to use in diagnosing
death without distinguishing whether they saw those functions as the
signs or the essence of life.

The current distinction between definitions and criteria was first
clearly formulated only in 1977.%7 Thus, using it to categorize prior
concepts inevitably distorts past concerns. Many past writers did dis-
tinguish between what they called the tests or signs of life and the mean-
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ing of life. But that distinction cannot be fully equated with modern
terms.

Furthermore, until the current century, the distinction between the
signs of life and its meaning was itself controversial. For vitalists life
meant the presence of an insubstantial essence such as spirit or soul, but
materialists demanded that medical science reject such abstract “es-
sences,” For materialists, the signs of life were the essence of life, or at
least the signs were all that objective medical science could ever know
about the meaning.®

These problems of presentism are compounded by the polemical uses
to which the distinction between definitions and criteria has often been
put. The President’s commission denied that their whole-brain criteria
represented a new definition, in order to paint themselves as pragmatic
moderates and to marginalize as radical dreamers those higher-brain
advocates who demanded a new definition of death. Conversely, many
supporters of higher-brain criteria proclaimed that their ideas did rep-
resent a new definition, as a means of asserting their superior intellectual
rigor. Insisting that they have a new definition of death also served to
create a sphere of special expertise for philosophers and relegated to
physicians the supposedly purely technical task of devising and applying
criteria.®™

Both the Harvard committee and the President’s commission recog-
nized the value of comparing their work to the past, and Beecher’s group
even included historian Everett Mendelsohn as a member, yet both im-
posed current concepts on the past for polemical purposes. Mendelsohn
did try to caution Beecher against forcing the past into modern cate-
gories. An early draft of the Harvard report included a passage taken
from a November 1967 talk in which Beecher asserted that traditional
heart-lung criteria had always served as indicators of the immanent death
of the brain. In response, Mendelsohn correctly pointed out that physi-
ologists long regarded the heart; not the brain, as the seat of the vital
functions. But the final report left the draft passage intact. It simply
added a statement that the heart was considered the “central organ,” as
if that fact somehow supported rather than undermined the claim that
cardiac silence had been “the obvious criterion” that “the brain would
die.” Thus, the only section of the report to discuss history still distorted
the past based on present-day polemical preconceptions, in words writ-
ten by Beecher before the formation of the committee, over the objec-
tions of the committee’s only professional historian.”

The current distinction between criteria and definitions has been ex-
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tremely important for the past quarter century. But the effort to shoe-
horn earlier ideas into this modern conceptual dichotomy violates the
integrity of the past, in ways that preclude even asking the more impor-
tant questions that need to be asked about how such categories have
changed over time and why.

This chapter has argued that there were both important continuities
and significant changes over time in the meaning of death. By highlight-
ing the interaction of specific cultural and technological changes in pro-
ducing past controversies, this history makes it easier to see the change-
able elements—social and scientific—that make current definitions
controversial and impermanent as well.

Death has long been a contingent and evolving concept, shaped by
the intertwining of scientific, medical, social, and cultural changes.
Though death is inevitable, its meaning has never been certain.
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Clinical Standards and
Technological Confirmatory Tests
in Diagnosing Brain Death

Fred Plum, M.D.

THE CONCEPT OF selective brain death, along with its medical, social,
and philosophical implications, derives its origins from the success in the
1940s and early 1950s of critical care measures that first were applied to
reduce the short- and long-term morbidity and mortality of acute poli-
omyelitis. That experience taught the imperative value of applying trach-
eostomy or endotracheal intubation to assure open airways. Ventilators
gradually evolved from the oppressively claustrogenic iron lungs to the
relatively simple bedside apparatus we use today. Aided by rapid devel-
opments in cardiopulmonary pharmacology and physiological monitor-
ing, critical care technology moved first from the polio wards to the
operating suite and then to the large variety of problem-specific intensive
care units found in our tertiary care hospitals today.

The very efficiency of the new cardiopulmonary treatment measures
then, as now, created unforeseen problems as well as therapeutic tri-
umphs. By the mid-1950s, critical care technology was widely applied to
treat severe brain damage such as that following head trauma, acute
cardiopulmonary arrest, or other causes of pathological deep coma. It
soon became apparent, however, that some of the more seriously dam-
aged patients progressed insidiously from coma to a physiologically dis-
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sociated state characterized by well-functioning systemic organs but an
irreversibly inactive brain. Three serious questions resulted: In life-
supported patients with severe brain damage, what specific clinical and
laboratory abnormalities unequivocally reflect the transition from a se-
riously impaired brain to a probably or certainly dead one? For how long
and under what circumstances must such clinical or laboratory indicants
persist for us to be absolutely sure of their implications? What ethical
and legal considerations should apply to the discontinuation of artificial
support in the presence of still-functioning fragments of the brain?® An-
swers to the first two questions have become well established by experi-
ence but, as this book demonstrates, the last question remains a topic of
active medical, philosophical, and ethical discussion.

Two ecarly studies anticipated the road to current practice. Mollaret
and Goulon in 1959 were the first to place on record the disconcerting
appearance of previously comatose patients who had permanently lost
all discernible evidence of brain activity but nevertheless maintained a
heartbeat and a physiologically sufficient circulation for as long as one
supplied cardiopulmonary support.! Subsequently, a Harvard commit-
tee in 1968 advanced the general understanding of the problem by ex-
plicitly identifying diagnostic criteria for “irreversible coma.” Three
years later, Mohandas and Chou formulated the Minnesota Code for
Brain Death, based largely on signs of absent brainstem functions (Table
2.1).? This almost exactly presaged that recommended in 1976 by the
conference of the royal colleges in the United Kingdom.* In 1981, the
Jowrnal of the American Medical Association (JAMA) published guidelines
for the diagnosis of brain death recommended by consultants to the
President’s Commission for the Study of Ethical Problems in Medicine
and Biomedical and Behavioral Research (Table 2.2).° The commission
recommended the adoption of the guidelines into the Uniform Deter-
mination of Death Act, which was developed in a collaboration among
the American Bar Association, the American Medical Association, and
the National Conference of Commissioners on Uniform State Laws.® In
1995, the American Academy of Neurology published its own consensus-
derived practice guidelines for determining brain death, as had several
other groups between 1981 and then.” An accompanying article by Wi-
jdicks reviewed much of the neurological literature on the subject.’
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Table 2.1. Minnesota Criteria for Brain Death

Known but irreparable intracranial lesion

Metabolic factors ruled out

No spontaneous movement

Apnea (4 min)

Absent brainstem reflexes: pupillary, corneal, ciliospinal, vestibular-ocular, ocu-
locephalic, gag

All findings unchanged for 12 h

Source: Mohandas A, Chou SN. Brain death—a clinical and pathological study. J Neu-
rosurg 1971; 35:211-18.

Table 2.2. Proposals for Diagnosing Brain Death Made by the
President’s Commission

An individual is dead who suffers:
I. Irreversible cessation of circulatory and respiratory functions
IL. Irreversible cessation of all functions of the entire brain, including the
brainstem
A. Deep coma
B. Absence of all brain stem function, including the capacity to breathe
spontaneously
III. Absence of confounding factors
A. Cause of coma unequivocally established and sufficient
B. Heavy sedation, body temp <32° C, severe neuromuscular blockade,
shock ruled out
C. Sufficient observation to confirm irreversibility
1. No clinical change for 6 hours plus EEG silence or no cerebral per-
fusion
2. No clinical change for 12 hr
IV. Consultation with an experienced physician to confirm the diagnosis

Note: These guidelines are rephrased from the 1981 proposal in JAMA: Guidelines for
the determination of death. Report of the medical consultants on the diagnosis of
death to the President’s Commission for the Study of Ethical Problems in Medicine
and Biomedical and Behavioral Research. JAMA 1981; 246:2184-86.

The Definition of Brain Death

As accepted by the President’s commission in 1981, the diagnosis of brain
death describes a condition in which “irreversible structural or specifi-
cally known damage has permanently destroyed all functional brain ac-
tivity, including that of the brain stem.” Two years later, Pallis restated
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Table 2.3. Diagnosis of Brain Death: The U.K. Code (1976)

1. Preconditions:
Comatose patient, on a ventilator
Positive diagnosis of cause of coma (irremediable structural brain damage)

2. Exclusions:
Primary hypothermia (<35° C)
Drugs
Severe metabolic or endocrine disturbances

3. Tests (should be repeated, 1982):
Absent brainstem reflexes
Apnea (strictly defined)

Source: Pallis C. ABC of brain stem death. The arguments about the EEG. Br Med
1983, 286:284-87.

and amplified the clinical criteria initiated by the Minnesota Code as
well as the Conference of the Royal Colleges.” Termed in those reports
brainstem death or clinical death (Table 2.3), the definition differed from
that of the President’s commission in two respects. It confined its scope
to identifying without exception signs that unequivocally signify death
of the brainstem but omitted the concept of brain death as affecting “all
functions of the entire brain.” Furthermore, it made no mention of tech-
nological procedures for diagnosis. As time has passed and the clinical
indicants have become ever more strongly validated, institutions con-
cerned with matters of brain death and transplantation have increasingly
accepted the clinical guidelines of brain death enunciated by the Min-
nesota and UK. codes (see, e.g., Ref. 7). Nevertheless, many transplan-
tation protocols in the United States and in countries of Europe have
retained an emphasis on the requirement for technological confirma-
tion before proceeding with the logical removal of cardiopulmonary
support implied in the declaration of brain death.

The reader may justifiably ask, “Why the brainstem, that’s not where
my consciousness comes from?” The reason is straightforward: The
brainstem holds the critical nerve centers that make brain life possible.
In the brainstem lie the structures that wake us up, the nervous centers
that control the pupils inside our eyes, and all of the muscles that move
our eyes. In the brainstem reside the sensors that allow us to hear, as
well as those that give us the capacities to sense touch, taste, and a full
mouth rather than an empty one. Through the brainstem descend all
the neural wires that move our bodies and ascend the nerves that tell us
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what our bodies are feeling and even where our various parts are located
in space. Without a brainstem we could neither chew, nor swallow, nor
breathe. Without a brainstem I am no longer a person, 1 am no more
than a hopeless collection of organs, incapable of human vitality. Almost
always, patients who have been maintained by cardiopulmonary support
for a few days beyond the diagnosis of brain death will be found to have
brains that have turned into a fatty soup.

To the best of my knowledge, there is no clinical or technological
evidence contradicting the conclusion that a nondrugged, nonfunction-
ing brainstem represents an absolute and not a probable indication that
the entire brain shortly will die, usually within a day or so, but in rare
cases after a few weeks. A meta-analysis of published accounts of over
1,900 persons who were diagnosed clinically as being brain dead but
were continued on full life support until asystole supervened supports
this conclusion.!®!! Most of these individuals’ bodies survived no more
than a week, but in a few instances inexhaustible efforts to replace neu-
rovegetative needs and neuroendocrine balance lengthened bodily sur-
vival to a matter of weeks or, rarely, even months (Table 2.4). Under

Table 2.4. Prolonged Visceral Survival after Brain Death

Patient Technological Duration Mode of
(age) Disease Findings (days) Death Reference
47 M Acute posterior EEG 5-6 cps 26 SCA  Ogata et al.>!
fossa hemor- for 24 d
rhage
23 F Acute asystole  EEG isoelect, 31 RD Fabro?®!
day 11
36 M Notdescribed No cerebral 36 ? Grenvik et al.>
blood flow
27 F Postfossamass/ EEG isoelect, 62 RD Field et al.®®
foramen day 2
magnum
herniation
49 M Acute CA EEG isoelect 71 RD Parisi et al.>
23 M Acute SAH EEG isoelect 112 RD Klein®
early
4 (?) Meningitis EEG isoelect 201 SCA Rowland?

Note: Abbreviations used: EEG, electroencephalogram; SCA, spontaneous cardiac ar-
rest; RD, respirator discontinued; CA, cardiac arrest; SAH, subarachnoid hemorrhage.
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Table 2.5. Frequent Examples of Brain Damage Leading to Brain Death

I. Brain images abnormal and compatible
A. Large mass lesions producing
1. Side-to-side hemisphere shift plus herniation
2. Arterial hemorrhage into ventricles
B. Multiple, large, acute infarctions
C. Severe traumatic-necrotic brain edema
D. Cerebellar-pontine hemorrhages or infarcts compressing or destroying
brainstem
II. Brain images negative or equivocal
A. Acute cardiac arrest, CO poisoning, asphyxia
B. Acute encephalitis
C. Acute bacterial endocarditis, thrombotic purpura, etc.
D. Cyanide or other fatal poison

these somewhat bizarre circumstances, when the brains were examined
at autopsy they literally crumbled from autolytic necrosis.

The general principle of brain death has been upheld by statute or
judicial opinion in each of the 50 states and has been at least partially
adopted in most of the world’s industrialized nations. Several consider-
ations led to this acceptance. One was the widespread distribution of the
recommendations of the President’s commission. Another was the un-
failing accuracy of the relatively straightforward clinical diagnosis of
brain death when made by experienced physicians. Similar support came
from postmortem examinations in patients who received cardiorespira-
tory support for a few days after brain death. Such brains invariably
showed extensive neuropathological abnormalities precluding any pos-
sibility of restoring neurological activity.'? In several instances, it took no
more than a few days after brain death for the organ to undergo lique-
faction necrosis extending rostrally from the foramen magnum to de-
stroy most of the brainstem and sometimes much of the cerebrum as
well.

Typical causes of preasystole brain death in adults are listed in Table
2.5. All of these conditions reflect structural injuries to the tissue. Most
such injuries will be large enough to produce obvious abnormalities on
computed tomographic (CT) or magnetic resonance imaging (MRI)
scans, but some examples of anoxic-ischemic or hypoglycemic damage
may leave only a microscopic trail of dead and dying neurons and sup-
port cells. The important point is that one must be extremely wary of
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diagnosing brain death unless the results of brain imaging or a well-
documented, severe metabolic insult provide an acceptable cause. If not,
deep areflexic coma should be regarded as the result of severe drug
intoxication until proved otherwise.

The Diagnosis of Brain Death

Clinical Criteria

Clinical criteria for diagnosing brain death rest on three principal ab-
normalities: (1) severe coma of known cause, (2) absent brainstem re-
flexes, and (3) sustained apnea.

L. General conditions
A. Known structural cause of absent brain function
1. Known severe asphyxia, inflammation, or metabolic failure
{e.g., Grade 4 hepatic coma or profound sustained hypogly-
cemia), or
2. Physical findings or neuroimaged abnormalities compatible
with producing death of the brain
B. Confounding variables must be excluded. Reversible medical
complications that may confuse clinical evaluation must be over-
come or corrected. These include hypotensive shock as well as
severe electrolyte, acid-base, or endocrine disturbances, such as
those accompanying severe hypovolemia secondary to diabetes
insipidus or moderate hypoglycemia.
C. The presence of any anesthetics, muscle relaxants, or sedative
drugs must be excluded or reduced to nonconfounding levels.
D. Core body temperature should be =32° C.
II. Cardinal diagnostic findings
A. No spontaneous or responsive cranial nerve activity can be iden-
tified after stimuli delivered anywhere in the body. No spinal ac-
tivity can be elicited by stimuli delivered above the foramen mag-
num.
B. Brainstem reflexes must be absent.
1. Pupils must be:
a) Unresponsive to bright light.
&) Usually midposition (4-6 mm) or dilated (9 mm). Pinpoint
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pupils can accompany lethal pontine hemorrhages or in-
farcts.

2. Oculocephalic reflexes to repetitive head turning must be ab-
sent. If so, the test must be followed by 50 ml of cold water
irrigated against the tympanum on both sides, At least a 5-
minute interval should separate the two irrigations, neither of
which should induce eye movement.

3. No corneal, jaw, pharyngeal, or laryngeal reflex or pain re-
sponse involving cranial nerves can be elicited.

C. A failed apnea test is crucial and imperative. The apneic test is
conducted only after all other signs of brainstem function have
disappeared and should not be applied untl all reasonable
amounts of anesthetic or paralytic drugs have dissipated to non-
confounding levels. Respiratory pH receptors in the lower brain-
stem have powerful survivor sensitivities that make them crucial
sensors for any functional activities. Accordingly, the apneic test
represents the ultimate physiological-clinical test to diagnose
brain death. 1 know of no personal observation or well-docu-
mented report of a responsibly conducted, positive apnea test that
has been reversed by subsequent recovery. Conversely, instances
of omission of the apnea test have led to potentially unfortunate
errors or premature assumptions of brain death.

Some precautions are desirable during the apneic test. Unless
carefully guarded against, anoxemia accompanied by cardiac ar-
rhythmia, hypotension, or both can be induced by the test. Not
surprisingly, this adversity disconcerts clinicians and ancillary
staff, but it almost always can be prevented by preoxygenation
followed by diffusion oxygenation during the test. Optimal pro-
cedure is as follows:

1. Preoxygenate the patient by delivering 100 percent O, via the
ventilator for several minutes before starting the test.

2. After preoxygenation, draw baseline arterial blood gases to as-
sure arterial oxygenation of >90-95 mm Hg and to determine
the baseline PaCO,. In the case of a low PaCQ,, it is inappro-
priate to “correct” the low value because that excessively lowers
brain pH, somewhat confounding the test results. Then re-
move the ventilator and immediately deliver 4-6 L/min 100
percent O, into the endotracheal airway. Monitor cardiac rate
and rhythm and observe carefully for any respiratory movement.
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(Spinally generated, nonventilatory chest-body movement may
occur but does not reflect brainstem function.) If either car-
diac arrhythmia or breathing efforts appear, draw blood #2
and restart the ventilator. (Breathing efforts represent active
brainstem function and a negative test.) Otherwise, maintain
oxygenated apnea for 8 minutes, draw an arterial blood sample
at the end, and restart the ventilator. An end-of-apnea PaCO,
level of either >60 mm Hg or 20 mm Hg above the preapneic
baseline indicates nonfunctioning of brainstem breathing cen-
ters and signifies brain death if accompanied by Findings A
and B described above.

Confirmatory Tests

Electroencephalography

Electroencephalography is the most widely tested and utilized of the
various confirmatory tests for brain death. It continues as such in many
institutions in the United States and worldwide. Hughes reviewed early
studies on the usefulness of EEG in confirming brain death.'® Based on
evaluations of the configurations and inter-rater interpretations of 1,665
EEGs, the American EEG Society confirmed the high association of an
isoelectric EEG with brain death. Those interinstitutional analyses also
confirmed earlier studies showing that isoelectric EEGs could reflect the
completely reversible effects of deep, sedative-induced coma. Neverthe-
less, the possible occurrence of EEG silence accompanying functionally
fully recoverable brain largely escaped attention at the time.

From its very initiation into the critical care environment, the prob-
lem of technical artifacts and physiological meaning has plagued the
interpretation and biological significance of EEG in diagnosing brain
death (Table 2.6). For example, as early as the second phase of the orig-
inal American Collaborative Study on EEG in brain death,'* 6 percent
of 2,256 records were considered technically unsatisfactory for interpre-
tation. Similar difficulties were encountered in other large series evalu-
ating EEGs for isoelectric patterns. Inter-rater interpretations differed
by 13-23 percent in three relatively large studies.’>-"”

Within the past few years, several investigators have found that a frac-
tion of carefully evaluated patients with clinically dead brainstems have
continued to generate cerebral electrical activity for a matter of hours
to days after a clinical and, somewhat less often, an angiographic “con-
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Table 2.6. Equivocal or Active EEGs in Clinical Brain Death

Source EEG Activity
American Collab Study 6% of 2,256 unsatisfactory'
(1970)

Subsequent studies (1977-90)  13-15% inter-rater conflicts!>?

Ashwal, Schneider (1975) Present in 5 children brain dead for up to 12
days'®

Grigg et al. (1987) Present in 11/56 brain-dead patients,' chil-
dren? + adults, max. 168 hr

Ferbert (1986) 2 adults, 48 hr*

Ogata (1988) 4 adults; 3 = 24 hr; 1 =24 d*!

firmation” of brain death.’®20 Ashwal and Schneider described 5 chil-
dren (aged 1 to 30 months) with several different lethal illnesses, who
retained low-voltage delta activity in EEG tracings up to 12 days after
clinically diagnosed brain death.!® All remained on life support until
asystole supervened. One had minimal cerebral blood flow on a bolus
isotopic blood flow study; the other 4 had no blood flow. Grigg et al.
reported that, among 56 clinically brain-dead patients, 11 (including 2
children) retained detectable EEG activity for a mean of 36.6 hours and
a maximum of 168 hours after diagnosis.'® Cerebral blood flow, studied
in 6 of these patients by nuclear perfusion or arteriographic techniques,
showed no flow in 5 patients. Nine of the 11 had low-voltage theta or
beta EEG activity throughout. Ferbert et al. reported a somewhat similar
patient, clinically brain dead due to a large cerebellar-brainstem hem-
orrhage. The EEG maintained a steady alpha rhythm for more than 48
hours.? Furthermore, visual evoked responses could be obtained, and
transcranial Dopplers identified a normal flow of the right middle ce-
rebral artery. The same authors refer to a similar case recorded in the
German literature. Ogata et al. described 4 patients diagnosed clinically
as brainstem dead after cerebellopontine or primary pontine hemor-
rhage.”? Three maintained “nonreactive alpha or slower activities” in
EEGs for at least 24 subsequent hours; one, who was early decompressed
via a ventricular drain, retained an active EEG for at least 24 days before
cerebral isoelectricity and asystole terminated the macabre performance.
At autopsy, only 1 of the 4 patients showed severe pathological changes
outside the devastated brainstem.

These experiences and others cited by Pallis illustrate some of the
biological inconsistencies encountered in applying EEG patterns to con-
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Table 2.7. Sensitivity and Specificity of Immediately Utilized
Confirmatory Tests for Brain Death

Test n Sensitivity (%) Specificity (%)
EEG 1200+ +90 +90
SEPs >100 100 +95
BAEP 43 100 94
Dig. Subtr Arteriogram 97 <962 100
Transcranial Doppler 120 95 99
Extracranial Doppler 42 74 unacceptable
*Tc-HMPAO 100 95* 100

almmediate application after clinical diagnosis not reported.

firm brain death.!' Possibly some of the reported low-voltage records
were artifactual, resulting from using high-gain amplification in the elec-
trically noisy environment of a critical care unit. Nevertheless, a number
of the examples indicate that continuing cerebral electrical activity can
proceed for at least many days, even after measurable blood flow to the
brain has ceased. No such residually active EEGs in a patient clinically
designated as brain dead was associated with any recovery, not even to
a vegetative state.

Evoked Responses

As with EEGs, these tests suffer from a less than 100 percent specificity
in diagnosis, with only brainstem auditory evoked potentials (BAEPs)
enjoying a 100 percent sensitivity, provided that the acoustic nerve is
intact (Table 2.7).

BRAINSTEM AUDITORY EVOKED POTENTIALS

BAEPs are short latency signals that monitor normal neural activity
emanating from an activated, ipsilateral auditory nerve and relayed ros-
trally from the pons to the higher brainstem.?*? In the test, repetitive
auditory stimuli normally ascend the brainstem and can be recorded
from the scalp in the occipital area. BAEPs disappear in brainstem death
except for the occasional appearance of an isolated Wave 1, transmitted
from a still-functioning peripheral auditory nerve. The procedure re-
quires large equipment, reducing its easy utilization in the critical care
environment. A shortcoming of BAEPs is that auditory nerve damage or
an electrode misplacement by an unskilled technician can sometimes
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prevent their appearance. When properly used, however, BAEPs can be
valuable for evaluating patients in deep coma due to drug overdose be-
cause BAEPs maintain their presence during deep anesthesia. As a result,
they potentially can distinguish severe pharmacological brainstem de-
pression from brain death. Present medical practice seldom requires
such verification now that barbiturates have been largely discarded as
sedatives.

SOMATIC EVOKED POTENTIALS

Somatic evoked potentials (SEPs) have received greater attention
than BAEPs in diagnosing brain death.*® The most frequenty employed
approach consists of rapidly and repetitively stimulating a functioning
sensory nerve, usually the median at the wrist, and recording averaged
responses from electrodes placed successively: (1) over the brachial
plexus at Erb’s point, (2) in the midpoint of the back over the C2 ver-
tebral spinous process, and (3) over the contralateral somatosensory
scalp area. Independent, averaged potential peaks recorded at each of
these points have been ascribed, respectively, to activity reaching the
brachial plexus, the cervicomedullary junction {probably reflecting ac-
tivity in the ascending dorsal column’s sensory nuclei of the lower me-
dulla), and the thalamus and the cerebral cortex. As with BAEPs, SEPs
are not blocked by the presence of sedative or anesthetic drugs, although
they slow down during hypothermia.

Absent SEPs at the cerebral cortical or thalamic level predict brain
death with a high degree of probability. A small fraction of patients with
absent cortical responses, however, may survive in a vegetative state.*
Absent SEPs can be recorded in patients with intact cerebral functions
who have suffered from high cervicallow medullary physiological tran-
section. Irrespective of other injuries, no responsible report has de-
scribed the preservation of SEPs in a patient who met clinical criteria
for brain death. SEP procedures are time consuming and require expert
technicians for proper application. The size of the SEP apparatus makes
the procedures difficult to conduct in the intensive care setting.

MOTOR EVOKED RESPONSES

Motor evoked responses (MEVs) reverse the direction of SEPs. Single
stimuli applied to the scalp over the cerebral motor cortex area normally
evoke muscular twitching of the small muscles of the opposite hand.
Preliminary testing suggests that MEVs may be difficult to elicit in some
comatose patients prior to a positive apneic test,” a finding that may
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indicate no more than a failure of the stimulus to pass through damaged
motor pathways located rostral to the lower brainstem. In no instance
were MEVs identified after a positive apneic test. Presently MEVs cannot
be regarded as defining or confirming the presence of brain death.

Arleriography

Mapping the geographic patterns of the brain’s functioning arterial
bed represents the major technological alternative to EEG in confirming
brain death. Classic arteriograms, isotope studies, and Doppler sono-
grams have been applied to this task. All three procedures have disclosed
at least fragments of remaining intracranial arterial perfusion in a small
number of clinically brain-dead persons (Table 2.7). These remnants
sometimes have been taken to indicate that parts of the brain still retain
an independent function or a promise of recovering. We know of no
evidence that supports this belief. The major question from the patho-
physiological standpoint is why arterial flow should stop just because
brain tissue is dead? To a large degree, the answer comes from under-
standing the pressure variables that build up when a brain dies within
an inelastic skull.

Hlnesses that selectively kill the brain can directly attack its neuroglial
population or obstruct its major arteries. Either way, in the presence of
large or diffuse injuries, the brain’s vascular and supporting tissues each
become progressively damaged as the process continues. Acute, primary
death of neurons and supporting cells, such as that following severe
anoxia or diffuse brain inflammation, leads to intra- and extracellular
edema in the regions of injury. Rapidly expanding lesions, such as large
infarcts, hematomas, and brain tumors, precipitate similar changes. The
process is generated by a combination of inflammatory and immune
reactions, the inevitable hydration of extravascular osmols that derive
from the death of neurons and supporting cells, and, eventually, the local
breakdown of the blood-brain barrier. Increased tissue bulk leads to in-
creased local tissue pressure, which ultimately may squeeze critical cap-
illary perfusion to the near—zero point. Once this occurs, more cells die
and the potential sequence can merge into a positive feedback loop
producing an ever-enlarging, selfsustaining, and progressive cycle of
cell:

death — edema - increased tissue pressure —» spreading ischemia —»
cell death
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A critical phenomenon that sooner or later guarantees the brain’s even-
tual no-flow condition is the inelasticity of the adult skull. By limiting
gross expansion of brain tissue due to repair efforts in the severely in-
jured brain, the skull impedes venous drainage. This, in turn, further
increases tissue pressure and accelerates the conversion of regional brain
injury into ever-spreading, global infarction.

The limitations created by an inelastic skull help one to understand
why arterial flow studies only sometimes show residual areas of blood
flow in clinically brain-dead adults but often reveal such flow in young
brain-dead children. A fact that reinforces the concept that the inelas-
ticity of the skull contributes to the no-flow brain is that several adults
who have had intracerebral decompression either by recent skull re-
moval or by ventricular drainage have retained intracranial blood flow
despite severe brain damage.” The relatively frequently found resid-
ual blood flow in the brains of clinically brain-dead children almost cer-
tainly can be attributed to the increased elasticity of their immature
skulls 220

CLASSIC ARTERIOGRAPHY

In this initially most commonly used procedure, one injects contrast
dye into the aortic arch and follows with digital subtraction of the skull
to outline the intracranial arterial patterns. Under these circumstances,
a total failure to identify cerebral perfusion has a 100 percent specificity
for diagnosing brain death, but as many as 2-4 percent of studies re-
ported in adults reveal at least some residual intracranial flow (Table
2.7). One reported patient with a rapidly enlarging lesion of the poste-
rior fossa, presumably a hematoma, retained a total intracranial flow
pattern but with a subtentorial circulation time of 10 seconds versus 4.5
seconds in the arteries of the carotid distribution.” Kosteljanetz et al.
describe a 44-year-old man who became clinically brain dead after rup-
ture of a basilar aneurysm producing extensive brainstem infarction,™
Attenuated vertebrobasilar flow as well as above-normal supratentorial
flow remained for at least 48 hours. Ventricular drainage was established
on Day 1. Another study identified the presence of slowed arterial filling
in 2 of 49 patients already pronounced brain dead by clinical and EEG
criteria.”® During recent years, I have received telephone calls from phy-
sicians disconcerted by finding continued cerebral (but not posterior
fossa) arterial perfusion in patients brain dead for more than 12-24

hours. All patients had acute cerebellopontine hemorrhage or primary
pontine infarction.
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In clinical practice, arteriography has been a “last-word” test usually
obtained 24 or more hours after brain death is suspected. This long delay
may explain why so few examples of continued brain blood flow have
been reported after brain death.

RADIOISOTOPE STUDIES

During the past 20 years, refined radioisotope techniques have facil-
itated the use and accuracy of tests of cerebral perfusion associated with
brainstem death. Most compounds employed for present radionuclide
scans use the lipid-soluble agent **Tc-HMPAQO, which has the capacity to
cross the blood-brain barrier rapidly and enter viable brain cells.® Used
appropriately, *Tc-HMPAO marks both the flow distribution and, to a
semiquantitative degree, the functional capacities of the brain. The rel-
atively long half-life of the isotope (6.03 hours) and its slow disappear-
ance from the tissue allow a more deliberate and less complicated ap-
proach than previous measures to image cerebral perfusion and possible
functional areas. The technique can be facilitated by using a portable
bedside gamma camera to monitor the pattern of blood flow in both
anterior and posterior brain areas.

Scintigraphic studies of cerebral blood flow have confounded the clin-
ical diagnosis of brain death more frequently than has classic arteriog-
raphy. The explanation may lie in the fact that radioisotope scans can
be obtained more easily and quickly than more cumbersome arterio-
grams; as a result, they are likely to be applied more immediately after
clinical death is diagnosed. Unfortunately, the epiphenomenon of resid-
ual blood flow after brain death has sometimes delayed the diagnosis in
such cases. In one hospital with a technologically based requirement for
transplantation, for example, a “Tc-HMPAO scan performed 1.5 hours
after clinically diagnosed brain death showed fragments of cerebral
blood flow that led to a 24-hour delay in harvesting visceral organs for
transplantation.®® Among a total of 99 patients in other studies who re-
ceived *“Tc-HMPAO shortly after the clinical diagnosis of brain death,
one patient showed complete cerebral perfusion and four possessed at
least partial cerebral but not posterior fossa perfusion.?-%7

TRANSCRANIAL DOPPLER ULTRASONOGRAPHY

Aasled et al. developed the noninvasive procedure of transcranial
Doppler ultrasonography (TCD) to monitor critical aspects of intracra-
nial blood flow in a variety of neurological disorders.*® Methodologically,
an “ultrasonic skull window” through the temporal bone permits inson-
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ation of the anterior, middle, and posterior cerebral arteries via probes
that monitor their flow velocity and pattern. The vertebrobasilar arterial
system can be insonated less consistently by surface probes placed over
the base of the skull and aimed at the foramen magnum. Considerable
skill and experience is necessary for placing the probes appropriately.
Even well-trained operators find it difficult to obtain velocity measure-
ments across the temporal bone in some 5 percent of patients. Among
the 95 percent of patients who can be studied, flow patterns can identify
endangered patterns of velocity as well as configurations that reflect ab-
sent perfusion of the major cerebral arteries insonated at the particular
probe site. Normal TCD patterns usually identify high-velocity forward
flow in the anterior circle of Willis throughout both cardiac systole and
diastole. Impending loss of flow reveals itself by a lowered, absent, or
reversed diastolic flow pattern 5%

Detection of bilateral obstruction of cerebral arterial blood flow iden-
tifies potential or actual brain death. (Unilateral abnormalities of flow
pattern can reflect the presence of an embolus or thrombus at the base
of a selected cerebral artery.) Brief, short amplitude, abnormally sharp
wave patterns {(spikes) during systole alone (no diastolic flow present) or
an oscillating to-and-fro flow pattern with forward flow during systole
and backward flow during diastole identify irreversible loss of the cir-
culation distal to the artery under examination. Absent evidence of
blood flow activity at the base of the brain, however, must be regarded
as a technical failure unless proved otherwise. Disappearance of all flow
signals in the area of a previously active measurement identified by the
same experienced technologist sometimes can be taken as circulatory
absence. Even in this circumstance, however, one should be cautious
about concluding brain death in the absence of clinical signs.

Several series have validated the sensitivity and specificity of TCD in
confirming the clinical expression of brain death. The combined reports
by Kirkham,?® Hassler,” Ropper,® Petty,*! and Feri** and their respective
colleagues provide data on TCD activity in 120 postinfantile children (»
= 238} and adults (n = 97) with clinically diagnosed brain death (Table
2.7). Eighty-four also had EEGs and 34 had arteriograms. In all instances,
the latter tests seem to have preceded the ultimate TCD evaluation. Not
all studies enumerated their failed attempts to insonate intracranial ves-
sels (when described, 9-18 percent were indicated), and most of the
studies omitted mention of vertebrobasilar artery flow velocities.

Within the above constraints, TCD confirmed an absence of blood
flow in 114 of 120 cases of clinically diagnosed brain death, a sensitivity
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of 95 percent. In the 6 instances showing relatively good intracranial
flow in the internal carotid—supplied arteries, either classic aortic arch
or subtraction arteriograms confirmed residual blood flow in the same
vessels. Only 1 patient, clinically dead from cardiopulmonary arrest, was
reported as retaining completely normal TCD patterns of supratentorial
arterial perfusion. No report indicated any clinical sign of brain life once
the characteristic TCD brain-death flow patterns appeared.

Doppler flow patterns in extracranial (as opposed to intracranial)
carotid and vertebral arteries (ECD) also have been evaluated in relation
to clinical brain death. Their usefulness has turned out to be limited. In
one recent study of 42 patients clinically diagnosed as being brain dead,
ECD obtained typical no-circulation flow velocity patterns in only 31.32
Nine additional patients showed a “suggestive” ECD pattern, hardly suf-
ficient for diagnostic purposes. More importantly, Lewis et al. reported
the case of a young man in whom ECD detected to-and-fro extracranial
carotid artery flow 5 days after an episode of transient asystole.** Such a
pattern, when identified by TCD, has thus far turned out always to iden-
tify brain death. This patient, however, reportedly recovered without
neurological deficit.

Brain Death in Children

Criteria for this diagnosis have been established largely on the basis of
Ashwal and Schneider’s experience and accepted by the American Acad-
emy of Pediatrics and the Child Neurology Society.** The clinical guide-
lines are similar to those in adults (Table 2.8). They include known
cause, nonremedial coma, absent brainstem reflexes including a stan-
dardized apnea test, and absence of severe hypothermia or intoxicating
drugs. Recommended observation times from first diagnosis to removal
of life support, as well as for laboratory verification, differ somewhat
from those that apply to adults. Ashwal and Schneider’s current view,
based on additional patient observations, is that clinical examination
alone is sufficient to diagnose brain death in most children (S. Ashwal,
personal communication, 1995). No diagnostic errors have been re-
ported when strict clinical guidelines were followed, but technological
assistance is required for pretransplantation of organs.

A distressing report on inconsistencies in diagnosing brain death in
children appeared recently.* One hopes that it does not reflect anything
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Table 2.8. Diagnosis of Brain Death in Infants and Children

Diagnostic criteria are same as for adults.
Be sure that high sedative levels are absent.
Interval times between first and ultimate diagnosis:

Preterm Infants ... ... i e 72 hr
Term Lo 2 MO o i e e 48 hr
P 2 1T J 24 hr
D 0 1 T 12-24 hr

Either isoelectric EEG or CBF <3-4 m1/100 g/min

Source: Ashwal S, Schneider 8, Brain death in infants and children. In: Berg BO (ed).
Neurologic Aspects of Pedintrics. Stoneham, Mass.: Butterworth-Heinemann, 1992, 639~
53.

more serious than an unwillingness to follow rigid standard practice. In
a survey involving several reputable pediatric services, among 93 chil-
dren who were declared brain dead, b apparently were diagnosed with-
out a full clinical coma examination. Twenty-three had no apnea test, 82
had no repeat apnea exam, 3 had apneic tests shortly after barbiturates
were stopped, and 4 of 30 infants less than 12 months old had no con-
firmatory tests of the clinical diagnosis. The findings suggest that hos-
pitals would do well to conduct annual reviews of their criteria for brain
death and of the accuracy of their fulfillment.

Spinal Movements in Brain Death

The spinal cord usually escapes the pathological impact of disorders that
lead to brain death. As a result, a variety of reflex or spontaneous, com-
plex spinal responses can affect as many as 75 percent of brain-dead
patients.*® These movements more often affect younger than older per-
sons, and they occur more frequently when brain death has lasted for
one or two days or more. Heytans et al. describe an example and re-
viewed the literature.*’

The importance of spinally engendered movements in brain death
lies not only in their existence but also in the neural complexity that
their expression reflects. Spinal deep tendon reflexes commonly are pre-
served and often are hyperactive but never are spastic. Cutaneous ab-
dominal as well as cremasteric reflexes often persist. Extensor plantar
responses are uncommon, but brisk and uni- or bilateral leg reflex with-
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drawal can follow plantar stimuli. In contrast to brainstem reflexes, con-
current flexor-extensor posturing of the upper and lower extremities has
not been reported. What do occur, however, are a variety of complicated,
coordinated movements that possess the disquieting appearance of sem-
ipurposeful acts. Confirming the isolated spinal origin of these relatively
coordinated activities, Ropper reports that short latency median nerve
somatosensory evoked potentials appear at or below the cervical-medul-
lary junction in such cases but that no responses can be elicited in more
rostral structures.*®

Neck flexion in brain-dead bodies with isolated spinal cords may in-
duce a brief, brisk neck extension reflex. Neck flexion also may induce
brief adduction of either or both shoulders accompanied by either flex-
ion or extension movements of the forearms at the elbow. Neck flexion
also may induce quick hip flexion. Occasionally, unilateral extension-
pronation of an arm occurs. Sometimes the shoulders turn in and the
back arches as a combined movement.

In some brain-dead patients even more complex body movements can
occur, suggesting that the spinal cord holds within its ontogenetic or-
ganization the capacity to execute complex behavior in a semidirected
way. Such movements can take several forms. One consists of rigidly
raising one or both the flexed arms over the chest or neck, arching the
back, and then deliberately returning the arms to rest. Others include
independently raising one arm or the other, seemingly to reach a tra-
cheotomy tube. Most startling of all is a complex act allegorically dubbed
Lazarus’s sign.”” The phenomenon most often occurs during an apnea
test or the terminal asphyxia of ventilatory removal. In it, the arms rise
above the body and the body and head also may flex into a semisitting
position for a matter of several seconds to minutes. The patient then
flops back to the bed, flaccid, inert, and immobile. No movement of face
or jaw accompanies the above motor activities, nor have we encountered
examples of the postural coordination that occurs between the arms and
legs in decerebrate patients.

The appearance of these many movements, both simple and well or-
ganized in motor pattern, can be disconcerting even to professionals.
Further confirming their isolated spinal origin, however, we observed
the phenomenon terminally in a patient whose autopsy a few hours later
demonstrated liqufication necrosis of the lower brainstem down to the
level of the foramen magnum. More important in clinical care is the
disquieting effect such movements can have when witnessed by families.
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Because of this, it seems wise to perform both apneic tests and the ulti-
mate withdrawal of the ventilator in the absence of the family. If loved
ones insist on witnessing the patient’s final cardiac activity, they should
be warned that spontaneous movements generated at the spinal level
may be distressing to observe but in no way reflect the presence of re-
sidual brain function.

The Timing of the Withdrawal of Life Support

Natural death is not an event. It is a process in which different organs
or parts of organs permanently lose their life-supporting properties at
widely varying times and rates.* Death of the brain becomes inescapable
when the organ irreversibly loses its capacity to maintain the vital inte-
grative functions transacted by its autonomic-vegetative and conscious-
ness-mediating centers. These centers lie in the brainstem and indispen-
sably regulate what Claude Bernard (1865) called the body’s internal
milieu. They also contribute critically to a host of more complex inte-
grated and cognitive neurological functions that express the body’s re-
lationships with the outer world. Accordingly, death of the brainstem
dooms into silence whatever remnants of more rostral structures may
continue to carry out. Neither Pallis nor I have been able to find by
personal contact or in the professional medical literature a single ex-
ample of a patient accurately diagnosed as being brainstem dead who
subsequently recovered any vital brainstem function, much less any
shred of arousal or consciousness.'

Most brain-dead patients are carried on life support until asystole
supervenes within a few days of onset. Hung and Chen, for example,
report that, of 73 such brain-dead patients, half experienced asystole by
the third day but the bodies of 2 lived on until the 10th and 16th day.*®
Table 2.4 lists even longer intervals before either heart action sponta-
neously ceased or legal/family permission allowed discontinuation of
ventilation. This can be taken as the dark side of advanced technological
support systems. The medical costs are huge, the experience drains the
emotional reserves of families and caregivers, and the longer cardiopul-
monary support lasts the greater becomes the threat that the body’s
visceral organs will be unsuitable for safe and successful organ trans-
plant.

Current U.S. practice of declaring brain death in many if not most
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cases remains heavily influenced by the 1981 recommendations of the
President’s commission that brain death must reflect the functional
death of the “whole brain.”® Lacking any strong data base to go on, some
consultants felt uncertain that patients who fulfilled the criteria for
brainstem death would never regain either autonomic functions or
arousal. As a result, this country and most of Europe mandated a delay
of several hours between the first and the ultimate clinical diagnosis of
brain death. Furthermore, the commission encouraged technological
atfirmation of the ultimate step, especially when transplantation of still
vital visceral organs was anticipated.

American medicine has now had 16 years to test these guidelines.
Most who have strictly followed them during the interim have found
them to be biologically overcomplicated, morally questionable, and prac-
tically undesirable. Recently, the New York State Health Commissioner
convened 28 neurologists, critical care physicians, and experienced
nurses to reconsider the state’s regulations on brain death. Transplant
surgeons were not included for ethical reasons. All conferees had par-
ticipated frequently in diagnosing brain death on the basis of complete
loss of brainstem function in the absence of confounding drugs. Also,
however, every physician and critical care nurse at the meeting had ex-
perienced frustrating delays in withdrawing life-support procedures be-
cause of laboratory findings or fragments of cerebral electrical activity
or a still partially open cerebral vascular bed. Also, all agreed that cur-
rent requirements to confirm clinical diagnoses by potentially mislead-
ing technology create uncertainty for families, damage the morale of the
critical care staff, increase institutional costs, and hamper the successful
outcome of organ transplantation. Accordingly, based on available evi-
dence, the convened experts recommended shortening the waiting pe-
riod after the initial clinical diagnosis to 6 hours before proceeding with
the final apneic test (Table 2.9). In exceptional cases, such as over-
whelming, acute cerebral hemorrhages or direct, fatal injury to the
brainstem (e.g., by physical trauma or gunshot), the time may be short-
ened to 2 hours, but brain death must be confirmed by technological
procedures. The recommendations largely follow both the Minnesota
and the British guidelines, except for shortening the ultimate waiting
time in definitive cases.
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Table 2.9. New York State Guidelines for Determination of Death by
Irreversible Cessation of All Functions of the Entire Brain, Including the
Brainstem (Age Greater than 1 Year)

Note: All 9 items must be answered YES to declare brain death.
YES NO
1. Have reasonable efforts been made to notify the pa-

tient’s next-of-kin or other person closest to the in-

dividual that a determination of death based on

cessation of brain function will soon be completed?
2. Is the cause of the coma known and sufficient to ac-

count for the irreversible loss of all brain function?
Note: Coma of unknown cause (e.g., no evidence of
brain trauma, stroke, hypoxic/hypotensive injury)
requires a diligent search for the cause of coma be-
fore brain death determination. Similarly, the mag-
nitude of the brain injury must be commensurate
with irreversible cessation of all brain function.

3. Are CNS-depressant drugs, hypothermia (<32° C)
and hypotension (MAP <55 mm Hg) excluded as
reversible causes of brain failure, and has any effect

of neuromuscular blocking agents been excluded

as contributing to the results of the neurological

exam?

Note:

o Specific levels of CNS depressants or neuromus-
cular blocking drugs are left to clinical judgment.

° Brain death cannot be declared in the setting of
hypothermia (<32.2° C).

° Shock, defined as a mean arterial blood pressure

less than 55 mm Hg, prohibits the declaration of

brain death. Pressors to support arterial blood

pressure may be used (mean BP = [2 * BP dia-

stolic + BP systolic]/3).

If levels of CNS depressants or neuromuscular

o

blocking agents cannot be excluded as contribut-
ing to poor neurological status but cerebral angi-
ography demonstrates there is no intracranial
blood flow, then proceed to Item 4.

4. Is all movement attributable to spinal cord function

(i.e., there are no other spontaneous movements or
motor responses)?
Continued on next page
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Table 2.9-—Coniinued

Note: All 9 items must be answered YES to declare brain death.

(=]

. Absent corneal and pupillary light responses?
. Absent caloric responses to iced water after visual

. Has an apnea test of a minimum five minutes dura-

YES
Note: Posturing and shivering in the absence of neu-
romuscular blockade or learned movements in re-
sponse to pain in any extremity or the head pre-
clude the diagnosis of brain death. Deep tendon
reflexes including stereotypic triple flexor re-
sponses in the lower extremities are compatible
with brain death. These include spontaneous slow
movements of an arm or leg. Bizarre movements of
entirely spinal origin may sometimes occur in brain-
dead patients. Also, coordinated movements can
occur with shoulder elevation and adduction, back
arching, and the appearance of intercostal muscle
contraction without detectable tidal volumes.
Finally, in a few patients, the “Lazarus sign” may
develop when the ventilator is permanently discon-
nected; the head and torso may flex and for a few
seconds rise from the bed with arms outstretched,
then fall back and remain permanently flaccid in
the supine position.

. Absent cough and/or pharyngeal reflexes?

NO

examination of the tympanic membranes?

tion showed no respiratory movements with a docu-
mented PCO, greater than 55 mm Hg with a pH of
less than 7.40 or with a PaCO, that has risen more
than 20 mm Hg above the level obtained immedi-
ately prior to the test.

Note: Extreme caution should be exercised in the
performance of the apnea test. The apnea test
should be conducted only after all other evaluations
are completed. An apnea test should be performed
in such a manner as to minimize the risk of hy-
poxia or hypotension. Delivering a high concentra-
tion of oxygen to the airway (4 L/min) before and
during the apnea test reduces the risk of hypoxic
complications. If mean arterial blood pressure falls
significantly during the performance of an apnea
test, it should be discontinued with an arterial blood
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YES NO

sample drawn to determine whether PaCO, has ei-
ther risen above 55 mm Hg or increased by more
than 20 mm Hg from the level immediately prior to
the test. If so, this validates the clinical diagnosis of

brain

9. Has one of the following four criteria (A, B, C, or

death.

D) been established?

A* Ttems 2 to 7 have been confirmed by two exam-
inations separated by at least six hours, and
Item 8, the apnea test, validates the clinical di-
agnosis of death.

B. 1.
2.
3.
C. 1
2
3
D. In

. Items 2 to 7 have been confirmed as YES,
. No intracranial blood flow is evident.
. A second exam at least 2 hours after the first

Items 2 to 7 have been confirmed YES.

An EEG shows electrocortical silence.

A second exam at least 2 hours after the first
confirms Items 2 to 7 as YES, and the apnea
test validates the clinical diagnosis of death.

confirms Items 2 to 7 as YES, and the apnea
test validates the clinical diagnosis of death.
the event that any of Items 2 to 7 cannot be

determined because the injury or condition pro-

hibits evaluation (e.g., extensive facial injury
precluding caloric testing), then the following
criteria apply:

1.
2.

ALL items which are assessable are YES.
No intracranial blood flow is evident.

3. A second exam at least 2 hours after the first

confirms all assessable items as YES, and the
apnea test validates the clinical diagnosis of
death.

*In exceptional cases in which obvious traumatic-destructive damage has di-
rectly destroyed the lower brainstem, e.g., by obvious gunshot or similar phys-
ical mechanisms, brain death may be declared in two hours by clinical find-
ings, the apneic test, and the presence of EEG silence or absent intracranial
blood flow. Such procedures have generally been initiated in cases from
which viable organs for transplantation may be obtained and either the family
or the injured patient has given immediate or advance permission to take the
organs for transplantation.

Source: Adapted from Truax BT, Munschauer FE. New York State Guidelines for De-
termination of Death (State University of New York at Buffalo).
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Potential Misdiagnoses of Brain Death

Coma of Unknown Cause

Patients in deep coma who initially lack specific evidence of having ei-
ther an intracranial structural lesion or a confirmed, potentially fatal
metabolic illness must be considered to have drug-induced reversible
coma until proved otherwise. Total flaccid paralysis, apnea, and even an
isoelectric EEG can accompany reversible deep coma in patients with
severe, self-induced drug poisoning. One must wait a day or so or obtain
a negative blood toxic drug screen or cerebral blood flow measurement
before making a certain diagnosis of brain death in such instances.

The Vegetative State

The vegetative stateis a clinical condition lasting for at least several hours
or days, in which the patient loses all recognizable evidence of self and
surroundings, but sleep-wake cycles and other autonomic visceral func-
tions remain. The term persistent vegetative state (PVS)®” describes the be-
havior of a small number of survivors of severe brain trauma, asphyxia,
or other causes who reawaken from coma within a few days or weeks but
demonstrate thenceforth no detectable evidence of any cognitive aware-
ness, that is, consciousness. Brief vegetative behavior can occur for a few
days during the early recovery from moderately severe brain injury, but
at that time is not incompatible with good cognitive recovery. The term
persistent vegetative state has been arbitrarily applied to persons who re-
main vegetative for at least 1 month after initial brain injury. The diag-
nosis of PVS predicts a relatively poor prognosis, but not necessarily
permanent vegetative unawareness. Permanent vegetative state is a prob-
abilistic diagnosis anticipating the future. It requires a substantially
longer time than the diagnosis of PVS and varies according to age and
the nature of the brain damage.

Several authors have advanced the concept that the early vegetative
state is tantamount to a state of chronic “cerebral death.”®® This cannot
be accepted because a substantial fraction of patients who remain veg-
etative immediately after trauma or illness undergo fairly rapid subse-
quentrecovery, and a few even become independent. Itis true that adults
who remain in the PVS 1 month after asphyxial coma have less than a 5
percent likelihood of making a subsequent good cognitive outcome and
only a 15 percent probability of regaining any consciousness at all. By
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contrast, however, relatively young persons who appear vegetative at 1
month after traumatic brain injury have about a 25 percent chance of
making a good recovery, with about half the overall group regaining at
least some degree of cognition.®® After 6 months, however, even those
with traumatic injury retain less than a 5 percent chance of becoming
independent, with perhaps another 10 percent remaining dependent
but regaining some capacity for interpersonal interactions. Very few per-
sons older than 40 years do as well. To epitomize, the likelihood that
patients in a vegetative state will never regain consciousness is probabi-
listic, not absolute. The accurate diagnosis of brain death, by contrast,
is absolute.

The Locked-in State

The locked-in state describes a condition caused by several different, reac-
tively uncommon neurological disorders that sometimes resemble acute
brain death to the untrained eye. The most likely disorder to be misdi-
agnosed consists of a reversible, acute cranial-body polyneuropathy that
rapidly involves motor nerves extending from the oculomotor nerves
down to those innervating the toes; the result can block all body move-
ment.®-% Severe cases of this rare condition can paralyze the pupillary
constrictors as well. Related in pathogenesis to the more common, im-
munologically related Guillain-Barré types of polyneuropathy, cranial-
body neuropathy characteristically comes on rapidly after a banal res-
piratory or gastrointestinal illness. Within a matter of hours to a day or
so, progressive paralysis spreads over the entire body and head.
Breathing and swallowing functions tend to disappear at about the same
time and require intubation and ventilatory substitution. The diagnosis
has sometimes been confused with basilar artery insufficiency or en-
cephalitis, but a careful analysis of the history and examination belies
such interpretations. Once paralysis sets in, only the history, the electro-
physiologically and electrically tested absence of peripheral motor
nerve conduction, and the continued presence of a slow alpha and rel-
atively normal wake-sleep EEG pattern reassure care givers that the to-
tally de-efferented body contains a normally thinking brain. For as yet
unexplained reasons, some such patients lose alpha blocking on the
EEG and subsequently cannot recall the period of the acute illness.®*!
In the absence of severe acute complications, however, most recover
completely.

Several other causes of severe motor paralysis also may produce syn-
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dromes that at least partially resemble brain death but do not fulfill
current guidelines.®* These include acute ischemic strokes or hemor-
rhages that affect lower pontine and upper medullary structures, thereby
leaving patients with quadriparesis, respiratory insufficiency, and suffi-
cient damage to lower cranial nerve function to inhibit or prevent any
means of verbal or gestural communication. Slightly more rostrally
placed infarctions or myelinolytic lesions that destroy the descending
corticospinal motor pathways as they course through the base of the pons
spare slightly more function. They paralyze the extremities and lower
cranial nerves but spare the oculomotor nerves as well as lower brain-
stem areas that initiate automatic breathing. Consciousness often is re-
tained, both acutely and especially chronically. Many persons with either
medullary or basis pontis lesions develop the ability to communicate by
laboriously learning codes transmitted by eye movements. Clinical and
ethical problems of long-term management abound.

Iatrogenic Problems

Professional caregivers in the past occasionally made errors in prema-
turely diagnosing brain death. The problem reflected carelessness more
often than ignorance. Presently, premature, inappropriate declarations
of brain death occur much less often but have not vanished. A more
important problem in nonmetropolitan areas of the state of New York
has been that general physicians have been reluctant to diagnose brain
death and arrange transfer for organ transplantation because many ex-
tant protocols require technological confirmation or the consulting par-
ticipation of a specialist. The New York State Health Department pres-
ently is making efforts to overcome such hesitation by establishing a
check-off protocol of the necessary steps and providing direct instruction
by experienced physicians to family practitioners.

The Value of Using a Nonfunctioning Brainstem
as Diagnostic of Brain Death

The physiological practicalities of functional brain death do not neces-
sarily imply the immediate, simultaneous death of the organ’s many min-
ifunctions.* Only the areas critical to survival and communication (i.e.,
brainstem functions) are tested in most standard clinical protocols. This
fact has created ethical problems for some persons, especially nonphy-
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siologists. The issues at hand were recently reviewed and thoughtfully
discussed by Halevy and Brody.%

Pallis expresses the practical British view that brain death equates with
death of the brainstem because the stem regulates nearly all of the body’s
vegetative-anatomical functions and activates the normal conscious
state.’ Indeed, the clinical criteria for brain death as applied in most of
the industrial world are based entirely on the critical examination of
brainstem function. Furthermore, as this chapter has emphasized, the
accurate clinical diagnosis of brainstem death has always identified ir-
reversible, lethal injury irrespective of the presence of spared functional
remnants detected by electroencephalographic or brain arterial perfu-
sion studies.

The argument in favor of the brainstem criteria has to be advanced
biologically, not semantically. The brainstem is the ontogenetic prede-
cessor of the thalamus and the cerebrum, as well as being the machine
in humans that drives those more rostral structures during their con-
scious, functioning life. As the persistent vegetative state indicates, brain-
stem life without cerebral cognitive function is biologieally possible so
long as the body’s external needs are met by care givers. All evidence
indicates, however, that the cerebrum cannot survive for more than days
or, rarely, weeks once the brainstem and hypothalamus no longer remain
to serve its every autonomic, endocrine, and nutritional need. Once the
brainstem functionally dies, there’s no turning back—the brain will
never regain its humanity. Nor can we expect medicine or society to
bear the costs once the brain surrenders its vitality.

Continuing expensive treatment for a brain-dead body is a medical
travesty that represents a deplorable consumption of the limited medical
and social resources of the community. Moreover, the continued pres-
ervation of a body unable in any way to support its internal or external
needs creates a situation that can be emotionally devastating for both
loved ones and care givers. Unless physicians are as firm about diagnos-
ing brain death as cardiac death, families inevitably will sustain impos-
sible hopes, deplete their emotional and financial reserves, and prolong
their grief until the unavoidable final event occurs.

The Opportunity for One Final Gift to Humanity

Surgical and accompanying immunologic skill has vasily improved the
capacity to sustain the physiological integrity of visceral organs for trans-
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plantation. When the brain dies but bodily organs temporarily survive,
the sooner the transfer can be carried out, the better is the chance for
functional survival. The practical value is evident, but the principle has
received too little publicly as a humanistic act. Advance wishes by persons
(or their families) to have their bodily organs removed and donated so
that others may live represent the last direct gift to humanity that any of
us can make.
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II

The Interface between
Philosophy and the Clinic

As MARTIN PERNICK points out in Chapter 1, controversy has sur-
rounded the determination of death throughout history. The chapters
in this part demonstrate how quickly issues that were once uncontro-
versial, because they were either unimportant or unrecognized, can sud-
denly become the object of bitter debate.

To be sure, controversy surrounded brain death from the beginning,
Some persons rejected it as an unacceptable devaluation of human life
for crass utilitarian reasons. Others criticized its philosophical underpin-
nings, arguing that the notion of higher-brain death—that is, the loss of
consciousness and cognition—was a more coherent concept. But, as
brain death won the day through widespread legal recognition, profes-
sional endorsement, and public acceptance and as critics (liberal and
conservative) were marginalized, inherent flaws in the formulation of
brain death remained undiscovered or were ignored as unimportant by
supporters and critics alike.

From the start, the criterion for whole-brain death was functional
rather than anatomic. What mattered was the loss of identified functions
of the brain, not activity in individual cells or clusters of cells. Further,
in narratives on this new definition of death, theorists on the President’s
commission and elsewhere contended that only integrative function mat-
tered. But these theorists, such as James Bernat, who writes here, did not
specify a hierarchy among the integrated functions. And the law simply
ignored any distinction between functions, implying that all brain func-
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tions must be lost for a person to be declared dead. Loss of all brain
functions is what was sold to the American public.

In 1993 Baruch Brody and his colleague Amir Halevy documented
that many patients diagnosed as brain dead retain not only some brain
functions, but truly integrative function as well. In Chapter 3 Baruch
Brody presents the dilemma and offers a radical analysis and solution.
Death, he says, is a fuzzy set; there is no clear border between life and
death. Rather than fruitlessly trying to resolve the seeming contradiction
between whole-brain criteria and definition (as Bernat and Pallis attempt
to do), he suggests uncoupling the determination of death from the
various legal and social consequences usually associated with it, such as
burial, unilateral treatment termination, and removal of organs. Nor-
man Fost makes a similar proposal in Chapter 9. Bernat and Pallis dis-
agree. Each seeks to maintain the status quo, Bernat by further modi-
fying the criteria of death and Pallis by sticking to the notion of
brainstem death.

Bernat has steadily modified his 1981 position. For example, while
consciousness was not initially in his list of integrative functions, he has
subsequently added it. In Chapter 4 he makes a further modification by
distinguishing between relevant and irrelevant integrative functions in
order to reject Brody’s contention that persisting neurohormonal func-
tion (the production of argenine vasopressin) is, indeed, an important
integrative function. Bernat argues that this neurohormonal function is
not “critical” in the sense that it is less essential than other integrative
functions to the continued life and health of the organism and that it is
not “clinical” in that it is “not detectable on ordinary bedside neurolog-
ical examination.” Time will tell whether Bernat’s introduction of the
modifiers critical and clinical does the philosophic work of resolving the
apparent contradiction between whole-brain criteria and definition.

In Chapter b Pallis takes a simpler tack. The functions identified by
Brody are not functions of the brainstem. They do not have to be ignored
or rationalized. They are simply irrelevant. Pallis gives a conceptual jus-
tification for his brainstem criterion—that it is embedded in a coherent
sociohistorical matrix that recognizes both loss of consciousness and loss
of the ability to breathe spontaneously as the functions that distinguish
a dead from a living human being.

Joanne Lynn and Ronald Cranford, in Chapter 6, raise other “per-
plexing” issues, long ignored (or “quiet,” as they say) because they had
no real practical consequences: the time of death, the appropriate stan-
dard of proof that death criteria have been fulfilled, and the attendant
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question of what is meant by érreversibility. All definitions and criteria of
death and, indeed, all death statutes stipulate that the loss of function,
neurological or cardiovascular, must be “irreversible.” Lynn and Cran-
ford point out with relentless logic that there are four important times
relating to a declaration of death: when the function is lost, when it is
found to be lost, when the loss is irreversible, and, finally, when the loss
is known to be irreversible. They also point out that statutory definitions
of death give two criteria (cardiorespiratory and neurological) that stand
independently.

As Lynn and Cranford point out, forcing clarity on these complicated
and potentially divisive issues would not have been useful two decades
ago because no practical consequences hung in the balance until the
advent and public discussion of non-heart-beating cadaver organ pro-
curement protocols in the early 1990s. NHBC protocols force the issue
by attempting to push the declaration of death back as far as possible in
the Lynn/Cranford time line. In doing so they raise inescapable choices
about the precision with which we know the loss or function is irrevers-
ible and what we mean by irreversible in the first place—that is, does it
mean that we cannot reverse the loss or choose not to reverse it?

The chapters in these sections raise important but as yet unanswered
questions about public perception and policy. Irreversible loss of all brain
functions was an essential part of the package that facilitated the Amer-
ican public’s acceptance of a new, neurologically based definition of
death. How can (or should) the public be told that (1) the line between
life and death may be “fuzzy” even to physicians; (2) only some brain
functions are important while others can be ignored; (3) the notion of
whole-brain death should be abandoned in favor of brainstem death; or
(4) while there is no real scholarly consensus about how to set the time
of death, it is being defined to facilitate the maximum procurement of
organs for transplantation?
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How Much of the Brain Must
Be Dead?

Baruch A. Brody, Ph.D.

THE PROPONENTS OF THE standard criterion of brain death (death
occurs at that point in time when there is an irreversible cessation of
functioning of the entire brain) encounter difficulties in reconciling it
with the definition (irreversible loss of integrative functioning) and the
clinical tests (no stem reflexes, no respiratory efforts, no responsiveness)
normally associated with that criterion. The solution to this problem is
neither to defend the standard criterion by modifying the tests or the
definition nor to look for another criterion based on another definition
and to employ other tests that confirm the satisfaction of that criterion.
Rather, one should recognize that (1) criteria of death postulate a par-
ticular point as an answer to a series of questions, (2) death is a process
rather than an event that occurs at a particular point in time, and (3)
the answers to these different questions are to be found at different
points in the process, so that no one point can be picked as the moment
of death. Rather than seeking a point in the process to serve as the
criterion of death and as an answer to these questions, one should choose
different points in the process as appropriate answers to the different
questions.

Halevy and I made these arguments in a 1993 paper.! This chapter
expands on that position. In the first section, “Restating the Problem,”
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I briefly review our evidence of the ditficulties faced in reconciling the
tests, the criterion, and the underlying definition. Under “Possible Re-
sponses,” I amplify our criticisms of several suggestions that have been
made in response to these difficulties, including the suggestion that ad-
vances in neurology might provide better tests that would resolve the
difficulties. In the final section, “The Halevy-Brody Response,” I explain
our theory and use it to evaluate the current debate about procuring
organs from anencephalics.

First, however, I want to make it clear that part of the intellectual
background to our 1993 paper is the acceptance of the fundamental
insight of fuzzy logic, namely, that the world does not easily divide itself
into sets and their complements. Death and its complementary property
life determine mutually exclusive but not jointly exhaustive sets. Al-
though no organism can fully belong to both sets, organisms can be in
many conditions (the very conditions that have created the debates about
death) during which they do not fully belong to either. That is why you
cannot find the answers to the questions by finding the right moment in
the process to serve as the moment for belonging to the set of the dead.
Death is a fuzzy set.

Restating the Problem

To understand the difficulties Halevy and 1 raised, one needs to remem-
ber that the whole-brain criterion of death, with its associated clinical
tests, is put forward on the basis of a definition that provides its rationale.
According to the definition, the organism is alive only when its function-
ing is integrated. Given that both the cortex and the stem play central
roles in the integration of the functioning of the organism, the organism
dies only when all of these integrative functions of all of the parts of the
brain irreversibly cease. This is the criterion of death. The clinical tests
(such as those for responsiveness/voluntary movements and apnea) test
for the presence of these integrative functions.

Both the cortical criterion of death and the cardiorespiratory crite-
rion of death are also based upon definitions that provide their ratio-
nales. According to the cortical definition, life requires the functioning
of a person. Given that the cortex is the physiological location for func-
tions (such as consciousness, thought, and feeling) that are essential for
the existence of a person, death occurs when the cortex irreversibly loses
the capacity for those functions. According to the cardiorespiratory def-
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inition, the organism is alive only when the vital “bodily fluids”—air and
blood—continue to flow through the organism. Given that this flow re-
quires respiration and circulation, the organism dies when those two
functions cease.

For each of these definitions, there are, of course, problems either
with the definition or with the relation between the definition and its
associated criterion. Parts of the body other than the brain help integrate
the organism’s functioning, so why does the first definition lead to the
criterion of the cessation of the integrative functions of only the brain?
Is it sufficient for death, as the second definition maintains, that the
person has stopped functioning, or must other functions also cease be-
fore death has occurred? If the flow of the “vital fluids” is maintained
artificially, is the organism still alive according to the third definition,
especially if the organism is conscious and capable of responding and
moving spontaneously? I shall return to aspects of these problems below.
What I want to note for now is that adherents of these three competing
criteria have recognized the importance of there being justitying defi-
nitions for the criteria; without such a definition, all that you have is an
arbitrarily chosen criterion. This point is central for understanding the
difficulties raised in our paper.

Halevy and I called attention to the fact that there are organisms who
satisfy all of the standard clinical tests for whole-brain death but who
have not lost all of the integrative functions of the brain. The most im-
portant example is neurohormonal regulation. The presence of this re-
sidual neurchormonal regulation in a significant percentage of organ-
isms who satisfy the usual tests for brain death and whose respiration
and circulation are being maintained artificially (usually to allow for the
possibility of organ donation) is well documented. Most crucially, this
regulation is just as much and as important an example of the integrative
functioning of the brain as is the brain’s control of respiration or of
responsive movements. Given the definition behind the whole-brain cri-
terion, this functioning of the brain should have to cease before the
criterion is really met. As the usual tests do not ensure this, they are
inadequate as tests for the satisfaction of the criterion given the definition
that supposedly justifies that criterion.

In the article in the Annals of Internal Medicine, Halevy and 1 also call
attention to two other functions of the brain that do not necessarily cease
when the normal clinical tests are met: (1) continued functioning of the
auditory pathways as evidenced by brainstem evoked potentials and (2)
continued cortical functioning as evidenced by EEG readings. 1 would
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today put less emphasis on them. To begin with, the latter is present only
in very special cases and the extent of the former is not clearly known.
Second, and more important, while they constitute brain functions, it is
not clear that either integrates the functioning of the entire organism.
If not, then both should be irrelevant to the death of the organism.
According to the definition that supposedly justifies the whole-brain cri-
terion, only the integrative functioning of the brain must irreversibly
cease before the organism dies, so these functions may not count.

Halevy and 1 emphasized these other two functions to illustrate an-
other problem. Patients who meet the normal clinical tests for brain
death may not satisfy the criterion used by the President’s commission
and embodied in the law, the “irreversible cessation of all functions of
the brain.” These examples are very relevant to illustrate the dissonance
between the clinical tests and that legal criterion. The point I am making
here is that they may not be relevant to illustrating the dissonance be-
tween the clinical tests and the whole-brain criterion justified by the as-
sociated definition, a criterion that refers only to the cessation of inte-
grative functions.

In short, our difficulty may be stated as follows: (1) the true whole-
brain criterion of death is that the organism dies when all of the inte-
grative functioning of the entire brain ceases; (2) when the normal clin-
ical tests are met, at least one form of integrative functioning of the
brain, neurohormonal regulation, has often not ceased, and there may
be other forms of integrative functioning that have not ceased; (3) there
is, therefore, an incongruity between the normal clinical tests and the
whole-brain criterion as understood in light of the definition that justi-
fies it.

Possible Responses

Given the above argument, one can identify a series of possible re-
sponses: (1) The incongruity between tests and criterion exists, but we
should not worry about it because it occurs in only a few cases or because
it makes no difference, as current practice works well. (2) These residual
functions are either not integrative functioning or not integrative func-
tioning of the right type, so there is really no incongruity between tests
and criterion. (3) There is an incongruity between tests and criterion
which cannot be ignored, and we should resolve it by improving the tests
employed through advances in neurology. (4) There is an incongruity
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between the clinical tests and the criterion which cannot be ignored, and
we should resolve it by adopting some other criterion based on some
other justifying definition. (5} The incongruity is indicative of a funda-
mental problem that is best resolved by giving up on the search for a
single criterion of death that answers all of the questions that a criterion
of death is traditionally understood as answering. This last response is
the conclusion Halevy and I adopted.

Should we worry about the incongruity, since it occurs in only a few
cases? The claim that it occurs in only a few cases is mistaken. If, of
course, organisms are declared dead on the basis of the usual tests and
removed from life support, neurohormonal regulation (and many other
functions of the organism) will soon cease. But that may show only that
taking dependent living organisms off life support soon produces death.
The crucial question about the extent of the incongruity is how often
these functions are still occurring when the usual tests are first met and
before the organism is taken off life support. The data cited in our 1993
paper show that this occurs in a significant percentage of cases.

Should we worry about the incongruity even if it occurs in many cases,
since the use of the current tests works well? It all depends upon what
you mean by “the tests work well.” They certainly have enabled the organ
procurement programs to harvest a significant number of additional
organs by declaring death on the basis of the tests without waiting for
neurohormonal regulation to cease. They also have enabled physicians
to discontinue life support in many cases where the families insisted on
doing everything so long as death had not occurred. The need to respect
that family preference stops when death is pronounced on the basis of
the current tests, even when neurohormonal regulation has not ceased.
But does that mean that the tests have worked well? Not if the organisms
in question still are alive, as they are according to the current criterion
when regulation has not yet ceased. If they are still alive, the use of the
current tests has in many cases resulted in killings to harvest organs and
in discontinuing life support by misleading families about when death
has occurred. It is hard to understand why that should be described as
working well. I suggest below that the claim that the current tests work
well can be reconstructed to make some sense once one drops, as Halevy
and I have advocated, the search for a criterion of death. But until one
does so, the incongruity means that the current tests are not working
well.

Are the residual functions integrative functions or integrative func-
tions of the right type? Bernat has suggested that they are not:
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However, in some cases, a critical number of neurons have been de-
stroyed but a few continue to function in isolation. For example, some
unequivocally whole-brain-dead patients continue to manifest rudi-
mentary but recordable electroencephalographic activity or hypotha-
lamic neuroendocrine activity sufficient to prevent diabetes insipidus.
Because these isolated nests of independently operating neurons no
longer contribute critically to the functions of the organism as a whole,
their continued activity remains consistent with the whole-brain crite-
rion of death.? (569)

1am not convinced by this objection. Although it is true that the residual
cortical activity is separated from the functioning of the organism as a
whole and is in that sense an isolated nest of operating neurons, this is
just not true of the neurohormonal regulation that, by definition, is
integrated with the functioning of the rest of the organism. Another
residual functioning that Bernat does not mention, intact auditory path-
ways, is harder to classify, although it is certainly not a clear-cut example
of purely isolated nests of operating neurons. That is why I said above
that, for the purposes of this chapter, the residual neurohormonal func-
tioning deserves the most attention. It is without any doubt residual in-
tegrative functioning of the very sort that is supposed to mean that the
patient is still alive, according to the justifying definition that lies behind
the whole-brain criterion of death. This last point also serves as a criti-
cism of Pallis’s recent response to our argument:

What is the philosophical significance, for instance, of a given TSH level
detected a specified number of hours after a clinical diagnosis of brain
death? . .. A “concept” which “dares not speak its name” in fact often
lurks behind most such “challenges.” It is that death on neurological
grounds should mean but one thing: the irreversible loss of function
of the totality of the intracranial contents . . . This is advanced without
specification of the functions, the loss of which would demarcate the
living from the dead. This approach hardly warrants being described
as a “philosophical” concept of death.? (21)

The relevant functions are, of course, the brain’s integrative functions,
and the level of thyroid-stimulating hormone (TSH) is evidence that
some of them are still intact. None of this requires, of course, that all of
the intracranial contents should have stopped functioning.

I confess that I am surprised by Dr. Bernat’s response. After all, his
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1981 paper with Culver and Gert is a landmark paper precisely because
it clarified for the first time the justifying definition of continued inte-
grative functioning (“functioning of the organism as a whole”) as lying
behind the whole-brain criterion.* In that paper, the first example of the
functioning of the organism as a whole is neuroendocrine control {390).
Why, then, does Bernat now describe it as a purely isolated nest of op-
erating neurons?

Isn’t the obvious response to modify the clinical tests so that the cri-
terion of the irreversible cessation of the integrative functioning of the
entire brain is satisfied when the new set of tests is met? Couldn’t we test
for neurohormonal regulation and (if we were concerned about it as
integrative functioning) for intact auditory and visual pathways? In fact,
the use of such tests has been suggested by various authors.>® There is,
however, a major problem, which Halevy and I noted, with this sugges-
tion. Data from the transplant community,” which has studied this ques-
tion to determine whether hormone replacement should be part of the
management of potential donors, suggest that hormonal levels due to
residual neurohormonal functioning may remain intact for more than
72 hours. These are some of the best data available. They include patients
where angiography indicated a complete cessation of intracranial blood
flow, indicating the presence of a dual blood supply.

Consequently, the adoption of these new tests would mean a serious
challenge to the transplant community in maintaining both the viability
of organs and the willingness of families to donate. There could be a
significant loss of organs. Moreover, putting aside the transplantation
setting, maintaining organisms on life support until the new tests are
met, when the families insist that everything be done until death occurs,
can be very expensive, so we should not rush to add additional tests.

There is a crucial difference between the criticism of this response
and the criticism of the other responses. The problem with the first three
responses is that they fail on intellectual grounds. The justification for
the brain-death criterion means that the functions which remain and are
the source of the dissonance cannot be disregarded if one wants to main-
tain intellectual honesty. The problem with the fourth response is that
it fails on practical grounds. We want to be able to harvest organs and to
disconnect life support unilaterally long before the suggested new tests
are satisfied. Some might suggest that this is irrelevant. If we want the-
oretical soundness, we must pay the practical prices. One of the merits
of the proposal Halevy and I put forward is that it offers the opportunity
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to be both theoretically sound and practical. I will return to this point
below.

Perhaps the best response is to modify the criterion of death and the
Jjustifying definition. Three versions of this response are found in the
literature: (1) Adopt as the criterion of death the permanent cessation
of respiratory activity or the permanent cessation of cardiac as well as
respiratory activity (the two options most advocated in the debate in the
Orthodox Jewish community about brain death and organ transplanta-
tion}.* (2) Adopt as the criterion of death the permanent cessation of
respiratory activity and of consciousness (Pallis’s brainstem criterion).?
(3) Adopt as the criterion of death the permanent cessation of con-
sciousness (the higher-brain criterion).

There is more to be said about each of these suggestions than is pos-
sible in this chapter, so I will confine myself to just a few observations,
(1) The adoption of the view that death requires the irreversible cessa-
tion of both cardiac and respiratory functioning may mean a significant
and expensive prolongation of the dying process as well as the end of
organ transplantation as we know it. A strong futility policy might avoid
the former, while a modification of the Pittsburgh protocol might pre-
serve some transplantation.® Unless we have powerful intellectual rea-
sons for preserving that criterion, other than adherence to the tradi-
tional definition, it is a poor suggestion on practical grounds. (2) Neither
a purely respiratory criterion nor a combined respiratory/consciousness
criterion lends itself to a justifying definition. The former criterion in-
volves only one of the traditional vital “bodily fluids,” and it is hard to
see why one is to be preferred to the other. The latter criterion comes
from two very different definitions, and it is hard to see why the wo
criteria should be combined. Pallis points out quite correctly that
they are “embedded in coherent historical and cultural matrices” (21).
However, the fact that each is embedded in a coherent matrix does not
ensure that their combination is embedded in a coherent matrix.
(8) The suggestion that we adopt a higher-brain criterion for the death
of the person, based upon the definition that the person dies when
the cognitive and affective functioning required to be a person ceases,
makes a lot of sense when discussing the death of the person. But are
we only looking for an account of the death of the person? Perhaps
we really want an account that encompasses the death of the full organ-
ism? We certainly seem to want that type of account before burial or
cremation.
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The Halevy-Brody Response

Our response to the incongruity begins by recognizing that the death of
the organism is a process rather than an event. Consider the organism
that suffers damage to its brain so that it is no longer conscious and can
no longer engage in responsive or voluntary movements. At some later
stage, it loses the capacity to breathe on its own so that its respiration
must be supported artificially. At a later stage, its capacity to regulate
hormonal levels stops. Somewhere during this time period, its auditory
pathways stop functioning. Finally, its heart stops beating. Is it really
meaningful to suppose that the organism died at some specific point in
this process? Isn’t it more reasonable to say that the search for a criterion
of death (a specific moment) made sense when these points were always
close in time to each other because medicine lacked the capacity to
protect some of the functions when the others had stopped, but no
longer makes sense today when medicine can, and sometimes has good
reasons to, keep some of the functions going for longer periods? Isn't it
more reasonable to say that the organism was fully alive before the chain
of events began, is fully dead by the end of the chain of events, and is
neither during the process. Fuzzy logic enables us to say that in a precise
fashion.

But don’t we have to identify a specific point of time at which the
organism died? Aren’t there important questions which need to be an-
swered and can only be answered by identifying the precise pointin the
process at which the organism died? These questions include when life
support can unilaterally (without patient or surrogate concurrence) be
withdrawn, when organs can be harvested, and when the organism can
be buried or cremated. Perhaps not. While traditionally it has been
thought that the way to answer these questions is to find that precise
moment of death, perhaps that is the mistake. Perhaps these ques-
tions need to be examined and answered each on its own, with the an-
swer to one question (some point in the process) not necessarily being
the answer to the other questions. That is the heart of Halevy’s and my
proposal.

In our paper, we suggested that life support could in these cases be
unilaterally withdrawn when the organism no longer composes a person
because the cortex no longer functions. We emphasized that allowing
for this unilateral withdrawal would constitute an appropriate steward-
ship of social resources. Elsewhere, I have argued that even those moral
and religious traditions that place great emphasis on the value of the life
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of human organisms can accept such appeals to stewardship.!® Notice,
by the way, that such an argument would not apply to those rare cases
where the resources of the patient or family paid for the full costs of the
continued care.

In our paper, Halevy and I suggested that organs could be harvested
at that stage in the process after the loss of cortical functioning when
the organism can no longer breathe on its own. This, of course, corre-
sponds to current practice. We defended it, however, not by adopting
some criterion of death justified by some definition of death. Instead,
we argued for it on the grounds that it preserves the proper balance
between trying to maximize the supply of organs to save lives and trying
to preserve public support for organ transplantation by not harvesting
organs in cases that would be socially unacceptable.

This approach offers, I believe, a basis for evaluating AMA approval—
later withdrawn—of harvesting organs from still-breathing anencephal-
ics,! allowing for a reasoned consideration of their proposal while re-
jecting their justification of it. The AMA continues to accept the current
criterion of death, with its implication that such anencephalics are still
alive. They also recognize that harvesting organs means, on their own
assumptions, killing the anencephalic organism, although they avoid us-
ing that word, preferring to talk instead about “sacrificing” it. To justify
their conclusion, they argue that anencephalics, who have never and who
never will experience consciousness, can be killed because they have no
interest in being alive and there are no compelling social interests in
preserving their life. This argument succeeds only if one is willing to
change deontological constraints (“thou shall not kill living human or-
ganisms”) into teleological rules (“killing human organisms is wrong
when their interests or social interests are harmed”). The implications
of this are very disturbing.

I respectfully suggest that the Council on Ethical and Judicial Affairs
adopted this change without even arguing for it because the council,
following much of the recent bioethical literature, does not understand
deontological constraints. Things would be very different if they argued
that anencephalics are in that class of in-between organisms that are
neither fully alive nor fully dead. Then, they might argue that the de-
ontological constraints do not apply to them and that we should settle
the question by balancing the benefits of additional organs (needed, e.g.,
by other newborns with hypoplastic left hearts) against the risks to public
acceptance of organ procurement if the public does not see anen-
cephalics as being in this in-between category. That, I submit, could be
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the basis for a reasoned discussion of the AMA proposal, one following
the framework presented in our paper.

There is, however, one further complication that must, I now believe,
be taken into account. In our article and in the analysis just presented,
the assumption is that the deontological constraint against killing human
organisms applies only to those who are fully alive; once the organism
is in the in-between range, we need only consider the policy trade-off.
But is that assumption necessarily true? What happens to deontological
constraints in a world of fuzzy sets? This additional issue will require a
reasoned discussion, although the contours of the discussion are at the
moment quite unclear.

What about burying or cremating the organism? Here, we suggested,
maximum leeway could be given to respecting family sentiments by wait-
ing for asystole, which usually occurs soon after all support ends. We can
adopt that approach, saying that, on the basis of the traditional defini-
tion, the organism is fully dead only at that point, because that does not
require us to wait for asystole before withdrawing life support unilaterally
or harvesting organs.

In conclusion, then, our response answers the three questions in ways
that are both theoretically defensible and practically useful. It is able to
do so only because it does not answer them by adopting a consonant
definition, criterion, and test of death. The dissonance we identified
makes that impossible in a world that also needs to harvest organs and
control health care expenditures. It is able to do so, instead, because it
recognizes the implications of the fact that death is a process in a world
governed by fuzzy logic.
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Refinements in the Definition
and Criterion of Death

James L. Bernat, M.D.

DESPITE THE GENERAL acceptance of the concept of brain death in the
Western world, the subject of the definition and criterion of death con-
tinues to provoke important scholarly debate. As I have summarized
recently, those accepting the validity of declaring human death based
on neurological grounds generally can be divided into the “whole-
brain,” “higher-brain,” and “brainstem” theorists.' Most scholars have
accepted the desirability of analyzing the concept of death by first agree-
ing on its definition, then formulating a general, measurable criterion
to show that the definition has been fulfilled by being both necessary
and sufficient for death, and finally developing a series of medical tests
to prove that the criterion of death has been satisfied.?

As Bernard Gert, Charles Culver, and I explained more than 15 years
ago, several assumptions underlie our analysis. First, death is a nontech-
nical word that is used widely and correctly. Any attempt to define death
formally must capture this ordinary nontechnical meaning. Second,
death is fundamentally a biological concept, so that all and only living
organisms can die. Death has important social, psychological, religious,
cultural, anthropological, and spiritual dimensions, but it is ultimately a
biological event concluding the life of every organism. Third, death is
irreversible. Accounts of people allegedly returning from the dead are
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simply instances of returning from dying. Finally, we presume that a
living organism can be distinguished from a dead one with reliability
and that the time an organism dies can be stated with some degree of
accuracy, at least in retrospect.®

Amir Halevy and Baruch Brody have argued that agreement on a
single criterion of human death may not be possible because death is
not an event but an ineluctable process during which no single point
can be chosen to demarcate the moment of death.* Brody expands on
that analysis in this volume. This position was first propounded by Robert
Morison in a famous debate with Leon Kass in 1971.3 In Chapter 3 Brody
cites the fashionable field of “fuzzy logic” as the rigorous philosophical
defense that death is a process and that there can be no unified criterion
of death. According to this concept, because death and life are mutually
exclusive but not jointly exhaustive sets, death represents a fuzzy set, and
thus no single criterion of death possibly can be fourd.

Indeed, while some types of dying make death more closely resemble
a process, other types of death more closely resemble an event. Clearly,
it takes a finite time for the physiological functions vital for life to cease
and for physicians to determine that the cessation of vital functions is
irreversible. In some chronic conditions, a person’s transition from dying
to death may appear nearly seamless. And now that the determination
of human death using neurological tests (brain death) has become ac-
cepted medical practice, a physician’s determination of a patient’s death
may itself take as long as 24 hours. In this regard, I agree that death can
be viewed as a process.

Conversely, in instances of sudden death from trauma or cardiopul-
monary arrest, the depiction of death as an event seems to be more
accurate. Here the irreversible cessation of vital functions may be re-
duced in duration to no longer than a few momenis. Additionally, there
are important pragmatic reasons for us to prefer considering death as a
determinable event: social reasons, such as burial practices, life insur-
ance awards, and the reading of wills, and medical reasons, such as organ
transplantation and the unconsented withdrawal of intensive therapies.

Everyone agrees that two boundary processes occur at the end of life:
the process of dying that occurs before death and the process of bodily
disintegration (putrefaction) that occurs after death. On balance, I be-
lieve that it is most coherent to consider death as the event that separates
the process of dying from the process of bodily disintegration. Although
in some chronic conditions, the event of death follows a gradual process
of dying, I believe it is socially desirable and biologically plausible to ask
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physicians to identify an event of death, although the precise timing of
that event may not be determinable beyond a small range and, in some
cases, may be determinable only in retrospect.

The determination of death using whole-brain tests is consistent with
a concept of death as the event that separates the processes of dying and
bodily disintegration. In the brain-dead patient, apnea produces cardiac
standstill within a few minutes and the process of bodily disintegration
follows unless the dead patient’s ventilation (and, hence, circulation) is
supported artificially. In this circumstance, the brain-dead patient does
not display the process of progressive bodily disintegration in the same
way as the patient declared dead by cardiopulmonary tests. In brain
death, the brain undergoes a process of putrefaction and autolysis, but
the remainder of the body does not disintegrate until systemic circula-
tion ceases.

Refinements and Their Reasons

The presence of cases in which death more closely resembles a process
has stimulated rejection of the event formulation and questioned the
very possibility of finding a unitary criterion of death. Nevertheless, 1
disagree with Halevy and Brody on both of their conclusions: (1) that
the problems they have identified with my account and those of other
theorists on brain death represent fatal flaws for producing a coherent
concept linking the definition, criterion, and tests of death and (2) that
the current accounts attempting to identify a single criterion of death
should be discarded in place of their recommended series of pragmatic
steps based on states of brain functioning. Here I will show that (1)
refinements in my account of death satisfactorily answer the criticisms
they raise; (2) there is no necessity, therefore, to invoke their radical
solution; and (3) their account raises thorny problems that are best left
untouched.

To summarize briefly my current account,® death is defined best as
the permanent cessation of the critical functions of the organism as a
whole. The best criterion of death is the permanent cessation of the
clinical functions of the whole brain. The best tests for death are those
published by the medical consultants to the President’s commission and
explained in technical detail by the American Academy of Neurology:
for the patient not maintained on a ventilator, the prolonged loss of
respiration or circulation or both functions; for the patient maintained
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on a ventilator, the prolonged cessation of measurable clinical functions
of the whole brain.”

Brody points out correctly that my account has evolved over the past
15 years. Indeed, 1 have refined somewhat both our originally proposed
definition and criterion of death in response to examples cited by critics
that represent valid exceptions to my account. For example, in 1981
Charles Culver, Bernard Gert, and I cited the neuroendocrine control
of fluid and electrolyte balance as one instance of a function of the
organism as a whole.? Subsequently, it was shown clearly that many pa-
tients declared brain dead using accepted tests for brain death exhibited
continued hypothalamic secretion of antidiuretic hormone (ADH) suf-
ficient to prevent diabetes insipidus.® I agree with Brody that this re-
tained activity of the secretory hypothalamus probably represents more
than the mere functioning of an isolated nest of neurons, although in
some cases the posterior pituitary gland alone may secrete enough ADH
to prevent diabetes insipidus, at least temporarily. Nevertheless, I con-
cede that this example shows that not afl functions of the organism as a
whole must be lost in brain death.

In response to this example, I have refined our earlier account of the
definition of death. Death should be defined as the permanent cessation
of the critical functions of the organism as a whole. Obviously, there are
a large number of activities of the organism as a whole. They comprise
a hierarchy of functions of varying levels of criticality to the life and
health of the organism. Criticality refers to the extent to which a given
function of the organism as a whole is necessary for the continued health
and life of the organism.

Awareness, breathing, and circulatory control are more critical to life
than is the secretion of ADH. Assuming an adequate water intake, pa-
tients can survive for long periods without ADH. A patient who fulfills
the tests for whole-brain death and therefore has permanently lost aware-
ness, the capacity to breathe, and the capacity to maintain circulatory
control still should be considered dead by our account despite the pos-
sibility that some hypothalamic neurons continue to secrete ADH. Al-
though appropriate ADH secretion is an example of a function of the
organism as a whole, it is not an example of a critical function.

Julius Korein has provided a rigorous basis for regarding the brain as
the critical system governing the functioning of the organism as a whole
using arguments from thermodynamics theory.'® When the brain is de-
stroyed, the critical system is destroyed and the organism no longer can
survive in a state of minimal entropy production, With destruction of
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the organism’s critical system, inevitable spontaneous fluctuations will
irreversibly further degrade the organism and increase entropy until all
systems no longer retain the capacity to operate. The beginning of this
process is the loss of certain functions of the brain that subserve the
critical functioning of the organism as a whole.

In response to the claim that not @/l functions of the brain are absent
in clinically determined brain death, I have refined our earlier criterion
of death, which had been “the permanent cessation of all functions of
the whole brain.” I have refined this criterion of death to become “the
permanent cessation of the ¢linical functions of the entire brain.” This
criterion had been accepted by the President’s commission and used in
the Uniform Determination of Death Act.!! Subsequently, it was shown
that EEG activity recordable from the scalp surface persisted in some
patients unequivocally determined to be brain dead by accepted tests.’”
This rudimentary EEG activity neither responds to sensory stimuli nor
appears to represent coherent brain functioning. Rather, it represents
isolated nests of neurons whose random and purposeless cellular elec-
trical activity can be recorded technologically but whose functioning is
utterly divorced from that of the organism as a whole.

Christopher Pallis has correctly observed that the bedside tests for
brain death performed by physicians do not routinely assess the func-
tions of large portions of the brain, such as the occipital lobes, basal
ganglia, and thalamus. He accurately pointed out that the usual bedside
determination of whole-brain death in actuality focuses on an assessment
of brainstem functions.®

Although the adjective clinicalin my refined criterion was absent from
my earlier account, clearly it was the clinical functions of the brain that
I and the President’s commission had in mind when we used the term
Sfunctions. The President’s commission clarified their account by making
the important distinction between what they called “systemic, integrated
functioning” and “physiologic activity.”'* My term clinical functions refers
to what the President’s commission called “systemic, integrated func-
tioning.” My term clinical functions includes physical signs of brain func-
tions that are detectable on ordinary bedside neurological examination
but excludes the meaningless cellular activities of isolated nests of sur-
viving neurons, as well as those brain activities that cannot be measured
at the bedside, phenomena that the President’s commission called mere
“physiologic activity.”

Should ADH secretion be classified as a clinical function? If it is, then
there is an inconsistency between the definition and criterion of death,
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as Brody correctly observes. I believe that ADH secretion should not be
classified as a clinical function because its presence or absence is not
assessed or detected on a usual clinical examination and requires a lab-
oratory test for diagnosis. Flagrant diabetes insipidus often can be sus-
pected when a patient is observed to produce an inappropriately large
urine output, but the diagnosis of diabetes insipidus cannot be made
without at least measuring the urine specific gravity.

The determination of death using neurological or cardiovascular tests
is a clinical determination based on a physician’s ordinary physical ex-
amination. Although laboratory testing (e.g., EEG, evoked potentials,
mounitoring of intracranial blood flow) may be useful to confirm death
in selected cases, death determination is and should remain a clinical
procedure.

Critics may point out that apnea testing as currently practiced involves
a high-technology procedure and therefore seems to violate the rule that
death determination is solely a clinical evaluation. Ordinary apnea test-
ing, however, requires simply observing an unventilated patient or dis-
connecting a ventilated patient from the ventilator and observing for the
prolonged absence of breathing. The technological component has
been added to prevent concomitant hypoxemia and other potential dan-
gers, thereby to protect the patient during the test. But the technological
portion is not necessary to prove apnea or to determine death.

Brody’s final criticism centers on the alleged preservation of the func-
tioning of brainstem auditory pathways as evidenced by retained brain-
stem auditory evoked potentials when other clinical tests for brain death
have been satisfied. He supports this claim by citing a single report of
two cases of alleged brain death with partially retained brainstem audi-
tory evoked potentials.’* I am respectfully skeptical of the validity of this
report on two grounds: (1) It contradicts hundreds of other reported
observations that consistently show that all brainstem auditory evoked
potentials are absent in brain death.’s (2) It contradicts the unified path-
ophysiology and pathology of brain death that is accepted widely by
knowledgeable scientists and scholars.

Refinements Surpassing the Alternatives
The seeming incompatibility of the definition and criterion of death has

led some scholars to conclude that no unitary criterion of death ever
can be identified. Brody has reached this conclusion and suggests that,
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rather than attempting to reach consensus on our ability to identify the
moment of death, each question about a patient’s life support should be
considered on its own merits. For example, he suggests the adoption of
a rule that physicians could withdraw a patient’s life support without
family consent in those instances in which the organism no longer com-
posed a person. This is a pragmatic and generally reasonable approach
to the vexing problem of what to do with the tragic patient in a persistent
vegetative state who remains alive but has lost personhood.

Brody recognizes that PVS patients are not dead, and he does not
confound the distinction between death and loss of personhood, as has
been done by several scholars who support a higher-brain formulation
of death.'” Death is a biological concept, and only biological organisms
can die. Personhood is a psychosocial and spiritual concept, and person-
hood cannot die except in a metaphorical sense. When we say that a
person died, we are referring to the organism that was the person.
Charles Culver, Bernard Gert, and I argued that the decision to withdraw
life support from a patient in a persistent vegetative state (who remains
alive but arguably has lost personhood) is an important question, but
one that should not be obscured by purposely blurring the important
distinction between death and the loss of personhood.!®

Brody’s rule has a provocative exception. I was startled to read in
Brody’s defense of preemptively withdrawing life-sustaining treatment in
PVS cases that his rule would not necessarily apply to patients whose
families wished life-sustaining treatment to be continued and were able
to pay for it. Thus, according to this scheme, those PVS patients who
could afford medical treatment would live and those who could not
would die. This highly questionable moral position is an example of the
type of difficulty that results from favoring a series of pragmatic rules
rather than attempting to agree on a definition and criterion of death.
Certainly, it is reasonable to consider allowing some patients in PVS to
die by withdrawal of life-sustaining treatment, based on factors such as
the patient’s prior wishes and the physician’s responsibility for steward-
ship of society’s resources. But, as I think Brody would agree, such an
action must be acknowledged to represent allowing a living person to
die. Although of markedly diminished capacity, the PVS patient is alive.!®

Brody recommends awaiting asystole before burying or cremating the
PVS patient from whom life-sustaining treatment has been stopped. But
why should this wait be necessary? Because of, Brody adds, the desira-
bility of “respecting family sentiments.” What Brody does not point out
is that family sentiments oppose burying or cremating a spontaneously
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breathing and heart-beating PVS patient because it is obvious to families
and to everyone else that spontaneously breathing and moving PVS pa-
tients are not dead. And, as the well-publicized, tragic case of Nancy
Cruzan demonstrated, the “short” interval between stopping hydration
and nutrition and the development of asystole in such patients can last
as long as 2 weeks.?

Brody touches on the vexing deontological problems inherent in his
proposal. As he accurately observes, the clear deontological rule prohib-
iting the killing of living human beings would have to be modified when
fuzzy logic shows that some people, such as anencephalic infants, fall in
an ambiguous state between life and death. Brody is fully aware of the
serious moral implications of this change. Formerly clear deontological
constraints themselves become fuzzy in a world of fuzzy sets.

Identifying the definition and criterion of death is an elusive task. It
requires a reasoned philosophical and biological analysis to determine
the critical functions of the organism as a whole and a careful scientific
study to determine the precise neuroanatomical and neurophysiological
correlation of these functions. Our ability to measure these functions
accurately undoubtedly will increase with future advances in technology.
These technological advances should permit us to identify with greater
specificity and measure with greater exactitude that set of neurons in
the brainstem, diencephalon, and cerebral hemispheres that subserves
the critical functions of the organism as a whole.?! [ believe that such an
attempt to generate consensus on the philosophical and biological ques-
tion of the definition and criterion of death has a far greater chance to
succeed than does an attempt to develop a social consensus on a series
of ad hoc, pragmatic rules denying that there is an identifiable moment
of death.
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On the Brainstem Criterion
of Death

Chris Pallis, D.M.

ALTHOUGH THERE ARE active proponents of higher-brain formulations
of death, most physicians still espouse the whole-brain criterion when
secking to diagnose death on the basis of the patient’s neurological
status. There has been recent controversy concerning the adequacy of
the whole-brain criterion, and it is to this matter that I address my com-
ments.

Basically, the criticisms have been of two types. Some critics have
stressed the persistence of various endocrinological or electrical func-
tions in patients otherwise fulfilling current clinical requirements of
whole-brain death. They argue that, if the secretion of pituitary hor-
mones or any kind of electrical activity generated within the skull persists
(for however short a time), the “whole of the brain” cannot be dead.
Most such critics avoid defining death, thereby eschewing the need to
relate the persisting function (which is the source of their concern) to
persisting life of the “organism as a whole.”

Other critics of the whole-brain criterion start from much wider prem-
ises. They argue that criteria and tests for death cannot be discussed in
a philosophical vacuum. They correctly point out that, unless one starts
with a definition of death, it will be difficult—if not impossible—meaning-
fully to discuss the relevance of any particular criterion of death and, a
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fortiori, to discuss the merit of ftests (designed to establish whether the
said criterion had been met or not).

These difficulties were comprehensively addressed by Halevy and
Brody in 1993,! and Brody addresses them in Chapter 3 of this volume.
Here I seek to point out how the concept of brainstem death is imper-
vious to the first kind of challenge, while fully compatible with—and in
fact enhancing the value of—the second. The notion of brainstem death
avoids the cultural problems involved in claiming that vegetative patients
(who meet the higher-brain criterion of death, but who are still
breathing spontaneously) are dead. It simultaneously avoids the valid
indictment that some patients said to meet the whole-brain criterion of
death may, for a while, retain “life” in some neuronal aggregates above
the level of the brainstem.

I start by stating where I agree and where I disagree with Professor
Brody and others who share his concern about the “whole of the brain”
not being dead in patients alleged to be suffering from whole-brain
death.

1. I agree that death is a process and not an event. 1 have been arguing
this thesis for the last 15 years.>” Even a “classical death,” at home and
remote from all the paraphernalia of intensive care technology, does not
result in an immediate loss of function in all body parts. After irreversible
asystole mini-electrocardiographic activity can for a while be recorded
from within the cardiac cavities.® The pupils remain for up to 2 hours
responsive to miotics.? Skin, bone, and arterial grafts remain viable, even
if harvested a whole day after irreversible asystole.

But in this process there may be dramatic points of no return.
The events occurring after human decapitation illustrate the point
rather dramatically. The heart continues to beat after severance of the
head from the body.!® That is anatomical decapitation. Brain death
has been described as “physiological decapitation.”' The subject of
our deliberations is, in a sense, an exploration of the limits of this
analogy.

2. 1 agree with Professor Brody that “many patients who meet the standard
clinical tests of brain death still maintain some brain functioning and therefore
do not satisfy the whole-brain criterion of death.” But then, as I will show, I
am not arguing for a whole-brain criterion of death. Let those who are
advocating such a criterion deal with the problems their stance entails!
One of these problems will be to respond to papers with titles such as
“Electroencephalographic Activity after Brain Death”!2—or to cope with
others headed “Paradoxical Contributions of EEG during Protracted Dy-
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ing.”** Contributions of this kind rapidly become quixotic to the point
of incoherence.

3. I agree with—and much admire—Professor Brody’s ruthlessly logical de-
scription of the “six possible responses” to an untidy array of awkward facts. 1
also confess that I am offering what Professor Brody calls “another cri-
terion of death”: the brainstem criterion as opposed to the higher-brain
criterion and to the whole-brain criterion.! I disagree, however, that ad-
vocacy of the brainstem criterion is some kind of retreat from the whole-
brain criterion or some kind of attempt at tidying up a reality cluttered
with too many discordant facts. The concept of brainstem death was,
after all, being advocated in the United Kingdom in 1976 and 1979 (i.e.,
before the 1981 report of the President’s commission).”

Professor Brody is wrong when he suggests that the concept of brain-
stem death is primarily a prognostic one (in that it implies that asystole
is inevitable and “would occur within days”). That brainstem death cur-
rently carries such a catastrophic cardiac prognosis is true.**” And it is
also true that this had to be stressed at one stage, in the United Kingdom,
in the course of heated public controversy on brain death.’ But in my
writings and talks on the subject, I have always emphasized that, in my
opinion, the brainstem dead were dead (because irreversibly uncon-
scious and irreversibly apneic) irvespective of their cardiac prognosis?*7 1
have also pointed out that, with the anticipated advent of the artificial
heart {and with the established advent of pharmacological techniques
capable of maintaining “prolonged somatic survival”), the fact that “the
brain dead were already dead” would assume an increasing and very
practical significance.

I have consistently argued that the real conceptual challenge facing
us today is the need to accept the fundamental notion that “brainstem
death [is] death in its own right” and that this notion has a tenable
philosophical basis. I have protested at repeated references, by our less
well-informed journalists, to the “switching off of life-support machines,”
pointing out that, in cases where repeated tests for brainstem death had
proved positive, the ventilators were clearly already ventilating cadavers
and that cadavers have no prognosis, at least in this world.>’

4. I agree with Professor Brody that it is meaningless to discuss tests for death
without what he calls a “justifying” definition of death. For many years I have
been arguing that what physicians do-—or do not do—in intensive care
units should be logically derived from explicitly formulated philosophi-
cal premises.®*” This has not always gone down well with colleagues in
the United Kingdom who boast of their pragmatism.
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I strongly disagree with Professor Brody, however, when he asserts
that the criterion of brainstem death lacks a “justifying definition.” 1
suggested in 1983 that death occurred when a pathological event
(whether cardiologic or primarily intracranial) produced both irrevers-
ible loss of the capacity for consciousness and irreversible loss of the
capacity to breathe and that this should be considered a valid definition
of death.? The suggestion has quite recently received an official impri-
matur. !

Professor Brody dismisses the brainstem criterion (and the concept
of death from which it is derived), stating that the “criterion comes from
two very different definitions, and it is hard to see why the two criteria
should be combined. Pallis points out quite correctly that they are ‘em-
bedded in coherent historical and cultural matrices.” However, the fact
that each is embedded in a coherent matrix does not ensure that their
combination is embedded in a coherent matrix.” I beg to differ. The
single matrix in which my definition is embedded is a sociological one,
namely Judeo-Christian culture. Inasmuch as Western civilization retains
any moral or ethical standards, they are still influenced by the culture in
question. It is important, in my opinion, that, even if we today express
our views in modern physiological and secular terms, we recognize their
cultural roots. The “loss of the capacity for consciousness” is much the
same as the “departure of the conscious soul from the body,” just as the
“loss of the capacity to breathe” is much the same as the “loss of the
breath of life.”

That granted, we can go further: we can, respectively, find the req-
uisite anatomical bases for these occurrences (1) in the bilateral destruc-
tion of the paramedian tegmental parts of the mesencephalon and ros-
tral pons and (2) in the destruction of the so-called respiratory center
of the lower medulla. For those interested in philology, I have described
the widespread identity, in various languages, of terms denoting souland
breath.* 1 think it is legitimate to look at words—and ideas—in relation
to the company they keep.

5. Idisagree with Professor Brody on important neuroanatomical and clinical
points. In his critique of the whole-brain concept, Professor Brody writes
that “many patients meeting all of the standard clinical tests for brain
death still have some cortical, midbrain or stem functioning.” This may
be true as far as the cortex and diencephalon are concerned (as attested
by residual EEG and hormonal activity), but it certainly is not true in
relation to the brainstem. The evidence given by Professor Brody war-
rants closer inspection. The attempt to invalidate the brainstem criterion
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on this basis just does not stand up to critical evaluation. Let us look at
the three cases Professor Brody quotes to buttress his argument.!546

Professor Brody writes, quite explicitly, that “brainstem function, as
shown by evoked potentials, can continue despite a patient’s meeting
the standard clinical tests for brain death.”! He then goes on to assert
that “brainstem evoked potentials . . . assess the functional integrity of
the auditory and visual pathways from the receptors through the stem
to the cortex.” The trouble with this is that the pathway (between retina
and visual cortex) at no place involves the brainstem. Ferbert’s patient,' clin-
ically diagnosed as brain dead but having preserved visual evoked re-
sponses, may constitute a problem to those subscribing to the whole-
brain criterion. The case, however, is irrelevant to those concerned
primarily with brainstem function.

The auditory pathway does, however, traverse the brainstem. Did the
two Barelli cases,’® cited as evidence by Professor Brody, really meet “the
standard clinical tests for brain death?”! A critical feature of the standard
tests is the exclusion of exogenous intoxication as a factor possibly con-
tributing to the patient’s neurological status. The first patient referred
to by Barelli and his colleagues was a 28-year-old woman hospitalized for
“severe acute colchicine poisoning” who sustained a cardiorespiratory
arrest. Twelve hours later “all brain death criteria became evident.” The
brainstem auditory evoked responses persisted, however, for “a few
minutes.”

Benjamin Franklin, who suffered from gout, is said to have introduced
colchicine into the United States. It is a drug capable of depressing the
respiratory center, and acute colchicine poisoning causes an ascending
paralysis of the central nervous system.'” I doubt that the patient in ques-
tion would have been diagnosed as brain dead in the United States. In
the United Kingdom this case would not have met the preconditions for
a diagnosis of brainstem death,

Barelli’s second patient was a 60-year-old woman who developed a
cardiorespiratory arrest of unspecified etiology. On the fourth day “all
brain death criteria had occurred.” Brainstem auditory evoked re-
sponses are said to have persisted, monaurally, for another 72 hours.
There are no details as to the primary diagnosis or concerning outcome.

It is on this rickety tripod (two irrelevant and one grossly underdo-
cumented case) that Professor Brody bases his clinical evidence of per-
sisting brainstem function in whole-brain death. Parturiunt montes, nas-
cetur ridiculus mush®

6. On variable “accounts of death.” Professor Brody advocates an “al-
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ternative approach that does not acknowledge any sharp dichotomy be-
tween life and death and incorporates the proposition that the questions
of when care can be unilaterally discontinued, when organs can be har-
vested, and when a patient is ready for the services of an undertaker
should be answered independent of any single account of death.”

Something very similar was argued over 15 years ago by Alistair
Browne, another philosopher.!® Browne wrote that, “even granting that
important legal, moral and medical consequences flow from the deter-
mination of death, and that it is undesirable to be left in limbo on these
matters, it still does not follow that we ought to precise the definition of
death. There remains the alternative of leaving the definition of death
in its present indeterminate state, and going on to specify what can be
appropriately done to whom, when.” Browne then makes a number of
suggestions, concluding: “I do not want to insist that these particular
rules ought to be adopted; my point is only that we can remove any
uncertainty in practical affairs without fiddling with the definition of
death.” I responded to Browne’s article,? arguing that “the only real
alternative to an overall philosophical concept of death [is] a set of ar-
bitrarily assembled rules of conduct . .. Who would issue such rules?” I
asked, “and on what basis?” History, I pointed out, tended to show that,
when prescribed observances and practices had no roots in generally
accepted conceptual frameworks, they faced one of two fates: they were
either abandoned (and sooner rather than later), or they were sustained
by the threat of sanction. Were I addressing this issue today, I would add
that the main beneficiaries of such an arrangement in the United States
would undoubtedly be U.S. lawyers!

Professor Brody’s suggestions about what we could do with patients
in a vegetative state (stop feeding and hydrating them), with patients in
whom the standard clinical tests for whole-brain death have been satis-
fied (harvest their organs), and with patients in irreversible asystole
(summon the undertaker) are appealing, but mainly, I think, because
of their spurious simplicity. To place the vegetative state at the head of
an implied sequence of events which proceeds from higher-brain death
via whole-brain death to final cardiac asystole is tidying up reality just a
little too much. Persistently vegetative patients seldom follow a clinical
evolution of this kind. Professor Brody’s statement is not, in my view, a
philosophical justification for different concepts of death (based on the
undoubtedly correct perception that “death is a process”). It is rather a
recognition of the primacy—in the real world—of the logistics of prac-
tical patient care: one just does not want transplant coordinators in wards
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for the demented elderly or morticians in intensive care units and op-
erating theaters (if for no better reason than that their presence might
clutter up access and startle both relatives and nursing staff). We have
problems enough as it is.

Stuart Youngner and his colleagues have commented, in a sensitive
and observant manner, on the current states of “knowledge and concepts
among health professionals” in the United States when questioned about
brain death and organ retrieval *® The disarray was impressive. I would
ask Professor Brody: “Are you seriously envisaging compounding the
chaos by questioning the need for a uniform definition of death? It is
not reassuring for people to hear physicians tell them that there are
several kinds of death (as distinct from several ways of dying). It has been
said that ‘we shape both ourselves and our societies by the accumulated
effects of particular choices’ (what we do, we become). Please keep this
in mind.”
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The Persisting Perplexities in
the Determination of Death

Joanne Lynn, M.D., and Ronald Cranford, M.D.

CONTROVERSY OVER HOW TO determine death seems likely to be part
of the human condition. Consider the chagrin of the Romans discover-
ing that Jesus was not dead, despite having been crucified and en-
tombed! However, for most of our history the issue was of relatively
minor importance, signaling at most how long one must wait between
apparent death and burial. This changed with the advent of two devel-
opments in medicine: first, treatments that could sustain respiration and
circulation despite the patient having lost all brain functions, and sec-
ond, the transplantation of useful organs from newly dead bodies.

For most of our history, when a person’s breathing stopped, death
followed very quickly (even appearing to be simultaneous). Iron lungs
and anesthesia bellows, in the first half of this century, demonstrated
that death from respiratory arrest alone could often be averted. This
forced us to be clear that it was the cessation of heartbeat that really
signaled death.

By the end of the 1960s, cardiopulmonary resuscitation and cardio-
pulmonary bypass machines had forced a reexamination of precisely
what could be meant by the “cessation of heartbeat.” It could not just
be the stilling of the heart, for that could be supplanted temporarily by
bypass and could be ended with reinitiation of effective heartbeat. Again,
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clarity came about in the refinement of the conception of death to mean
the cessation of effective circulation. Thus, even if the circulation is
maintained by artificial means, without a heartbeat, the person is alive.
However, even if the heart beats for a while but is ineffective in main-
taining circulation (as might happen, e.g., if the heart were removed or
if the great vessels were disrupted), then the patient is dead.

This understanding was shaken again by the advent of patients who
had circulation restored after a cardiac arrest but who had no brain
function thereafter. These bodies could be maintained in intensive care
for days, but had no prospects of self-initiated breathing and certainly
no prospects for any volitional action. After some public and professional
dispute and discourse, our society has agreed to classify such patients as
dead and to define death to include the permanent cessation of neu-
rological function.

This has been a more difficult step than the clarification of cardio-
vascular criteria, since the direct assessment of neurological function has
not been a prominent part of the traditional determination of death
(beyond the check of the pupils made famous in dozens of Western mov-
ies). Furthermore, the patient whose neurological function has ceased
does not “look dead,” unlike the correct intuitions induced by those
sustained with respirators and bypass machines (and not dead) and those
afflicted with loss of circulation (and thus dead). Nevertheless, at least
in America and Europe, persons who have forever lost all neurological
function are classified as dead, and continued treatment to sustain cir-
culation in a dead body is held to be warranted only to allow for trans-
plantation or for the needs of family.

Appropriate care of the patient could probably have been achieved
with a public policy of stopping treatment and then pronouncing death
on the basis of circulatory arrest. However, one pressure to declare this
condition to be death was the interest in securing the dead person’s
organs for transplant (initially the kidneys, later the liver and the heart,
and now others as well). Transplantation offered the many suffering
from renal failure the hope of substantial improvement, but few had
suitable family donors and cadaver donors were useful for only a very
short time after the cessation of circulation. Taking kidneys from those
who were dead but who had circulation sustained (the brain dead) largely
bypassed these problems.

By the time the President’s Commission for the Study of Ethical Prob-
lems in Medicine and Biomedical and Behavioral Research issued its
report in 1981,' death was widely understood as being the irreversible
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cessation of the life of the person, which could be known by finding
either that circulation had irveversibly ceased or that all neurological
functions had irreversibly ceased.? The commission was never quite clear
as to whether the two criteria stood independently or whether the cir-
culatory criteria were adequate precisely because they always indicated
the irreversible loss of neurological functions. At that time, nothing
turned on this issue and it seemed unlikely that forcing clarity would be
useful. Most likely, citizens were reassured by having the traditional cri-
teria visibly present and would have resisted making larger changes in
their traditional views.

Likewise, the commission’s report did not deal carefully with two per-
sisting but largely quiet controversies. First, the commission was silent
on when a person is dead, whether declared to be dead using circulatory
or neurological criteria. Second, the commission was silent on the ap-
propriate standard of proof for criteria concerning death, whether the
set of criteria that were promulgated by the commission’s work or those
proposed in the future. Although one could always make law school
exam cases in which these matters were conceivably important, there
were no real situations in which their resolution mattered, and it seemed
more important to build upon the growing consensus than to divert
attention to issues that made litte, if any, difference.

This has, however, changed. The recent practices of taking organs for
transplant very quickly after planned circulatory arrest and especially of
restoring circulation after declaring death on circulatory grounds have
required renewed attention to the fine structure of the declaration of
death. All three of the issues left unaddressed by the commission have
become important in this new context: (1) whether death is really always
neurological or whether it is really a binary concept including also cir-
culatory cessation, (2) when in the sequence of events around dying a
person is dead, and (3) what standard of proof will be required to accept
a set of criteria and practices for the determination of death. In this
chapter, we will present an analysis of the issues in these three areas.

The Time of Death

Whether one is using criteria of circulatory or neurological function,
each patient has four potential points in time that are of importance in
determining that death has occurred (Table 6.1).> The latest point
{termed here Time 4) is when the critical function has been lost and has



Table 6.1. Possible Times of Death

Time 2

Time 3

Time 4

Time 1
Circulatory Circulation stopped
Neurological ~ Onset of coma with apnea

Reason to use The “real” end of a person’s
life, but often hard to
know precisely and always

retrospective

Circulation examined and
known to have stopped

Neurological exam shows
functions to have stopped

Fairly reliable and not very
manipulatable, but timing
reflects behavior of physi-
cians

Cessation becomes irreversi-
ble

Cessation becomes irreversi-
ble

Virtually impossible to know
precisely, if not identical
to Time 1 or 2

Cessation known to be irre-
versible

Time or further exam shows
cessation to be irreversible

Quite reliable but also quite
manipulatable

Note: It is Time 4 when death can be known to have occurred in all cases, although it might then be said to have occurred at any of the prior times.
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been determined to have been lost irreversibly. This is the first point in
time at which the patient can be known to have died, and the first time
when the physician (or anyone else) can pronounce death. In effect,
there really is a Time 5, when death is pronounced, which is always after
Time 4, though it most often follows immediately.

The earliest time (Time 1) is when the patient actually loses the crit-
ical function, even though the loss may not be documented by a physi-
cian then and certainly cannot be known to be irreversible. For circula-
tory criteria, for example, Time 1 is when the person is known to have
drowned, even though no examination was possible until the body was
recovered some hours later. For neurological criteria, for example, Time
1 is when the person became comatose and lost brainstem functions
during a cardiopulmonary resuscitation attempt, although the degree of
irreversible neurological loss could not be known until many hours had
passed. In addition, two intermediate times (Time 2 and Time 3) always
occur. Time 2 is usually apparent when the patient is first examined and
found to have lost the critical function that later is found to be an irre-
versible loss. Time 3 is often inapparent: when the patient’s loss actually
becomes irreversible, even though that fact is not known until Time
4. Although all other times must follow the sequence given or occur
simultaneously, Time 2 and Time 3 can reverse their order, if irreversi-
bility of loss occurs before the loss itself is measured.

The person who collapses (Time 1) and is found to have no heartbeat
(Time 2) might receive efforts at resuscitation for hours before it can be
known that circulation cannot be restored (Time 4). Time 3, the actual
start of irreversibility, occurs at some unknown time during the resusci-
tation efforts. Likewise, the person who has taken an overdose and is
found and resuscitated for circulation but who has no neurological re-
covery will have a Time 1 when neurological function actually ceased, a
Time 2 when its cessation is first documented,* a Time 3 when it actually
became irreversible, and a Time 4 when its irreversibility is established.®
With a drug overdose, Time 1 and Time 2 can be separated by some
minutes (before discovery), but Time 2 and Time 4 can be separated by
days (before drugs are metabolized sufficiently to apply clinical criteria).

The reason to air these descriptive issues now is that the time we
choose to use as the time of death has important policy implications. No
research data have been collected about how these times are used in
declaring death. Clearly, however, different physicians and different
regions have been recording different possible times of death, usually
unreflectively, mostly because it has not made any difference. In medical
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care until recently, all cadaver organ donation and all rituals of mourn-
ing (including burial or cremation) occurred after Time 4. Only in the
exceedingly rare case in which an inheritance or insurance issue turned
upon the exact time of death did it matter which time was recorded, and
judges could do as well as policymakers in deciding such cases.

However, now some transplant teams hope to harvest transplantable
organs at the earliest possible time after death.®” Some have therefore
instituted plans that press the determination of death to be as efficient
as possible by, for example, restoring circulation after a few minutes of
cessation of spontaneous circulation and proceeding with organ retrieval
with artificially sustained circulation.®

The presentation of the sequence of times above illuminates why this
practice reflects a faulty understanding of the determination of death
under current criteria, whether the physician is using circulatory or neu-
rological criteria. In either case, the physician must establish that the
relevant function has ceased and that this cessation is irreversible. If the
physician is using neurological criteria, documenting the irreversibility
takes some time and testing, during which the circulation must be sus-
tained artificially (at least by artificial ventilation). The organs are sus-
tained in the dead body during this time and the declaration of death
proceeds in the usual way, with harvesting of organs thereafter.

However, if the physician is using circulatory criteria, the patient can-
not be declared dead until the cessation of circulation is known to be
irreversible. If treatment reverses the cessation of circulation, then the
circulatory criteria are not met and the physician must use neurological
criteria. Unless the physician allows cessation of circulation to become
irreversible or establishes that death has occurred using neurological
criteria, the patient, quite simply, is not known to be dead by either of
the criteria now in use. Under these protocols, Time 4 has not occurred
for either set of criteria, and one cannot know that death has occurred
until Time 4. Claiming that the patient has died and then reversing the
circulatory arrest would manifest confused thinking and misapplication
of the criteria.

As to which time should be taken to be the time of death, we have no
strong view. Conceptually, the time at which the person actually died is
Time 1, when the critical function ceased which eventually proved to
have been irreversible. However, that time is often difficult to establish,
and it is awkward for the physician to pronounce death on Wednesday
and for the family to begin mourning then, only to have the death cer-
tificate say that the patient who they all prayed for had actually been
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dead since the previous Sunday. Time 3 is almost never known unless it
corresponds with Time 1 or 2, so using it would often be speculative.
Times 2 and 4 are more reliably determined and are more in concert
with societal expectations, but they are manipulatable and, since they
are established by the happenstance of the timing of examinations, they
do not reflect something important that happened within the patient at
that time. Certainly, one of the desirable features of a policy for deter-
mining death is that it yields a time of death that relates to the patient’s
physiology rather than the behaviors of other persons and the function-
ing of the care system (e.g., how quickly patients are found or when
examinations are scheduled). Only Time 1 meets this need. However,
Time 1 is almost certainly not the time that physicians try to record as
the time of death now, so using it would also be the most substantial
policy change, and it is often rather difficult to determine with the cus-
tomary appearance of precision.

One problem with trying to resolve the narrow issue of which time to
construe as the time of death is that discussion of it is likely to have the
adverse effect of increasing public discomfort with the practices of the
determination of death and therefore with organ transplantation, even
though there is properly no connection. Leaders in the field will have
to take this into consideration as they define their agenda for the near
future. It may well be best to be clear about the criteria and their appli-
cation and to continue the ambiguity about which time to use as the
official time of death.

The Certainty of Death

No statement based on past experience can ever be entirely certain.
Divine intervention in the course of Jesus’ apparent death was hardly
predictable from statistics! In general, uncertainty can be reduced by
having a larger number of observations and a well-supported general
theory that organizes causes and effects in a way that enhances the reli-
ability of inferences. That acknowledged, how certain are we about cur-
rent determinations of death, whether based upon published guidelines
or as applied in actual practice? The answers are actually rather unset-
tling.

To know how long one must wait after the cessation of circulation,
for example, one must know (1) how long a body can go without cir-
culation and have it sometimes spontaneously resume; (2) how long a
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body can go without circulation and have it possible to restart with re-
suscitation (or the equivalent, by substituting with artificial means), and
(3) since Time (2) is longer than Time (1), whether we will accept a
decision not to try to resuscitate (or to supply circulation artificially) as
allowing use of the earlier time.

The published data do not authoritatively tell us how long after ces-
sation of circulation spontaneous resumption of circulation might occur.
General wisdom would hold that it is exceedingly unlikely after a minute
at normal body temperature and unheard of after two. However, data
relevant to estimating a rate over time could arise only in monitored
settings and would require review of long, naturally occurring periods
of loss of circulation which did not lead to resuscitation attempts. This
would seem most likely to happen in Holter monitor situations where
no CPR is instituted. However, to our knowledge there are no reports
of records of this sort, and no estimates of the likely denominators that
would allow extrapolation into very small rates. Thus, we have only an-
ecdotes, expert opinion, and general experience upon which to rely. In
such circumstances, those who would make policy would be well advised
to stay on the conservative side of expert opinion, rather than to press
for the shortest possible delay.

There is a little more information on how long a body can be apneic
and asystolic and still have a resuscitation start the heart. DeVita’s review
of the available information reports small numbers and unusual cases.
Nevertheless, his cases are troubling. He includes case reports of cessa-
tion of circulation at normal body temperature which were ended with
successful resuscitation after 15 minutes or more.® There are reports of
much longer periods in hypothermic persons, especially children.!®!!
The rates of success after as few as 3 minutes go down dramatically, but
successes with full or partial neurological recovery still occur. One could
not call a person dead until one had exceeded the time span known to
be consistent with recovery of circulation.

However, should one have to wait longer than the longest known case?
If we construct a statistical model using all data ever available, it will
never have a rate of zero—it will always have some progressively declin-
ing rate of expected successful resuscitation. How low should the ex-
pected rate be at the threshold of declaring death?*? This is quite difficult
to say. At some point, as the proverb would say, events are in the hands
of God. Surely, expected rates of less than one in a million qualify as
miraculous. Whatever statistical rate seems adequate will be buttressed
by reasonable theoretical underpinnings for the irreversibility of the cir-
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culatory problem. Nevertheless, the reasonable rate to accept for poten-
tial error will certainly require delay of at least 10 minutes during efforts
at resuscitation, depending upon response. When the body is making
some response to resuscitation efforts, the delay before death can be
determined will be much longer. Such complex criteria have not been
published.

Since there is ordinarily a delay of only a few minutes for lifeless
patients for whom there will be no effort at resuscitation and the delay
will be much longer when resuscitation is to be tried, how long one must
wait might well depend upon the plan of care. In either case, Time 1
above is the same, and Times 2 and 3 might or might not change, but
Time 4 is certainly delayed by efforts at resuscitation. This illustrates one
example of how the latter times depend upon decisions and conditions
of persons other than the patient. What delay is held to be required
before a patient can be declared dead then depends upon whether de-
cisions about the course of care can be included in the practice guide-
lines.

If the plan of care is not allowed to affect the determination, then
everyone must wait for this longer period (or the waiting period can
start after efforts at resuscitation or supplementation have ceased). Fi-
ther approach is likely to reduce the usefulness of transplantable organs.
If the plan not to use any resuscitation or circulation is to be included
in the protocol for determining death, confusion is likely and clear cri-
teria are needed.

In no case can one declare death from irreversible loss of circulation
after a suitable period and then provide an artificial circulation. Neu-
rological criteria must be used to determine death in such cases, as there
obviously has been no irreversible cessation of circulation.

As to the accuracy of criteria now in use, the purely statistical likeli-
hood of error is surprisingly substantial. How can one know whether a
particular set of guidelines for the determination of death is accurate?
What is the gold standard? A person determined to be dead must not
later have return of any circulatory or neurological function. However,
our definitions have a certain self-enforcing quality—once a person is
declared dead, we undertake activities, such as withdrawal of ventilator
and removal of vital organs, which ensure that any errors are not found
or at least that persons who were very near death but not quite dead
would soon be made dead by any criteria.

To test whether the criteria and tests are adequate, we would have to
give some population of patients maximal support, watching for any
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return of function before incontrovertible evidence of death. For cir-
culatory function, some rather diffuse data would seem to confirm the
estimates above, though imperfectly. However, for neurological criteria,
probably less than one thousand patients have been followed carefully
and with maximal support after a determination of death was made by
neurological criteria. The problem is that we cannot be certain that the
rate is zero even if 0/1,000 patients recover neurological function de-
spite maximal support after death is diagnosed by neurological criteria.
Statisticians tell us that, after studying 1,000 patients, we can be only 95
percent certain that the error rate is less than 0.3 percent.!® Practically,
this means that we can be pretty sure that no more than 3 of the 1,000
patients we say are dead using neurological criteria will regain some
neurological function. The public might justifiably be outraged to learn
that this is the rate that the medical profession can actually defend.

This rate, however, is buttressed by both a large number of persons
who had less than maximal life support and who died without any neu-
rological recovery (or with autopsy evidence of complete brain destruc-
tion) and by a comprehensive model that helps us to understand how
the brain dies. When a brain is injured, the tissues swell. When the in-
juries are severe and extensive and the skull is intact, the swelling is
enough to make intracranial pressure rise above the blood pressure and
thereby to cut off circulation. This ensures that any brain tissue that
escaped the first injury will be lost to the ensuing pressure injury. This
sequence greatly buttresses the statistical base for assuring certainty.

Nevertheless, we have been inattentive to the fact that many persons
determined to be dead by neurological criteria do not develop diabetes
insipidus,'*!® retaining enough hypothalamic function to generate vaso-
pressin. Preservation of hypothalamic function in brain death occurs
more often in anoxic-ischemic injuries than in traumatic injuries. The
reason for this difference is probably because the increased intracranial
pressure in anoxic-ischemic injuries may not be sufficient to eliminate
blood flow to the brain and might allow preservation of some relatively
anatomically protected or anoxia-resistant cells.'®!” Perhaps the residual
blood flow is more likely in the hypothalamus and those cells are more
resistant. These possibilities have not been researched, and their impli-
cations for our understanding of declaring death by neurological criteria
have not been considered.

In addition, the determination of death is more problematic when
this sequence of brain injury from intracranial pressure is not likely to
occur. These cases include young children, whose sutures between skull
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bones have not closed, and persons with extensive skull injuries. The
problem of how to determine their death has been left to increased
observation time and additional testing (the nature of which is largely
left to the judgment of the treating physician).'® Very few such patients
have been reported with follow-up observation for recovery of function
or with careful brain examination at autopsy.

Despite the warnings above, for persons with (1) intact skulls, (2)
substantial trauma or anoxia, and (3) testing in accordance with pub-
lished guidelines, the criteria for determining death by neurological ex-
amination are probably among the most reliable and valid available in
medicine.'® However, achieving this level of certainty requires adhering
to quite specific protocols for determining death. The evidence to date
shows that physicians are not being careful in applying these tests.?2!
The single most important test is the test for apnea, the absence of any
drive to breathe despite maximal stimulation. This is an emotionally
difficult test, as the professional staff must observe the patient breathless
for many minutes. The test has been reported to be performed in a
minority of cases in which death is declared on neurological grounds.22-21
If this is generally true, and especially if the other criteria are similarly
disregarded, then the accuracy of the determination of death in practice
could be quite seriously error prone.

Similar inattentiveness undoubtedly atiends the determination of
death on circulatory criteria. Physicians are rarely taught how to deter-
mine “routine” death, and it is very difficult to locate a discussion of the
topic in the medical Literature. Probably many people are declared dead
without adequate observation or assessment, although reliable and ac-
curate determinations would be possible just by waiting a minute or two
longer before pronouncing death.

Of course, in the highly visible circumstances of organ donation im-
mediately after death, the physicians involved are not likely to make any
of these errors of failing to follow a reasonable protocol. These problems
are much more likely to arise in “routine” dying, where nothing impor-
tant turns on the exact minute of death. Nevertheless, all who deal with
these issues would be well served to expand the data base for evaluating
the criteria so that there are more gold-standard cases and therefore
more reliability in the testing, more adequate guidelines, and more pre-
cise compliance with published guidelines in the determination of
death.
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Unitary versus Binary Criteria of Death

Obviously, this discussion would be more straightforward if death were
consistently and explicitly held to be the irreversible cessation of the
functioning of the brain, which can be known by appropriate examina-
tion of neurological functions (and observation period and other tests)
or can be known indirectly by having ineffective circulation for a critical
period of time.* At present, the major statutes and discussions construe
the situation as if there are two separate ways to know that death has
occurred and make no particular connection between the two. This gives
rise to the troubling conception that one might be dead by one set of
criteria and not dead by the other. For example, a body could have ir-
reversible cessation of neurological function of the brain, but still have
circulation and therefore seem not to be really dead.

There would be advantages to a unitary standard of death holding
that irreversible cessation of all function of the entire brain is the death
of the person and that one can know that indirectly by circulatory
cessation or directly by examination of the brain and its functioning.
Then the error would be obvious for those who wrongly believe that
cessation of spontaneous heartbeat for 2 minutes allows them to declare
the person dead and to place the body on artificially supported cir-
culation.

Conclusion

Research priorities include the need for better evidence of when spon-
taneous or treatment-induced restoration of circulation is not possible,
about what functions of the brain are irrelevant to the determination of
death, and about the standards of certainty for cardiovascular or direct
neurological examination. Probably society also should address the prac-
tices of physicians who are not in compliance with defensible standards.
Optimal practices then need to be placed into a serviceable social con-
text, complete with rituals that support the family and the care-giving
staff. We have been singularly inattentive to the cultural meanings of this
work.

Death is not primarily a medical event. It is primarily a human and
family event of the most profound significance. Public policy demands a
highly reliable means to determine its having occurred, but public well-
being demands more sensitivity and meaning and more support for those
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involved. The demands for usable organs for transplantation should be
heard, but should take a lower priority.
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1

Revisiting Statutes
on Brain Death

THE PHILOSOPHICAL AND scientific disputes about the determination
of death have raised questions about our current public policy. In this
section, Alexander Capron explains and defends the current legal stan-
dard, and Robert Veatch and Norman Fost offer alternatives that call for
greater pluralism and flexibility.

Capron summarizes the current law and its development. When in-
tensive care technology was first introduced, the courts ruled inconsis-
tently about the determination of death from jurisdiction to jurisdiction.
As aresult, pressure developed to establish one clear and consistent legal
standard through legislation. Although serious consideration was given
to establishing a single criterion based on brain function, a bifurcated
standard (recognizing brain-based and cardiopulmonary criteria
equally) became the law of the land. Capron argues that the law has
worked well; he adopts a pragmatic posture of “If it ain’t broke, don’t
fix it.”

Veatch argues that the current law violates our society’s basic precepts
of liberal pluralism. When individuals have different beliefs about when
life ends and acting on these beliefs does not result in harm to others,
the state should allow individual choice. Given that there are several
possible definitions of death, Veatch concludes that “a tolerance of plu-
ralism may be the only way to resolve the public policy debate.” Opera-
tionally this means that the state would choose a default position (Veatch
opts for the “middle of the road” whole-brain criterion) and then indi-
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viduals would choose more conservative or liberal criteria according to
their own philosophical or religious views. For Veatch, reasonable alter-
natives include cardiopulmonary, whole-brain, or higher-brain criteria.
Health care providers would elicit individuals’ preferences (a la the Pa-
tient Self-determination Act) through advance directives or surrogates.

How many persons would avail themselves of alternative choices un-
der Veatch’s proposal is not known. Moreover, while Veatch’s proposal
may have theoretical appeal, its social costs are far from clear. As Capron
and other critics ask: Will standards for homicide, insurance policies,
and health care payment be as easily individualized as patients’ beliefs
about death? Will health professionals be able to distinguish between
surrogates who are accurately communicating the patient’s moral beliefs
and those who use the choice to support their own agendas—for ex-
ample, extending life because they cannot accept the patient’s death?
Will the reasons behind a choice be subject to scrutiny, as are claims of
conscientious objection to military service, or will they be accepted at
face valuer Will conservative elements in society agree to a range of
choice that allows a personal determination of death for permanently
unconscious but spontaneously breathing patients?

Rather than endorsing personal choice in defining death, Fost chal-
lenges the usefulness of drawing a line between life and death as a means
of solving social problems. He argues that the social problems—forgoing
treatment and procuring organs—could have been solved without leg-
islation on brain death. After all, we have evolved to a point at which we
forgo life-sustaining treatment for patients who are clearly alive, and, he
argues, brain-death legislation really did very litile to increase organ
procurement. Moreover, says Fost, this legislation encouraged the false
belief that a physician needs legal protection to forgo life-sustaining
treatment, promoted a whole-brain criterion that turned out to be sci-
entifically and conceptually untenable, and further sanctified the dead-
donor rule.



The Bifurcated Legal Standard
for Determining Death

Does It Work?

Alexander Morgan Capron, LL.B.

The Terminology and Scope of This Discussion

The title of this chapter invokes five terms—bifurcated, legal, standard,
determining, and death—that deserve comment before I elaborate on
them as part of the general discussion.

Bifurcated: This term refers to the fact that most statutes proposed and
adopted in the United States on this subject over the past 25 years have
used two standards by which death is determined, one based on mea-
surement of circulatory and respiratory functions and the other based
on brain functions. For example, the Uniform Determination of Death
Act (UDDA), which is the law in 36 U.S. jurisdictions,' provides that “an
individual who has sustained either (1) irreversible cessation of circula-
tory and respiratory functions, or (2) irreversible cessation of all func-
tions of the entire brain, including the brain stem, is dead. A determi-
nation of death must be made in accordance with accepted medical
standards.”?

Bifurcated does not mean that the thing being determined (namely,
death) is divided into distinct parts. Rather, it is the method by which
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death is to be determined that forks into two branches. However, stan-
dards like the UDDA have been criticized because they are bifurcated.
This pejorative connotation may be partly deserved, because the rela-
tionship of the two branches (heart and brain) incorporated into statutes
like the UDDA is not made clear by the statute. The true object of most
criticism is not the twin standards for determining death but rather the
content of those standards, particularly the so-called brain-death stan-
dard.

Legal: This chapter addresses the legal as distinct from the medical or
philosophical aspects of the topic of “defining” death, as the task is com-
monly (albeit perhaps misleadingly) described.® This distinction does
not suppose that a useful legal rule can be created or maintained without
reference to philosophical or medical views, merely that the task of fram-
ing a legal rule is not necessarily coincident with those other tasks. The
legal standard in question is a matter of positive law, whether manifested
in judicial decisions (as in the United States until 25 years ago, with the
common law definition of death, and as remains true at least in part
even today in four states), in legislation (as is generally the norm today),
or in regulations (as is true in New York State). Positive law is arbitrary
in the sense of resulting from a human act rather than being necessitated
by the nature of the matter to which the law is addressed. In the case of
standards for determining death, however, it seems unlikely that positive
law that failed to accord with what most people regarded as the reality
of death would be accepted or allowed to persist.

Standard: The law might have addressed the topic of death at any of
several levels. The four levels widely used range from basic concepts of
death, through general physiological standards, to operational criteria
and specific tests and procedures.* Although concepts, such as “departure
of the animating or vital principle” or “irreversible loss of personhood,”
may be too abstract to be useful in the practical task of declaring death,
the concept(s) chosen will shape the more focused standards actually
adopted; conversely, one can derive a conceptual statement from the
standards, criteria, and tests in use. It is also true that philosophical issues
arise not just in the details of a standard but in the very choice “to define
death in terms of organ systems, physiological functions, or recognizable
human activities, capacities, and conditions,”® such as “irreversible ces-
sation of spontaneous respiratory and circulatory functions” or “irre-
versible loss of the ability to respond or communicate.” The UDDA es-
tablishes general standards for determining death and then leaves to the
medical profession, applying what the UDDA calls “accepted medical
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standards” (a somewhat confusing term in this context), the articulation
of criteria and tests to implement the standards. (In some countries, the
law incorporated the criteria and tests, which risks either freezing the
law at existing technical capacities or necessitating repeated amend-
ments.) When the UDDA was proposed, a group of medical advisors to
the President’s commission published a statement on how death should
be determined in patients older than 5 years that still guides determi-
nations of death in most institutions in the United States.5

Determining: No word is more important than determining because it
reinforces the central point that what is at issue is the process of reaching
a decision about whether death has occurred rather than a statutory
attempt to explain life and death. The word determining also conveys two
other essential features. First, it underlines that what is involved is a
human determination, rather than a discovery, of a particular status.
Second, the making of determinations is an activity associated with “find-
ings” and “consequences,” in this case, adjusting the relationship of a
formerly living person (now determined to be dead) to other entities,
with consequent changes in rights and responsibilities.

Death: This final term might not seem to need any introductory ex-
planation, but recent resurrection of the old debate about whether death
is a process or an event makes it advisable to emphasize what is addressed
within this chapter. First, the deaths of interest are those of human be-
ings, which can be expected to affect the way the concepts, standards,
and so forth are worked out; at the same time, the concept of human
death has long been grounded in biological functions that are common
to all mammals. Second, the determination of death relates to an actual
entity; the death of a particular human body may coincide with other
things, such as the loss of personhood or the departure of a specific Jane
Doe whose existence gave special meaning to that body. The fact that
measurements—and ultimately a determination—are being made about
a body reveals that it is merely playing with words to object that “there
is no state of death,” since once life ceases “there is no being in any state
or space.”” A “person” and the interests that he or she possessed during
life may well be said to become nonexistent when life ceases. Yet because
the personality or personhood of the individual who is constituted in a
body may wane (and sometimes wax again) before the human being dies
does not (for reasons elaborated below) make those prior states “death”
in any sense other than the metaphorical. Whatever the standards for
determining death may be (and the current ones are not carved in
stone), once they have been met, the organism is dead. The precise
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moment when this occurs may not be easily ascertained and usually does
not matter enough to require minute precision. But a moment does
indeed exist when a living human being becomes a being in the “state
of death.”®

This chapter addresses three issues: (1) How did the law come to
recognize both cardiopulmonary and whole-brain standards or criteria?
(2) How well has the law worked in practice? (3) What challenge do new
protocols for procuring organs from non-heart-beating cadavers pose to
existing law?

How Did the Law Come to Recognize the
Bifurcated Standard?

Medical—and Other—Interests in Changing the Law

The development in the 1950s, and ever wider use over succeeding de-
cades, of intensive methods to resuscitate and support victims of head
trauma, stroke, and other neurological injuries (with barbiturates, res-
pirators, vasopressors, and feeding/fluids by tube) left some physicians
unsure about the legal status of patients/bodies whose circulatory and
respiratory functions were dependent on artificial support. When such
means were used on other sorts of injuries, such as those involving mus-
cular paralysis, their use was for a limited period, was accompanied by
the continuation of consciousness, or both. Patients in this new category
were profoundly comatose—indeed, beyond coma in the description of
French physicians—and when their bodies eventually stopped function-
ing, postmortem examination of their brains revealed extensive necrosis
and autolysis, which demonstrated that their brains had ceased func-
tioning prior to the collapse of their other, artificially supported organs.

Although relatively rare, such patients did pose a problem for physi-
cians and families in determining what care was appropriate for—or
even owed—them. Today these patients might well be lumped together
with others who, physicians are considerably certain, have underlying
medical problems that could not be reversed or whose mental function-
ing could not be restored. Analysis of this type, though now standard,
was then not generally used, however, so that the decision to forgo life-
sustaining interventions for seriously ill and dying patients was regarded
as much more difficult than the decision to discontinue intervention
once a patient had been declared dead. Thus, medical interest in mod-
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ernizing the law on death determination rested in part on an interest in
narrowing the number of situations in which a (perhaps agonizing) de-
cision on whether to allow a patient to die needs to be made.

Had physicians been content to let the law and their own practices
evolve slowly, perhaps no legislation would have been needed. The num-
ber of artificially supported patients whose brain had completely ceased
functioning was small (and concentrated in tertiary centers) and the risk
of legal liability from forgoing life support was virtually nonexistent, how-
ever fearful the medical community may have been.® But progress in
organ transplantation, and particularly the first human-to-human heart
transplant in 1967, brought greater urgency to the question of which
artificially supported patients qualified as potential donors. The Uniform
Anatomical Gift Act (UAGA), which was proposed at this time and
quickly became the most widely adopted uniform act in the history of
the National Conference of Commissioners on Uniform State Laws
(NCCUSL), treated the occurrence of death as a straightforward, settled
matter to be left in physicians’ hands. Many physicians, however, rec-
ognized that the existing legal definition of death, framed by judicial
decisions (there then being no statutory law on the subject) in terms of
irreversible loss of all vital functions, did not take account of contem-
porary medical capabilities.

Finally, the legal system itself faced problems. Not only did the new
medical technology complicate the determination of death in the rare
case where its occurrence and timing might be important, but the de-
cision by physicians to utilize a “dead” body as an organ donor could
(and did) give rise to tort claims by the donor’s relatives as well as ob-
jections by criminal defendants that their victims’ deaths were caused
not by the defendants but by the surgeons who removed the hearts. Al-
though defenses of this sort ultimately failed on appeal, they continued
to be raised and were sometimes accepted by lower courts.

All of these factors played a role, but the greatest pressure apparently
came from physicians who wanted to avoid even a possibility of criminal
or civil liability, especially in the context of organ donation. As the
drafter of the first statute “defining” death explained, that law was be-
lieved necessary to protect transplant surgeons against the risk of “a
criminal charge, for the existence of a resuscitated heart in another body
should be excellent evidence that the donor was not dead [under the
then-existing common-law standard] until the operator excised the
heart.”!
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Why the Two-Part Standard?

By the late 1960s, it was obvious that a change had to occur. The report
of the Harvard ad hoc committee in 1968—perhaps reflecting Henry
Beecher’s general preference to leave ethical adjustments in medical
practice in the hands of the “conscientious physician”!*—concluded that
the law would not need to be changed, but that view was soon rejected,
with other physicians taking the lead. Once the issue had been clearly
posed, there were only four alternatives, the first two of which had hardly
any support.

First, the common-taw view could be maintained. Into the early 1970s,
some courts were continuing to read existing law to mean that all vital
functions, even those supported by artificial means, had to have ceased
irreversibly before death could be declared. If this view prevailed, trans-
plant surgeons would have to restrict themselves (as some, at least in the
kidney field, were apparently willing to do) to non-heart-beating cadav-
ers; this course would certainly pose a major problem for cardiac trans-
plantation, as well as for decision making about discontinuing support
for the even larger number of patients without brain functions who were
not potential organ donors.

Second, the common-law rule could be maintained but simply disre-
garded by physicians when determining death in potential organ donors.
Although feasible (and perhaps even legitimate under one reading of
Section 7 of the UAGA), this alternative would lead to treating patients
in identical states differently, based on whether they were potential or-
gan donors; the only way to have a relative disconnected from life sup-
port might be to agree to him or her being an organ donor. It would
also give the medical profession—and, indeed, individual physicians—
the authority to frame the standards on which the basic civil status of
people would be determined, either as living persons with many rights
or as dead bodies with only the right to be handled respectfully and
buried.

The other two alternatives involved changing the law either by re-
placing the existing legal standard with a brain-based standard or by
supplementing the existing standard with a brain-based standard. The
latter gives rise to the present concern with bifurcation. The first enacted
statute, adopted in 1970 in Kansas, followed the latter route and was
immediately criticized because its two standards were presented without
explanation, implying that brain death was a distinct form of death. This
was only reinforced by the Kansas statute’s explicit mention of organ
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transplantation in the section on determinations based on “the absence
of spontaneous brain function” when “further attempts at resuscitation
or supportive maintenance will not succeed.” Despite such criticism, the
Kansas statute was adopted in four additional jurisdictions (although it
remains on the books only in Virginia).

Partially in reaction to the concerns, however, two of the four model
acts that appeared in the following years took the first tack and based
death determinations solely on “irreversible cessation of all functioning
of the brain, including the brain stem” (Uniform Brain Death Act, pro-
posed in 1978) or “irreversible cessation of total brain function” (Amer-
ican Bar Association model 1975 act). Although two states adopted the
former and five states the latter, all but Ilinois (which retains the ABA
statute in the definitional section of its UAGA)'* have since replaced
these brain-only statutes with the UDDA. One reason they were replaced,
or failed to receive wider adoption, is that they do not explain the rela-
tionship between brain-based determinations of death and determina-
tions when brain functioning is not measured.

The NCCUSL did include a comment on the UBDA that the “Act
does not preclude a determination of death under other legal or medical
criteria, including the traditional criteria of cessation of respiration and
circulation. Other criteria are practical in cases where artificial life-
support systems are not utilized.” Such commentary is not part of the
statute and is unlikely to come to the attention of most persons trying
to implement the statute. The greater difficulties, though, are that it
creates an open-ended category of “other” unspecified criteria (which
does little to establish a legal standard) and that it does not relate these
criteria to the statutory criteria. In other words, even with the commen-
tary included, the UBDA amounted to the sort of uncoordinated dual
standard that the critics of the Kansas law found troublesome.

As an alternative to the Kansas statute, in 1972 Leon Kass and I pro-
posed a model statute that attempted to meet head on the concern about
“two deaths.” Prior to the UDDA, it was the most widely adopted statute:

A person will be considered dead if in the announced opinion of a
physician, based on ordinary standards of medical practice, he has
experienced an irreversible cessation of respiratory and circulatory
functions, or in the event that artificial means of support preclude a
determination that these functions have ceased, he has experienced
an irreversible cessation of total brain functions. Death will have oc-
curred at the time when the relevant functions ceased.'
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This statute was premised on the conclusion, reached in discussions
of the Hastings Center’s research group on death and dying, that for the
foreseeable future most deaths would be diagnosed through measure-
ments of heart and lung activity and the statute ought explicitly to rec-
ognize this fact. The primary reason that the drafters of the UDDA chose
not to drop the traditional heartlung criteria in favor of measuring only
the loss of brain activity, beyond wishing to avoid the confusing term
brain death was that the statute was not intended to “define” death but
to recognize the means through which it can be determined to have
occurred. Irreversible cessation of either circulatory/respiratory func-
tions or all brain functions provide such means, and the description of
the two means does not suggest that either the old or the new “vital signs”
are themselves death; they are merely the means by which a skilled prac-
titioner, using the standards of medical practice, can ascertain that death
has occurred.

To have limited the statute’s scope to one of the useful measures
would have had one of several odd results: (1) force clinicians actually
to measure brain functions in all cases, hugely wasting valuable re-
sources; (2) force clinicians falsely to state that they have determined
that brain functions have ceased even though they have not measured
those functions; or (3) allow clinicians to state that they have established
permanent cessation of circulatory and respiratory functions and from
that are presuming the cessation of brain functions because the latter
functions do not persist after a relatively brief period of anoxia. Of these,
the third is the only plausible one, and once it is recognized that the
circulatory and respiratory measures are going to be the ones applied
in close to 95 percent of all determinations of death, it seems odd to
make them subsidiary to a statutorily recognized standard of measuring
the absence of brain functioning. If the continued legitimacy of circu-
latory and respiratory measures is thus accepted, how much more
straightforward and less confusing it is to recognize them explicitly in
the statute and to tie their use to the same standards of medical careful-
ness as apply to determinations that are based on actually measuring
cessation of brain functions.

What Does the Brain-based Standard Convey?

A decision to continue recognizing the loss of the traditional cardiopul-
monary vital signs for determining death is on its face less debatable
than the decision to add a new set of vital signs, especially ones that are
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employed precisely because the old vital signs are still manifest in the
patient. The question, which can only be answered by skilled practition-
ers typically employing sophisticated equipment, is whether these signs
lack their usual significance because they are mere artifacts of medical
intervention. Although the use of brain-based criteria and tests for death
was unfamiliar at first for medical professionals as well as for the general
public, it has come to be accepted legally as well as medically, although
confusion and discomfort among some clinicians has been reported.'s

In addition to physicians’ and families’ dismay over the prospect of
having to support indefinitely bodies that would otherwise be recognized
as corpses, acceptance of the brain-based method of determining death
rests on two factors. First, careful observation and analysis established
that, correctly applied, the criteria and tests employed to determine
death based upon absent brain functions were at least as reliable as those
that relied on the loss of cardiopulmonary functions. Second, these stud-
ies also confirmed the existing concept of death as a phenomenon diag-
nosable by the two alternative methods, for the autopsy results in bodies
determined to be dead by brain criteria indicated that they would have
been incapable of spontaneous respiration or circulation. The circle of
integrated functioning was broken, however it was assessed.

These findings were particularly important with regard to organ do-
nors because of the special concerns that arise when a heart removed
from a dead body goes on to function in another patient. Perhaps the
easiest way to think of this is to use a comparison invoked in some of the
talmudic commentary on brain death, which describes it as “physiolog-
ical decapitation.”'® In actual decapitation, the head plainly ceases func-
tioning as part of an integrated organism; by analogy, the loss of brain
functions not only deprives the patient of consciousness but also of the
brain’s central place in the nervous integration of bodily functions. At
the moment of decapitation, other organs (including the heart) remain
capable of functioning. In the case of actual decapitation, they could
conceivably be used immediately in transplantation. In medical practice,
however, physiological decapitation is less obvious and hence, to be es-
tablished, requires careful measurement over a period of time. While
this is occurring, the organs must be artificially maintained. While the
organs remain in the donor, they function because of the support that
the donor’s (dead) body receives; when they are transplanted, they con-
tinue to function because they are now part of another, integrated or-
ganism. Organ transplantation thus does more than provide a situation
in which the brain-based standard is used to determine death; it also
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crystalizes the contemporary understanding of death because it illus-
trates how some of an organism’s vital parts remain functional even
‘though the organism has died, namely, lost its ability to perform as an
integrated whole because some essential element (typically, the brain)
can no longer function and cannot be replaced.

Why Legislation?

if legal change was inevitable by the early 1970s, why was it desirable for
change to come about through legislation rather than through judicial
decision? In brief, problems of principle and practicality emerged in
relying primarily on the courts to reformulate the standards for deter-
mining death.

First, like the medical profession, the judiciary may be too narrowly
based for the task. It has no means for actively involving the public in its
decision-making processes. Second, judge-made law has been most suc-
cessful in factual settings embedded in well-defined social and economic
practices, with the guidance of past decisions and commentary. Third,
courts operate within a limited compass—the facts and contentions of a
particular case—and with limited expertise; they have neither the staff
nor the authority to investigate or to conduct hearings to explore such
issues as public opinion or the scientific merits of competing definitions.
Consequently, a judge’s decision may be merely a rubber-stamping of
the opinions expressed by the medical experts who appear in court.
Moreover, testimony in an adversary proceeding is usually restricted to
the two sides of an issue and may not fairly represent the spectrum of
opinion held by authorities in the field.

In the cases in which parties first argued for a redefinition, the courts
were unwilling to disturb the existing legal definition. Such deference
to precedent is understandable (because everyone needs to be able to
rely on predictable legal rules in managing their affairs) and cannot
always be overcome by arguments on the merits of a new rule. As late as
1968 a California appellate tribunal, in a case involving an inheritorship
issue, declined to redefine death in terms of brain functioning despite
the admittedly anachronistic nature of an exclusively heartlung defini-
tion.'” As already described, the unsettled state of the common-law def-
inition of death in the 1970s led to unfortunate consequences not only
for patients and physicians but even for prosecutors. Courts had to grap-
ple not only with civil suits (such as Tucker v. Lower, a 1972 Virginia case
against a surgeon who had removed the heart of a donor who was not
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dead under the common-law standard, in which the jury returned a de-
fense verdict after the judge, without explanation or clarification of the
law, permitted the jurors to find that death had occurred when the brain
ceased functioning irreversibly),'® but also with criminal prosecutions
(including several cases in which defendants tried, ultimately without
success, to escape a charge of homicide on the grounds that their victims
were alive when physicians removed them from their respirators).!®

In contrast, the legislative process permits the public scrutiny of and
participation in lawmaking and admits a wider range of information.
This is important if basic and perhaps controversial choices among al-
ternative policies must be made. Because they provide prospective guid-
ance, statutory standards have the additional advantage of dispelling
public and professional doubt, thereby reducing both the fear and the
likelihood of cases for malpractice or homicide against physicians. Fi-
nally, greater uniformity among states arises from statutes than from
judicial lawmaking.

By 1980, when the President’s commission began its work and took
up its mandate to address “the advisability of developing a uniform def-
inition of death,”* the major impediment to statutory progress was the
multiplicity of statutory models—Kansas, Capron-Kass, ABA, AMA, and
UBDA. Despite differences in language, the models were consistent in
their aims. Yet the differences in wording confused legislators who were
reluctant to take sides among the competing sponsoring groups. Ac-
cordingly, the President’s commission, together with the three major
sponsors—the ABA, the AMA, and the NCCUSL—drafted a single model
bill that could be proposed in all jurisdictions. The resulting statute, the
UDDA, was proposed in 1981 and is now law in 36 jurisdictions.

Several principles lie behind the UDDA. First, the phenomenon of
interest to physicians, legislators, and the public alike is a human being’s
death, not the “death” of his cells, tissues, or organs. Indeed, one of the
problems with the term brain death is that it wrongly suggests that an
organ can die. Second, a statute on death will resolve the problem of
whether to continue artificial support in only some of the cases of co-
matose patients. The cessation of treatment for patients who are alive
but for whom further treatment is considered (by the patients or others)
to be pointless or degrading is a separate matter. As Leon Kass and 1
argued from the outset, the question of “when to allow to die” is distinct
from “when to declare death.”®

Third, the merits of a legislative definition are judged by whether its
purposes are properly defined and by how well the legislation meets
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those purposes. In addition to its cultural and religious importance, so-
ciety needs a definition of death for decisions having legal consequences;
besides terminal medical care or transplantation, these include homi-
cide, damages for the wrongful death of a person, property and wealth
transmission, and determination of insurance benefits, taxes, and marital
status. While some commentators have argued that a single definition
was inappropriate because different policy objectives might exist in dif-
ferent contexts,® it has been generally agreed that a single definition of
death is capable of fulfilling the needs of the law in a wide variety of
contexts, just as the traditional definition was generally applied.®® The
need for special, separate standards is most often advanced as a means
to facilitate organ transplantation, but

the question whether the benefits conferred by transplantation justify
the risks associated with a broader “definition” of death should be
addressed directly rather than by attempting to subsume it under the
question “what is death?” Such a direct confrontation with the issue
could lead to a discussion about the standards and procedures under
which organs might be taken from persons near death, or even those
still quite alive, at their own option or that of relatives, physicians, or
representatives of the state. The major advantage of keeping the issues
separate is not, of course, that this will facilitate transplantation, but
that it will remove a present source of concern: it is unsettling to con-
template that as you lie slowly dying physicians are free to use a more
“lenient” standard to declare you dead if they want to remove your
organs for transplantation into other patients.**

Furthermore, “calling the same person ‘dead’ for one purpose and
‘alive’ for another would engender nothing but confusion.”®

Fourth, although dying is a process (since not all parts of the body
cease functioning equally and synchronously), a line can and must be
drawn between those beings who are alive and those who are dead. The
ability of modern biomedicine to extend the functioning of various or-
gan systems may have made knowing which side of the line a patient is
on more problematic, but it has not erased the line. The line drawn by
the UDDA is an arbitrary one in the sense that it results from human
choice among a number of possibilities, but not in the sense of having
no articulated, defensible, and, indeed, widely accepted rationale.

Fifth, the standards must be uniform for all persons. It is, to say the
least, unseemly for a person’s wealth or potential social utility as an organ
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donor to affect the way in which the moment of his or her death is
determined. Sixth, and of great importance in light of the challenges
discussed in Part IV below, the UDDA was framed on the premise that
it is often beneficial for the law to move incrementally, particularly when
matters of basic cultural and ethical values are implicated. Incremental
movement is not so much slow (which it usually is) as deliberate, making
only those changes that are necessary to deal with the problem at hand.
In the present case, the problem was not that people had doubts about
the validity or meaning of the established definition of death. Rather,
the problem was that the means customarily employed to diagnose death
were rendered unusable by medical interventions. Therefore, the statute
provides a modern restatement of the means for determining death as
it is traditionally understood as a biological phenomenon, whether one
is speaking of a person or any other animal. It was not necessary to
redefine death, which is just as well, since no consensus would have
existed on how to do so.

Finally, in making law in a highly technological area, care is needed
that the definition be at once sufficiently precise to determine behavior
in the manner desired by the public and yet not so specific that it is tied
to the details of contemporary technology. The UDDA achieves this flex-
ible precision by confining itself to the general standards by which death
is to be determined, while leaving to the continually developing judg-
ment of biomedical practitioners the establishment and application of
appropriate criteria and specific tests for determining that the standards
have been met. For this reason, the President’s commission assembled
the group of leading neurologists, neurosurgeons, pediatricians, anes-
thesiologists, and other authorities on the determination of death men-
tioned previously, who prepared the medical guidelines that were pub-
lished in JAMA in 1981, coincident with the release of the commission’s
report Defining Death.

How Well Has the Law Worked in Practice?

If It Ain’t Broke

Though not without its problems, the UDDA exemplifies what Daniel
Wikler has described as “a remarkable consensus, bordering on unanim-
ity, . . . among the world’s medical and legal experts on the definition of
death.”?® Certainly, from a practical viewpoint, the standards set forth in
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the UDDA seem to have worked well, and the fact that, unlike the Cap-
ron-Kass model, the statute does not explain the relationship between
the two standards has not proven a problem. When the standard has
been challenged in court, it has been upheld.?” Furthermore, courts have
understood that the standard for determining death imposes no limita-
tion on the separate decision to terminate life support in a terminally ill
patient who does not meet the standard.® The judicial resolution of the
issue of death has plainly been more straightforward in states with the
UDDA {(and Capron-Kass statute)* than in those without statutes or than
I expect would prove the case were any state to adopt a “conscience
clause” of the type urged by Robert Veatch.® Even the less sweeping “opt-
out” provisions adopted by New Jersey in 1991 may prove problematic.?!
By providing that the neurological standard should not be applied when
a physician has reason to believe that a brain-based declaration of death
would “violate the personal religious beliefs” of the patient (in which
case “death shall be declared, and the time of death fixed, solely upon
the basis of [the] cardio-pulmonary criteria” specified elsewhere in the
statute), the New Jersey law sows confusion and invites litigation. For
example, it sets up the prospect that, when a dispute arises over the
religious beliefs of a respirator-supported patient, a single set of findings
(e.g., that all functions of the brain have ceased irreversibly) could pro-
duce oscillating results (alive, not dead, not alive, and so forth) depend-
ing upon fluctuations in the resolution of the dispute.

The logical conclusion from the foregoing is “If it ain’t broke, don’t
fix it.” Theoretical objections of philosophers notwithstanding, the
UDDA, with its “bifurcated” reliance on circulatory/respiratory and
whole-brain standards for determining death, seems to work fine. A re-
turn to the “cessation of all vital signs” rule of the common law would
have a great many bad results.

Do Problems with Clinical Measures Mean Problems with
the Statute?

Some commentators have suggested that we “rethink brain death” be-
cause several clinical tests of the phenomenon are not in accord with
the standard of “irreversible loss of all functions of the entire brain.”*
Specifically, they note that some patients diagnosed dead on neurolog-
ical grounds retain hypothalamic-endocrine function and others show
cerebral electrical activity or responsiveness to the environment. They
also note that some may have spinal reflexes.
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For the first category, there is a sequence of reasoning that should be
applied to clinical findings observed now or in the future in patients
diagnosed dead. In each case, one needs to ask:

1. Are such findings observed among patients diagnosed through
both alternative means of diagnosing death? For example, if peo-
ple who are diagnosed dead on heartlung grounds routinely have
hypothalamic-endocrine function, cerebral electrical activity, en-
vironmental responses, or spinal reflexes, then their presence in
neurologically diagnosed patients is not cause for concern.

2. Are such findings inconsistent with the irreversible loss of integra-
tive functioning of the organism? Is the presence, for example, of
hypothalamic endocrine function inconsistent with an irreversible
loss of integrated functioning of the organism? The question then
becomes whether, for example, the secretion of arginine vasopres-
sin is so physiologically integrative (compared with other functions
whose cessation is an accepted part of the diagnostic criteria for
death) that it must be irreversibly absent for death to be declared.

3. Do such findings relate to functions that when lost do not return
and are not replaceable by external means (as a respirator substi-
tutes for lungs that no longer function spontaneously)?

The answers to these points will determine whether it is appropriate (or
perhaps mandatory) to, for example, add measurements of arginine vas-
opressin to the tests performed in diagnosing death or, conversely,
whether the findings from such new (and perhaps complicated and ex-
pensive tests) fail to add any essential information.

The existence of spinal reflexes is different. Unlike the other obser-
vations, it was fully acknowledged by all involved in the process of fram-
ing the standards, the criteria, and the tests for brain-based determina-
tions of death. Truog and Fackler can easily point to physiological
definitions of the brain as the entire central nervous system, but the term
brain in the so-called brain-death definition explicitly excluded the ner-
vous system below the brainstem because activity there did not contradict
the theoretic premises of the diagnosis.

In sum, I see no problem with modifying the clinical criteria to in-
corporate the outcomes of tests and procedures that have meaning and
significance consistent with existing criteria.
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What Challenge Do NHBC Protocols Pose to
Existing Law?

One final challenge to the UDDA has been presented by the non-heart-
beating cadaver protocols that highlight the significance of the irrevers-
ibility requirement regarding the cessation of relevant functions. They
raise the question, “If a decision is made not to attempt reversing the
loss of a function, can one say that the loss is irreversible?”

Under the Pittsburgh protocol, for example, a patient dependent on
life-support technology who desires to be an organ donor is taken to the
operating room and disconnected from the life support, leading (usu-
ally) to cardiac arrest. After 2 minutes of asystole, death is declared based
upon the UDDA’s first alternative, “irreversible cessation of circulatory
and respiratory functions,” and organs can be removed for transplan-
tation. To the objection that the body is not dead because brain functions
doubtless remain, it is answered that the UDDA defines death as estab-
lished by alternative criteria.

The Pittsburgh protocol seems less a challenge to the UDDA than
simply a contradiction of it. The failure to attempt to restore circulatory
and respiratory functions in these patients prevents lawfully declaring
that death has occurred because irreversibility must mean more than sim-
ply “we chose not to reverse, although we might have succeeded.” It is
certainly true that circumstances will dictate whether a reversal can be
attempted or will succeed. A cardiopulmonary arrest in a modern Amer-
ican operating suite has different implications for determining death
than one that occurs in the wilderness. But even though the absence of
medical technology in the wilderness would mean that a statement of
finality could perhaps be made sooner than in the operating suite, the
actual point in each case at which it becomes impossible to reverse the
loss of functions would be unaffected.

If a bystander in the wilderness setting were to say “It’s irreversible,
he’s dead” when all that he meant was “There is no way to reverse the
cessation of breathing and heartbeat given the circumstances”—in other
words, “It’s hopeless”—he would be confusing a prognosis for a diag-
nosis, Yet this confusion would be of little significance for three reasons.
First, any theoretical possibility of reversal would be only brief. Damage
to the brain from the anoxia would very quickly render the cessation of
cardiopulmonary activity irreversible if it wasn’t already. Second, no ac-
tion comparable to the removal of organs in the operating room is likely
to occur during this brief period. These two reasons relate to fair and
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appropriate treatment of the individual. There is also a third, more social
reason why the potential misstatement uttered in the wilderness is of
little significance: it is invisible and hence not subject to being general-
ized.

In contrast, the decision to follow a Pittsburgh-style protocol would
inevitably affect other cases. The reason for alternative standards for
determining death is not that we believe there are two kinds of death.
On the contrary, there is one phenomenon that can be viewed through
two windows, and the requirement of irreversibility ensures that what is
seen through both is the same or virtually the same thing. Disregarding
the requisite of irreversibility as it applies to either standard is as destruc-
tive of the process of determining death as it would be to ignore the
requisite of cessation.

Thus, replacing “irreversible cessation of circulatory and respiratory
functions” with “we choose not to reverse” flies in the face of the UDDA’s
underlying premise. In the absence of establishing circulatory/respira-
tory irreversibility, one has no reason to suppose that brain functions
will have ceased irreversibly at the point when the patient was declared
dead and used as an organ donor. If a transplant team wants to rely only
on the circulatory/respiratory standard, rather than conduct tests of
brain function, to determine death in patients who are discontinued
from life support, then it will have to explain why the resumption of
cardiac function in a heart removed from a patient thus diagnosed as
dead does not show the falsity of the diagnosis. Unlike the removal of a
still-functional heart or other vital organ from a body determined to be
dead because of a loss of brain functions, the break in the circle under
the Pittsburgh protocol (in which brain functions are not assayed) is said
to be in circulatory/respiratory functions, which is prima facie incom-
patible with the heart or other vital organ manifesting continued func-
tional ability.
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The Conscience Clause

How Much Individual Choice in Defining
Death Can Our Society Tolerate?

Robert M. Veatch, Ph.D.

ON THE MORNING OF March 1, 1994, a blue 1978 Chevrolet Impala
pulled next to a van as it began to cross the Brooklyn Bridge. The van
was carrying 15 students from the Lubavitch Hasidic Jewish sect return-
ing from a prayer vigil in Manhattan. As the car neared the van, a lone
gunman fired at least five rounds of bullets from two separate semi-
automatic weapons into the side of the van while reportedly yelling, “Kill
the Jews.” Four students were injured, two critically. One, 15-year-old
Aaron Halberstam, was “declared brain dead, but he remained on life
support.”!

New York has adopted a brain-oriented definition of death through
administrative regulation of the State Hospital and Planning Council and
with the endorsement of the State Health Commissioner, which reads,
“Both the individual standard of heart and lung activity and the standard
of total and irreversible cessation of brain function should be recognized
as the legal definition of death in New York.”? That would seem to imply
that Mr. Halberstam was dead once the diagnosis of the death of the
brain was confirmed. However, the parents, following widely held Jewish
beliefs, insisted that the individual does not die when the brain dies. They
would accept only a criterion based on respiratory function. The rabbis
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for the Halberstam family were reported to have said that Mr. Halber-
stam should be kept on support systems as long as his heart could beat
on its own.? The physician, honoring the parents’ wishes, refused to pro-
nounce the death. Depending on interpretation, this may have been
legal. A sentence in the regulation permits (but does not require) phy-
sicians to accommodate family views on the definition of death.

One can hardly imagine what the result would have been had the
family placed their ventilator-dependent, brain-dead, but not legally
pronounced dead son in an ambulance and driven him through the
Holland Tunnel to New Jersey. When they arrive in New Jersey, they are
in a jurisdiction with an even more complex legal situation. New Jersey
has a whole-brain-oriented criterion of death, but the law explicitly per-
mits religious objectors to object to the use of that criterion in their own
cases, thus making the patient alive until cardiac function ceases irre-
versibly.* Had Mr. Halberstam been known to hold such views, he would
clearly be alive in New Jersey, assuming the law applies to minors. The
present law, however, does not explicitly permit family members to
choose a cardiac criterion of death based on their own religious beliefs.
Thus, unless his own views were known or the law were extended to
permit surrogate decision making, he could not have been treated as
alive.

The New York case is not the only one that has raised these complex
issues surrounding religious and other dissent from the legal definition
of death. In California on March 27, 1994, two students whose parents
live in Japan and who had been shot in a senseless act of violence were
declared “brain dead.” According to the report, they were diagnosed as
brain dead, taken off respirators, and then pronounced dead even
though the family was from a culture that still does not recognize brain
criteria for death pronouncement.® They were not given any discretion
to opt for a criterion of death that was preferred in their culture.

At about the same time in Florida, 13-year-old Teresa Hamilion, a
severe diabetic who had been left in a coma, had been diagnosed as
brain dead. Although Florida, like California, has a law stating that peo-
ple with dead brains are dead people, the parents were insisting she was
still alive and demanding that she be kept on what was called life sup-
port.® Although the hospital was insisting that the patient was dead and
its personnel wanted to stop ventilatory support on the body, they
yielded to the family wishes that her body be treated as if it were alive.
They pressed for a plan to send the girl home on the ventilator without
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pronouncing her dead. Here the family got its wishes in spite of the
Florida law.

The Present State of the Law

The New Jersey law is unique in the world. A few countries have not yet
adopted a whole-brain criterion of death.” They continue to use the tra-
ditional cardiac definition. All other jurisdictions except New Jersey have
adopted a whole-brain-oriented definition without any provision for in-
dividuals to conscientiously object for religious or other reasons. The
New York regulation appears to introduce some discretion, based on
family objections to a brain-oriented definition, but actually gives the
discretion to the physician who is contemplating death pronouncement
based on a brain-oriented concept of death. A family could express dis-
sent to one physician who is willing to accommodate, but, if they happen
to be dealing with another physician, that physician could refuse the
request to refrain from pronouncing death.

The law in most American jurisdictions specifies that if the criteria for
measuring the irreversible loss of all functions of the entire brain are
met, “death shall be pronounced.” In other jurisdictions, the law actually
reads “death may be pronounced.” This seems to imply that the physi-
cian has the discretion, as in New York, except that the discretion is
actually broader. The physician could refuse to pronounce based on his
or her own personal values, economic considerations, or other factors
in addition to family wishes. Clearly, these laws seem defective if they
give the physician the opportunity legally to choose whether to pro-
nounce death based on the physician’s values. The problem under con-
sideration in this chapter is whether such discretion could be tolerated
by the society if the dissent comes from the patient or the patient’s next
of kin, :

The common wisdom has been that such discretion makes no sense.
After all, being dead seems to be an objective matter to be determined
by good science (or perhaps good metaphysics) rather than by individual
conscientious choice. Concern is often expressed that such discretion
not only makes no sense but would produce public chaos leading to
situations in which some patients are dead while medically identical pa-
tients are alive, I will make the case for the legitimacy of a conscientious
objection to a uniform definition of death, a conscientious objection
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that permits patients to choose, while competent, an alternative defini-
tion of death provided that it is within reason and does not pose serious
public health or other societal concerns. In cases in which the patient
has not spoken while competent (in cases of infants, children, and adults
who simply have not expressed themselves), I will argue that the next of
kin should have this discretion within certain limits.

Concepts, Criteria, and the Role of
Value Pluralism

The Early Fact-Value Distinction

Early in the debate over the definition of death, commentators insisted
that a basic distinction be made between two elements of the discussion.
What at first appeared to be one question turned out to include at least
two separate issues. First, there was a question that seemed primarily
scientific: How can we measure that the brain has been irreversibly de-
stroyed (that it has “died”)? That seems like the kind of question that
those skilled in neurology could answer. The neurological community,
sometimes aided by others, has offered many sets of criteria with asso-
ciated tests and measures for determining that the brain will never again
be able to conduct any of its functions.® We have come to understand
this as primarily a question for competent medical scientists.”

The second question is quite different in character. It asks whether
we as a society or as individuals ought to treat an individual with a dead
brain as a dead person. This question is clearly not something about
which the neurological community can claim expertise. No amount of
neurological study could possibly determine whether those with dead
brains should be considered dead people. This is a religious, philosoph-
ical, ethical, or public policy question, not one of neurological science.

When society determines that someone is dead, many social behav-
ioral changes occur. The medical team may stop treating the patient if
previously a decision had been made to treat aggressively to the very end
of life; health insurance coverage will cease, while life insurance will pay
off; if the patient is married, the spouse becomes a widow or widower;
grieving can begin in a way that was not appropriate previously; and, if
the deceased was president of the United States, the vice president au-
tomatically assumes the presidency. A great deal is at stake in determin-
ing exactly when someone dies. Wills will be read, assets distributed, and
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the timing of the occurrence of the death, which may be critical for
determining inheritance, prosecution of crimes, and other things, will
be established. These are not neurological issues; they are social, nor-
mative issues about which all citizens may reasonably voice a position
relying on their personal religious, philosophical, and ethical view of the
world. I have been pressing for this distinction between concept and
criteria and some critical implications that follow since the late 1960s.1?

Democratic Pluralism and Value Variation

In a democratic, pluralistic culture, we have great insight into how to
deal with religious, philosophical, and ethical issues about which there
are strongly held views and unresolvable controversy. At the level of mo-
rality, we agree to tolerate diverse opinion, and we even let a person act
on those opinions, at least until the effects on the lives of others become
intolerable. This is the position we take regarding religious dissent.

Religious and Other Positions

To the extent that the disagreement is a religious or quasi-religious
disagreement, toleration of pluralism seems the appropriate course. It
permits people with differences to live together in harmony. And at least
one major source of division over the definition of death is surely theo-
logical. The case with which this chapter opened seems not only to have
been caused by tensions between Jewish people and Muslims; the moral
disagreement about whether to declare Mr. Halberstam dead also has
religious roots. Judaism has long been known to include persons who
oppose brain criteria for death pronouncement. Not that all Jews oppose
it. Rabbi Moses Tendler, a well-known moral commentator, has sup-
ported it."* But many Orthodox rabbinical scholars strongly oppose it,
maintaining that where there is breath there is life.’* Japanese, influ-
enced by Buddhist and Shinto belief systems, see the presence of life in
the whole body, not just in the brain.!® Native Americans reportedly
sometimes hold religious beliefs that oppose a brain-oriented definition
of death." Fundamentalist Christians, sometimes associated with the
right-tolife movement, and some Catholics focusing on pro-ife issues
press for a consistent pro-life position by opposing death pronounce-
ment of brain-dead individuals.'?

On the other hand, mainstream Christians, both Protestant'® and
Catholic,”” support a brain-oriented definition, claiming that being pro-
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life does not foreclose being clear on when life ends. One Christian
theological argument supporting brain-oriented definitions starts with
the ancient Christian theological anthropology that sees the human as
the integration of body and mind or spirit. When the two are irreversibly
separated, then the human is gone. This view, as we shall see, places
many Christian theologians in the higher-brain camp. These theologians
sometimes differentiate themselves from secular defenders of higher-
brain concepts. The latter group, under the influence of Derek Parfit,®
stresses mentalist conceptions of the person that sometimes lead to sup-
port of a higher-brain conception that focuses exclusively on the irre-
versible loss of mental function without concern about the separation of
mind from body.'® By contrast, those working within Christian theology
are more likely to insist on the importance of both mind and body.?

There are, of course, also many secular persons who support a cardiac
definition of death. One, now somewhat dated, survey found that about
a third continued to support a cardiac definition.?' The only plausible
conclusion is that the definition of death is heavily influenced by theo-
logical and metaphysical beliefs, along with theories of value. We have
learned that, in a pluralistic society, it is unrealistic to expect unanimity
on such questions. Hence, a tolerance of pluralism may be the only way
to resolve the public policy debate.

This conclusion seems even more inevitable when one realizes that
there are not just two or three plausible definitions (cardiac, whole-
brain, and higher-brain definitions); there are literally hundreds of pos-
sible variants. Some insist on irreversible loss of anatomical brain struc-
ture at the cellular level; others only on irreversible loss of function.
Some insist on loss of function at the cellular level, while others insist
only on irreversible loss of supercellular functions or integration of bod-
ily function. Some might insist on loss of all central nervous system func-
tions, including spinal cord function (an early position of Henry Bee-
cher, the chair of the Harvard ad hoc committee), while others draw a
line between spinal cord and brain. Among defenders of the higher-
brain concept, there are countless variations on what counts as “higher”:
everything above the brainstem, the cerebrum, the cerebral cortex, the
neocortex, the sensory cortex, and so forth. Some, insisting on loss of
all brain functions, ignore electrical functions, limiting their attention
to clinical functions.?? Some are even willing to ignore functions of “nests
of cells,” claiming they may be “insignificant.”?

When all the possible variants are combined, there will be a large
number of positions; no group is likely to gain the support of more than
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a small minority of the population. The only way to have a single defi-
nition of death is for those with power to coerce others to use their
preferred definition. If that single definition were the current “whole
brain” one with a requirement that literally all functions of the brain
must be gone before death is pronounced, the result could be disastrous.
No one really believes that every last function of the entire brain must
be irreversibly lost for a brain to be dead. That would include all elec-
trical functions, all neurchumoral functions, and cellular functions.
Since clinicians would necessarily have to exercise discretion in deciding
which functions are to be ignored, patients would be at the mercy of the
discretion of the clinician who happens to be present when the question
of pronouncing death arises. Even if we were willing to let some ride
roughshod over others, it is very unlikely that any one position could
gain majority support; in fact, it is unlikely that any single position could
come close to a majority. There may be no alternative but to tolerate
multiple views.

Constitutional Issues

Once the choice of a definition of death is cast in terms of theological
or philosophical issues, the necessity for conscientious choice among the
definitions seems more plausible. The constitutional issue of separation
of church and state presses us in the direction of accepting definitions
with religious groundings. Of course, the constitutional provision pro-
hibiting the establishment of religion does not give absolute freedom of
religious action.

Nevertheless, the burden on the state to justify interference with re-
ligious practice is great. Defenders of compulsory imposition of a single
definition of death on a large group of religious conscientious objectors
to that definition would have to be supported by significant social harms
to other parties. I argue below that such harms cannot be demonstrated.
Thus, the New Jersey law authorizes religious objection to the state’s
default definition of death when there is a religious basis for objecting
to the whole-brain definition.

Problems Limiting Conscientious Objection to Religious Objectors

A state limiting conscientious objection to religious objectors, as New
Jersey has done, is likely to face potentially difficult constitutional chal-
lenges. We learned from laws permitting religious conscientious objec-
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tion to service in the military that restricting objection to certain types
may be legally indefensible. During the Vietnam war era, some objectors
had views that were clearly moral or philosophical, but they had a hard
time accepting or demonstrating to others that they were religious. Es-
pecially if religious is defined as involving belief in a Supreme Being,
many individuals whose objections seemed very similar to religious ob-
jections could not qualify. Even members of certain groups often clas-
sified as religions could not meet the belief in a Supreme Being test:
Buddhism, Confucianism, Native American belief systems, all look much
like religions but fail the Supreme Being test. Gradually, the restriction
of conscientious objection to religious objection was challenged and was
found to be discriminatory. The concept of religious objection was grad-
ually broadened to include many belief systems that may not, at first,
appear to be overtly religious.

Some scholars who have studied the New Jersey criterion of death law
(including some most closely involved with the drafting of the law) be-
lieve that restriction of the beliefs supporting objection to the brain-
oriented definition of death to those that were narrowly religious would
be interpreted to include more broadly moral objections as well. That,
at least, is the opinion of Robert Olick (personal communication, Oc-
tober 23, 1996), an attorney who served as the executive director of the
commission that developed the New Jersey law.?* The only reason that
the New Jersey Commission on Legal and Ethical Problems in the Deliv-
ery of Health Care and the New Jersey legislature limited its provision
to religious objection was political. Even during the debates before pas-
sage, some commentators were saying that objections that were not re-
ligious, if religion is narrowly construed, would be sustained in a legal
challenge.

There are enormous practical as well as moral problems with attempts
to limit the law to religion narrowly construed. At a practical level, en-
forcement officials would have to establish mechanisms for verifying
whether an objection was truly religious. A nonpracticing Jew who had
a nonreligious objection to a brain-oriented definition of death could
cite his religious background, and it would be almost impossible for the
state to establish whether his objection was religious. Morally, the prin-
ciple of equal respect would seem to require that, if religious objections
were permitted, equally sincere and equally deeply held nonreligious
philosophical objections would be equally acceptable. If little is at stake
in terms of public interest, little is lost by accepting both on equal terms.

Assuming that the case is made that individuals should be able to
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exercise religiously or nonreligiously based conscientious choice of an
alternative definition of death, should that discretion be extended to
surrogate decision makers in the manner of decisions to refuse treat-
ment by patients with terminal illness? I see no reason to limit the choice
to competent and formerly competent persons who have executed ad-
vance directives.

Consider a formerly competent adult or adolescent who has never
formally written a document choosing an alternative definition of death,
but who has left an oral record or a life-style pattern that appears to the
surrogate to favor an alternative. Mr. Halberstam was returning from an
Orthodox Jewish prayer service when he was shot. Assuming that he has
not written an instruction stating a preference for a cardiac-oriented
definition of death, should parents (or other next of kin) be permitted
formally to choose it for Mr. Halberstam (as, in fact, Mr. Halberstam’s
did through the informal decisions in New York)? It appears that he had
continued to live the religious life of his parents, and I see no reason to
doubt that he would choose as they did. Just as the next of kin can pres-
ently exercise substituted judgment in decisions to forgo treatment, his
parents likewise should be permitted to choose on his behalf based on
the values he is most likely to have held.

Some might claim that this subordinates the interests of the patient
or society to the whim of the idiosyncratic beliefs of the next of kin.
Below I shall argue that there is little at stake for the society. As for Mr.
Halberstam’s interests, presently as an unconscious individual he seems
to have no explicit contemporaneous interest. If it can be said that he
has any residual interests, it surely must be to have his prospective au-
tonomy preserved. Insofar as the parents can deduce what he would have
autonomously chosen had he been able to exercise such judgment,
surely they must be permitted, indeed required, to exercise that choice
on his behalf.

But suppose we had no idea what Mr. Halberstam’s wishes were about
which definition of death should be used in his case. Or suppose he
suffered his injury when he was 1 year old rather than 15 or 21. Clearly,
in these cases respecting autonomy is out of the question. The only moral
alternative is to use what is considered the best concept of death. But
should it be the concept of death considered best by the society—per-
haps some version of a whole-brain-oriented death, assuming that is the
law of the state—or should it be the concept considered best by his next
of kin? In the context of decisions to forgo treatment, I have long argued
that the discretion should go to the next of kin under the doctrine of
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what I have called limited familial autonomy.® Just as the individual has an
autonomous right to choose a definition of death (or a treatment plan},
50 likewise families are given a range of discretion in deciding what is
best for their wards. They select the schooling and religious education
that so dramatically shapes the system of values and beliefs of the child.
They are expected to socialize the child into some value system. In a
liberal pluralistic society, we do not insist that the familial surrogate
choose the best possible value system for their wards; we expect them to
exercise discretion, drawing on their own beliefs and values, As long as
the ward’s interests are not jeopardized too substantially and the interests
of the society are not threatened, parents should not only be permitted,
but actually be expected to make a choice of a definition of death for
their wards.

Limits on the Range of Discretion

In my early writing on the subject of individual choice of a definition of
death, I assumed without stating it that the range of choice would be
limited among a range of tolerable alternatives. If the risks to the society
became too great, surely a limit would have to be placed. Hence, prob-
ably, no one should be able to decide that he or she should be treated
as alive if cardiac, respiratory, and brain function have all completely
and irreversibly ceased. At least such choice should be foreclosed if it
would pose public health problems or be grossly unfair to spouse and
beneficiaries. Likewise, I believe no one should be able to choose to be
considered dead when he or she retains all of these functions. Also, for
pragmatic reasons a state should choose a default definition, leaving it
up to individuals to exercise conscientious objection if they disagree with
the default. What I now make explicit is that the choice must be within
a range of reasonable or tolerable alternatives.

Whole-Brain versus Cardiac Conceptions of Death

The New Jersey law gives the narrowest of options: between the default
whole-brain-oriented definition and the single alternative of a cardiac
definition. That would be a clearly acceptable choice assuming there are
no significant societal or third-party consequences. The New Jersey plan
would seem to offer a minimal range of choice.
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The Inclusion of Higher-Brain Concepts of Death

For over 20 years I and many other people have argued that it is no
longer plausible to hold to a literal whole-brain definition in which every
last function of the entire brain must be dead before death can be pro-
nounced.® A case can be made that some versions of higher-brain for-
mulations of a definition of death should be among the choices permit-
ted. Under such an arrangement, a whole-brain definition might be
viewed as the centrist view that would serve as the default definition,
permitting those with more conservative views to opt for cardiac-
oriented definitions and those with more liberal views to opt for certain
higher-brain formulations. Of course, this would permit people with
brainstem function including spontaneous respiration to be treated as
dead. Organs could be procured that otherwise would not be available
{(assuming the dead-donor rule is retained), bodies could be used for
research (assuming proper consent is obtained), and life insurance
would pay off.

Some might be concerned that this would give surrogates the author-
ity to have their wards treated as dead while some brain and cardiac
functions remain. They see this as posing risks for unacceptable choices,
for ending a lingering state of disability, for example. Assuming that the
only cases that could be classified as dead by surrogates would be those
who have lost all capacity for consciousness (i.e., who have lost all higher-
brain functions), the risks to the individual classified as deceased would
be minimal. We must keep in mind that surrogates are already presumed
to have the authority to terminate all life support on these people. Often
such decisions by surrogates to terminate life support would mean that
the patient would soon be dead by the most traditional definitions of
death. Death by traditional cardiac and whole-brain criteria would occur
within minutes in many cases if the surrogate exercised his or her au-
thority to forgo life support. The effect on inheritance and insurance
would be trivial if these cases were simply called dead before stopping
medical support rather than stopping prior to pronouncing death. Even
for those vegetative or comatose patients who had sufficient lower-brain
function to breathe on their own, a suspension of all medical treatment
would lead to death fairly soon.

Adding a higher-brain option to the range of discretion would have
only minimal effect on practical matters and would be a sign that we can
show the same respect to the religious and philosophical convictions of
those favoring the higher-brain position as we do now in New Jersey for
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the holders of the cardiac position. If there are actually scores of poten-
tial definitions of death within the range from higher-brain to cardiac
positions, then only a relatively small minority is likely to be in agreement
with the default position. The wise thing to do seems to be to pick some
intermediary position and permit people to deviate to both somewhat
more liberal and somewhat more conservative positions. The choices
would probably have to be limited to this range. Both public health and
moral problems become severe if the scope of choice is expanded much
further.

The Problem of Order: Objections to a
Conscience Clause

All of this, of course, depends on my as-yetundefended claim that there
are no significant societal or third-party harms from permitting consci-
entious objection to a default definition within the range 1 have speci-
fied. The President’s Commission for the Study of Ethical Problems in
Medicine and Biomedical and Behavioral Research prepared an impox-
tant report in 1981 reviewing the debate on the definition of death.* In
that report the commission examined the cardiac, whole-brain, and
higher-brain options. In spite of the fact that their two philosophical
consultants on the issue endorsed versions of a higher-brain formulation,
the commission endorsed the whole-brain position. They gave serious
consideration to the higher-brain position before rejecting it for a num-
ber of reasons, most of which can be summarized under the heading of
the problems that would be created for social order.

Death as a Biological Fact

One preliminary objection that was not dwelt on by the commission but
that arises in many discussions of the issue is the claim that death is not
a matter of religious or philosophical or policy choice, but rather a mat-
ter of biological fact.®® It is now generally recognized that the choice of
a concept of death (as opposed to formulation of criteria and tests) is
really normative® or ontological.® We are debating when as a matter of
social policy ought we to treat someone as dead. No amount of biclogical
research can answer that question at the conceptual level. Of course,
many people could still hold that, although the definition of death is a
normative or ontological question, there is still only one single correct
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formulation. That seems to me to be a very plausible position, but we
are not discussing the issue of whether there can be only one true defi-
nition of death; we are discussing whether society can function for public
policy purposes while tolerating differences in beliefs about the true
definition. Tolerating a Jew’s or Native American’s belief in a definition
that is perceived as wrong is no different from having a society tolerate
more than one belief about whether abortion or forgoing life support
in the living is morally correct. We are asking whether society can treat
people as dead based on their own beliefs rather than whether people
are really dead, really conform to some metaphysically correct concep-
tion of what it means to be dead, in such circumstances. (It is possible
to hold that there is one and only one metaphysically correct concept of
death, but that society can treat some people who conform to this mean-
ing of death as if they were alive.)

Policy Chaos

One of the consistent themes in the criticism of higher-brain definitions,
especially with the conscience clause I am defending, is that its adoption
would lead to policy chaos. Presumably critics have in mind stress of
health professionals, insurers, family members, and public policy pro-
cesses, such as succession of the presidency. But a very similar substi-
tutedjudgment and best-interest discretion is already granted surrogates
regarding decisions to forgo life support on still-living patients. One
would think that the potential for abuse and for chaos would be much
greater granting this discretion. It remains to be seen what chaos would
be created from conscientious objection to a default definition of death.
If each of the envisioned policy problems can be addressed successfully,
then we are left with a religious/philosophical/policy choice for which
we should be tolerant of variation if possible and no good social reasons
to reject individual discretion. Some of the rebuttal against the charge
of policy chaos has already been suggested.

Problems with the Stoppage of Treatment

One concern is that life-sustaining medical treatment would be
stopped on different people with medically identical conditions at dif-
ferent times if conscientious choice among definitions of death is per-
mitted. That assumes, however, that decisions to stop treatment are al-
ways linked to pronouncement of death. We now know that normally it
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is appropriate to consider suspension of treatments in a manner that is
decoupled from the question of whether the patient is dead.3! A large
percentage of in-hospital deaths now occur as a result of a decision to
stop treatment and let the patient die. Presumably any valid surrogate
who was contemplating opting for a higher-brain definition of death
would, if told that option were not available, immediately contemplate
choosing to forgo treatment, letting the patient die. In either case the
patient will be dead within a short period.

The decoupling of the decision to forgo treatment from that of the
pronouncement of death has led some (including Brody and Fost in this
volume) to further decouple what I have called death behaviors, leaving
agreed-upon points for various behaviors such as initiating grief, pro-
curing organs, and terminating insurance coverage. I considered such
decoupling in the 1970s before rejecting it for two reasons.

First, even if we further decouple death behaviors, different people
with different cultural beliefs and values will still consider different times
appropriate for each of the behaviors. Some will consider widowhood to
begin with loss of higher-brain function, others only with the death of
the whole brain or the cessation of circulatory and respiratory function.
We would siill need a conscience clause, but now we would need one for
the societally defined point for each of the list of death behaviors.

Second, even though some death behaviors surely must be decoupled
(such as deciding to forgo treatment}, we should not underestimate the
importance of having something resembling a moment of death. Socially
and psychologically, we need a moment, no matter how arbitrary, that
loved ones can identify as a symbolic transition point, at least for a large
cluster of these death behaviors. Relatives cannot send flowers one at a
time as each moment arrives during a drawn-out process of death in-
volving many different death-related behaviors. Kass won the 1970 ar-
gument about whether death was a process or an event. Although dying
might be a process, death is not. There must be one defining moment
of transition to which at least many of the death-related behaviors may
attach.

Abuse of the Terminally Ill

For the same reasons the risk of abuse of the terminally ill should not
be a problem. There could be more concern about a family member
dependent on the terminally ill person’s pension opting for a cardiac
definition of death, That, however, seems remote. There is no record of
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that having occurred in New Jersey, where the option for a cardiac def-
inition is available. If the problem did arise, the procedures currently
available for review of suspected patient abuse would be available so that
the next of kin could be removed from the surrogate role, just as they
would be now if a surrogate refused life support in a situation where the
motive seemed to be the financial gain of the surrogate.

Health Insurance

I have already mentioned the potential impact on health insurance if
someone chooses a definition of death that would have the effect of
making someone alive longer—if, for instance, a cardiac definition were
chosen. (K some version of a higher-brain definition were chosen, the
effect would more likely be a savings in health insurance.) There is good
reason to believe that the effect on health insurance would be minimal.
A relatively small number of people would actively make a pro-treatment
choice based on their preference for a cardiac definition or any alter-
native that would require longer treatment. The small costs would prob-
ably be justified to preserve respect for individual freedom on religious
or philosophical matters. If the problem became significant, a health
insurance policy could easily address the problem. Any health insurance
policy must have some limits on coverage. Cosmetic surgery is usually
not covered; there are often limits on the number of days of inpatient
care for psychiatric services. Many marginal procedures including longer
days of stay in the hospital will be rejected. If an insurer were worried
about unfair impact on the subscriber pool if its funds were used to
provide care for patients without brain function who had selected a car-
diac definition of death, they could simply exclude care for living pa-
tients with dead brains.

Life Insurance

The concern by life insurance companies is exactly the opposite. In-
sisting on a cardiac definition would simply delay payment, which would
be in the insurer’s interest; however, selecting a higher-brain definition
would make the individual dead sooner, potentially quite a bit sooner.
However, most living persons with dead brains die fairly soon either
because such patients are hard to maintain or because an advance di-
rective or surrogate opts for termination of treatment.
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Inheritance

As in the case of pensions and life insurance, some surrogate might
be inclined to manipulate the timing of death to gain an inheritance
more quickly. This could lead to choosing a higher-brain definition.
However, the same surrogate already has the power to decline medical
treatment, which would theoretically expose the patient to similar risks,
and such cases are exceedingly rare. If a surrogate is suspected of abusing
a patient by choosing an inappropriate concept of death, such a surro-
gate can always be challenged and removed. If one compares the risk of
abuse from surrogate discretion in deciding to forgo treatment with that
from deciding on a variant definition of death, surely the discretion in
forgoing treatment is more controversial and more subject to abuse. Yet
that has not proved to be a significant problem.

Spousal or Marital Status

Another social practice that can be affected directly by the timing of
a death is the marital status of the spouse. Spouses may want to retain
their status as spouses rather than become widows or widowers for various
psychological and financial reasons. Or they may want to become widows
or widowers so that they can get on with their lives. Conceivably, some
may be ready to remarry. For example, a spouse who had been caring
for a PVS patient for years may have already separated psychologically
from his or her mate even though that mate was not actually dead. This
person could be ready to remarry, which could be done legally once the
spouse were deceased. This problem seems quite far-fetched, but it could
happen. Such spouses would probably already have contemplated refus-
ing life support and could be removed as inappropriate surrogates if it
is clear that they are motivated for non-patient-centered reasons.

Organ Transplantation

One significant effect of the definition of death is the availability of
organs for transplant. If someone insists on a cardiac-based definition
of death, that person would not be able to donate organs when heart
function remains even though brain function has ceased. However, any-
one who selected a cardiac definition of death would be unlikely to be
a donor of organs if he or she were forced to be pronounced dead based
on brain criteria in any case. On the other hand, a person who chose to
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be considered dead even though lower-brain function remained would
be a potential organ source. Someone who wanted to have organs pro-
cured when his or her higher-brain functions were irreversibly lost po-
tentially could have his or her organs procured earlier by selecting a
higher-brain definition. As long as this were limited to cases where an
active choice were made in favor of the higher-brain formulation, it is
hard to see why there would be strong objection. With the evolution of
protocols for the non-heart-beating cadaver, such persons could accom-
plish something similar by refusing life support to the point of death,
followed by organ procurement. The outcome would be similar except
that the donor would be forced to participate in the use of a concept of
death that he or she rejected and the quality of the organs might be
jeopardized. As long as the cases are limited to those in which there is a
valid choice for a higher-brain definition, I cannot see why moral or
societal concern should be raised.

Many people have pressed for a law authorizing organ procurement
from living anencephalic infants.* Most recently the AMA’s Council on
Ethical and Judicial Affairs endorsed such a view,?? although the council
later rescinded it. If we mean by death nothing more than being in a
condition in which it is appropriate for others to engage in death-
associated behaviors, including procuring organs, then anyone who is
an appropriate candidate for donating so-called life-prolonging organs
is dead.* By this logic, to be consistent those who believe it is acceptable
to procure organs from an anencephalic infant with brainstem function
should claim that such infants are already dead (or, more accurately,
have never been alive). In effect, they have adopted some version of a
higher-brain-oriented definition of death and should really be claiming
that it is acceptable to procure organs from anencephalic infants be-
cause they are dead (or have never been living, in the social policy sense
of the term).

Succession to the Presidency

Another potential implication of choosing an alternative definition
of death is that succession to the presidency or to other roles could be
affected. In the United States, the vice president automatically is elevated
to the presidency upon the death of the president. Similar policies affect
monarchies in which the successor is automatically made king. A presi-
dent who chose a cardiac definition of death could thereby end his term
of office at a different time than one who chose a whole-brain or higher-
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brain definition. Since one in certain circumstances can retain cardiac
function for years, the succession of the vice president could be delayed.

Obviously, this reflects a flaw in the succession law. Under present law
a permanently vegetative president is not dead and there would be no
automatic succession. But as soon as a permanent vegetative state is di-
agnosed, there should be immediate succession, regardless of whether
the president is dead. One could imagine a next of kin being pressured
to choose a definition with an eye toward timing the succession. That
could happen now in an effort to delay succession in New Jersey. It could
happen elsewhere if discretion were permitted. The possibility of this
happening seems extremely remote. A constitutional amendment pro-
vides a mechanism for temporary assumption of the office, but once a
president is known to be permanently incapacitated, he or she clearly
should be replaced.

The Effect on Health Professionals

A final potential problem with authorizing conscientious choice is the
possible effect on health professionals providing care for the patient.
Nurses will be required to suffer potential emotional stress at having to
continue care or cease care at a time they believe inappropriate. Physi-
cians will face similar problems. But this is hardly a problem unique to
a choice of a definition of death. Some living patients or their surrogates
refuse life-supporting therapy before the nurse or physician believes ap-
propriate. The health professional is simply obliged to stop according
to laws about informed consent and the right to refuse treatment. More
recently, health professionals have been disturbed about requests for
care the clinicians deem futile. Patients who insisted on not being pro-
nounced dead until their heart stopped potentially could insist on hos-
pital-based treatment even though their brains were dead. That is po-
tentially the situation in New Jersey now. But the responsibility of the
health professional to deliver care deemed futile against his or her will
is already a matter of considerable controversy. It will have to be resolved
whether or not other states adopt the New Jersey conscience clause. Most
patients demanding such care are clearly not dead by any definition.
The resolution could be the same for patients with dead brains as it is
for terminally ill or vegetative patients, or it could be different. The law
could determine, for instance, that conscious patients would have a right
of access to normatively futile care (perhaps with the proviso that they
have independent funding), but that permanently unconscious patients
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or those with dead brains would have no right of access. In any case, the
effect on care givers is not a problem unique to patients who might
exercise an option for an alternative definition of death.

The Implementation of a Conscience Clause

The procedural implementation of a conscience clause would require
some additional planning, but the problems would not be novel. Most
are addressed in the existing Patient Self-Determination Act and re-
quired response laws. The former requires that someone inquire about
the existence of an advance directive upon admission to a hospital and
provide assistance in executing an advance directive if the patient de-
sires. The latter requires that the next of kin be notified of the oppor-
tunity to donate organs in suitable cases. The most plausible way to re-
cord a choice of something other than a default concept of death would
be in one’s advance directive. That is the kind of document that ought
to be on the minds of those caring for a patient who is near death. An
addition specifying a choice of an alternative concept of death would be
easy; it would be crucial in the case of those who are writing an advance
directive demanding that life support continue even though the brain is
dead. It would be a simple clarification in the case of one asking that
support be forgone when the patient is permanently unconscious. A sen-
tence choosing a higher-brain concept of death (and perhaps donating
organs at that point) would be a modest addition.

Whether the new definition-of-death laws authorizing a conscience
clause should also impose a duty on health professionals to notify pa-
tients or their surrogates of alternative concepts of death is a pragmatic
question that would have to be addressed. I do not think that would be
necessary. Just as Orthodox Jews presently carry the burden of notifying
others of their requirements for a kosher diet and Jehovah’s Witnesses
carry the burden of notifying about refusal of blood transfusions, so
those with alternative concepts of death would plausibly carry that bur-
den. Something akin to the subjective standard for informed consent
would apply. According to that standard, health professionals, when they
negotiate a consent, are required to inform the patient of what the pa-
tient would reasonably want to know, but they are not expected to sur-
mise all unusual views and interests of the patient. According to this
approach, they would be expected to initiate discussions on alternative
definitions of death only when they knew or had reason to know that
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the patient plausibly would have an interest in such a discussion. A cli-
nician who knew his patient was an Orthodox Jew and knew that many
Orthodox Jews prefer a more traditional concept of death would have
such an obligation, but there would be no obligation if he or she had
no reason to believe the patient might be inclined toward an alternative
concept.

Some might claim that adding a conscience clause is unnecessary
because only a small group of people would favor an alternative. In fact,
a not insignificant number seem to prefer a more traditional cardiac or
respiratory concept of death (Jews, Native Americans, Japanese, and oth-
ers who are still committed to the importance of the heart or lungs). If
a higher-brain-oriented concept of death were among the options, a
much larger minority would have an interest in exercising the con-
science clause. In fact, there have been court cases and anecdotal reports
of families objecting to the use of whole-brain-based concepts. It seems
reasonable to assume that these represent only a fraction of the total
number of cases in which patients or families would prefer either a more
traditional or a more innovative concept of death.

Even if it could be shown that few people would care enough about
the concept and criteria of death used to pronounce them or their loved
ones dead, this is still an important issue to clarify. It is important if only
the rights of a small minority are violated. It is also important as a matter
of conceptual clarity and of principle. The knee-jerk revulsion to a con-
science clause for alternative concepts of death probably reflects linger-
ing belief that deciding when someone is dead is a matter of biological
fact (for which individual conscience seems irrelevant). But insisting that
the choice of a concept of death be treated as a matter of philosophical
and theological dispute seems to follow naturally once one realizes the
true nature of the issues involved. Getting people to think why a con-
science clause is appropriate for this issue has an important teaching
function and serves to respect the rights of minorities on deeply held
religious and philosophical convictions.

Conclusion

Once one grasps that the choice of a definition of death at the concep-
tual level is a religious/philosophical /policy choice rather than a ques-
tion of medical science, the case for granting discretion within limits in
a liberal pluralistic society is very powerful. There seems to be no basis
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for imposing a unilateral normative judgment on the entire population
when the membeérs of the society are clearly divided. When one realizes
that there are many variants and that no one is likely to receive the
support of a majority, pluralism seems to be the only answer. Having a
state choose a default definition (probably the whole-brain, middle-of-
the-road position} and then granting individuals a limited range of dis-
cretion within the limits of reason seems to be the only defensible option.
There is no reason to limit this discretion to religiously based reasons
and no reason why familial surrogates should not be empowered to use
substituted judgment or best-interest standards for making such choices,
just as they presently do for forgoing treatment decisions that determine
even more dramatically the timing of death. A default with an authori-
zation for conscientious objection seems the humane, respectful, fair,
and pragmatic solution.
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The Unimportance of Death

Norman Fost, M.D., M.PH.

The effort devoted to defining death is wasted at best, counterproductive
at worst . . . The most basic question [is]: What difference does it make
whether somebody is dead? That question places the issue of death into the
only posture in which it can be of relevance to the law—the posture of
context or consequences.

—Roger Dworkin, 1973

IN THIS CHAPTER I revisit an argument made originally by Roger Dwor-
kin in 1973 and in the early 1980s by myself and by Susan Brennan and
Richard Delgado;'-* namely, that statutes on brain death are unnecessary
and have predictable unwelcome complications. My purpose here is to
reaffirm and expand that view in the light of our experiences since then.
The central points are as follows:

—The social purposes for declaring a patient dead (e.g., cessation of
treatment, organ removal, settling estates, burial, etc.) can be jus-
tified in other ways. It was and is not necessary to conclude that a
patient is dead to accomplish those social goals in a morally and
legally satisfactory way.

—The points in the life cycle at which these decisions are optimally
made are not the same. Therefore, a single definition of death does
not ideally serve all of these social purposes.

—Even if it were desirable to define or declare a patient dead to
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achieve those goals, whole-brain death was and is not the only, best,
or most desirable way to define death.

—The movement to adopt the present legal definition(s) of death
has had adverse effects that are expanding.

In summary, I do not believe it is necessary to know whether or not
brain-dead patients are truly dead, nor is it knowable. Similar views have

been presented more recently by Halevy and Brody,* Arnold and Young-
ner,’ and Emanuel.®

What Is the Question?

Several separate questions are under review: When is a person dead?
What is the “real” or “right” definition of death? If whole-brain death is
the preferred or “right” definition of death, how can we ascertain when
it has occurred? And, finally, what is the social purpose of having a policy
on these issues?

Others in this volume address the conceptual and medical issues. It
is my view that the pursuit of definitive answers to these questions is
fruitless and not necessary for the development of sensible policy. Al-
though discussion of the definition of death may inform the develop-
ment of policy, there is no right answer to its definition, and the alleged
consensus surrounding a brain-death-oriented definition is increasingly
unstable.

It is not surprising that the definition of death should be elusive.
Death is not an entity, a substance, or the presence of something.®” It is
the absence of something—namely, life—whose definition is elusive, not
objective, and not susceptible to consensus. The U.S. Supreme Court has
acknowledged the futility of trying to define life.® A panel of distin-
guished scientists claimed that they had expertise on the subject in tes-
tifying at congressional hearings on a Human Life Amendment,’ but
predictably could not agree.'* As Morison pointed out long ago,” death
is a process, not an event, and the concept encompasses the loss of many
functions, not just one. Some of the important moments in this process
include the following:

— Traditional death, which refers to irreversible cessation of sponta-
neous cardiac and respiratory function. This results in brain death
unless treatment is instituted to maintain perfusion of the brain.
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—Brain death, which refers to irreversible loss of all brain function.
This relies on loss of integrating functions of the brain.

— Personal death, which refers to death of the person, or loss of per-
sonal identity, generally thought to depend on the higher brain, or
cerebral cortex.

— Reproductive death, which refers to death in the sense of irreversible
loss of the ability to reproduce one’s self. This would seem an im-
portant point if death is considered a bicological issue, since the
traditional biological notion of when life begins {(or began} de-
pends on the appearance of a self-replicating entity.

——Genetic death, which refers to the loss of all means of identifying the
genetic make-up of the individual.

— Biological death, which refers to the loss of all biological activity that
can be traced to an identifiable individual.

—Legal death, which refers to death in the sense of conforming to
relevant statutory and case law.

A single definition of death might rely on any one of these concepts.
None of these versions of death would be a right or wrong definition of
death. None is sufficient as a single basis for policies that need to provide
guidance for discontinuing treatment, removing organs, settling estates,
and burial, Fach refers to the loss of something that is relevant for some
purpose. Traditional (cardiorespiratory) death is still considered impor-
tant for deciding when it is appropriate to commence an autopsy or bury
a person. Brain death has been a useful concept in deciding when it is
appropriate to remove organs for transplantation. Personal death is help-
ful in deciding when it is appropriate to discontinue life-sustaining treat-
ment. But none of these definitions or concepts of death serves all these
purposes equally well. There are other policy issues for which none of
these definitions of death may be useful or ideal; for example, when can
wills be effected and estates settled? When can a body be used for re-
search or training purposes, with or without the consent of the person?

A single definition of death is also unnecessary. We can find moral
and legal justifications for removing organs, discontinuing life support,
implementing wills, and settling estates without addressing or resolving
the question of whether the patient is dead or in which of these many
senses of the term he or she is dead. As Dworkin said, “It would be odd
indeed if all these different situations were susceptible to resolution by
one definition of death. They involve different consequences and reso-
lutions of different policy questions.”!
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Moreover, attempting to use death as the keystone for resolving the
policy questions makes the task more difficult and aggravates other social
problems. To understand how we went astray and to suggest an alterna-

tive approach, let us go back to the beginning of the movement to re-
define death.

What Was the Need for a Revised or More
Explicit Definition of Death?

In the late 1960s, three troublesome issues stimulated discussion and
suggestions for rethinking the definition of death.!! First, the evolving
ability to maintain bodily functions despite failure of the respiratory cen-
ter was forcing clinicians and others to make decisions about whether to
withhold or withdraw life support, particularly mechanical ventilation.
Although only a minority of ventilator-dependent patients, then and
now, had irreversible destruction of the whole brain, these were the
clearest candidates for withholding or withdrawing treatment. If they
were defined as dead, there would be little controversy, on either ethical
or legal grounds.

Second, in a small number of cases the traditional definition of death
threatened successful prosecution of homicide charges. In the typical
case, an assailant caused severe brain injury that progressed to what we
now call brain death, but the victim would be rescued before cardiores-
piratory death could occur and be placed on mechanical ventilation.
The assailant claimed that, if the physicians had continued to treat the
patient by providing necessary ventilator assistance, feeding, and so
torth, the patient would not have necessarily died,'? leaving the assailant
vulnerable to a charge of assault but not homicide.

Third, and most importantly, there were rapid advances in organ
transplantation causing concern about an emerging imbalance between
demand and supply. The growing number of ventlator-dependent pa-
tients who were “certain” to die (in the traditional sense) created the
opportunity to remove organs before cardiorespiratory arrest and organ
damage due to loss of warm perfusion. Since there was reluctance to
remove vital organs from a living patient, declaring such patients dead
would facilitate “harvesting” of usable organs. Although the expanding
interest in kidney transplantation might have been sufficient to stimulate
this movement, the discovery that hearts could also be transplanted ac-
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celerated interest in revising the definition of death, since removal of
the heart would otherwise constitute homicide.

It is important to note that the redefinition of death was an optional
exercise. It is not the case that experts in philosophy, law, and religion
revealed a discovery—namely, the true definition of death. The major
impetus was an explicitly utilitarian exercise by a Harvard committee
consisting primarily of physicians, who had the candor to state that their
“primary purpose” was “to define irreversible coma as a new criterion
for death. There are two reasons why there is a need for a definition: . . .
Obsolete criteria for the definition of death can lead to controversy in
obtaining organs for transplantation.”!!

None of These Problems Required a Redefinition
of Death

The claim that legal cover was needed to withhold or withdraw ventilator
support from patients with severe brain damage rested on the most per-
sistent and important misunderstanding in the management of seriously
ill patients—namely, that there was or is legal liability for such actions.
The simple fact is that there has never been a single physician in the
history of the United States found liable, in a criminal or civil proceed-
ing, for withholding or withdrawing any kind of life-sustaining treatment
from any patient for any reason.'® Although this historical record of
absolute legal deference to medical judgment in this area should be
reassuring, it cannot, of course, give absolute reassurance about the fu-
ture. It is plausible that some day a physician will be successfully sued or
criminally prosecuted for withholding or withdrawing life-sustaining
treatment from a patient. But it is not plausible that this case will involve
a patient who is brain dead.

Many legal actions have been initiated, onerous for all concerned and
much to be avoided. There are many ways to reduce that risk close to
zero,' but immunity against the initiation of a lawsuit or prosecution is
not possible. Statutes on brain death do not protect physicians against
charges of negligence.®

The claim that a statute was needed to prevent assailants from escap-
ing homicide charges was also misplaced and proven wrong by the liti-
gated cases. Courts consistently concluded that traditional death was an
inevitable consequence of an assault that caused brain death, and the
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assailant, not the physician, was therefore legally responsible for the
death. Even Capron, the father of the Uniform Determination of Death
Act,'® acknowledged this point: “Courts do not necessarily have to adopt
brain-based criteria of death in order to hold defendants responsible for
committing homicide. Defendants may be held responsible on the
grounds that they caused the victim’s death.””

The final claim, and the driving force behind the redefinition of
death, was based on the need for more efficient procurement of viable
organs for transplantation, particularly kidneys at the time of the Har-
vard report. Capron acknowledged that “most commentators have been
careful to point out that organ transplantation concerns alone are not
sufficient to justify a revised or special purpose definition of death.”"”
Indeed, the Uniform Anatomic Gift Act does not contain a definition of
death.!®

The alleged necessity for a redefinition of death is belied by the ex-
perience in Wisconsin—the country’s leader in organ procurement.!®
Wisconsin, one of the last states to enact a brain-death statute, had been
retrieving organs, mainly kidneys, from brain-dead patients for more
than 10 years without the benefit of statutory protection. The Wisconsin
experience is noteworthy in another regard. Although many of the pa-
tients from whom organs were taken were brain dead by prevailing stan-
dards, many were not. These were patients who were terminally ill, com-
monly due to heart or lung disease, and about whom a decision had
been made, by family and providers, to discontinue life support and
allow the patient to die. With consent of the appropriate relatives, life
support was discontinued in the operating room rather than on the clin-
ical unit, so that organs could be removed promptly after cessation of
heart function and declaration of death on traditional (heartlung) cri-
teria. This practice was “rediscovered” and became known as the Pitts-
burgh protocol after a conference that stimulated some controversy.*

There was no legal challenge in Wisconsin to removal of organs from
either brain-dead patients or patients who had died by heart-lung criteria
despite the absence of a statute covering either practice. I am not aware
of any controversy or complaint about it from any source. Controversy
arose only when a brain-death statute was introduced, based on the man-
ifestly false claim that the absence of such a statute was interfering with
organ procurement.

Although Wisconsin and other states were successfully removing or-
gans without the benefit of a brain-death statute, it might be argued that
they were not successful enough. Organ supply lags behind demand, and
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it is possible that uncertainty about the legality of removing organs may
have inhibited requests in some cases. The weight of the evidence, how-
ever, is that the legal framework plays a minimal role in the success of
organ procurement. There are several lines of evidence supporting that
view.

The Effect of Statutory Changes on Organ
Procurement Rates

One of the basic assumptions behind the statutory redefinition of death
was that the law was a major barrier to organ procurement or, more to
the point, that changing the law would change behavior. Organ pro-
curement rates are the result of many factors besides the legal back-
ground, including attitudes and beliefs of potential donors and their next
of kin, the motivation and effectiveness of those who are in a position to
request donation, the organizational skill and effort of transplant centers
and procurement organizations in educating the public and profession-
als, and the availability of transplant surgeons and their colleagues in
responding to calls. Although organ procurement has increased since
the establishment of brain death as a criterion for legal death, it is not
clear that legislation, among the many possible factors, is a primary
cause. There is some evidence that legislation may not have much effect
on procurement rates.?!

The most permissive laws, in the sense of facilitating organ procure-
ment, are so-called presumed consent statutes, which authorize hospitals
to remove organs in specified circumstances unless the patient explicitly
refuses. Such laws have been in effect in France, among other countries,
with little apparent effect on procurement rates.?? Even though the fam-
ily’s consent or refusal is legally irrelevant, in practice they are routinely
asked, and organs will not be removed without family permission.

Similarly, the enactment in the United States of a national “required
request” law has had minimal effect on the rate of kidney procurement.®
This legislation was the result of a concerted effort by Caplan, who ar-
gued that “there is not a shortage of givers, but a shortage of askers,”
but he has acknowledged that the law did not have the expected effect.*

Finally, the enormous disparity in organ procurement rates across the
United States today, despite uniform statutes, suggests that there are
more powerful factors in procurement rates. Prottas, a longtime analyst
of procurement effectiveness, has concluded that “cultural, social and
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professional differences are quite overwhelmed by organizational differ-
ences.” Wisconsin offers a striking example. There are two organ pro-
curement organizations (OPOs) in the state, each centered around ma-
jor academic centers. Working under identical statutes, the two OPOs
have had consistently different procurement rates.™

These observations suggest that statutes which should plausibly affect
organ procurement do not predictably do so. It is possible that the re-
definition of death was an exception. We can only say that there is no
clear evidence that, among the many factors that affect procurement
rates, the redefinition of death played a major role.

Even if we concede that statutory help was necessary or desirable to
promote organ retrieval, redefining death was not the only way or the
best way to achieve that goal. A more direct statute would have simply
stated as its purpose the promotion of organ transplantation. Toward
that end, a state could have declared removal of organs from a brain-
dead patient, so diagnosed by appropriate medical standards, to be le-
gally authorized, with appropriate standards for informed consent, rec-
ord keeping, regulation, and so on. Such a statute would effectively have
provided immunity from civil or criminal charges for organ removal
from brain-dead patients under the same circumstances as exist today.
It is not my task to construct such a statute here or to claim that it would
be problem-free. But it would have the advantage of being narrowly con-
structed to achieve its purpose, and it would be more candid regarding
its purpose. It would have the advantage, as I will discuss later, of making
it easier to justify removal of organs from other patients, who are not
brain dead, but whose interests would not be violated by such removal.

The Predictable Adverse Consequences of
Redefining Death

If the redefinition of death had no costs or adverse effects, then argu-
ments about its efficacy would be academic. But no intervention is with-
out undesirable and unintended consequences. I believe the redefinition
of death has contributed to conceptual confusion on related issues and
aggravated efforts to have a more rational policy on organ procurement
involving a much broader population of patients than those who are
brain dead. I believe it has also aggravated efforts to develop coherent
and sensible policies and practices on withholding and withdrawing life
support from a wide range of patients,
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Exacerbation of the False Belief That Legal Protection
Is Needed When Withholding or Withdrawing
Life-sustaining Treatment

If one of the reasons for the adoption of statutes on brain death was to
facilitate discontinuation of life support, then it was logical to assume
that legislative guidance was even more urgently needed for more com-
plicated cases. Brain death is the clearest and least controversial justifi-
cation for stopping life ventilator support. If physicians needed legisla-
tive guidance on the simplest cases, some reasoned, then discontinuation
of life support in more complex cases must be even more problematic.

In the years immediately after Wisconsin’s adoption of a brain-death
statute,® I experienced a surge in consultations from physicians and
hospitals who felt paralyzed by the law in the management of dying pa-
tients. The simplest but most disturbing manifestation was the false belief
that the legislature had defined and limited the circumstances under
which life support could be terminated. This confusion has now passed
in most hospitals, but the view that management of life-sustaining treat-
ment was now a concern of the legislature has not passed, and the false
belief that legislative protection was needed expanded greatly in the
years after widespread adoption of brain-death statutes. The federal gov-
ernment intruded itself when the Reagan administration promulgated
the infamous Baby Doe rules, which created widespread belief among
neonatologists that they were prohibited from discontinuing treatment
on a wide range of seriously ill infants.* Hospital attorneys commonly
persuaded physicians that the law required maximum treatment of pa-
tients in a prolonged vegetative state, even though there had never been
any finding of civil or criminal liability.””

Many other factors contributed to legislative action, many revolving
around plug-pulling cases in which physicians, hospitals, or hospital
attorneys solicited judicial protection. As noted ecarlier, all of these
were unnecessary if the purpose was to protect the physic¢ian from lia-
bility. The plea for brain-death statutes was not the only example of a
request for unneeded protection, but it was an early and important
example.

The false fear of legal oversight has worsened in some sectors. In New
York State there is continuing fear of discontinuing life support on hope-
lessly ill infants and other incompetent patients based on the belief that
clear and convincing evidence of the patient’s wishes are an absolute
prerequisite for such actions. But worse: even brain-dead patients—le-
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gally dead in New York, as elsewhere-—are now sometimes maintained
for prolonged periods. Various statutes and court rulings might suggest
that, in theory, physicians are so constrained, but the law in practice
suggests otherwise, as physicians who ignore these rulings have been
immune to findings of liability.

Confusion Created by Conflating Three Separate Issues

As Veatch pointed out,” the report of the Harvard committee created
and reflected the continuing confusion over three related but separate
issues—when coma is irreversible, when the whole brain is dead, and
when the patient is dead. The title of the report, “A Definition of Irre-
versible Coma,” suggests an appropriate investigation for a committee
consisting primarily of physicians: identifying the clinical and laboratory
variables that predict that coma is irreversible. The subtitle, however,
raised a different subject—brain death—by describing their project as
the “Report of the Ad Hoc Committee of the Harvard Medical School
To Examine the Definition of Brain Death.” Since a patient can be ir-
reversibly comatose and not be brain dead, these are separate issues,
though still the appropriate subjects of inquiry by medical experts.

But the opening sentence states yet another purpose, beyond medical
expertise. It states that the purpose of the committee is to create public
policy by encouraging physicians, and legislatures if necessary, to declare
such patients as dead, in apparent defiance of the traditional legal stan-
dard of cessation of cardiac and respiratory activity. Here they lurched,
apparently unwittingly, into complex questions of philosophy and reli-
gion, as if such questions could be resolved by a committee, and a com-
mittee consisting primarily of physicians.

The confusion about death that was set in motion by the Harvard
comimittee has persisted. Journalists state that patients are dead but are
being kept alive by physicians. Doctors who work in intensive care set-
tings commonly misunderstand the concept and misapply the criteria.**
For the layperson, the statement that a brain-dead relative is dead, when
she or he looks no different from other patients in the intensive care
unit, is often difficult to understand. Among the most informed scholars
in medicine, philosophy, and law, there is increasing disagreement, as
this volume documents. In the United States, loss of all brain function
is considered to be the sine qua non of death of the person; in Great
Britain, death of the brainstem is sufficient. Some scholars, including
Robert Burt in Chapter 20 of this volume, suggest that the lack of con-
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sensus could be so distressing to the public that suppression of the de-
bate should be considered.

Dependence on Legislatures to Resolve Philosophical and
Religious Issues

The redefinition of death created the false belief that legislatures could
resolve, or were the best place to resolve, complex philosophical and
religious issues, such as the definition of life and death. Other chapters
in this volume address in more detail the complexities inherent in de-
fining death, summarized above. While the President’s commission,
scholars, and public discussions wrestled with some of these distinctions,
fegislatures hardly noted them. Nor should they. Legislatures exist to
address practical social problems, not to resolve unresolvable philosoph-
ical and religious questions. They are clearly acting within their appro-
priate purpose when they enact a law whose purpose is to facilitate (or
inhibit) plug pulling, to facilitate organ retrieval, or to ensure that crim-
inals are appropriately punished. They are not designed to resolve un-
resolvable abstract questions, nor need they.

Inviting legislative involvement in abstract philosophical and religious
questions risks broader activities. If they can define death, they should
be equally competent to define life. As discussed earlier, the U.S. Su-
preme Court had the wisdom to acknowledge their inability to resolve
such questions, but Congress did not shrink from the temptation to draft
a Human Life Amendment, defining for the nation when life begins.

The Invitation to Redefine Death Again for Utilitarian
Purposes

The Harvard committee was explicitly and candidly utilitarian in their
proposal to redefine death. The opening statement declares that they
did not see themselves as making a discovery, as the President’s com-
mission seemed to do, but as achieving a social purpose. “Our primary
purpose,” they declared, “is to define irreversible coma as a new crite-
rion for death” and then go on to explain the social benefits of this move.

Some critics expressed concern at the time that, if death could be
redefined for utilitarian purposes, it could be redefined again at a later
time, possibly threatening more vulnerable groups, such as those with
severe brain damage but not brain death, or the demented, or the re-
tarded. This prediction came true when efforts to retrieve organs from
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anencephalic infants met legal obstacles, since brainstem activity in such
infants renders them legally alive.**® Proponents of organ retrieval in
such cases tried to persuade legislatures to redefine such infants as dead
or outside the scope of the brain-death law, so their organs could be
retrieved.®

These observations do not imply that it would be ethically wrong to
remove organs from anencephalic infants while they are still living. My
own view is that no interests of such infants would be violated by such
removal.?*® My point is that, as with all ethical controversies, the justifi-
cations should be the right ones. It may be acceptable to remove organs
from anencephalic infants and other patients who are not brain dead,
but the reason is not because they are dead.

Reliance on a Medically Flawed Concept

It is now clear that brain death, as it has been diagnosed for the past two
decades, has been based on false medical assumptions. Many patients
who meet acceptable criteria for whole-brain death in fact have residual
brain function, including hypothalamic function.* More refined diag-
nostic techniques have disclosed that other parts of the brain continue
to function after the patient appears to have met the criteria for whole-
brain death,

The Dead-Donor Rule

The reliance on death as a necessary condition for removal of organs
has made it more difficult to justify removing organs from anencephalic
infants, patients in a persistent vegetative state, and many others. The
movement to redefine death, primarily as a mechanism to improve or-
gan procurement, was predicated on and locked into place the unex-
amined reliance on the so-called dead-donor rule.*® This principle is
often posited as a starting point for discussions about organ retrieval, as
if its rationale were self-evident. According to this principle, a patient
must be dead before his or her organs can be removed. My contention
is that there is ample precedent in the law and good moral justification
for removing organs from persons who are not legally dead.

One purpose of the dead-donor rule is to ensure that no interest of
the potential organ donor is threatened. But there are many patients
who are not dead in any sense whose interests would not be violated by
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allowing removal of vital organs before death. Consider, for example, a
patient in a permanent vegetative state, with no prospect for recovery
of any cognitive function, for whom a decision had been properly made
to discontinue life-sustaining treatment, such as mechanical ventilation.
In such a case, with appropriate consent, kidneys and liver could be
removed prior to discontinuation of the ventilator. Such removal would
not immediately cause death. The cause of death would be the same as
traditionally occurs, namely, respiratory failure leading to irreversible
loss of cardiac function.

There are other patients from whom organ retrieval could be justified
on the grounds that it violates no discernible interests—patients for
whom planned death is considered the morally preferred course, partic-
ularly when death is expected to follow discontinuation of life-sustaining
treatment. The justification for organ retrieval would be strongest in
patients who had explicitly requested that their organs be removed in
this way. Examples would include patients with advance directives that
included specific instructions about organ donation. A survey of young
adults with cystic fibrosis revealed that 30-50 percent were interested in
having their organs removed before they died as part of their terminal
care.” From a moral perspective, these patients would seem to be ideal
organ donors. Their death is commonly anticipated for many years, al-
lowing ample time for reflection and truly informed consent, a rare
event in organ removal from brain-dead patients; they could truly be
donors. The possibility of having their one healthy solid organ serve
others after their death is likely to be experienced as a positive experi-
ence. I mention these patients to emphasize the point, and highlight the
irony, that organ removal is most persuasively justified when it serves the
interests and true desires of the patient from whom it is taken, yet our
current policies exclude precisely these morally ideal donors.

The much-discussed Pittsburgh protocol constituted a thoughtful ef-
fort to allow organs to be taken in a morally justified way from patients
who would not meet brain-death criteria but were expected to die from
other causes.?® The most troublesome feature of this protocol is the awk-
ward requirement, imposed by the dead-donor rule, that patients be
declared dead when they are not dead by either brain-death criteria or
the oldfashioned definition, irreversible cessation of cardiorespiratory
activity. (See Chap. 18.) Such patients are declared dead within a spec-
ified number of minutes after heart function ceases, since resuscitation
is precluded by a valid do-not-resuscitate order. In most jurisdictions,
statutes stipulate that determining death by cardiac criteria requires that
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the loss of cardiac function be irreversible, but in many such patients
cardiac function undoubtedly could be restored and has, therefore,
not been irreversibly lost. This apparent inconsistency with the statutes
as written is no different from the declaration of death in ordinary clin-
ical settings, when organ retrieval is not under consideration. There, too,
death is declared even though the loss of cardiac function is often
not yet irreversible. Contrary to the innuendo in a report by the tele-
vision show 60 Minutes on this issue, such protocols do not create
a new definition of death or deviate from traditional definitions in any
way.

Exposing the ambiguities of the current ways in which death is de-
fined risks a public reaction that could adversely affect the fragile trust
necessary for more traditional forms of organ donation. It is possible
that brain death itself evokes a similar, though lesser, discomfort among
relatives asked to consent to donation. Many have noted that grieving
relatives look skeptical when told that their loved one is dead. Eighteen
years after the Harvard report, despite uniform state laws, it is still con-
trary to the intuition of many, including myself, to call someone dead
whose normal bodily functions continue.

If the dead-donor rule were reconsidered, it would even be possible
to consider removal of the heart from terminally ill patients who were
not brain dead. Under present statutes, this would constitute causing
death, but others have argued that the distinction between causing death
and allowing to die in this setting is of little moral weight. Legally, im-
munity against a homicide charge would be necessary. An immunity
statute could be crafted, or death could be redefined in a way that re-
quired only loss of cortical functions, with acknowledgment that the
brainstem has little to do with our notion of personal identity.* Some
might object to redefining death again for utilitarian purposes, but that
is exactly what was proposed by the Harvard committee, with what is now
nearly universal public acceptance. Utility, of course, is not the only or
even the most compelling reason for such a change. A stronger argu-
ment would be based on respect for patient autonomy in a setting where
no interest of the patient was being jeopardized.

Conclusion

Organ removal should be considered justified when no apparent interest
of the patient is violated and appropriate permission has been obtained.
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A redefinition of death was not necessary for the claimed social pur-
poses, nor has the redefinition been effective in achieving the stated
goals. The original social problems—facilitating termination of treat-
ment and improving organ supply—are more prevalent today. Over-
treatment—the continuation of life-sustaining treatment on patients
who have no reasonable prospects for meaningful survival and often no
clear interest in or desire for such treatment—seems far more wide-
spread today than in 1968, when the redefinition was proposed as the
solution to that problem. Organ supply lags further and further behind
demand, and the redefinition of death, required-request laws, and even
more permissive statutes have not had the desired effect.

Not only did brain-death statutes not solve these problems, the prob-
lems have become worse despite the widespread adoption of brain-death
statutes. My suggestion—today, as in 1983—is that we abandon the dead-
donor rule and recurrent redefinitions of death. Instead, I suggest we
find more narrow justifications and legal rationales for the removal of
organs, the discontinuation of life support, and the other social goals for
which death has ill served us.

I do not pretend that this reformulation of policy, divorcing law and
regulation from the question of whether or when a person is dead, would
be without problems or other unwelcome consequences. No policy is
without adverse effects. But it would have the virtue of no longer claim-
ing that we know something that is beyond our expertise or capacity to
know--namely, when a person is dead. We would no longer be making
false medical claims—that the whole brain has ceased to function in
patients who meet clinical criteria for brain death. We would no longer
have to ask next of kin to use or accept a word—death—in situations
where it makes little intuitive sense. Instead, we would be facing our
dilemmas more candidly: how can we reduce the spreading practice of
overtreatment, and how can we reduce the imbalance between demand
and supply of organs in a way that satisfies widely shared views of re-
specting the interests of patients?

Finally, I do not address here the important role that declaring death
plays in the ritual of saying good-by and grieving for a loved one who is
passing on. I believe it is helpful and desirable 1o select a point in time
where it is appropriate to say, “He is dead,” not because it is true, or
because we are expert on such questions, or because it facilitates organ
retrieval, but because it is helpful.
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IV

Public Attitudes about Brain
Death in the United States

GIVEN THE CONTROVERSIES described in the previous chapters, one
might expect active, even acrimonious, debates in the lay press over the
current methods of defining death. Compared with the fascination the
American public has shown over when life begins, however, there has
been little public discussion about when life ends. The following chapters
by Siminoff and Bloch, Campbell, and Rosner attempt to summarize
what we know or can discern regarding public attitudes toward the def-
inition of death. '

Siminoff and Bloch, in Chapter 10, survey empirical data regarding
health care provider and lay public attitudes, with an emphasis on opin-
ions regarding brain death. The réview is as remarkable for what it does
not find as for what it finds. Despite an exhausiive review, the authors
were unable to find one population-based survey of public attitudes to-
ward the current definition of death. Most of the studies of public opin-
ion are small and suffer from methodological flaws that limit their ge-
neralizability. The studies of health care providers, while larger and more
recent, are also limited. Much of the data concentrate on attitudes about
organ procurement and are only tangentially related to what people
think the definition of death is or should be. It seems that the public is
poorly informed about the controversies related to determining death.
Many of the families involved in decisions regarding organ donation
seem unaware that there is any controversy about defining death and do



180 - Public Attitudes in the United States

not know the clinical criteria for brain death or their medical and legal
implications. What people say they do know about brain death is often
factually incorrect. And despite their scientific training, health care pro-
viders are not clear about these concepts either.

Another way to understand the public’s attitudes toward defining
death is by examining religious organizations’ views. The most common
religious denominations in the United States—Catholicism, Protestant-
ism, and Judaism-—are generally supportive of the view that one may be
declared dead using either neurclogical or cardiopulmonary criteria.
However, this support is not unanimous. Campbell and Rosner examine
the views of two conservative and influential wings of mainstream reli-
gion: fundamentalist Christians (Chap. 11) and Orthodox Jews (Chap.
12), respectively.

Campbell offers a scholarly examination of fundamentalist Christian
views in light of their more general views toward medical science and
modern, secular bioethics. Rather than portraying fundamentalists as
having an irrational adherence to, and interpretation of, the Bible,
Campbell describes their internally coherent world view and how reli-
gious commitments frame their understanding of secular issues. Funda-
mentalists view death as primarily a spiritual rather than biological event.
Instead of directly questioning the current definitions of death, funda-
mentalists have focused on changes that would “be the wedge to quali-
tative assessments of human life and value, rather than affirming a sanc-
tity of life assessment under the dominion of God.” Thus, they have
spoken out against higher-brain definitions of death, the definition of
anencephalics as dead, and active euthanasia. They also object to the
University of Pittshurgh Medical Center’s attempt to define cardiovas-
cular criteria of death within its non-heart-beating organ donor policy
because they believe the policy subverts the sacredness of human life for
consequentialist gerrymandering “and compromises the biblical com-
mitment of care to the dying person.” But they have been quietly sup-
portive of whole-brain definitions of death.

Rosner describes a critical theological debate within the Orthodox
Jewish community over the meaning of the pivotal biblical passage (and
its talmudic interpretation}, “In whose nostrils was the breath of the
spirit of life” (Gen. 7:22). One orthodox school argues that the irrevers-
ible cessation of respiratory function is the primary physical sign of death
and thus that whole-brain death with loss of respiration is equivalent to
death; others believe that respiration is a surrogate for cardiac function
and thus that death requires loss of cardiac function. Despite their rel-
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atively small numbers, the debate within Orthodox Judaism has had im-
portant public policy ramifications; largely in response to lobbying by
Orthodox Jews, New Jersey passed a law defining death that allows family
members to require that death be declared using cardiopulmonary cri-
teria if the patient had religious objections to brain death. In Chapter 8
of this volume, Robert Veatch points to this policy as an example of how
pluralism can be respected in definitions of death.

What conclusions can we draw from these essays? First, the current
definition of death seems to be accepted for the most part, if somewhat
misunderstood, by both health care providers and the general public. In
fact, many analysts view the definition of death as one of the few areas
in bioethics in which there is a social consensus. The push to review
again how death is defined is driven by theoretical arguments from a
small group of academicians.

Second, the academic discussion has not been informed by adequate
data about public knowledge and opinion. We simply need better em-
pirical data about what people think. How death is defined and clinically
determined affects everyone, yet the debate has occurred almost exclu-
sively among a small group of bioethicists. The philosophical critiques
and countercritiques of public policy regarding death may (or may not)
reflect public opinion. As Richard Rettig commented at the Cleveland
meeting on defining death:

My concern is with a process, dominated by experts, of almost constant
tinkering with the legal framework of death [and] dying . . . over more
than two decades. This process is not informed by deep knowledge
and understanding of public attitudes, values, and beliefs about death.
It is a process that may be counterproductive to the development of a
broad-based, deeply-rooted, and settled view on these matters by the
general public. Instead, the constant tinkering . . . may engender con-
fusion and may increase, not diminish, the distance between expert
opinion and general public opinion.
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American Attitudes and Beliefs
about Brain Death

The Empirical Literature

Laura A. Siminoff, Ph.D., and Alexia Bloch, Ph.D,

NorTH AMERICAN attitudes toward death have changed significantly
in accord with shifting socioeconomic, demographic, and technological
aspects of society. In earlier eras, death was primarily governed by ritual
as dictated by the family and religious or ethnic affiliation. Since the
beginning of this century, institutions such as hospitals have increasingly
regulated and organized death. While these institutions are products of
society, they are not necessarily closely allied with individual family
traditions. Most importandy, advanced technologies, such as life-
sustaining equipment, have expanded the time to death and changed
our technical and legal definitions of death. The need to obtain poten-
tially life-saving organs for transplantation from cadaver sources has also
encouraged expansion of our definition of death beyond traditional car-
diopulmonary criteria.

Is it the case that in the course of these changes the medical com-
munity has diverged far from the public’s views surrounding death and
the human body? What attitudes do Americans have toward the new
definitions of death? There is more we do not know than do know about
the general public’s attitudes toward and understanding of these new
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conceptions of death. This chapter explores contemporary attitudes to-
ward death in the United States, particularly focusing on attitudes toward
and the understanding of brain death.

The existing research on general attitudes Americans have toward
death consists of a hodgepodge of studies from various academic disci-
plines. In general, there is a consensus that America is a death-denying
society. Americans are viewed as fearful of death.'® Yet, even as Ameri-
cans have put death further away from the public eye, there have been
radical changes in the American symbolic and legal potions of what
death is.

Variations in Criteria and Acceptance of
Brain Death

Following the 1968 report by the Harvard committee and later the report
by the President’s commission in 1981,7# states were incorporating brain
death into their legal definition of death. Even as this was occurring, the
public and many in the medical community were raising concerns about
it. Papers appeared in both the popular press and scholarly journals
questioning the theoretical and moral bases of neurological death. Dur-
ing the 1970s a growing awareness of life-extending and death-delaying
technologies made Americans more concerned about how they died in
addition to why death occurred.

One article in a 1974 issue of Harper’s magazine calls into question
the rapid adoption of the 1968 Harvard criteria for neurological death.®
The author intimates that the new definition of death was intended to
avoid the issue of euthanasia while granting the right to “pull the plug,”
thus facilitating the harvesting of organs. The author tellingly states that
“the heart may have been reduced by the new definition of death to
merely another organ” (26).

Other authors expressed a deep uneasiness with organ donation itself.
A 1973 ardcle in Hastings Center Studies refers to the process of procuring
organs for donation as the “disbursement of the body and ‘picking up
leftovers.”" Yet another article, published in 1979, expressed concern
about the varying, and sometimes nonspecific, statutory definitions of
death. While pointing out that there was a strongly entrenched cardiac
definition of death, the author concludes that brain-death criteria had
become a generally accepted standard of death by the medical, and in-
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deed most, if not all, members of society.!! The truth of this last state-
ment is currently a matter of conjecture.

There is still much conceptual uncertainty regarding the meaning of
brain death. Many people are ambivalent about the status of a patient
whose brain has ceased functioning but whose attachment to mechanical
support systems keeps his or her heart beating. This is evidenced by
anecdotal reports of how people talk about death, distinguishing be-
tween “brain death” and “real death,” that is, cardiopulmonary death.
Surprisingly few studies have examined, in a systematic fashion, how
either the public or the health care community has responded to this
formal reworking of the legal definition of death. None of the public
opinion polls that examine American attitudes toward death in general
have focused specifically on Americans’ attitudes toward, or understand-
ing of, brain death.

A 1968 report in the Journal of the American Medical Association reviewed
public understanding of the diagnosis of death in conjunction with or-
gan donation and the use of life-support systems. The authors noted that,
in their informal survey of hospital house staff, not one person could
remember receiving formal instruction on the requirements for the di-
agnosis of death. A second, small survey of public attitudes toward death
(n = 112) reported that two-thirds of those surveyed thought that death
occurred when the heart stopped beating, when breathing ceased, or
both.'? Only 9 percent thought of death in terms of brain function. A
few years later another survey, this time of 100 laypersons, 100 physicians,
and 70 first-year medical students, still found a sizable number of Amer-
icans uncomfortable with a neurological definition of death. Sixty per-
cent of lay people, 42 percent of medical students, and 46 percent of
physicians interviewed did not consider brain death an adequate defi-
nition of death.!®

More recent studies have found a somewhat greater acceptance of
brain death. Yet, as Youngner recently pointed out,'* the persistence of
the term brain deathin our language and the continued debate over whole-
brain versus higher-brain definitions of death signal that American soci-
ety is still confused and divided over this newer definition of death.

A 1984 study of 200 neurosurgeons and 100 neurologists indicated
substantial diversity in the criteria used to declare brain death and in
attitudes toward it.'"* Although 88 percent required the absence of pu-
pillary reflex, only 61 percent required an absent cough reflex. Further,
in response to a hypothetical situation in which the family of a brain-



186 - Public Attitudes in the United States

dead patient did not want death declared, 78 percent reported that they
would continue ventilatory support; however, one-third of these respon-
dents reported that they would declare the patient dead while doing so.

A more detailed examination of health care professionals’ knowledge
about brain death found that even those who should have intimate
knowledge of the brain-death criteria are often misinformed. For ex-
ample, a study of 195 physicians and nurses likely to be involved in organ
procurement found that only 35 percent could correctly identify the
legal and medical criteria for determining brain death.!® In yet another
study, roughly one-half of nurses in intensive care units (ICUs) believed
that physicians were unsure of organ donor eligibility criteria and one-
third reported that nurses were also unsure of the criteria.!’?

Studies of the public, including families of brain-dead patients, also
show that the concept of brain death is not widely understood. An Aus-
tralian self-administered survey of 69 families of brain-dead patients re-
ported that one-third claimed to know something about brain death
before the patients’ admission, and a little over half were judged to have
a good or adequate understanding of brain death.’® One study of 94
consenting donor families reported that 14 of the families still had no
clear understanding of brain death even after they had donated.™®

At the 1996 Annual Meeting of the Division of Transplantation, a
report was delivered on a study of 164 donor and nondonor families.
The study found significant gaps in families’ understanding of brain
death despite the fact that 95.7 percent were made aware of brain death
by their relatives’ physicians. Forty-five percent equated brain death with
coma, and 31.7 percent believed that a brain-dead individual could re-
cover.?

Our own recent studies have examined health care providers’ and
laypersons’ understanding and acceptance of the concept of brain death.
These populations, obtained in separate studies, were asked a series of
identical questions concerning their knowledge and attitudes surround-
ing organ procurement and brain death. The first was a general survey
of American attitudes drawn from a sample of Americans in three geo-
graphic regions using a random digit dial telephone technique. This
sample of the general public was not found to be totally accepting of the
concept of brain death. Twenty percent of those asked agreed with the
statement that a person is dead only when the heart stops.?!

The second study is examining a sample of 400 donor and nondonor
families. Data analysis of 80 respondents from the sample reveals that 90
percent of respondents were informed that their relative was brain dead
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and 75 percent understood that an individual who was brain dead had
no hope of recovery. However, on the basis of extensive interviews with
respondents, it was determined that only 32.5 percent had a satisfactory
understanding of brain death. Among the most common misconceptions
volunteered by subjects were beliefs that the patient was still alive but
not able to function without the aid of the machines (37.9 percent) and
that the machines were keeping the patient alive (27.3 percent). Some
respondents also explicitly confused brain death with a coma or vege-
tative state (19.7 percent). Furthermore, when directly asked when they
considered the patient had died, 40 percent thought their brain-dead
relatives were not dead until the machines had been turned off or ad-
mitted that they were confused as to exactly when the patient had actu-
ally died.*

The health care providers who spoke with these families about organ
donation were also interviewed. They were asked questions about what
they told the family about brain death, whether they agreed with pro-
posals that would presume all patients would be donors unless they ex-
plicitly opt out (presumed consent), and if they agreed with the state-
ment that a person is dead only when the heart stops. Only a small
number of health care providers accepted only cardiopulmonary criteria
for death. Of the 209 health care provider respondents, only 4.8 percent
agreed with the statement that a person is dead only when the heart
stops. Of the 168 respondents who discussed brain death with family
members, no more than 5.4 percent gave families misinformation. In-
terestingly, despite a significantly better understanding of brain death
than that of the general public or the families of organ-eligible patients,
only 37.6 percent favored a presumed consent policy for obtaining or-
gans.

One of the few larger studies of the general public examined the
understanding of brain death of 946 college students using a true/false
series of questions. This study found that most students were seriously
misinformed about brain-death criteria.?? Using an experimental word
association method, another study found that subjects tended to mis-
understand brain death, viewing it as less than terminal.®®

Some sizable minority communities within the United States do not
accept the concept of brain death. Rosner’s close analysis in Chapter 12
of this volume highlights the intense rabbinic debates within the Ortho-
dox Jewish community in regard to brain death. He notes that, although
cerebral death is not acceptable in Judaism as a definition of death, some
rabbis recognize brainstem failure because of the brainstem’s role in
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controlling respiration. Rosner introduces Jewish perspectives on phys-
iological decapitation to support the view that brain death is seen as
death in Judaism. However, he notes that this view is countered by a
rabbinic view that requires both cessation of respiration and cardiac
standstill as evidence of death. The definition of death among various
Jewish communities and among other ethnic minorities is clearly impor-
tant for those dealing with misunderstandings surrounding brain death.
Members of any one community do not necessarily agree about the ac-
ceptability of brain death.

There is also a growing body of literature on cross-cultural attitudes
toward brain death, which can help us understand how certain ethnic
populations in the United States may view death. One example is work
on the resistance that the concept of brain death has met in Japan.® The
traditional Shinto view of the moment of death as ambiguous and un-
certain is not compatible with the concept of brain death, where death
is determined by quite distinct medical characteristics.® In fact,in a 1984
poll,* almost 40 percent of the Japanese population was strongly op-
posed to recognizing brain death as a definition of death. In Chapter
14 in this volume, Lock notes that from 1983 to 1992 the proportion of
Japanese recognizing brain death increased from 29 percent to 55 per-
cent. Such research can potentially be extrapolated to Japanese Ameri-
cans and perhaps to other Asian-American populations.

Clearly, much more research is needed to understand how the general
public conceptualizes brain death. The discomfort of health care pro-
fessionals (especially nurses) and the public when participating in organ
retrieval or the withdrawal or withholding of therapy from patients is
intuitively linked to their beliefs about what constitutes our “knowing”
when someone is really dead. An unease with organ donation may be
related to several factors, including culture, religion, or simply a mis-
understanding or lack of acceptance of the concept of brain death as
equating with death. An understanding of this issue is crucial if we are
to come to grips with the intensifying debates surrounding care at the
end of life and cuthanasia or are to increase the procurement of organs,

Conceptions of Death and Views on
Organ Donation

Organ donor rates have remained low while the number of patients
needing organs continues to swell the waiting lists. In 1992, 24,791 peo-
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ple were on transplant waiting lists; by January 1996 these numbers had
almost doubled, with 43,937 patients on the list.” Nonetheless, despite
extraordinary efforts to convince the American public to donate organs,
the rate of donation has remained unchanged nationally.

The reasons for this imbalance are unclear, as public opinion surveys
show that over 95 percent of Americans are aware of transplantation and
the need for more organs. Moreover, between one-half and three-
quarters say they would be willing to donate an organ after their
death .28

People are generally willing to donate in theory, but they do not take
the necessary actions to ensure that the organs can be procured. In a
telephone survey of 2,056 respondents, 94 percent of the respondents
had heard of organ transplantation, but only 19 percent carried donor
cards.® Another study found that only about 23 percent of Americans
had signed organ donor cards or indicated on their driver’s licenses their
willingness to donate organs or tissues after their deaths.® Indeed, in
Texas, which recently implemented a de facto mandated choice system,
only 20 percent of state residents applying for a driver’s license chose to
check the “donor” option.? The largest study yet examining the actual
donation decisions of families asked to donate (n = 827) found that 46.5
percent of organ-eligible families, 34.5 percent of tissue-eligible families,
and 23.5 percent of cornea-eligible families agreed to donation.?® A va-
riety of explanations have been given for the discrepancy between the
public’s positive attitudes and their aversion to signing donor cards or
donating. These explanations include people’s fear of their own mortal-
ity, their fears about organ procurement and the possibility of being
declared dead too soon, concern about the fairness of the organ distri-
bution system, concerns about the effect that donation might have on
funeral arrangements, and deeply held beliefs about the integrity of the
body after death.

We actually know little about why families do or do not donate organs.
Some have posited that an unwillingness to accept the patient as dead
or to accept brain-death criteria leads many to refuse to donate. Pearson
et al. conducted one of the few studies that has explicitly linked beliefs
about brain death with organ transplantation.!® This survey of 69 families
of brain-dead patients found that there was a significant relationship
between lack of knowledge on the part of the families about brain death
and the reluctance to donate the organs of family members. In addition,
55 percent of the respondents felt that being better informed about the
illness of their relative would have put them in a position to make a
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different decision. However, it is also noted that it is not easy to over-
come the inability of many people to accept that a warm body is actually
dead. Two-thirds of the respondents said they accepted the death intel-
lectually but had doubts about it emotionally.

Conclusion

Culture, as Geertz writes,* is created and perpetuated through the “webs
of meaning” with which the beliefs, behaviors, and fears of given groups
take form and are passed on from generation to generation. Thus, the
subculture of biomedicine is not necessarily shared by lay people from
the same society, although those belonging to the subculture of biomed-
icine (health care professionals) will share the broader webs of meaning
of American culture with a lay population. In fact, the formal under-
standings as propounded by academic medicine may not even be shared
by a majority of health care professionals. Several studies indicate that
health care providers differ little from the general lay population in the -
disparity between their apparent desire to donate their organs and their
lack of preparation to do so. For instance, studies have found no differ-
ence between the percentage of physicians and intensive care nurses and
that of lay people who carry a donor card. %26

The degree to which dominant cultural themes of biomedicine find
their way into the broader cultural webs of meaning in the United States
is only beginning to be critically examined.¥ Making connections be-
tween attitudes toward brain death and attitudes toward organ donation
for diverse populations in the United States starts to clarify where webs
of meaning are shared and where they differ for lay people and health
care professionals. Furthermore, making these types of connections
starts to clarify where, even for health care professionals, these meanings
still have not penetrated beyond the formal ideology of medicine.

The rapidly changing technological aspects of death in the United
States play a crucial role in shaping contemporary views of death. While
there are a multitude of traditional and distinct views held by different
communities in the United States, all of these communities are faced at
some point with biomedical concepts of death which emphasize a di-
chotomy between life and death.

Lay and medical concepts of brain death are particularly crucial to
study as biomedicine moves to expand the options for organ donation,
including cold perfusion, non-heart-beating donation, use of anence-
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phalics as donors, and other even more obscure techniques. What each
has in common is that it asks both health care professionals and the
general public to expand or somehow revise their definition of what
death is and when someone is “really” dead.

It is clear that lay and medical concepts do not always correspond,
and therefore it is necessary to extend research efforts to explore further
how different sociodemographic variables (particularly gender, social
status, religion, and ethnicity) affect concepts of death (and especially
brain death). More research is needed among individuals who have ac-
tually confronted the option of organ donation, the withdrawal of life-
support therapy, or the withholding of treatment for family members.
Also, explicit measurement of health care professional and lay attitudes
toward death in varying contexts and especially of how and if people
differentiate between death and brain death is needed. Studies would
benefit from moving past simple surveys or the administration of psy-
chometric scales on death to college sophomores. Research that com-
bines the best in both qualitative and quantitative techniques is needed
to understand this complex phenomenon. Additional research could as-
sist in improving communication and creating more common ground
for lay and health care professionals to understand the implications of
the technological changes and developments in biomedicine which are
affecting us all.
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Fundamentals of Life and Death

Christian Fundamentalism and
Medical Science

Courtney S. Campbell, M.A., Ph.D.

A FUNDAMENTALIST HAS BEEN described as a person willing to “do
battle royal” for the fundamentals of the Christian faith.! However, fun-
damentalists have yet to engage in battle over the theological and juris-
prudential legitimacy of brain death, which suggests the issue is currently
tangential to the contemporary fundamentalist movement. Thus, this
essay of necessity will be impressionistic and interpretive in seeking to
develop the implications of certain theological themes central in fun-
damentalist and conservative Christianity for medical science, standards
of death, and organ procurement.

First, I present the theological “fundamentals” within which an issue
such as that of brain death would be situated in a fundamentalist Chris-
tian context. 1 then discuss the relevance of this perspective within a
secular society that is committed constitutionally to respect for religious
pluralism, but whose public rhetoric frequently vilifies religious views
that resist appropriation by the secular society for its own ends. This
closed public square is (from the standpoint of fundamentalism) a man-
ifestation of secular humanism and of cultural biases against orthodox
Christian faith. For reasons I develop, what would ensure direct funda-
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mentalist engagement with the status of brain death are serious policy
proposals for a higher-brain standard of death.

Biblical Fundamentals and Methodology

In the United States, the Christian fundamentalist movement began to
differentiate itself from liberal Protestant theology and ecclesiology in
the late nineteenth and early twentieth centuries. The central concern
of early fundamentalism was to contest religious “modernism,” which
was viewed as forsaking the metaphysical and moral truth revealed in
Churistian scripture for rationalist propositions expressed in scientific
postulates and secular practices. More specifically, fundamentalists in-
dicted the modernists’ optimism about human nature, which seemed to
offer a theological endorsement of “progress,” including technological
progress, as harmonious with, and mandated by, the will of God. The
theological and social ferment of this period led to a doctrinal method
of religious identification, as articulated in the so-called five points of
fundamentalism, which are considered “necessary and irreducible foun-
dations of belief and therefore non-negotiable bases for Christian faith”
(243).2

— Biblical inerrancy and infallibility. The Bible contains no errors of
fact; it is free of error with respect to theology, morality, history,
geography, cosmology, and science,?® although the poetic license of
biblical writers may not be scientifically precise.

— The Deity of Jesus, including the virgin birth

—The substitutionary atonement of Jesus as punishment for the crime of
human sin and the source of personal salvation

—The physical, bodily resurrection of Jesus

—An eschatology (“end of time”) of “Rapture,” in which believers will be
gathered up to heaven at the second coming of Jesus Christ. Signs
of the coming of Christ are revealed in biblical prophecy, which
provides for the discerning believer an accurate prediction of fu-
ture events through symbols.3*

These foundations of faith reflect “minimal doctrinal essentials, apart
from which Christianity ceases to be Christian.”* Compromise on these
essentials amounts to betrayal or apostasy (“falling away”) from truth.
The “five points” provide for the fundamentalist a coherent and consol-
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ing world view, in which Scripture mediates answers to questions, guides
decision making, and offers a cultural critique in which social deterio-
ration is a prelude to eschatological rapture.

Public discourse about “Christian fundamentalism,” however, seldom
reflects this rigid doctrinal identification. Rather, it is often used in a
broad and typically pejorative sense to refer to Christians who under-
stand the Bible to be the definitive authority and guide for the moral life
of the Christian and for society. This broader and evaluative public def-
inition of fundamentalism may encompass any or all of the following
movements:

1. Literalisis, who contend not only that the revelation of God’s will
in the Bible is the sole source of metaphysical and moral truth, but
also that the biblical revelation must be énterpreted in a literal, ab-
solute, and universal sense. Most commonly, the literal method of
interpretation surfaces in disputes over creationism, sexuality, and
faith healing.

2. Evangelicals, whose primary commitment includes not only fidelity
to faith, but also an efficacious Christian witness to the society. The
content of this witness is construed by conservative evangelicals
primarily in terms of “family values,” while liberal evangelicals em-
phasize “peace and justice” issues. The Southern Baptist Conven-
tion, the largest Protestant denomination in the United States (ap-
proximately 15 million adherents) is often designated a
“fundamentalist” faith, but its own self-understanding is as a con-
servative evangelical faith community.

3. Charismatic Christians, who, while observing the moral authority of
scripture, acknowledge the ongoing historical presence of the
spirit of God in the Christian community, manifested especially in
speaking in tongues (glossolalia) and faith healing. The “cha-
risma” of the spirit is most commonly associated with the Pente-
costal movement, whose largest denominational exemplars in-
clude the Assemblies of God, the Church of God, and the Church
of Christ. In addition, charismatic congregations have recently
emerged in Catholic, Episcopal, and Lutheran denominations.

4. Right-to-Life Christians, who affirm as “fundamental” a commitment
to the sanctity and preservation of human life. This validates, at
minimum, opposition to abortion and euthanasia. This movement
is most well known for its political activism on these questions and
less so for its theoretical justifications.
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Needless to say, the public definition of fundamenialism is fuzzy and
certainly allows for overlap among the above movements. The societal
dimension of the evangelical movement, which often overlaps with the
concern for the sacredness of life affirmed by “pro-life” Christians, has
culminated in the most direct engagement with questions of biomedical
science and medical ethics.>¢ My use of the term fundamentalism through-
out the rest of this chapter will reflect the kind of ethical discourse prev-
alent among fundamentalists and conservative evangelicals.

The theological horizons of these two movements are not limited to
rescuing individual souls from sure social doom, but also encompass a
positive witness to culture, Fundamentalists and conservative evangelicals
understand themselves to be not merely custodians of the true faith, but
also engaged in a mission to rescue a secular society from moral evil and
political anarchy: “We [the faith community] are the last line of defense
against a rapid descentinto an evil abyss of barbarism.”” One prominent
exposition of this defensive posture is a “family values” emphasis, dis-
played most recently in the May 1995 “Contract with the American Fam-
ily” announced by the Christian Coalition. In the context of biomedical
ethics, some authors have warned that conservative Christians need to
be aware that “there is a movement afoot in society to redefine death,
... and the question for Christians is how to combat this movement.”®

Since biblical narratives seldom address social policy questions di-
rectly, it is reasonable to inquire what hermeneutical (interpretative)
principles are used to support the conclusions reached by fundamental-
ists and conservative evangelicals. The answer lies in the development of
theological analogues to scientific methodologies. For example, some au-
thors suggest that a parallel to the second law of thermodynamics exists
in the moral and political realis, namely, the concept of moral entropy.®
This moral law gives justification for the articulation of Christian theo-
logical convictions in public discourse, at least in seeking to preserve
family, church, and professional moral traditions, including the Hippo-
cratic tradition, from the perceived permissiveness of secular humanism.
Moreover, scriptural interpretation involves what some theologians de-
scribe as a Baconian method: The believer identifies and organizes the
facts of Scripture regarding the nature of reality and then derives general
principles and underlying patterns that are coherent with these facts. For
example, the biblical posture about life gradually unfolds and supports
a claim about the sanctity of human life. A discerning organization of
biblical evidence on human nature is expressed in the idea that persons
are created in the “image of God” {Gen. 1:27-28). All of life, from be-
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ginning to end, is portrayed as subject to the sovereignty and dominion
of God, who both gives breath to human beings that they may live (Gen.
2:7) and deprives them of breath when they expire (Ps. 104:29). Human
beings are therefore accountable and responsible for exercise of their
moral agency, often expressed in the value of stewardship.

The Fundamentals of Life and Death

These values shape certain distinctive perspectives that bear on some
conceptual underpinnings of brain death, including ideas of person-
hood, death, and human destiny. The concept of personhood is from the
fundamentalist perspective considered a secular reduction of the image
of God. “The personhood concept is usually defined in terms of physical
and mental abilities or capabilities and, thus, excludes human beings
lacking those defined qualities. ‘Personhood analysis’ ignores the full
scriptural view of humankind.”!® The fundamentalist and conservative
evangelical interpretation of the image of God requires a standard for
death that affirms life’s sanctity rather than a qualitative evaluation of
life, such as cessation of relational capacity, consciousness, or social in-
teraction.

This perspective also critiques the modern medicalization of death:
“Modern medicine defines death primarily as a biological event; yet
Scripture defines death as a spiritual event that has biological conse-
quences.”!! This “spiritual event” is the departure of the spirit, or breath
of life, from the body, or as phrased biblically, “and the dust returns to
the earth as it was, and the spirit returns to God who gave it” (Eccles.
12:7; cf. James 2:26). In such a theology, death is a consequence of the
human fall from grace and alienation from the divine presence through
sin. It cannot be embraced as a “natural” part of the life cycle nor dig-
nified through the language or ideology of “rights.”** Nor can death be
mastered through a process of medicalization, for secular medicine has
an incomplete understanding of death.

Insofar as a specific criterion of death is at issue, fundamentalist and
conservative evangelical discussions invariably situate the definition of
death within the context of social acceptance of ewthanasia, rather than
facilitating organ procurement.!® The prospect that revising the defini-
tion of death is simply a way to hasten death for valnerable but biolog-
ically tenacious patients leads to objections to policy revisions grounded
in the principle of the sanctity of life. Gregory Rutecki, for example,
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objects to the Pittsburgh protocol on non-heartbeating cadaver donors
(NHBCDs) on the grounds that the dying process is “contrived” and
“hastened.” Rutecki’s position relies on both secular and religious rea-
sons: The protocol represents abandonment of the dead-donor rule and
denies equal treatment for the dying. Moreover, it violates the Hippo-
cratic prohibition of intentional assistance in death and compromises
the biblical commitment of care to the dying person.!*!s

While fundamentalist and evangelical authors do not dispute brain-
death criteria per se, their concerns emerge within the medical/tech-
nological and social/qualitative contexts in which a standard of brain
death is applied or revised. Moreover, given the studies of Youngner et
al. that there is both confusion and incoherence about the meaning and
application of brain death, even among medical professionals,'® this sus-
picion of secular expertise is exacerbated rather than assuaged for a lay
audience rooted in biblical rather than scientific authority.

It can be questioned why such religious opposition did not emerge
during prior discussions over the definition of death, such as the Report
of the Ad Hoc Committee of the Harvard Medical School. The time
frame is very important. One cannot speak of a politically mobilized
and socially active fundamentalist movement until after the Roe v. Wade
decision legalizing abortion in 1973, some 5 years after the report
of the Harvard committee. Nor was euthanasia a realistic end-of-life op-
tion for patients until very recently. Thus, current moves to redefine
death are understood within a quite different social context than that
which prevailed in the 1960s; indeed, the current social ethos reflects,
according to many religious conservatives, an embrace of a “culture of
death.”

Within this context, fundamentalist and conservative evangelicals
have opted to defend whole-brain definitions of death. Such positions
characteristically do not offer a theological exposition of the rationale
for a whole-brain concept as much as they endeavor to expose the fal-
lacies of a higher-brain definition. In many arguments, the whole-brain
definition seems to win by default rather than to be theoretically justified
by carefully developed explorations.

J- Kerby Anderson, for example, in the midst of an argument against
euthanasia, claims that the spiritual view of death held by Christians
requires a “rigorous medical definition for death.” This supports a qual-
ified endorsement of whole-brain death. Thus, “a comatose patient may
not be conscious, but from both a medical and biblical perspective he is

~ very much alive and treatment should be continued unless brain activity
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has ceased . . . A comatose patient without any brain wave activity (a flat
EEG, electroencephalogram) should be removed from life-support sys-
tems; he is considered to be already dead.”!! The continual reference in
conservative writings to the comatose patient as the prime example of a
person whose status would be affected by a changed social understanding
of death suggests that, insofar as there are objections to brain death or
revising the legal standards of death, they will be based in concerns about
a fear of a hastened death and the declaration of a premature end to
life.

A similar case is put forward by A. A. Howsepian, whose “defense” of
whole-brain death essentially consists of a critique of proposals offered
by Robert Veatch.'” Howsepian maintains that a Veatchian-type social
policy will sweep persons in a persistent vegetative state, or persons with
dementia, or living prospective organ donors into the category of the
“dead.” The “rigor” demanded by the conservative argument in defining
death means that a line must be drawn against any move to a neocortical
standard lest vulnerable populations be put at risk. Such fears about
premature or hastened deaths or inadequate safeguards for the vulner-
able may override a Christian altruistic response to donate an organ—
derived from the command to love one’s neighbor—to preserve life. In
these concerns, the fundamentalist and evangelical perspective seems to
mirror general worries of the populace, at least if public opinion surveys
about reasons for refusal to sign organ donor cards are reliable.

With respect to current statutes, some fundamentalist and evangelical
authors do raise questions about the meaning of “irreversibility” of en-
tire brain function. The dispute here is not about the fallibility of tech-
nical determinations of irreversibility, but rather resides in a theological
claim that, in a basic sense, the Christian cannot understand death as
irreversible. Death is not a final exit, for it has been overcome through
the literal resurrection of Christ. Religious convictions about bodily res-
urrection have also sometimes been cited as reasons for objection to
organ donation, but in company with a gradual resolution in the 1980s
of some of the medical concerns about immunology and transplant re-
jection, fundamentalist and evangelical discourse has begun to affirm a
more positive, though not morally obligatory, stance to organ donation.
Medical success has been a catalyst for reinterpreting theologies of res-
urrection, so that the doctrine is now portrayed as compatible with organ
donation. In 1988, for example, “messengers” (representatives of auton-
omous congregations) of the Southern Baptist Convention approved a
resolution “On Human Organ Donation”:



Christian Fundamentalism and Medical Science - 201

WHEREAS, Complete resurrection of the body does not depend on
bodily wholeness at death; and

WHEREAS, The values of a godless society promote self-sufficiency
to such a degree that people are indifferent to the needs of others, as
seen in resistance in organ donations; and

WHEREAS, Organ donation for research or transplantation is a mat-
ter of personal conscience . ..

Be it further RESOLVED, That we encourage voluntarism regarding
organ donations in the spirit of stewardship, compassion for the needs
of others, and alleviating suffering. [Resolution No. 15, adopted 1988,
pp- 76-77.]

More recently, the love-of-neighbor imperative embedded in the bib-
lical parable of the good Samaritan—*“Go and do likewise”-—has sug-
gested to conservative evangelical scholars that “Christians of all people
should be willing to give the gift of life through donating their organs
and tissues.” This is not seen as an impediment to bodily resurrection,
for “Christians will receive a new body in the resurrection, a body of a
different kind than the one that died.”®

The point I wish to emphasize here is that the methods of fundamen-
talist and evangelical ethics hardly conform to the public stereotype of
an illogical deduction from some biblical passage of dubious relevance
to the contested issue. It is (at its thoughtful best, to be sure), rather, a
complex process that uses reason to organize revelation into a coherent
theme or general perspective. It involves, moreover, the appropriation
of one form of pre-Enlightenment scientific methodology, which may in
turn support a sharp critique of post-Enlightenment science and medi-
cine.

The Autonomy of Science and the Exile of God

Christian fundamentalism places science squarely under the sovereignty
of God, a view I will refer to as theonomous science. True science and or-
thodox belief cannot conflict, since all knowledge, empirical or revealed,
is rooted in God: “Pure science is worship in that it seeks to reveal the
details of the creation and perceive God’s laws of the physical universe.”'®
The authority of the biblical narrative provides the epistemological un-
derpinnings for a determination of religious and scientific truth.

This does not mean that fundamentalism is necessarily antiscientific
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or antitechnological. The Newtonian/Baconian paradigm of scientific
understanding, in which scientific methods are used to discern facts
about the natural world, is embraced within fundamentalist literature as
an era of pioneering discoveries of science; science discerned the natural
order as designed by God,® and it thereby contributed to (and con-
firmed) humanity’s understanding of theonomy. The fundamentalist
complaint against science is thus directed at the autonomy of modern
science.

There are two principal flashpoints for this conflict between auton-
omous and theonomous science. The most prominent is the natural se-
lection evolutionary theory of Darwin. The Darwinian account presents
both a theological and an ethical crisis for the fundamentalist. The the-
ological crisis concerns the credibility of the nonnegotiable truths of the
Christian faith. The Genesis creation narrative in the scientific Weltan-
schauuang is categorized as myth rather than fact. The scientific reduc-
tion of the supernatural (miracles) to naturalistic causes and explana-
tions initiates challenges to other fundamentals, such as the virgin birth
or the resurrection. Not surprisingly, then, fundamentalists perceive in
evolution a potential domino effect for the authority of the entire biblical
canon. Once Genesis is toppled, trust in the historical credibility of other
biblical stories can no longer be validated; it assumes the status of an all-
or-nothing proposition.

The second flashpoint comes in the wake of Darwin, as the biblical
materials are subjected to direct scrutiny by scientific methods of literary
criticism. Biblical criticism sharply distinguishes between the Jesus of
history and the church-constructed Christ and offers an understanding
of the Bible as a man-made book, culturally located and limited and
containing historically contingent moral and religious teachings. In con-
trast, fundamentalists describe the Bible as “a God-breathed” docu-
ment.>* The metaphor of “breath” is deliberate, for it reiterates that all
humanity is in a relationship of dependency upon the divine: “Then the
Lord God formed man of dust from the ground, and breathed into his
nostrils the breath of life; and man became a living being” (Gen. 2:7).
The analogy fundamentalists propose is that the moral life of human
beings in their communities no less requires a God-breathed document.

This is why the Darwinian account also precipitates an ethical crisis:
The continuity between human beings and animals embedded in evo-
lutionary theory denies human uniqueness and thereby erodes the ethic
of the sanctity of life. “The whole [pro-life] debate turns on whether
human life is sacred or whether human beings are merely the most so-
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phisticated life form in the animal kingdom.”® In the view of fundamen-
talists and conservative evangelicals, once the sacredness of human life
is rejected, society must of necessity opt for a quality-of-life ethic, which
is portrayed as merely an extension of the “survival of the fittest” maxim
into the moral realm.

Although the conflicts between autonomous and theonomous science
are most visible in debates over public education curricula, this dispute
also has a profound bearing on the fundamentalist approach to medical
science and technology. Christian stewardship involves a responsibility
to “define the ethical parameters within which science must live” (209).*
Insofar as modern science presents itself as an autonomous and alter-
native authority for interpretation and understanding of the world, the
fundamentalist will understand it to reflect cultural acceptance of the
irrelevance (or death) of God. Thus, what is really at stake in the clash
with medical science is the question of an unqualified commitment to
the sovereignty of God as giver and taker of life and knowledge by which
to live.

This critique of autonomous medical science coincides with that pop-
ularized perception of bioethics, “playing God.” For the fundamentalist
Christian, the metaphor means simply that the autonomous scientist is
usurping God’s role and power. Playing God expresses human arbitrar-
iness, arrogance, and the assumption of tremendous power, indeed the
powers of both creating and of defining or naming life and death. Fanda-
mentalist and evangelical writings express dismay that, in contemporary
medicine, “technology becomes god,” and that forms of research, such
as genetic engineering “presume that we have more intelligence than
God.”* The conservative Christian seeks not to foreclose decisions about
technology and research, for the ethic of stewardship enables human
agency and responsibility. Rather, the issue is that the validity of these
judgments hinges on whether the sacred is present or exiled from the
public square.

Thus, insofar as brain-death criteria and tests involve a mediating role
of technology and specialized professionals, God as giver and taker of
breath-life may be relegated to the periphery of decision-making control.
Modern medicine therefore embodies and reflects the exile of God that
the conservative Christian takes to be so objectionable about secular
humanistic culture in the first instance. The “New Medicine,” writes a
leading evangelical theologian, is “post-consensus, post-Hippocratic,
feeding on an illusory model of autonomy which seems to be demanded
by the self-consciously pluralist character of the post-Christendom soci-



204 - Public Attitudes in the United States

ety; offering cover for a developing manipulative medical culture in
which patients are finally subservient to the ‘interests’ of an assortment
of other parties.”® This view of modern medicine is why the {admittedly
few) conservative Christian discussions of brain death occur in the con-
text of opposition to euthanasia, not support for organ donation. The
fundamentalist worry is that redefining death may be the wedge to qual-
itative assessments of human life and value, rather than an affirmation
of a sanctity-of-life assessment under the dominion of God.

Fundamentalism in the Culture of Disbelief

If fundamentalist and evangelical Christians find themselves so at odds
with the underlying ethos of the new medicine (and the blessings on it
pronounced by bioethicists), we need to ask what status should be given
to their moral claims? How accommodating can professionals and public
policy be of religious diversity? i conclude with some reflections that
illuminate some of the parameters of secular pluralism in its encounter
with Christian fundamentalism.

It is important first to understand that the case made by conservative
Christians for a place at the table of public discourse (and public edu-
cation) is ultimately based on a claim about unequal treatment. In a
1961 U.S. Supreme Court decision in Torcaso v. Watkins, Justice Black
designated secular humanism as a religion.?® The gradual secularization
of public education has, it is argued, given to the content and values of
secular humanism a privileged status vis-a-vis those of the Christian tra-
dition. These developments have culminated in the conclusions of both
fundamentalists and evangelicals that government is hostile rather than
neutral toward Christian faith and that a pronounced violation of the
establishment clause of the First Amendment has occurred under the
guise of secularism,

This perception of political privilege and discrimination is supple-
mented by a concern over the medical stigmatization and marginaliza-
tion of the religiously conservative. Some brief illustrative vignettes: A
devout Pentecostal woman, in need of amputation, is assessed medically
incompetent when she refuses surgery on grounds of her religious con-
victions, which are deemed “madness” and “religious craziness” by
health care personnel.*** The standard diagnostic reference manual for
psychiatry frequently exemplifies mental disorders and illness by refer-
ence to religious beliefs and actions.® A husband refuses a request by
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hospital personnel to discontinue the bodily life of his comatose wife on
the grounds that life and death are in the hands of God: “Physicians
should not play God, that the patient would not be better off dead, that
removing her life support showed moral decay in our civilization, and
that a miracle could occur.”¥ Yet, commentators outside the care-giving
context either ignore the religious basis of the decision or disparage it
as irrational.®

My point here is simply that when the fundamentalist or conservative
evangelical looks upon political or medical institutions informed by sec-
ular values or purposes, he or she sees not a society of pluralism and
tolerance but one characterized by hostility and insult. Indeed, even
though the tradition of political liberalism is committed in principle to
respect for diversity and for individual conscience, as Stephen Carter has
insightfully suggested, the philosophical premises of secular liberalism
often impose gag rules on “God-talk.”?

Following the arguments of de Tocqueville, Carter maintains that a
democratic polity functions best when a variety of intermediate associa-
tions and communities function as independent moral voices interposed
between self and state. Faith traditions, in particular, offer sources of
moral understanding and vision “without which any majoritarian system
can deteriorate into simple tyranny” (16, 36). The necessity of protection
from state coercion is especially important to various marginalized
groups in a society who may be vulnerable to coercion and oppression.
Religious commitments are therefore important in a democratic polity
as “powers of resistance.”

The social parameters of fundamentalist Christianity reflect just such
a pattern of independence and resistance. The self-portrayal of funda-
mentalists is one of resistance to accommodation with the ideologies and
practices of secular humanism and medicine, in contrast to the modern-
izing compromises that fundamentalists believe permeate other religious
traditions. With respect to society, fundamentalists understand them-
selves to be in a basic posture of independence from and resistance
against evil and social disintegration (“moral entropy”).

As independent moral voices, religious traditions in general ought to
resist the imposition of normative conceptions of rationality. The claim
that a fundamentalist or evangelical-based religious preference is irra-
tional, mad, or crazy presumes a traditionfree standard of rational
agency, something the Enlightenment project failed to establish.* Ra-
tionality is given content only from within a particular tradition, narra-
tive, or community; thus, to describe some religion-based choices in
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medicine as irrational per se is to appeal to an illusory standard of ra-
tional choice. It follows that it is surely valid for a conservative Christian
to claim respect as a moral equal from others who think differently about
religion or about the nature of the world. The attempt to censor religious
discourse by the subtle imposition of gag rules such as Carter describes
has ironically shown itself to be precisely the energizing force that revi-
talizes fundamentalists and the evangelical movement.

In conclusion I propose four parameters for public discourse on med-
ical ethics, including brain-death criteria, that require respect for and im-
pose responsibility on the person with fundamentalist or conservative evan-
gelical convictions. The first, consistent with the liberal principle of
respect for individual conscience, is to ensure that exemptions are per-
mitted for persons who object to a brain-death standard for religious
reasons. Such objections will be few from the fundamentalist Christian,
insofar as steps have been taken to assure that death has not been has-
tened or declared prematurely. Nonetheless, any such objections should
be respected under appropriate statutes, particularly since the state has
not seen in organ procurement a compelling societal interest to require
compulsory organ retrieval.

A second approach is to understand that the fundamentalist theolog-
ical framework is not as antithetical to science as is portrayed in crea-
tionist stereotypes. A search for common ground on medical science
could be undertaken between the fundamentalist and the secular ethicist.
This is especially the case because fundamentalist biblical interpretation
and social analysis integrate certain scientific methods or analogues.

Third, while it contravenes the ideals of liberal democracy to accept
a religious understanding as the source of public policy, the secular state
and secularized medicine can and should make room for religious, in-
cluding fundamentalist, convictions in the process of deliberation on pub-
lic or institutional policy. Given the fundamentalist antipathy to com-
promise with modernism and humanism, it is unreasonable to expect
that such deliberations will culminate in a fundamentalist endorsement
of secularbased standards of brain death. But it is not unreasonable to
ask the fundamentalist or evangelical ethicist to delineate the theological
convictions that support an endorsement of whole-brain death. More-
over, discussion should at least clarify some of the questions posed by
the fundamentalist about medical science and brain death. For example,
the central theological claim of the Christian fundamentalist presumes
a question regarding the nature of authority for the moral and political
life of a society. Even if one disagrees, as I do, that biblical authority
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should be the guideline for a definition of death in a technological era,
it is not unreasonable to raise a question regarding the grounds and
qualifications for authority of those who compose and implement such
definitions. The same kind of issue should be examined with respect to
the theme of accountability raised by the fundamentalist. Those that for-
mulate policy on brain death should be accountable to various audi-
ences, including conscience, professional colleagues, interested institu-
tions, and the citizenry, which can impose certain procedural and
substantive restraints on the autonomy of science.

Finally, while the conservative Christian anticipates the coming of the
kingdom of God, he or she must assume the responsibilities of citizen-
ship in a liberal democratic society. A minimal requirement is civility: It
does the fundamentalist no credit as a citizen or as a believer to disparage
other citizens as secular fundamentalists or to use the rhetoric of de-
monization to express disapproval of acts or practices in medicine. Par-
ticipation in the civic life of a democratic society requires adherence to
certain procedural rules, including respect for the liberty of individuals,
separation of government and religious institutions, and secular justifi-
cation for public policy and laws. Respect for such rules precludes, in
particular, rhetorical support of a vision of a “Christian nation” and the
intolerance that follows upon practical attempts to impose this vision.
The fundamentalist must remember the biblical wisdom to “wait upon
God,” even if others see this as a wait for a Godot.
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The Definition of Death in
Jewish Law

Fred Rosner, M.D.

RapPID ADVANCES IN biomedical technology and therapeutic proce-
dures have generated new moral dilemmas and accentuated old ones in
the practice of medicine. The vast recent strides made in medical
science and technology have created options that only a few decades ago
would have been considered to be in the realm of science fiction. New
discoveries and techniques in organ transplantation, assisted reproduc-
tion, and gene therapy, to cite but a few, have created a keen awareness
of the ethical issues that arise from humans’ enhanced ability to control
their destiny.

Together with these advances has come a shift of emphasis in the
physician-patient relationship from beneficence and paternalism to the
primacy of patient autonomy and self-determination. Economic factors
and considerations also play a greater role in individual and societal
medical decision making. Religion has always been and continues to be
an important determinant of ethical decision making. This chapter pre-
sents general principles of Jewish medical ethics, the structure of Jewish
law, differences between secular and Jewish ethics, and the definition of
death in Jewish law.
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The General Principles of Jewish Medical Ethics

Judaism is guided by the concept of the supreme sanctity of human life
and of the dignity of man created in the image of God. The preservation
of human life in Judaism is a divine commandment. Jewish law require
physicians to do everything in their power to prolong life, but prohibits
the use of measures that prolong the act of dying. The value attached to
human life in Judaism is far greater than that in Christian tradition or
in Anglo-Saxon common law. To save a life, all Jewish religious laws are
automatically suspended, with the only exceptions being idolatry, mur-
der, and forbidden sexual relations, such as incest. In Jewish law and
moral teaching, the value of human life is infinite and beyond measure,
so that any part of life—even if only an hour or a second—is of precisely
the same worth as 70 years of jt.'*

In Jewish tradition a physician is given specific divine license to prac-
tice medicine. According to Maimonides and other codifiers of Jewish
law, it is an obligation upon physicians to use their medical skills to heal
the sick. Physicians in Judaism are prohibited from withholding their
healing skills and are not allowed to refuse to heal unless their own life
would be seriously endangered thereby.

Judaism is a right-to-life religion. This obligation to save lives is both
individual and communal. Certainly a physician, who has knowledge and
expertise far greater than that of a layperson, is obligated to use his or
her medical skills to heal the sick and thereby prolong and preserve life.
It is erroneous to suppose that having recourse to medicine shows lack
of trust and confidence in God, the Healer. The Bible takes it for granted
that medical therapy is used and actually demands it. In addition, in
Judaism a patient is obligated to seek healing from human physicians
and not rely on faith healing. The Talmud states that no wise person
should reside in a city that does not have a physician. Maimonides rules
that it is obligatory upon humans to accustom themselves to a regimen
that preserves their body’s health and heals and fortifies it when it is
ailing.

The extreme concerns in judaism about the preservation of health
and the prolongation of life require that a woman’s pregnancy be ter-
minated if it endangers her life, that a woman use contraception if a
pregnancy would threaten her life, that an organ transplant be per-
formed if it can save or prolong the life of a patient dying of organ
failure, and that a postmortem examination be performed if the results
of the autopsy may provide immediate life-saving information to rescue
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another dying patient. fudaism sanctions animal experimentation to find
the cure for human ilinesses, provided there is no pain and suffering to
the animal, since Judaism prohibits cruelty to animals. Judaism also al-
lows patients to accept experimental medical or surgical treatments, pro-
vided no standard therapy is available and the experimental therapy is
administered by the most experienced physicians, whose intent is to help
the patient and not just to satisfy their academic curiosity.

The infinite value of human life in Judaism prohibits euthanasia or
mercy killing in any form. Handicapped newborns, the mentally re-
tarded, the psychotic, and patients dying of any illness or cause have the
same right to life as you and I, and nothing may be done to hasten their
death. On the other hand, there are times when specific medical or
surgical therapy is no longer indicated, appropriate, or desirable for a
terminal, irreversibly ill patient. There is no time, however, when general
supportive care, including food and water, can be withheld or withdrawn,
thereby hastening the patient’s death.

The Structure of Jewish Law

The Pentateuch, or Five Books of Moses, is known as the Torah and is
the fundamental source of all Jewish religious law. The Torah is some-
times referred to as the written or biblical law, as opposed to the oral
law, which represents the unwritten traditions that interpreted, applied,
and supplemented the written Torah.

The widely accepted reduction to writing of the legal matter of the
oral law is known as the Talmud, which consists of 63 tractates of opin-
ions and teachings of many rabbis who analyzed, interpreted, dissected,
and commented on the written or biblical law. The first part of the au-
thoritative Babylonian Talmud was redacted and written by Rabbi Judah
the Prince in the second century. The Talmud was completed by Rabbi
Ashi in the fifth century. The major commentary on both the Bible and
the Talmud is that of Rabbi Shlomo ben Yitzchak (1040-1105), known
as Rashi.

The heads of the rabbinic academies in Babylon during the sixth
through ninth centuries were called Gaonim. They were the first to pro-
duce systematic codes of Jewish law by summarizing the conclusions of
the lengthy talmudic discussions. At the beginning of the second millen-
nium, the center of Jewish learning shifted to North Africa, where fa-
mous talmudic commentators such as Rabbenu Chananel flourished.
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Rabbi Isaac of Fez, known as Alfasi (1013-1103), wrote a famous work
that is a talmudic commentary and code of Jewish law at the same time.

During the eleventh to thirteenth centuries, a group of French and
German rabbis known collectively as Tosafot wrote important commen-
taries and annotations which, in addition to that of Rashi, appear along-
side the text in printed editions of the Talmud. The most illustrious Jew
of the Middle Ages is the Spaniard Moses Maimonides (1138-1204),
rabbi, philosopher, physician, astronomer, ethicist, and much more. His
most famous work, The Mishneh Torah, is a monumental compilation and
systematization of all biblical, talmudic, and Gaonic law. It remains to
this day a classic and authoritative 14-volume Jewish legal code.

Over the next two centuries, additional commentaries on and digests
of talmudic debate were composed by famous Jewish scholars such as
Rabbi Moses ben Nachman (1195-1270), known as Nachmanides, Rabbi
Menachem HaMeiri (1249-1315), Rabbi Solomon ben Adret (1215
1310), known as Rashba, and Rabbi Asher ben Yechiel (1250-1327),
known as Rosh. The next two landmark codes were those of Rabbi Jacob
ben Asher (1269-1343), known as Tur, and Rabbi Joseph Karo (1488-
1575), whose work is known as Shulchan Aruch, Numerous commentaries
by later rabbinic authorities and decisors made the Shulchan Aruch the
accepted standard work of Jewish law, which it remains today, alongside
Maimonides’ Mishneh Torah.

The major rabbinic literature of the past four centuries consists of
responsa, which are formal replies to legal queries addressed to rabbinic
scholars of all generations. These responsa deal with social, political, and
economic as well as legal problems and issues of their times. Hundreds
of volumes of responsa have been authored by many rabbis over many
centuries. This “case law” literature is part of the Jewish legal mainstream
and serves as precedent authority for subsequent responsa.

Secular Ethics versus Jewish Ethics

‘Whereas much of the modern secular ethical system is based on rights,
Judaism is an ethical system: based on duties and responsibilities. “In-
deed, there is no word for rights in the very language of the Hebrew
Bible and of the classic sources of Jewish law. In the moral vocabulary of
the Jewish discipline of life we speak of human duties, not of human
rights, of obligations, not entitlement. The Decalogue is a list of Ten
Commandments, not a bill of Human Rights.”?
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In Judaism, beneficence and altruism are promoted over mere non-
maleficence. The physician-patient relationship is viewed as a covenant,
in contrast to the notion of a relationship between freely contracting
individuals.®

In current secular ethics, the principle of absolute autonomy for the
patient takes precedence over all the other values, including beneficence
and even life itself. This approach has been criticized by prominent Cath-
olic bioethicists,” and it is not consonant with Jewish ethical thinking.

Judaism restricts the notion of autonomy to actions that are morally
indifferent. Where conflicting values arise, each individual is bound to
act in accordance with a high standard of normal moral conduct. . .
Therefore, in medical situations that involve ethical conflicts, the so-
lution is based on the appropriate Jewish law that governs both the
physician and the patient. This approach can be termed a moral-religious
paternalism as opposed to the Hippocratic individual-personal paternalism
of the physician.®

Thus, secular ethics attributes a relative value to life, whereas Judaism
ascribes a supreme value to life. Therefore, in Judaism, an autonomous
decision to destroy life is unacceptable, suicide is morally and legally
forbidden, refusal of life-saving treatment is not respected, and active
euthanasia is strictly prohibited.

Euthanasia is opposed without qualification in Jewish law, which con-
demns as sheer murder any active or deliberate hastening of death,
whether the physician acts with or without the patient’s consent. Some
rabbinic views do not require the physician to resort to “heroic” meth-
ods, but sanction the omission of machines and artificial life-support
systems that serve only to draw out the dying patient’s agony, provided,
however, that basic care, such as food and good nursing, is pro-
vided. Judaism requires the physician to do everything in his or her
power to prolong life, but prohibits the use of measures that prolong
the act of dying. judaism also distinguishes between withholding (some-
times allowed) and withdrawing (never allowed) a certain treatment,
whereas the secular and Catholic ethical systems do not make such a
distinction.

Judaism is thus concerned with covenantal obligations and individual
responsibilities, which is very different from secular ethics, which is
based on individual rights, such as autonomy, liberty, and privacy. With
this background on basic principles of Jewish medical ethics, the struc-
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ture of Jewish law, and some of the differences between secular and
Jewish ethics, one can better understand the remainder of this essay on
the definition of death in Jewish law.

The Definition of Death in Jewish Law

Jewish tradition views death as inevitable and just. Judaism differentates
between the body and the soul, acknowledging resurrection for the
body,® and immortality for the soul. The traditional view is that death
occurs upon the separation of the soul from the body. Since this phe-
nomenon does not lend itself to direct empirical observation, the clas-
sical secular definition of death has been the absence or cessation of
breathing and heartbeat.

The era of organ transplantation, coupled with rapid advances of bi-
omedical technology, led to a reevaluation of the traditional definition
of death and the emergence of the concept of brain death, or whole-
brain death including brainstem death. In fact, the suggestion has been
made that anencephaly be equated with “brain absent” (i.e., lacking
cerebral hemispheres) and be accepted as another definition of death
to enable anencephalic neonates to serve as organ donors.® A logical
extension of such thinking is to declare patients in irreversible coma or
in a persistent vegetative state to be dead in order to harvest their organs.
Should society stretch, bend, or abandon the dead-donor rule? The
American Medical Association recently withdrew its suggestion that the
dead-donor rule might be broken to allow organs to be removed from
anencephalics prior to death.

Judaism certainly rejects such suggestions of redefining death, since
patients with spontaneous respiration and heartbeat are considered fully
alive in all respects. Does Judaism, however, accept the concept of whole-
brain death, whereby the patient has no spontaneous respiration but a
heart that continues to beat? Cerebral death is certainly not acceptable
in Judaism as a definition of death because unconsciousness does not
remove the humanhood or personhood from a patient. But if the whole
brain, including the brainsiem, which controls vital bodily functions
such as respiration, is permanently and irreversibly nonfunctional, does
Judaism consider such a situation as equivalent to death? Must the pa-
tient also have asystole in Jewish law before being considered deadr One
prominent Jewish bioethicist writes that:
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much of the debate concerning the definition of death misses the
mark. A definition of death cannot be derived from medical facts
or scientific investigation alone. The physician can only describe
the physiological state which he observes; whether the patient meet-
ing that description is alive or dead, whether the human organism in
that physiological state is to be treated as a living person or as a corpse,
is an ethical and legal question. The determination of the time of
death, insofar as it is more than a mere exercise in semantics, is essen-
tially a theological and moral problem, not a medical or scientific
one.!!

There is at present an intense debate among rabbinic authorities as
to whether Jewish law recognizes whole-brain death as a definition of
death. In Judaism, the classic and primary source indicating that death
coincides with irreversible cessation of respiration is a passage in the
Babylonian Talmud, tractate Yoma, which enumerates circumstances un-
der which one may or must desecrate the Sabbath in order to save a
human life.'* “Every danger to human life suspends the [laws of the]
Sabbath. If debris [of a collapsing building] falls on someone and it is
doubtful whether he is there or whether he is not there, or if it is doubtful
whether he is alive or whether he is dead . . . one must probe the heap
of the debris for his sake [even on the Sabbath]. If one finds him alive,
one should remove the debris but if he is dead, one leaves him there”
until after the Sabbath. The Talmud then explains as follows: “How far
does one search [to ascertain whether he is dead or alive]? Until [one
reaches] his nose. Some say: Up to his heart . . . Life manifests itself pri-
marily through the nose as it is written: In whose nostrils was the breath of
the spirit of life” (Gen. 7:22).

Rashi states that, if no air emanates from his nostrils, he is certainly
dead. Rashi further explains that some authorities suggest the heart be
examined for signs of life, but the respiration test is considered of
greatest import. The two major Codes of Jewish law universally accepted
throughout Judaism, the Mishneh Torah of Moses Maimonides and the
Shulchan Aruch of Joseph Karo, both rule that, if one cannot detect signs
of respiration at the nose, the patient is certainly dead.'®'* Neither Mai-
monides nor Karo requires examination of the heart. Cessation of res-
piration seems to be the determining physical sign for the ascertainment
of death. Thus, Jewish law seems to accept the concept that whole-brain
death with resultant absent spontaneous respiration is equivalent to
death, irrespective of the presence or absence of a beating heart. Res-
pirator dependency in a patient with polio or amyotrophic lateral scle-
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rosis is obviously not equated with death, since these patients clearly have
brain function including brainstem function but require mechanical as-
sistance to breathe. Death in Judaism requires permanent and irrevers-
ible cessation of respiration.

Some rabbis, however, state that the lack of respiration was thought
to be indicative of prior cessation of cardiac activity. Medieval rabbis and
physicians thought that warm air from the heart is expelled through the
nose and cold air, which cools the heart, enters through the nose. It was
thus believed that respiration without cardiac activity is impossible.!! Fur-
thermore, in his commentary on the pivotal talmudic passage cited
above, Rashi states that “at times life is not evident at the heart but is
evident at the nose.” This statement, according to some writers, indicates
that, if life is not evident at the nose but is evident at the heart, cardiac
activity would itself be sufficient to indicate that the person is still alive.’®
These writers therefore require cessation of both cardiac and respiratory
functions to confirm that a person is dead.

These two rabbinic views accepting or rejecting whole-brain death as
a valid Jewish legal definition of death are thus based on different inter-
pretations of the talmudic commentary of Rashi and on subsequent me-
dieval and modern rabbinic interpretations of the pivotal talmudic pas-
sage and other classic Jewish sources. These diameitrically opposing views,
which have resulted in considerable debate and controversy in Orthodox
Jewish circles over the past two decades, are not based on secular moral
principles or on social policy. Rather, these views are rooted in fine
points of Jewish law, which the rabbinic authorities of each generation
are empowered to interpret.

To support the view that whole-brain death is equated with death in
Judaism, the concept of physiological decapitation was introduced.’s In
Judaism, if a human being or animal is decapitated, they are immediately
counted as dead, irrespective of cardiac or other bodily movement. The
death throes of a decapitated person are not considered residual life any
more than the twitching of a lizard’s amputated tail. These death throes
or twitchings are only reflex activities demonstrating that cellular life
continues for a while after the death of the whole organism, human or
animal. The decapitated state itself is recognized in Jewish law as equiv-
alent to death. Complete destruction of the brain is said to be the equiv-
alent of physiological decapitation and therefore a valid definition of
death. Loss of the ability to breathe spontaneously is a crucial criterion
for determining whether complete destruction of the brain has oc-
curred. Thus, if sophisticated neurological examination and testing of a
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patient indicate irreversible total loss of the function of the whole brain,
including brainstem function, the patient is as if decapitated and
therefore dead, even if the heart is still beating. Judaism also recognizes
the fact that, even after the organism has been pronounced dead, indi-
vidual cells may continue to function for some time thereafter in various
parts of the body. The movement of a severed tail of a lizard is said to
be purely reflex or autonomous in nature and does not indicate that the
tail is alive. A series of rabbinic responsa on organ transplants and the
definition of death by the late Rabbi Moshe Feinstein strongly support
this concept of physiological decapitation.

Additional rabbinic sources support the thesis of physiological decap-
itation. Based on a talmudic discussion in tractate Chullin, Karo’s au-
thoritative Code of Jewish Law describes individuals “who are considered
dead even though they are still alive.”!® These include those whose neck
has been broken. These people are considered dead in that they impart
ritual defilement and render their wives widows even though they may
still have spastic or convulsive movements and even have heartbeats. The
reason is that the connection between the brain and the body has been
severed by the severance of the spinal cord or by the severance of the
blood supply to the brain. It thus seems that the death of the whole brain
is the legal definition of death in Jewish law. This definition has been
adopted by the Israeli Chief Rabbinate and by many but not all orthodox
rabbis and orthodox Jewish physicians.!”

Those who reject the physiological decapitation concept point to
Rashi’s comment in the pivotal talmudic passage in tractate Yoma, where
Rashi says that the absence of respiration is conclusive “if the patient
appears dead in that there is no movement of his limbs.” Other medieval
and more recent rabbinic authorities echo Rashi’s statement. Rabbi Tzvi
Ashkanazi (1660-1718), known as Chacham Tzvi, concludes that “there
can be no respiration unless there is life in the heart, for respiration
is from the heart and for its benefit.”’® Rabbi Moses Sofer (1762
1839), known as Chatam Sofer, states that absent respiration is equated
with death only if the patient “lies as an inanimate stone and there is
no pulse whatsoever.”” Modern interpreters of Rashi’s statement that
the patient “appears dead in that there is no movement of his limbs,”
when looking at a brain-dead individual on a respirator, see a pink
person. They do not see a person with the ashen blue-gray pallor classi-
cally associated with death. The person looks more like a sleeping in-
dividual.

Those who support the thesis of physiological decapitation dismiss
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the statement of Chacham Tzvi because he did not have our present
knowledge of the circulatory system and, in his scheme of things, the
heart was a “respiratory” organ, involved in the warming and cooling of
the air. Furthermore, during the time of Chatam Sofer, the interval be-
tween whole-brain death and cessation of cardiac activity was a matter
of minutes, since ventilators were not available to maintain blood oxy-
genation in the absence of an independent ability to breathe.

The controversy is ongoing. The disagreement, however, is not purely
a theoretical discussion of fine points in talmudic law. Practical results
and ramifications flow from the two opposing views. Those who reject
the physiological decapitation hypothesis, which equates total irreversi-
ble destruction of the brain including the brainstem with death, are
faced with the following problems. First, secular society, which accepts
brain death, will not pay for a patient’s care after death. Hence, who will
pay for that care between the declaration of brain death and cessation
of cardiac activity? Second, is not a brain-dead patient in an intensive
care unit unnecessarily denying that bed to another living patient who
needs intensive care? Is that not an inappropriate use of a scarce re-
source (i.e., an ICU bed)? Furthermore, how can most organ transplan-
tations be performed if one has to wait for cardiac standstill before organ
harvesting from the donor? Most organs, if not continuously perfused,
cannot be successfully transplanted into needy recipients.

Those who require irreversible cardiac and respiratory arrest to pro-
nounce a patient dead not only reject the physiological decapitation
thesis, but also do not accept the thesis that cessation of spontaneous
respiration is equated with death and that spontaneous respiration and
life itself are one and the same. There is considerable evidence in classic
Jewish sources indicating that irreversible lack of respiration and death
are synonymous. The soul departs through the nostrils at death, just as
it is the nostrils into which the Lord blows the soul of life at birth (Gen.
2:6). Other sources, however, indicate that life may at times continue
even after respiration has ceased, suggesting “that absence of respiration
is at best a sign that death may be presumed to have occurred but is not,
in itself, one and the same as death.”!!

Summary and Conclusion

Judaism is guided by the principle that life is sacred, is of supreme value,
and is a gift from God. Physicians and patients are obligated to heal and
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seek healing, respectively. The prolongation of life, where medically pos-
sible, is required, but the prolongation of dying is wrong. Physicians and
patients are governed by the norms of Jewish law even if such rules and
regulations occasionally conflict with the moral attitudes of a secular
society.

The definition of death in Jewish law is critically important in this era
of organ transplantation, since the saving of lives is an absolute Jewish
mandate to individuals and to Jewish society in general. There is at pres-
ent an intense debate among rabbinic authorities as to whether Jewish
law (halacha) recognizes death of the whole brain, including the brain-
stem, as a definition of death. The classic definition of death in Judaism,
as found in the Talmud and Codes of Jewish Law, is the irreversible ab-
sence of respiration in a person who appears dead (i.e., shows no move-
ments and is unresponsive to all stimuli). Jewish writings provide consid-
erable evidence for the thesis that the brain and the brainstem control
all bodily functions, including breathing and heartbeat. It therefore fol-
lows that irreversible total cessation of all brain function, including that
of the brainstem, is equated with death. This situation is said to be the
figurative equivalent of physiological decapitation, whereby the decapi-
tated person is certainly dead, even if the heart transiently continues to
beat.

The other rabbinic view rejects the analogy of decapitation and re-
quires cardiac standstill in addition to cessation of respiration before
death can be pronounced. Proponents of both views honestly and deeply
feel the correctness of their interpretation of the classic Jewish sources.
How can one respect this religious diversity within the Jewish rabbinic
community in a formally secular society? New York State law requires
medical examiners to take into consideration the religious, cultural, and
cthnic sensitivities of families before deciding on the performance of an
autopsy. The separation of church and state in the constitution of the
United States ensures that no physician is obligated to perform an act
contrary to his or her religious convictions. No Catholic physician is
obligated to perform an abortion. Similarly, no Jewish physician is ob-
ligated to remove the life-support systems from a brain-dead patient if
the physician believes that the patient is still alive by virtue of a beating
heart. Thus, objections to brain death within the orthodox Jewish com-
munity can inform a secular moral perspective such as the one under-
lying American jurisprudence or “mainstream” bioethics.



The Definition of Death in Jewish Law - 221
References

1. Jakobovits L. Jewish Medical Ethics. New York: Bloch, 1959.
2. Rosner F, Bleich JD. Jewish Bioethics. New York: Sanhedrin Press, 1979.
3. Feldman DM, Rosner F. Compendium on Medical Ethics. 6th ed. New York:
Federation of Jewish Philanthropies.
4. Rosner F. Modern Medicine and Jewish Ethics. 2d ed. Hoboken, NJ: Ktav &
Yeshiva University Press, 1991.
5. Jakobovits 1. The Timely and the Timeless: Jews, Judaism and Society in a Storm-
tossed Decade. New York: Bloch, 1989, 128.
6. Steinberg A. Medical ethics: Secular and Jewish approaches. In: Rosner F
(ed). Medicine and Jewish Law. Northvale, NY: Aronson, 1990, 19-39.
7. Pellegrino E, Thomasma DC. For the Patient’s Good. New York: Oxford Uni-
versity Press, 1988.
8. Rosner F (transl). Moses Maimonides’ Treatise on Resurrection. New York:
Ktav, 1982.
9. Council on Ethical and Judicial Affairs, American Medical Association.
The use of anencephalic neonates as organ donors. JAMA 1995;273:1614-18.
10. Arnold RM, Youngner SJ. The dead donor rule: Should we stretch it, bend
it, or abandon it? Kennedy Inst Ethics | 1993;2:263-78.
11. Bleich JD. Establishing criteria of death. In: Contemporary Halakhic Prob-
lems. New York: Ktav & Yeshiva University Press, 1977, 372-93.
12. Rosner F, Tendler MD. Definition of death in Judaism. J Halacha Contemp
Soc 1989;17 (spring):14-31.
13. Maimonides M. Mishneh Torah, Laws of the Sabbath 2:19.
14. Karo J. Shulchan Aruch, Orach Chayim 329:4.
15. Tendler MD. Cessation of brain function: Ethical implications in terminal
care and organ transplants. Ann NY Acad Sci 1978;315:394-497.
16. Karo |. Shulchan Aruch, Yoreh Deah 370:1.
17. Jakobovits Y. Brain death and heart transplants: The Israeli Chief Rabbin-
ate’s directives. Tradition 1989;24:1-14.
18. Ashkenazy T. Responsa Chacham Trvi 77.
19. Sofer M. Responsa Chatam Sofer, Yoreh Deah 338.



This Page Intentionally Left Blank



V

International Perspectives

MaNy cOUNTRIES, including the United States, have legalized neuro-
logical criteria for determining death without engendering much public
controversy. However, the issue has been a source of intense public de-
bate in Denmark, Japan, and Germany. This section examines the ex-
perience in those countries. In each of them, the public has been widely
engaged in the debate about brain death, and efforts to pass brain-death
legislation have encountered serious opposition. The international ex-
perience illustrates how inseparable discussions of death are from the
social and political environment in which they take place. At the same
time, though, the debates in these countries hold some important lessons
for the United States.

Bo Andreassen Rix explains that the newly formed Danish Council of
Ethics responded to a draft bill to legalize brain death with a controver-
sial report on the definition of death and related transplantation issues.
The council’s report distinguished between death as a medical or bio-
logical concept and the “everyday experience” of death. It concluded
that a definition should stay close to the “everyday experience” and
therefore advocated retaining cardiopulmonary criteria as the only basis
for declaring death. However, not wanting to jeopardize organ trans-
plantation, it offered for public and professional consideration an in-
triguing idea. The council said that brain death is the beginning of a
certain “death process” and therefore organs can be taken from brain-
dead patients without that action constituting killing, even though the
patients are not yet dead. The proposition offers a departure from the
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seemingly sacrosanct dead-donor rule, which several authors in this vol-
ume (e.g., Fost, Brody, and Miles) also advocate broaching.

The Danish Council of Ethics presented their findings as part of a vast
national public education campaign about brain death. The education
efforts and the surveys monitoring Danish public attitudes and knowl-
edge illustrate some of the challenges of bringing to the public the pro-
fessional debate about the definition of death. For example, surveys show
that the public continued to have difficulty distinguishing between per-
sistent vegetative state and brain death despite the education campaign.
And Rix suggests that a growing public awareness of the ambiguities
surrounding the determination of death may have contributed to a de-
cline in organ donations. In the end, the Danish Parliament passed brain-
death legislation similar to that of other Western countries. The medical
community’s resistance to the idea of harvesting organs from patients
prior to a declaration of death, for fear that it would consutute murder,
probably contributed to that outcome.

Observers sometimes attribute Japan’s longtime fierce resistance to
brain death to uniquely Japanese spiritual beliefs and age-old traditions.
" Certainly, Margaret Lock notes in Chapter 14, these do figure in the
debate. She calls the debate over brain death a microcosm of the Japa-
nese tension between retaining its traditions and its participation in the
modern world—a debate cloaked in the question of what is morally cor-
rect for Japan today. But her anthropological account is also striking in
pointing out some of the issues that seem quite familiar to the Western
world. The Japanese discomfort, for example, in calling someone dead
whose body is still warm and who doesn’t appear to be dead occurs at
American bedsides as well. The Japanese call brain death “the death that
cannot be seen” and worry that it relegates the determination of death
to the world of medicine and technology rather than to the family. The
fear of turning death over to the technologists is heightened in Japan
because of the mistrust of medical professionals that has been engen-
dered by apparent transplant scandals.

Growing pressure to facilitate transplants works against this resistance,
however, especially as Japanese go abroad to receive organ transplants.
Lock states that the effort to reconcile all these issues represents the most
persistent search for a public consensus in Japan that has ever taken
place on any subject. After years of heated debate, a brain-death statute
was finally passed in October 1997, but its ambiguities reveal the coun-
try’s continuing uneasiness with the subject. '

In Germany the German Surgical Society issued a report on brain
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death in 1968, a few months before the Harvard committee, and came
to similar conclusions. But, unlike in the United States, the issue remains
a source of heated debate in Germany. In Chapter 15 Schone-Seifert
notes that, despite some ethical concerns raised in an early interdisci-
plinary debate, there was a de facto acceptance of brain death from 1968
until 1992. Medical scandals helped to shatter that fragile understand-
ing, though, and today distrust of the medical profession is also a dom-
inant feature of the German debate. As in Japan, Germany’s debate is
enmeshed in the country’s struggles to define itself morally; the debate
over brain death in Germany has become part of a wider antibioethics
movement that is rooted in Germany’s Nazi past. ‘

The experience in these countries reveals several issues that have been
skating beneath the surface in the United States: first, the feasibility of
separating organ donation from a declaration of death; second, how
public trust or mistrust of the medical profession hugely affects a debate
about defining death and how a scandal undermining trust can quickly
‘reshape the debate; and third, how much attention must be paid to the
_ public’s ordinary understanding of who is dead and who is not. These
issues are central to the arguments presented by authors throughout this
volume.
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Brain Death, Ethics, and Politics
in Denmark

Bo Andreassen Rix, M.D., M.A.

In 1990, THE Danish Parliament passed a law defining the death of a
human being as the diagnosis by a physician of death using either car-
diorespiratory or neurological criteria. Thus, Denmark was the last coun-
try in Western Europe to accept brain death as the death of a human
being.

Passage of the law (after several proposals from the government) fol-
lowed a rather heated debate among the Danish public and in the media.
Actually, the debate in Denmark about the definition of death and the
feasibility of brain death as a criterion of death had begun in the early
1970s, when a group of physicians argued that Denmark should legalize
brain death to increase the quality of cadaver kidneys for transplanta-
tion.

Before brain death was accepted in Denmark, the respirator was re-
moved from the brain-dead organ donor and the surgeons had to wait
for the heart to stop before the kidneys could be removed. To decrease
warm ischemia of the kidneys, it was common to start resuscitating the
dead donor immediately after asystole and to reestablish heart activity
before organs were removed. The public was generally unaware of this
practice, and physicians and nurses thought that it left them in a legal
vacuum. The group of physicians who started the discussion in the 1970s
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provoked some public debate in the media, but the politicians were not
ready to legislate for a new death criterion at that time.

In the 1980s, the Danish National Board of Health set up an expert
committee to consider various aspects and possibilities of organ trans-
plantation of hearts, lungs, and livers; Danish physicians had not yet
performed these transplants because of the cardiac death criterion in
force. In its report released in 1985, the committee naturally had to deal
with the brain-death criterion, and the committee recommended that
brain death should be regarded as a valid criterion of death. The com-
mittee based its recommendation on the argument that brain death is
the irreversible cessation of all brain function and will unaveidably lead
to heart death. It regarded organ transplantation and the brain-death
criterion as interrelated.

In 1987, the Danish Secretary of Justice drafted a bill in which heart
death remained a criterion of death and brain death was added as a
second criterion of death. According to the Secretary of Justice, the bill
had several purposes. It would make heart, lung, and liver transplants
possible in Denmark because patients could be declared dead while still
on a respirator, and the diagnosis of brain death would make it possible
to terminate unnecessary treatment of the brain-dead body.

Somewhat to the surprise of the Ministry of Justice, the bill proved
controversial as the media debated the consequences of the new death
criterion. As a result of the debate, the bill received only a first reading
in the Danish Parliament before being withdrawn. In the following 3
years, a more widespread public debate about brain death took place in
Denmark, with members of the newly established Danish Council of
Ethics as active participants. The bill was brought before Parliament sev-
eral times and, when it finally passed in 1990, it had a 3-1 majority. The
new law was more or less identical to the bill from 1987. It made cardiac
death and brain death equally valid criteria of death and permitted or-
gan donation only with the consent of the donor or relatives.

The Danish Council of Ethics Finds a Cause

The media had discussed the brain-death criterion, but it was the estab-
lishment of the Danish Council of Ethics in 1988 that made a more
formalized and focused debate possible. The Danish Parliament estab-
lished the council for the purpose of making recommendations to the
Secretary of Interior on the ethical issues raised by new medical tech-
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nology. The primary mandate for the council was ethical problems as-
sociated with genetics and assisted reproduction, but the council was a
permanent body with authority to take up problems on its own initiative.

Nine members of the council were appointed by members of Parlia-
ment and 8 members by the Secretary of Interior, so the council had
good political contacts and was considered an important national forum
for the discussion of medical ethics. The 17 members had various back-
grounds; 3 were medical doctors, 2 theologians, 2 lawyers, 3 teachers, 2
writers, 1 pharmacist, 1 social worker, 1 nurse, 1 biologist, and 1 dentist.
Eight members were women in accordance with the statute of the council
requiring gender equality, and the chairperson appointed by the Sec-
retary of Interior was a woman who headed a teacher’s college.

Although six members had a background in medicine or biology with
special knowledge of genetics, the nonscientific members of the council
signaled a political will to broaden the discussion of bioethics from the
more technical to the social and philosophical aspects. However, the
“lay” members were all well educated with middle or upper-class back-
grounds, and the council thus represented traditional decision makers
rather than the general public.

Several council members were skeptical about the brain-death bill and
concluded that the primary purpose of the bill was to make heart and
lung transplants legal without examining ethical aspects of a new crite-
rion of death. The council decided to discuss the ethical issues involved
and to prepare a report on the subject.

The Concept of Death in Everyday Life

In its report,! the council argued that a criterion of death should be
discussed from an ethical and philosophical, rather than biological or
medical, perspective. After some debate, all members agreed that a
brain-death criterion could be valid and safe from a medical point of
view. However, the majority of the council wanted a death criterion close
to the “everyday life” experience of death shared by the people in the
culture. These everyday experiences are different from scientific knowl-
edge, and there is no direct connection between the concept of death
in everyday experience and the medical definifion of death.

For the majority of the council, the predominant argument was that,
in everyday experience, the identity of a person comprises the integrity
of a conscious mind and bodily function. The relatives and others will
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relate the identity of a person to both the body and mind. Therefore,
the process of dying cannot be said to have come to an end when the
brain is dead but respiration and heartbeat continue assisted by a res-
pirator, as the body remains warm and has normal color.

According to the council, the death criterion closest to the concept
of death in everyday experience is the cardiac death criterion. There was
no doubt among the council members, however, that a brain-dead pa-
tient has reached the point of no return. Therefore, the council intro-
duced the concept of a “death process” and argued that the diagnosis
of the irreversible loss of all brain function should be followed by a
cessation of all treatment so that the death process can continue and the
relatives may witness the death process come to an end. For legal pur-
poses, the time of death should be set when the death process has come
to an end, that is, when the heart has stopped beating.

Despite the council’s negative attitude toward a brain-death criterion,
it generally did not oppose transplantation if informed consent had
been obtained from the donor or the relatives. And it did not want to
obstruct the possibility of organ transplantation from heart-beating do-
nors. The council concluded:

1. Aperson is dead when all three functions—heart and circulatory,
respiratory, and brain—have definitely ceased.

2. With the cessation of brain function, the person has entered the
death process.

3. When a person is in the death process all treatment to prolong
life functions artificially should be stopped. This cessation of treatment
does not cause the person’s death but ends the death process.

4. The time of death is given by the end—not the beginning—of
the death process, i.e., the time when heart and respiratory function
have irreversibly stopped.

5. The only purpose legitimating prolongation of the death process
by treatment is transplantation from heartbeating donors. This is only
permitted if the donor or his relatives have given their informed con-
sent. The donation procedure will end the death process but will not
constitute the cause of the donor’s death.?

In the case of donation, treatment could be prolonged for 48 hours.
When all brain function had ceased, two physicians with no stake in
organ transplantation would make a report testifying to brain death and
the course of death. The Council of Ethics also proposed legislation
establishing a registry of persons who express a wish to donate organs
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and that organs could be transplanted only from those persons. This was
not entirely consistent with their recommendation elsewhere in the re-
port that organs could be removed with consent of the family.

In its final report, a majority of council members opposed to a brain-
death criterion were joined by a minority of four members who favored
legalization of brain death but accepted the council’s report because it
would permit treatment to be stopped on the brain-dead body and organ
transplantation. Interestingly, the medical doctors in the council split on
the issue; only one physician was in favor of the brain-death criterion.

Debate Activities Initiated by the Council
of Ethics

The Council of Ethics sent its report to all members of Parliament and
14,000 free copies were distributed across the country. It argued that a
change of the criteria of death was so important that the political deci-
sion should be postponed until more public debate on the ethical issues
had taken place and all major political parties concurred. The council
used its annual $300,000 campaign budget for a variety of education
activities.

Council activities focused on such matters as informing the lay pop-
ulation about the technical and legal aspects of brain death (e.g., how
brain death is diagnosed), how the brain-dead body is treated, when
organs are used for donation, and aspects of information and consent.
The council also wanted to bring forward ethical arguments both in favor
of and against a brain-death criterion, so that the public was aware of all
arguments. Some council members wanted to promote the views of the
council.

Debate activities initiated by the council included public hearings in
major cities and funding of more than 200 local debate meetings. The
council also produced a film that was shown on national television and
to more than 500 local groups ranging from boy scouts to retirees. The
film described the dilemma of relatives who wanted a dignified death
for their loved one but also felt an obligation to allow the organs to be
used for recipients in need. The national television station also produced
several debate programs and talk shows on the brain-death criteria and
arguments for and against it.

The Council of Ethics also published several booklets and brochures
to inform the general public. A brochure was distributed to all public
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libraries clarifying the difference between brain death and the perma-
nent vegetative state because several public meetings had demonstrated
that many people could not differentiate between the two. One special
activity initiated by the Council of Ethics was a poetry and music contest
for schoolchildren in which participants expressed their concept of
death in modern society.

Public Debate in the Danish Media

The council’s ability to initiate such a variety of activities probably con-
tributed to the interest of all Danish newspapers in the ethical and med-
ical questions raised by the brain-death criterion. In the 20 major Danish
newspapers, more than 1,000 articles and comments on brain death and
related subjects, such as organ transplantation and donor testaments,
were published from 1987 to 1990. While most commentaries were from
physicians, philosophers, theologians, lawyers, and politicians, several
hundred letters from readers were published.

All leading Danish newspapers had editorials discussing the legislative
proposals, and the report of the Danish Council of Ethics was also widely
discussed. When the law establishing the brain-death criterion passed
the Parliament in 1990, all national newspapers had editorials on the
subject. The main concern in the editorials was the potential benefit of
a brain-death criterion for potential recipients of donor hearts and other
organs, and consequently most editorials in major papers favored a
brain-death criterion. Many editorials also stressed the importance of
informed consent from the donor or relatives before organs could be
donated.

The council’s intention was to facilitate transplants and still retain the
cardiac criterion, but the newspapers, politicians, and medical establish-
ment did not buy the argument. They argued that it was illogical and
legally problematic to take organs from a person who is not legally dead.
Although most editorials did not find the proposal from the Council of
Ethics to be a good solution that cut the Gordian knot, most editorials
congratulated the council for having started a public debate and for
having brought more nuances into the discussion.

Contrary to the editorials and many of the professional comments,
the majority of letters to the editor expressed views in line with the Coun-
cil of Ethics. Many letters also expressed insecurity about the reliability
of the diagnosis of brain death, and some found organ transplantations
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to be problematic when public health resources were scarce. However,
these letters did not really express the general opinion of the Danish
population. In a Gallup poll conducted by a major newspaper in the
summer of 1989, 98 percent of the survey population knew of the debate
on brain death and some 80 percent preferred the addition of a brain-
death criterion.®

The Danish politicians could vote on the death criteria free from party
ties, and up to the date of the vote many politictans made personal po-
litical comments in the newspapers and on television. Most politicians
expressed mixed feelings about the brain-death criterion, but found that
brain death was necessary for organ transplantation, which they favored.
Although they politely commended the council for promoting a fine
debate and for its report, in the end the politicians thought that they
had to adopt legislation on brain death to make organ donation possible;
they were under pressure from the media and patients to facilitate heart
transplants. Some politicians suggested that the death criteria should be
decided by a national referendum, but most politicians did not support
the idea.

Physicians and the Debate over Brain Death

Most media comments by physicians strongly opposed the report from
the Council of Ethics. Not surprisingly, the physicians could not accept
the idea of organs being transplanted from brain-dead, heart-beating
donors without brain death as the legal criterion of death. Most of them,
including the Chief Medical Officer, argued that the removal of organs
from heart-beating donors would technically be murder if a brain-death
criterion was not legalized. A few physicians, though, among them a
respected professor of neurosurgery, accepted the report from the
Council of Ethics.

Unfortunately, most physicians did not really respond to the council’s
wish for a broader discussion of the concept of death in modern society.
Rather, surgeons involved in organ transplantation focused on the ur-
gent need for donor organs, noting that patients were dying on the
waiting list. These arguments were supported by patients’ associations
such as the Kidney Association.

Until the law on brain death passed the Parliament in 1990, some
Danish patients were sent abroad to have heart and lung transplants in
other countries, paid for by Denmark’s public health care service. The



234 - International Perspectives

director of one German hospital involved in transplantation of hearts to
Danish patients sent a letter to the Danish Ministry of Health stating that
heart transplants to Danish patients could not continue if hearts from
Danish donors were not available. Generally, Danish transplantation sur-
geons and those treating patients needing organs argued that it was
unethical to refer Danish organ recipients to treatment in other coun-
tries if Danes would not donate to a common pool of organs.

A Population in Need of Knowledge

The Danish Council of Ethics sponsored two national surveys to assess
public knowledge about brain death, one before the council initiated its
debate activities in 1989 and one a year later. The surveys were conducted
in collaboration with the Danish National Institute of Social Research.

A representative sample of some 2,000 Danish people age 16 years or
older was surveyed, and some 80 percent responded. One question asked
was: “When is a person declared brain dead?” Three possible answers
were offered: “1. A person is declared brain dead when he is deeply
unconscious but may wake up after a long period. 2. A person is de-
clared brain dead when the brain has irreversibly lost all function. The
body can keep functioning for months without treatment except nuiri-
tion. 3. A person is declared brain dead when the brain has irreversibly
lost all function; the heart will stop beating shortly afterwards if respi-
ration is not continued artificially.” More than one answer could be
marked.

Interestingly, about 10 percent of those interviewed in each survey
marked Answer 1, whereas some 60 percent thought that the brain-dead
body could live without a respirator for months (Answer 2). Thus, a
majority of the Danish population had difficulty distinguishing between
permanent vegetative state and brain death. However, 73 percent of re-
spondents in the first survey and 78 percent in the last survey also marked
Answer 3, which is the right answer. Although the results indicate con-
tinued confusion about brain death, public understanding was a little
better after the media debate.

Shortly after passage of the brain-death law, a large national news-
paper asked 1,300 people, representative of Danish society, if they felt
well informed about the new law and its consequences. About 70 percent
answered yes; only 4 percent felt they were very poorly informed. Nevw-
ertheless, 77 percent wanted more information about brain death. In 30
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percent of families, organ donation had been discussed, and about 50
percent of those interviewed planned to discuss organ donation in their
families.

In 1986, before the public debate, L. mmark had one of the highest
rates of kidney donations in the world, with 43 donations per 1 million
residents. In 1990, after brain death had been legalized, the kidney do-
nation rate fell by one-half. One reason was undoubtedly that the new
law on brain death also regulated organ transplantation and required
prior consent from the donor (“donor testament”) or relatives. The old
transplantation law allowed organs to be taken from the deceased with-
out donor or family consent unless the relatives actively opposed dona-
tion. As relatives were not always aware that organ transplantation would
take place if they did not oppose it and the hospital staff was not obliged
to give that information, organ transplantation was a common practice
based on presumed consent.

Another reason for the lower organ donation rate after the new law
passed in 1990 may be insecurity about the brain-death diagnosis. Some
physicians argued that the public debate about brain death created a
negative attitude toward organ donation, and some surveys and letters
to newspapers supported this view.

The national Board of Health started a campaign in 1991 to encour-
age people to carry a donor testament or to register as a donor. After
the campaign, 73 percent of the population knew of the possibility of
making a donor testament, but only a few percent carried one or had
registered. In 1995, some 170,000 persons—about 3.5 percent of the
Danish population—were registered in the national Donor Registry. Ac-
cording to the registry, interest is increasing, and registration had nearly
doubled over the previous 3 years.

The Council of Ethics Reopens the Discussion of
Brain Death

In its 1993 annual report, the Council of Ethics took up some of the old
arguments about brain death.* A family had contacted the council con-
cerning the death of their father. The father had been declared brain
dead, and the family was asked for permission to transplant organs but
wanted to wait for the arrival of a son who was coming from abroad.
When the son arrived, he was happy to be “in time” for his father’s death.
The family found it an important experience to be by the father’s bed-
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side; to the family, the father seemed like he was in a deep sleep. The
family decided not to donate organs, the respirator was switched off, and
the family saw the father as he changed color and became pale.

When the family received the death certificate, they were surprised to
learn that the date of their father’s death was the day before the arrival
of the son and before the day they felt the father had passed away. The
family found they were under pressure to accept a concept of death
different from their own and asked what date of death should be put on
the gravestone. Although the priest said that they could use the date they
wished, the family still felt it was wrong to have a date of death other
than what was on the death certificate. The council, therefore, suggested
that both the time of brain-death diagnosis and the time of heart death
should be noted in the death certificate.

Some Lessons from the Danish Discussion of
Brain Death

In most European countries a brain-death criterion was implemented
without much debate among politicians or the public. In some countries
brain death is not even defined by law; rather, it is a diagnosis introduced
by the medical establishment without involvement by politicians, lawyers,
or others. Then why was brain death debated in Denmark?

First, it is a Danish tradition to debate almost any subject of public
interest, and educational programs for adults and public funding of
small interest groups in Denmark make it possible to involve lay people
in the discussion of complex issues such as brain death. The skepticism
toward the medical establishment in some intellectual groups also fos-
tered the debate, as these groups saw brain death as an attempt by phy-
sicians to pursue their professional interest in transplantation technol-
ogy. Politicians could not ignore this skepticism.

Another important factor was the Danish Council of Ethics. The coun-
cil was newly established and looking for a cause that could make it well
known to the general public. The brain-death criterion was an obvious
cause as the issue was rather clear-cut compared to gene technology or
other complex matters. A bill was proposed shortly before the establish-
ment of the council, and especially the very active theologians on the
council opposed a new death criterion. Finally, the council had financial
resources to initiate a variety of activities that made the perspectives of
the council well known in Denmark.
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Some bioethicists in Denmark believe that the Council of Ethics, in
arguing for a particular outcome, did not play a positive role in the
process that led to the Danish acceptance of brain death. They ask if a
bioethical body should not merely be advisory, leaving it to elected rep-
resentatives to make the final choices rather than advocating a particular
legal or ethical approach. A committee of this kind is structured to elu-
cidate both technology and ethics and to distinguish between facts and
values for given issues, and it has been argued that this is the only dem-
ocratic moral authority of such a group.® '

The Danish Council of Ethics did not see its role as merely elucidat-
ing. In the comments to the bill that was later passed as the new law on
death criteria and organ transplantation, the Secretary of Justice, dis-
agreeing with the council’s recommendations, stated that it would be
legally unacceptable to remove organs from a person who is legally alive
and that therefore brain death had to be a criterion of death. The council
criticized the bill and argued for its own recommendations. In its com-
ment, the council referred to the public debate; they argued that a large
part of the population would consider a brain-death criterion to be
against their philosophy of life and that a majority of the population
found that donors themselves should be the only ones allowed to give
consent to organ donation. These assessments were exaggerated. About
80 percent of the population were in favor of a brain-death criterion in
surveys, and the brain-death criterion has caused very little debate since
the law passed in 1990.

The public debate in Denmark made it clear that it was difficulit to
separate ethical aspects related to brain death per se from the fact that
Danish patients were on the waiting list for donor organs. Although some
politicians and the Council of Ethics wanted to focus on the ethical as-
pects of a new death criterion, most news media and most physicians
participating in the discussions linked the two issues tightly together.
Therefore, some debaters found that the physicians took advantage of
patients’ need for organs in their arguments.

The surveys by the Council of Ethics indicated some misunderstanding
about the diagnosis of brain death, and brain death was to some extent
mixed up with the permanent vegetative state. If a large part of the
population is unsure whether someone who is brain dead could wake
up, organ transplantations could cause distrust of the medical profes-
sion. In the Danish debate, misunderstandings about brain death among
politicians, lay people, and even some health care professionals often
misdirected the discussion of the principal ethical issues. Thus, the effort



238 - International Perspectives

of the Council of Ethics to disseminate factual knowledge about brain
death was an important contribution to the debate. Although a majority
of Danes felt well informed, 77 percent still wanted more information,
indicating that some insecurity about brain death still existed. However,
it is expensive to educate whole populations, and perhaps information
should primarily be distributed to certain target groups, such as young
people applying for a driving license, hospital personnel, or others.
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The Problem of Brain Death

Japanese Disputes about Bodies
and Modernity

Margaret Lock, Ph.D.

ToMoxo ABE, a pediatrician employed for many years in a Japanese
hospital that specializes in neurological disorders, has spent considera-
ble energy during the past decade opposing acceptance of a diagnosis
of brain death as significant in determining the end of human life: She
is by no means alone: citizen groups, lawyers, members of the Japanese
police force, and a good number of physicians have together managed
to ensure that brain death has not been recognized as the end of life,
and hence organ retrieval from brain-dead patients does not routinely
take place in Japan. Only in October 1997 did Japan pass a law in which
brain death can be recognized under certain clearly specified circum-
stances.

In discussing her objections with me, Dr. Abe emphasized that, in her
opinion, the concept of brain death was created primarily to facilitate
organ transplants. She is emphatic that when a dying person is under-
stood as the focus of both a concerned family and a caring medical team,
then it is difficult to interpret brain death as the demise of an individual.
Dr. Abe’s opinion is derived, she states, from reflection on her own sub-
jective feelings as a pediatrician: “The point is not whether the patient
is conscious or unconscious, but whether one intuitively understands that



240 - International Perspectives

the patient is dead. Someone whose color is good, who is still warm,
bleeds when cut, and urinates and defecates, is not dead as far as I am
concerned. Of course I know that cardiac arrest will follow some hours
later—but I think even more significant is the transformation of the
warm body into something which is cold and hard—only then do the
Japanese really accept death.” Like most other Japanese physicians I have
interviewed on this subject, whether or not they agree that brain death
signifies the end of human life, Dr. Abe insists that the feelings of the
dying patient’s relatives must be put first and if, as is commonly believed,
most Japanese do not recognize brain death as the end of life, then
matters should rest at that. The respirator, without which cardiac arrest
would quickly ensue, is not turned off until the family comes to terms
with the idea that there will be no recovery—usually 4 or 5 days after
brain death is medically established.

The “brain-death problem” (noshi no mondai) has a history of nearly
30 years in Japan and remains the most contentious of bioethical issues.
I believe that this debate, while it clearly voices a widely shared concern
about the intrusion of biomedical technology into the process of dying,
has also taken on both metaphorical and political meanings. What
happens at the bedside of patients diagnosed as brain dead is a micro-
cosm of an ongoing cultural debate about what is thought to be morally
appropriate in contemporary society, together with a concern about
Japan’s position in the global economy. It is not surprising, there-
fore, that a perusal of the well over 500 publications in Japanese on this
subject since 1986 reveals a complex, often emotional discussion that
leads to no conclusive answer as to why the country finds itself at this
impasse.

Medical Experimentation under Fire

Shortly after the world’s first heart transplant occurred in South Africa,
attempts were made to repeat the procedure elsewhere. In 1968, just
1 year after the South Africa case, the 30th attempt was made in Sapporo,
Hokkaido.! As elsewhere, the Sapporo procedure initially was heralded
as a dramatic medical triumph. However, several months later, the
physician in charge, Dr. Wada, was arraigned on a murder charge. He
was acquitted only after 6 years of wrangling. Most Japanese believe,
in retrospect, that the patient whose heart was removed was not brain
dead and that the recipient, who died 2% months after the operation,
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was not sufficiently in need of a new heart to have undergone the pro-
cedure.?

As part of the ongoing national debate about brain death, discussion
of the case was formally reopened in 1991. The chairman of the Japanese
Medical Association (JMA) testified before a government committee
that the supposedly ineffective heart from the recipient patient had been
tampered with after its removal, indicating that the involved physicians
may have tried to exaggerate the degree of its deterioration.® The case
is now regarded as a barbarous piece of medical experimentation carried
out by a physician who received a good portion of his training in Amer-
ica, who now resides in Japan’s “untamed hinterland” of Hokkaido, and
who is, furthermore, described as self-aggrandizing, that is, un-Japanese.

In a good number of other organ transplant cases, the Japanese med-
ical profession has not appeared in a good light. Together with the Wada
case, physicians are extensively discussed and criticized in the media and
have become iconic for the entire debate.

Contested Definitions of Death

In 1985 the Ministry of Health and Welfare set up a Brain Death Advisory
Council whose final report contained the definition of brain death used
in Japan until the 1997 law.* This report is explicit, however, that “death
cannot be judged by brain death.” Nevertheless, the diagnosis is fre-
quently applied—mnot usually as a signal to turn off the respirator, but
to prepare relatives for an impending death.® Relatives are usually in-
formed that the patient is “almost brain dead” (hobo noshi no jotai) and
in a “hopeless” condition.

The ministry’s report spurred other involved groups to articulate their
positions. In January 1988, after a working group met over a 2-year pe-
riod, the directors of the JMA voted unanimously to accept brain death
as the end of human life. Nevertheless, deep divisions remain among the
representatives of the various medical specialties and also among indi-
vidual physicians. The politically outspoken Japan Association of Psychi-
atrists and Neurologists, for example (some of whose 6,900 members are
responsible for making brain-death diagnoses), fear that equating brain
death with death will lead to the slippery slope down which the handi-
capped, mentally impaired, and disadvantaged will be at risk for being
diagnosed prematurely, in a greedy desire to get at their organs.® The
society for specialists in emergency medicine, also directly involved in
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making brain-death diagnoses, took until 1994 to reach an agreement
that brain death is the end of life.”

Some physicians and members of the public have formed the highly
visible Patients’ Rights Committee, whose interests range well beyond
the question of brain death. Under the leadership of the flamboyant Dr.
Heonda from the prestigious department of internal medicine at Tokyo
University, they filed several lawsuits charging murder when organs have
been removed from brain-dead patients. The public prosecutor’s office
has not yet reached a decision on any of these cases, but threw two of
them out of court, stating that there is no public consensus in Japan as
to how to define death.®

As a result of the unresolved debate, copiously documented by the
media, the government felt compelled in late 1989 to set up a Special
Cabinet Committee on Brain Death and Organ Transplants in order to
bring about closure. The group was so deeply divided that it appeared
that it would never produce more than an interim report, but in January
1992 a final report was made public.? Although a consensus was not
achieved, the majority position is that, from the medical perspective,
brain death is equivalent to human death and can be accurately diag-
nosed using the Takeuchi Standard (virtually the same as criteria used
in North America} already adopted by the Ministry of Health and Wel-
fare. The majority report also asserts that itis “rational” to consider brain
death as the end of life and therefore sensible to accept this as equivalent
to social and legal death, a position that would coincide with the one
believed to be dominant internationally.

Authors of the minority report called for the “social and cultural”
aspects of the brain-death problem to be fully debated; they believed
that the discussion had been largely confined to “scientific” information,
which they considered inadequate.® The day after the announcement of
the cabinet committee report, the Ministry of Justice, the National Police
Agency, and the Public Prosecutor’s Office all reiterated their continued
resistance to a recognition of brain death as the end of individual life.*

Over the past 25 years, the Japan Federation of Bar Associations (Ni-
chibenren} has continued to oppose the acceptance of brain death as
death and has repeatedly expressed concern for the “sanctity of life” and
about possible “medical experimentation.” The federation has also
pointed out possible unforeseen consequences in connection with in-
heritance claims and called a lack of public consensus on the issue a
major stumbling block.!

The Patients’ Rights Committee, lawyers, the police, several TV pro-
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gram producers, and many authors of newspaper articles and books on
the subject of brain death, together with a good number of medical
professionals, appear to be publicly contesting the authority of trans-
plant surgeons. They believe that, in the rush to organ retrieval, the
process of dying will be curtailed or even misdiagnosed. Most of these
opponents are simultaneously pushing for informed consent and frank
disclosure and discussion of diagnoses and prognoses with patients, nei-
ther of which is by any means routine in Japan. This contest, therefore,
although at one level a debate about the accuracy and replicability of
‘medical decision making, is also a challenge to the hegemony of invested
authority, exerted in what several challengers characterize as a tradition-
ally Japanese way, whereby subjects are rendered passive and expected
to comply with medical regimen without question.

Reaching Public Consensus

The issue of brain death has provoked the most persistent search for a
national consensus (kokuminteki goi) among the Japanese public that has
ever taken place. At least 15 national surveys about brain death and
organ transplants were conducted between 1983 and 1995, Over those
years the percentage of people who recognize brain death has increased
from 29 percent to almost 55 percent.’* All the surveys reveal a paradox,
however, in that many people approve of organ transplants from brain-
dead patients, although they themselves do not accept brain death as the
end of life. It seems that Japanese people are willing to allow transplants
to take place, even though they personally would not be comfortable
with participating in such a procedure.

In the autumn of 1994, a private member’s bill was submitted to the
Diet to legalize brain death as the end of life and the removal of organs
from brain-dead patients with the consent of family members.’? The bill
did not require that a patient’s wishes be known, but that they should
be “surmised” (sontaku suru) by close relatives. The bill was never dis-
cussed, parliament was dissolved, and a new government was elected.
Those adamantly opposed to redefining death were quick to criticize
this bhill; family members are vulnerable in their grief, they argued, and
if the will of the patient is not known, then there should be no question
of either turning off the respirator or asking for a donation of organs.

In 1994, Soka Gakkai, Japan’s largest lay Buddhist organization, with
a membership of over 8.3 million and a powerful political wing, stated
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that transplant surgery is not in conflict with the teachings of their or-
ganization. They encourage donor registries, a donor card system, and
the establishment of an information network.}* Also in 1994, the former
Minister of Health and Welfare announced that his ministry is not op-
posed to the institutionalization of transplant surgery that makes use of
brain-dead donors.

Not surprisingly, the Japan Society for Transplantation concurs, but
the actions of a team of physicians at Yokohama General Hospital have
once again produced a strong current of criticism among dissenters both
within the JMA and among the Japanese public. This team of surgeons
reported that early in 1994 kidneys had been removed from four brain-
dead patients before their hearts had stopped beating; the kidneys had
been transplanted into eight waiting recipients. Yokohama General Hos-
pital is a large urban tertiary care center, but has no ethics committee
and does not meet the Health and Welfare Ministry requirements for an
organ transplant center. Critics have pointed out that the transplant
surgeons alone were involved with decision making in connection with
this case and in obtaining family consent.

In October 1997, after 30 years of vituperative debate, a law was finally
passed allowing organs to be retrieved from a patient diagnosed as brain
dead, provided that the patient had previously given written consent to
be a donor and that the family does not overrule the patient’s wish. If
no advance directives exist, then a brain-dead patient will continue to
receive medical care after the diagnosis is made, untl the family and
medical team agree to terminate treatment. The law took effect in Oc-
tober 1997, after debate over such details as what constitutes the family.
As drafted, brain death will constitute death only for those patients who
wish to donate organs. The law has already been described as a “typically
confusing Japanese compromise” by certain commentators.

A Dearth of Organs

The pressure on transplant surgeons exploded as a public scandal in
1996, when it was reported that the most prominent Tokyo surgeon ad-
vocating the legalization of brain death as the end of life had quietly
imported and transplanted 13 kidneys from America. These organs had
been rejected by UNOS, the American organ-sharing network; one of
the donors had tested positive for hepatitis C, and another donor was 70
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years old. Dr. Ota, head of the Japan Society for Transplantation, made
a public apology, not simply because the organs were American rejects,
but because he violated the guidelines of the newly founded Kidney
Transplant Network and circumvented their system for equity in distri-
bution of organs. Dr. Ota has resigned from his post as head of the
national hemodialysis society.

A few desperate patients have gone abroad to receive transplants,
most of them to the United States and Australia, but also to Korea, Tai-
wan, Thailand, and the Philippines. It is difficult to determine how many
have done this, partly because a few of them received hate mail on their
return to Japan and so, until recently, have not wanted to make their
plight public. The government has not kept close track of these figures,
but it is estimated that, as of 1995, a total of 15 patients had received
a heart transplant abroad. Between 1989 and 1990, 62 patients had
received a liver transplant abroad, and 17 others received kidneys.'
The long-term outcomes of these patients are not known. In 1990 more
than 100,000 patients were on renal dialysis in Japan, and a chronic
shortage of donated cadaver organs means that this situation cannot be
relieved.

In 1990 the number of non-heart-beating cadaver donors in Japan was
estimated at 105, and the number of brain-dead donors at 3,115.'® These
figures are notoriously unreliable because hospitals involved with trans-
plant surgery usually try to keep a low profile, but nevertheless they
suggest an extraordinarily low rate of donation, especially since surveys
indicate that approximately three-quarters of the Japanese public sup-
port the idea of organ transplants. My research reveals that very few
families are actively approached about donation and that, unless the fam-
ily raises the subject, it will be passed over in most intensive care units.
Transplants from living, related donors do not cause public concern.

Public Commentary on the Problem of
Brain Death

Numerous Japanese television programs, magazine articles, and books
have repeatedly cast doubt on whether death can be understood as a
clearly diagnosable event,’ and many informants have given me an un-
solicited comment to the effect that “the Japanese are not yet ready for
brain death.” It has also been argued in books and the media that irre-
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versibility is difficult to establish conclusively, noting cases (outside of
Japan) where mistakes have evidently been made.

Certain commentators question whether a lack of integrated brain
function does indeed indicate death. One highly influential journalist,
Takashi Tachibana, author of several books and coordinator of more
than one television program on brain death and organ transplantation,
emphasizes that brain cells continue to live even when the brain as a
whole has no integrated function, as indicated by a flat electroenceph-
alogram.!” Mr. Tachibana dwells in all his media presentations on the
“liveliness” of a brain-dead individual. A 1990 Saturday evening prime
time program that he hosted, for example, opened with shots of a beau-
tiful, active, 6-year-old child who was born, viewers were informed, from
a brain-dead mother. “How can a brain dead body not be living,” asked
Mr. Tachibana rhetorically.'’® He and other writers, together with most
of the more than 50 Japanese citizens I have interviewed on the subject,
including both health care professionals and the public, point out that
blood flows when the bodies of the brain dead are cut, hair and nails
grow, basic metabolism continues, and live birth is possible from a brain-
dead woman. The majority also emphasize that the brain dead remain
warm and appear to be sleeping; they point out that nursing care and
expressions of love and concern by the family of the dying involve touch-
ing, holding hands, and massaging. They agree that it goes against “basic
human feelings” to assume that a warm body is dead, and many go on
to assert that the average Japanese family could not in good conscience
abandon a dying relative to a transplant team.

As the pediatrician Dr. Abe made clear, such arguments do not deny
the presence of death, but explicitly suggest that the process of dying is
arbitrarily transformed into a technologically determined point in time,
as early as possible along the spectrum of biological demise. There is
concern that family members cannot easily adjust to a medically deter-
mined diagnosis of irreversible brain function and that they are likely to
assume that death is being declared before the process is completed.

Other writers, taking a slightly different tack, stress that, because brain
death can be determined only by trained medical personnel—because
it is mienat shi (death that cannot be seen)—it represents a radical de-
parture from the usual situation, where the family participates fully in
the dawning recognition of the process. Making integrated brain func-
tion the measure of death ensures that the family is pushed to the side-
lines, rendered passive, and left entirely at the mercy of medical decision
making."?
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Recently, Kunio Yanagida, the son of Japan’s most celebrated cultural
historian of the same name who died some years ago, published two
widely circulated articles and a book about his own son, who had tried
to commit suicide. Yanagida had found his son hanging by a rope in his
room, cut him down, and rushed him to a hospital. The patient’s con-
dition worsened over the next 3 days, and he was eventually diagnosed
as brain dead. During those first days, Yanagida’s eldest son asked the
doctor if he could wipe away his brother’s tears because “he seemed to
be crying a lot.” The doctor was sympathetic, but explained that this was
purely a physical phenomenon and not an expression of emotion. “We
don’t know why this happens,” he replied.

Yanagida started to think about organ donation while seated at the
bedside because, when he and his son had watched a television program
together on the subject, his son had expressed an interest in helping
other people. His son’s face was “bright and warm” as he sat holding his
hand and whispering his name, and he “couldn’t bear the idea of some-
one putting a knife into his son’s body and taking out the heart.” Yana-
gida became confused as to what brain death really signifies: Was his son
indeed a corpse, or was he still suspended between life and death? His
family experienced nothing but sympathetic support from the physician
in charge of the case. Four days after the diagnosis of brain death, upon
reading his son’s diaries, in which he had expressed sadness at being of
no use to anyone, Yanagida came to an understanding that it was his
duty to “complete” his son’s life. On the fifth day all treatment was
stopped, and his son’s kidneys and bone marrow were removed for trans-
plantation.®

These articles clearly reveal the emotional struggle of someone thrust
into grief over a sudden death, but they also thoughtfully capture the
Japanese medical profession’s dilemma over this technology, and they
reveal a sensitivity to those waiting for organs. Nevertheless, there is little
doubt that these publications will consolidate the majority opinion in
Japan, namely, that families should not be rushed into accepting death
the moment brain death is pronounced.

The Japanese media and various publications have also argued that
brain death and a persistent vegetative state cannot be easily distin-
guished, often citing examples of patients who make partial, and occa-
sionally complete, recoveries from a PVS. Three or four hospitals in
Japan specialize in the treatment of PVS patients. One, where intensive
nursing care is the prime treatment modality, has been the subject of a
very moving national television program. This type of media coverage
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encourages extreme caution on the part of the public in moving toward
an acceptance of brain death as the end of life, and it has been so wide-
spread that it would be difficult for the average citizen to be unaware of
the “brain-death problem.”

In collections of essays and magazine articles written by a spectrum
of Japanese intellectuals on the problem of brain death, sentiments such
as fushizen (unnatural) appear repeatedly. Brain death is reported to be
too unnatural to be equated with human death, for example, and the
idea of “controlling” death is described as “going against nature.”?! The
Kyoto philosopher Takeshi Umehara takes an extreme jingoistic position
when he asserts that “we Japanese” have never accepted unnatural
things, such as foot binding and the eunuch system, as did the Chinese.
He adds for good measure that homosexuality and the use of drugs are
not present in contemporary Japan. Umehara is not opposed to organ
transplantation in priciple, since he believes that Buddhism teaches
people that they should be prepared to “sacrifice” themselves for others,
but he insists that there is no “logical” proof that brain death is the end
of life.

Several highly respected scientists have argued in widely circulated
magazines that an individual—a person—is more than a collection of
body parts. Yoshio Kawakita, a biologist who is also a Christian, has stated
clearly that he cannot accept brain death as the end of life and opposes
organ transplants. He states that it is “superficial” to argue that one can
live on in another person as the result of a transplant, although people
claim that this is a “humanistic” move. He calls that simply a rationali-
zation to make way for technological intervention into the process of

dying.*

The Culture of Technological Innovation in Japan

Contemporary Japanese attitudes toward scientific knowledge and tech-
nology are difficult to pin down because of their intimate connection to
a widespread ambivalence about the process of Japanese modernization.
Moreover, Japanese attitudes toward modernization cannot be under-
stood in isolation from ever-changing interpretations, produced both
inside and outside the country, about the relationship of Japan to the
West. The form of the current debate about body technologies in Ja-
pan—the feasibility of tinkering with the margins between culture and
nature and the very definition of those margins—reflects widespread
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general concerns about modernization, postmodernization, and “West-
ernization.”

In Japan throughout the late nineteenth century, the eager quest for
Western science and technology “was grounded in [a] sense of cultural
certitude,” an awareness that the “core” or the bass note (koso) of Japa-
nese culture would remain unaffected. Technology, self-consciously
aligned with the Other, was placed in opposition to culture in this dis-
course and epitomized by the platitudes wakon yosai (Japanese spirit and
Western technology) and (6yo dotoku, seiyé gijutsu (Eastern morality, West-
ern technology). Najita and others have shown how this confidence in
the endurance of “traditional” culture was gradually eroded. Early this
century and again, particularly after the Second World War, internal
tension erupted over Japan’s increasing technological sophistication and
internationalization.? Fears about an immanent collapse of the nation’s
cultural heritage became commonplace, and one reaction was a reasser-
tion of cultural essentialism.?*

For many Japanese, the specter of Westernized individualism, utilitar-
ianism, and superrationalism triggers emotional responses that push
them toward a rhetoric of difference, even as they buck at its inherently
nationalistic underpinnings. This is the discursive background against
which the debate about brain death is taking place. Those who have
doubts about the introduction of new technologies have to struggle very
hard, therefore, to find a suitable language with which to articulate their
discomfort. Criticizing a “Western,” “scientific,” interventionist ap-
proach to nature makes one vulnerable to accusations of Japanese es-
sentialism and antirationalism. Equally difficult to voice is criticism of
the epistemological grounds on which a scientific determination of
death is constructed. Commenting on the unethical behavior of the Jap-
anese press and on activities of Japanese physicians as being unscientific
and untrustworthy is rather easily justified and, almost everyone agrees,
is a valid position. Thus, the issue is politicized, but the possible contri-
bution of culture to the argument is generally ignored or else explicitly
rejected.”® One exception has been the anthropologist Emiko Namihira,
who asserts that Japanese attitudes of longstanding toward the dead body
account for resistance to brain death and organ transplants. Her argu-
ment highlights the cultural construction of the “natural,” but it is one
to which most Japanese intellectuals with whom I have talked have re-
acted with a good deal of resistance.?®
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The Discourse on Social Death

In Japan, as we have seen, biological death is usually understood as a
process and not as a point in time.?” Moreover, a distinction is made by
many commentators between biological death and social death, which
is believed to take place some time after the demise of the physical body.
Although few commentators talk explicitly about a Confucian-derived
belief in the ancestors, their influence on the debate over brain death is
apparent. Interviews I conducted with 50 adult Japanese informants,
men and women, made it clear that concern about the fate of the body
after biological death may well contribute to a reluctance to both donate
and receive organs. Everyone I talked to stated that they no longer be-
lieve in the elaborate prewar ancestor system, integral to the extended
family. Nevertheless, over half of the respondents indicated that they
carry out regular, often daily rituals in their homes and at the graves of
deceased parents and grandparents. Most pointed out that family and
societal obligations require that the bodies and memory of deceased
family members be treated with respect.

From an analysis of the very moving narratives provided by relatives
of victims of the Japan Air Lines crash in the mountains of Gunma pre-
fecture in 1985, Namihira concluded that the spirit of the deceased is
often anthropomorphized and is believed to experience the same feel-
ings as do the living. Hence, relatives have an obligation to make the
spirit “happy” and “comfortable.” People were in agreement that it is
important for a dead body to be brought home and that a corpse should
be complete (gotai manzoku), otherwise the spirit will suffer and may
cause harm to the living. Namihira cites the results of a 1983 question-
naire given by a committee set up to encourage the donation of bodies
for medical research: Of 690 respondents, 66 percent stated that cutting
into dead bodies is repulsive or cruel and also shows a lack of respect
for the dead.”® Contrary to these figures, the number of people agreeing
to autopsies has steadily increased in recent years,* as has the number
of people willing to go abroad to obtain organ transplants, and there has
been increasing public recognition of brain death as the end of life.
Clearly, the population remains deeply divided in their attitudes toward
the dying and the recently dead, and many would, in any case, probably
state one thing in response to a survey and actually do another when
confronted with personal suffering.

One other major facet to this dispute cannot be developed fully in



Japanese Dispuites about Bodies and Modernity - 251

this chapter—namely, that it is not simply attitudes toward the dying and
dead that are of concern in japan, but also attitudes about gift giving.
As noted earlier, living related organ donation is not controversial, but
a few commentators dwell on the question of the appropriateness of
altruistic donation of organs by strangers. Japan has a remarkably refined
system of gift giving, one that is in essence an obligatory system of on-
going exchange of goods and services. Entering into any kind of for-
malized relationship with people outside the family involves the giving
and receiving of gifts of specified value on regular occasions. This system
continues to be widely used informally, in the Japanese economy, and
in the various institutions where professional services are made available.
The result is that the “tyranny of the gift” noted by Fox and Swazey is
ever-present in the minds of the majority of Japanese.* The idea of re-
ceiving a gift as precious as a human organ is overwhelming to contem-
plate for most people because the reciprocal obligations incurred to the
family of the donor would be too hard to bear. Although anonymity in
theory provides protection from fulfilling obligations, it does not relieve
a recipient family of endless feelings of guilt.

This value system adds an additional burden for those seeking to
break the impasse created by the problem of brain death. Not only does
it make patients hesitant to seek out transplants, but it also raises darker
concerns: Doctors, especially surgeons, routinely receive gifts, monetary
and otherwise, for services to be rendered. Some commentators are con-
cerned that organs may be donated to individual physicians as gifts or
that money may be paid to doctors in order to become a favored poten-
tial recipient. With the new law, it will be interesting to see whether
attempts are made to control this custom.

A related point is that donated organs are believed to contain the
essence of life present in the deceased person; organs remain animated
even after transplantation. Patients I interviewed in Montreal often ex-
hibit similar sentiments, but the traditional medical and philosophical
system in Japan provides a convenient and widely accepted rationale to
support such a belief system.3!

Late Modernity, Cultural Identity, and the Other

The dilemma for progressive thinkers in Japan when considering ethical
issues in connection with the problem of brain death is how to dispose
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of the remnants of patriarchal and patronage thinking—the reactionary
part of the Confucian heritage—without drawing on a language that
singlemindedly pursues a further entrenchment of the “Western” values
of individual autonomy and rights. As one pediatrician has recently put
it: “Why should we mindlessly imitate Westerners? We would only be
turning ourselves into white Westerners with Asian faces.”*2 Not surpris-
ingly, to those of us who know Japan quite well, the debate is an over-
whelmingly secular one in which representatives of religious organiza-
tions are, for the most part, absent.*

Although a certain amount of genuine passion is aroused over the
fate of those individuals whose lives are directly involved, remarkably
little has been heard from patients and their families, whether they be
potential donors or receivers. Only since the beginning of 1994, the year
in which an international conference on organ transplantation was de-
liberately staged in Japan by surgeons keen to break through the im-
passe, has the fate of those patients not able to receive transplants, to-
gether with those who have gone abroad to obtain organs, started to
capture the attention of the media and the Japanese public.

Thus far, the problem of brain death has not been primarily about
individual human suffering, but rather a manifestation of the struggle
by citizens and activists from a whole range of political persuasions about
what constitutes moral order in contemporary Japan. Those who rec-
ognize brain death as the end of life usually accept a modernist ideology
of technologically driven progress in the relief of human suffering, while
many of those against equating brain death with death embrace an ar-
gument about the essential difference of Japan and exhibit concerns
about a perceived loss of moral order. Yet others try to seek out a less
extreme position from where, rather slowly and painfully, 2 middle
ground is emerging in which accounts of individual suffering have be-
come more prominent. Nevertheless, extremists on both sides remain
highly vocal and influential.

Lessons for the “West”

The Japanese debate about brain death raises several issues for outside
observers. If the organ transplant industry is to flourish, and this ter all
is the stimulus for most of the debate about death, then the Japanese
experience would suggest very clearly that cultivation of public trust to-
gether with impeccable medical practice open to public scrutiny is in-
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dispensable. As we move into an era where the status of patients in a
persistent vegetative state is increasingly brought up for discussion, in-
clusion of the public in this debate is without doubt advisable.

Second, I suggest, on the basis of this research, that the Japanese as
a society are apparently more prepared than are we in North America
to analyze what it is about death that disturbs them. The increasing at-
tention given to euthanasia is forcing us to examine our consciousness
with respect to attitudes toward death, but we still have a long way to go
in allotting intellectually challenging media time and space equivalent
to that devoted to this topic by the Japanese.

A fundamental issue highlighted by the problem of brain death in
Japan is the status, legal and moral, given to death and the associated
efforts to define and redefine it. It is argued increasingly by a good
number of physicians, philosophers, and bioethicists who have followed
the brain-death debate since its inception in the late 1960s that it is not
appropriate to reduce our understanding of death to a biological defi-
nition.* The question of an irreversible lack of consciousness rather than
an irreversible lack of brain function is now at the center of the argu-
ment, and for many commentators it is agreement on the demise of the
person and not of the biological body that is at stake.® What we learn
from Japan (and could equally well learn from a perusal of the value
systems of many other cultures of the world) is that the person (hifo) is
not equated with individual consciousness, nor is the person located in
the brain. Personhood is diffused throughout the mind and body and,
moreover, is a condition that is fundamentally social and not individual
in essence. An individual becomes a person only through maturation
and participation in social life and ceases to be a person only after certain
rituals are fulfilled. The law and daily life in Japan are grounded in the
rights of and obligations toward primary social units, in particular the
family, which usually overrides individual rights and interests. This is why
the bhill submitted to the previous Diet invested the family with the right
to “surmise” the wishes of its deceased relative.

What this suggests, I believe, is that in this transnational world of
increasingly pluralistic societies, we must begin to recognize a multiplic-
ity of ways of comprehending and legalizing the process of dying and the
management of the dead. Failure to do so may bring the transplant in-
dustry to a grinding halt, leaving sick and dying patients in the same
situation as those whose plight is only just beginning to be recognized
in Japan.
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Defining Death in Germany

Brain Death and Its Discontents

Bettina Schone-Seifert, M.D.

BRAIN DEATH HAS been a source of heated debate in Germany. Al-
though some issues are akin to those that have surfaced in the United
States, some features of the debate are distinctly German. This chapter
examines the German experience. It consists of three parts: (1) a re-
view and analysis of the German brain-death debate of the 1960s, (2)
a brief description of the widespread acceptance and use of brain-death
criteria in clinical practice for many years prior to legislation, and (3)
a discussion of the ongoing campaign against brain death, includ-
ing some thoughts on how it relates to today’s German bioethics contro-
versies.

The Early Debate about Brain Death

The earliest published treatment of ethical aspects of brain death that I
found was in 1962 in the widely read journal of the German Medical
Association. Itis (in translation) a detailed paper by French neurologist
Mollaret,! who 3 years earlier had classified as coma dépassé (“beyond
coma”) the biological, or rather pathological, status of being that we
now call brain dead.
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In April 1967, at the annual meeting of the German Society for Sur-
gery, then-President Werner Wachsmut identified problems in deter-
mining death as a new challenge resulting from progress in both resus-
citation medicine and organ transplantation. He recommended
appointing a committee to analyze these problems. About a year later,
this committee (of two surgeons, one neurosurgeon, two anesthesiolo-
gists, and one professor of law) presented their results and published
them a short time later®—2% months before publication of the well-
known report of the Harvard committee.

The two committees’ recommendations were, not surprisingly, quite
similar. The German Surgical Society’s recommendations, titled “Cirite-
ria of Death,” explicitly and exclusively used the term Gehirntod (brain
death) rather than Harvard’s unfortunate érreversible coma. The German
requirements for diagnostic tests met some of the criticisms that would
later be leveled against the Harvard guidelines.? Thus, in contrast to the
Harvard guidelines, the German ones did not confuse (irrelevant) spinal
reflexes with brainstem reflexes; they explicitly asked for a positive apnea
test; they required “loss of consciousness” instead of Harvard’s “unre-
ceptivity and unresponsivity”; they asked for a 12-hour (rather than 24-
hour) observation period; and, finally, they saw a flat EEG (of 30
minutes, to be repeated after 12 hours) as a necessary rather than a
desirable confirmatory test. However, like the Harvard report, the
German report restricted itself to spelling out criteria and tests of whole-
brain death, without wasting a word on the underlying definition of
death and the problems of its justification.

The temporal coincidence of these two publications is, of course, due
to the strong interest Western medical communities shared in these is-
sues. In 1967, at the first World Meeting on Medical Law in Ghent, Bel-
gium, a similar list of criteria had already been proposed. A brain-death
formulation was also adopted by the World Medical Association at its
meeting in Sydney in August 1968 (the very week of the Harvard pub-
lication), as part of the “Declaration of Sydney.”* The issue, no doubt,
was in the air.® What is somewhat puzzling, though, is the consistent
failure to address explicitly the conception and definition of death taken
to underlie brain-death criteria. To my knowledge, in the United States
this debate did not begin until the second half of the 1970s, peaking at
the time of the President’s commission, and the debate still continues,
though less intensely.

In Germany, however, an impressive cthical debate began earlier
among a few theologians, lawyers, and physicians in neurology, surgery,
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pathology, and forensic medicine. From the published material, it ap-
pears to have included some two dozen participants who seemed to an-
ticipate almost all aspects of the contemporary debate. But the debate
seems not to have had much influence on policy. Two weeks after pub-
lication of the German Surgical Society’s guidelines, an editorial in the
same journal,® supporting brain death and consent for organ donation
by donor or proxy, noted that “physicians in the Federal Republic of
Germany currently differ on nuances of the professional ethical aspects
of organ transplantations.” But, it continued, “even if some prominent
German doctors argue especially carefully and cautiously, it can be noted
that, overall, considering the legal and ethical aspects sketched above,
no overriding doubts result.” Thus, neither physicians using the brain-
death criteria nor the public seem to have cared much about the doubts
and problems that had been expressed in that small-scale interprofes-
sional debate. Remember that acceptance of medical authority and pa-
ternalism still prevailed.

Not until Christian Barnard’s first human heart transplant in Cape-
town in December 1967 did the public debate about brain death begin.
The liberal weekly magazine Der Spiegel published a lengthy essay on April
1, 1968, titled (in translation) “Death-—Uncertain Frontier.” It reported
that, after Barnard’s pioneer intervention, “not without shivers of hor-
ror, drinking rounds and coffee klatsches, tradesmen and intellectuals,
journalists and starlets were unexpectedly involved in a dispute that had
raged among scholars—physicians, lawyers, and theologians—for
years.”” The concept of death was also said to have become “a dominant
topic of physicians’ conferences and in the scientific press.”

To be sure, the problem of choosing to classify the brain dead as either
dead or alive is not specific to heart transplantation, but heart transplants
imposed the problem on the public mind more clearly than had kidney
transplants. Kidney transplantation was on its way to becoming an estab-
lished procedure at the time of the first heart transplant; the first kidney
transplant in Germany was in 1963, 11 were performed in 1967, and 27
in 1968.% The official understanding was that the transplants used post-
mortem organs. Numerous contemporary commentators referred to the
controversial status of the donors as those who had been or would be
“merely” brain dead.”®

The richness of that early discussion is apparent in some of the po-
sitions held and the distinctions that were already being made. It was
already emphasized that “determining death to have occurred presup-
poses, of course, determining the value of the concept of death—some-
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thing to be missed in most elaborations on the determination of
death.”'® Moreover, various authors acknowledged that the motivation
for changing the criteria of death (from heart to brain) was to make
decision making about withdrawing life-sustaining treatment and organ
removal from brain-dead patients consistent with other norms regarding
life and death.”?!" As to the status of a definition of human death, some
authors thought that, “from a biological point of view, determining the
time of death must—within certain limits—be arbitrary . . . being a value
judgment” that results not “from biological but from a societal need.”'?
Others, opposed to any change in criteria, insisted on a strictly “biolog-
ical” definition of death.!®

A justification frequently put forward for the adoption of a whole-
brain criterion of death—one of the two core arguments used to justify
brain-based definitions of death—is the total loss of consciousness,
known to have occurred in brain-dead patients.!* The irreversible loss of
“mind,” or some would say “soul,” which occurs with the total loss of
consciousness was thus considered crucial. This argument was, for ex-
ample, heartily endorsed by the well-known Protestant theologian Hel-
mut Thielicke:

If we speak of the physician’s duty to preserve life, then this cannot
mean simply biological life, but only “human” life. Characterizing this
human life demands other criteria than those manifested in cardio-
and encephalograms. From the early history of the Bible to Martin
Heidegger—to describe a somewhat adventurously broad arc of over-
view—the definitive criterion for differentiating between animal and
human life is the fact that human existence is characterized by self-
awareness . . . If we take self-awareness seriously as the true signature
of human existence, then the complete and irreparable cessation of
self-awareness would be the criterion for the end of human existence.
Man without a trace of any self-awareness would be like a merely bio-
logical preparation, which it might be desirable to keep alive in order
to have a reservoir for organ transplantations . . . but not as a matter
of [patient-oriented] medical ethics.’ (36-37)

Thielicke explicitly distinguished between the life of an “organism as a
whole” and the “vital conservation” of single organs by keeping a brain-
dead patient on artificial respiration.”® This distinction is often attrib-
uted to Hans Jonas,'® who would later endorse it, although he understood
it differently, in that he viewed a brain-dead body as a whole organism.
The renowned Catholic theologian Franz Bockle argued similarly,!” in-
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troducing the distinction between life as a “person” and merely “biolog-
ical human life.”

In a 1968 overview article by a professor of forensic medicine,” the
loss-of-mental-life argument is said to predominate among both religious
and secular proponents of brain death. This is remarkable because it is
just this argument that is so discredited in the current (theologian-
driven) German opposition to the concept of brain death (see below).
However, proponents no less than opponents of this argument perceived
a danger of “determining death no longer according to mainly objective
aspects, but as a now teleological concept primarily according to subjec-
tive aspects” and of “the danger of perverting the concept of the ‘hu-
man’ to suit practical considerations.”®

For some of those who nevertheless favored the brain-death criterion,
this was reason enough to urge standards for determining death to be
regulated by statute.® Others preferred merely legalizing freedom for
physicians to decide, without specifying substantive criteria or tests.®
There was wide agreement—in line with a requirement that is now uni-
versal—that at least two independent physicians must make any such
determination.®!!

The second argument supporting whole-brain death is based on loss
of integrative functioning or self-governance (very familiar to partici-
pants in today’s debate). It also was put forward in that early German
debate.?

Turning now to early opposition to the brain-death criterion, one
finds again that almost the entire spectrum of current arguments had
already been voiced. The integration argument was considered incoher-
ent:

The mutual interactions of the parts of the organism in the human
and in all chordates are maintained by the circulatory organs as well
as by the nervous system. The functional unity is not completely ended
until the functions of both systems are completely ended. The nervous
system’s integration of the parts of the organism is complex and the
brain cannot, in this respect, be considered in toto or without the
spinal cord . .. Hence, the principle of disintegration and of the dis-
solution of the biological functionary unit is no suitable criterion to
define death and its determination.!?

Related and again now familiar concerns were that the loss-of-mental-
life argument is based on a reductionist concept of human beings and
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that it implies the acceptance of a higher brain definition of death (con-
sidered highly objectionable), that it would require a conclusion that
embryos (with a still undeveloped brain) lack (full) living status, and
that any plausible conception of death has to be applicable to any spe-
cies, hence also to those without a mental life.?

Notably, secular and religious opponents of brain-death criteria nev-
ertheless considered organ salvaging from the “dying” brain-dead pa-
tient to be permissible. They were ready to grant this exemption from
the prohibition to kill!*!!1*—basically, because they acknowledged brain
death to be “a point of no return” in dying.

Looking back, the arguments for and against a brain-based definition
of death already were remarkably complete, though not the specter of
conclusions finally to be drawn from them. Like today, whole-brain cri-
teria were advocated based on the loss of mental life or of self-
governance. Those who opted for the classic heartbeat criterion did so
out of opposition to both of those arguments or from fear of general
“inhumane consequences.”®

In particular, two minority positions found among those who advocate
the loss-of-mental-life argument today were not articulated in the 1960s.
The problem of patients in a persistent vegetative state was not much in
the air then, and that probably explains why nobody adopted an explicit
higher-brain definition of death and the associated criteria (which are
the coherent consequences of the pure loss-of-mental-life argument).
Nor did anybody argue for the hybrid position that is now some-
times called the “tutioristic” position. According to this position (which
I personally find most convincing), the only coherent, plausible, and
indeed sufficient justification for accepting a brain-death criterion is the
argument from total loss of any mental capacities, that is, loss of mind
and thereby of the mind-body integration due to the loss of one integra-
tion component. However, for this loss to be certain, complete, distinct,
and immediately diagnosable (an aspect considered psychologically
important), one has to, according to this intermediate position, play it
safe—by adopting a whole-brain rather than a higher-brain criterion.
This partially pragmatic position is, to be sure, held only by a small
minority of today’s participants in the brain-death controversy in
Germany.

The apparently unresolved dispute did not, however, prevent the ap-
plication of brain-death criteria in clinical practice. Shortly before the
German Surgical Society published its purely descriptive guidelines for
diagnosing whole-brain death in 1968, Der Spiegel had wisely noted:
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Physicians by themselves will hardly be able to answer the question . . .,
whether those who, being brain dead, can be kept functioning are still
humans, person-like beings . . . For the physician’s everyday practice,
this question [as to the status of brain death] is decided without official
backing. Not when they are in doubt [whether brain-death criteria are
met], but when they consider themselves on the “certain side,” they
stop the respirator as soon as brain death has occurred. Nonetheless,
without question, this does not eliminate the moral doubts.”

Undisputed Brain-Death Practice, 1968-1992

For 14 years after the publication of the German Surgical Society’s guide-
lines, brain death was more or less routinely accepted without question
in German intensive care units. Finally in 1982 the German Medical
Association published brain-death testing guidelines—again without
providing a supporting definition of death. These guidelines have been
supplemented twice.’®

The guidelines represent a middle position with regard to test re-
quirements: For patients with known primarily supratentorial brain dam-
age, clinical examination over 12 hours in adults, 24 hours in infants,
and 72 hours in newborns is considered sufficient without additional
technical testing. Obviously, the underlying justification is that in these
patients the cerebrum had already been damaged before the brainstem
ceased functioning. In contrast, in patients with primary brainstem dam-
age, a flat EEG over 30 minutes has been required as a confirmatory
test—though only since 1986.

Skepticism as to whether the brain dead are “really dead” was ex-
pressed from time to time in the media, mainly fueled by the fact that
many people do not think brain-dead patients look dead. Although I
know of no data indicating how widespread this skepticism was, it did
not prevent the vast majority—in 1990, 90 percent of relatives®*—from
giving substitute consent for organ donation. (This high figure reflects
a very selective practice of approaching relatives, leading to a low overall
donation rate.) In 1990, the Catholic and Protestant Church published
a common statement on the ethical acceptability of organ donation and
on accepting brain death as the death of human beings.'* I know of only
one group of German authors to publish critical analyses on the defi-
nition underlying brain death between 1970 and 1992.2°

In 1978, a first legislative attempt to regulate organ transplantation
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would, as a side effect, have legalized whole-brain death, and it did not
attract much attention at the time. The bill was defeated because of
unresolvable differences over explicit versus presumed consent requi-
rements. (Until October 1994, when a constitutional change granting
federal jurisdiction took effect, legislative authority for administrative
aspects of transplantation resided with the states; to achieve uniform
policy throughout the country, each state would have to adopt a model
draft or consent to a states’ contract authorizing federal legislation.)

Discontents since 1992

In the fall of 1992, problems with brain death gained widespread public
attention mainly as a result of the Erlanger case. The case involved a
young, brain-dead woman whose physicians tried unsuccessfully to main-
tain her pregnancy until fetal viability. While criticism focused on the
perceived instrumental use of the young woman by decidedly pro-life
physicians, others—whose views on sustaining her pregnancy varied—
questioned whether she was dead.

Since then, opposition to brain death has intensified. It started with
critical publications by single authors from various disciplines,?! and this
opposition became a real campaign in the spring of 1995 in response to
the drafting of transplant legislation that would legalize the longtime de
facto practice of accepting whole-brain death criteria. Passage of this
legislation in the fall of 1997, despite the harsh public opposition, sur-
prised many observers. The opposition included a group of more than
170 academic theologians, 100 physicians, and 5,000 other citizens who
formed the Berliner Initiative against brain death. The public had al-
ready reacted to the Erlanger case and presumably other scandals in
organ procurement (involving instances of illegal sale of corneas, trans-
fers of dying donors, and unfair preferential organ allocation) with a
considerable cutback in organ donation—from a 90% consent rate by
relatives in 1990 to a 69% rate in 1994.°

Both the German Medical Association’s Scientific Board and the
German Scientific Societies reacted to the growing skepticism on brain
death by publishing, for the first time, a justification of brain-death cri-
teria.?>?* The board insisted, without much argument, that a higher-brain
definition of death was both intellectually implausible and morally prob-
lematic. Such a definition would be “value-laden” rather than based
solely on “biological fact” (implying that this is not the case with a whole-
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brain definition) and, hence, would be subject to “dangers of abuse.”
The board also considered it problematic because it ignored the fact
that “self-governance” was still intact when the higher brain was de-
stroyed. The German Scientific Societies, in contrast, seems to adopt
only the loss-of-mental-life argument, although this seems open to inter-
pretation. The numerous theologians opposing brain death have not
(yet) made the churches officially retract their approval of brain death,
although support has been less forthcoming in recent formulations by
church representatives.

With few exceptions,>? those who write and talk in favor of brain
death adopt the “official” argument of loss of both mental life and self-
governance. Nobody argues for a higher-brain definition. And those few
who consider whole-brain death justified by the pragmatic hybrid posi-
tion described above might well spoil the political terrain for any brain-
death criteria for the price of what they consider intellectual coherence.
Those opposing whole-brain death advance an array of arguments for
returning to traditional heart-lung criteria.

This seems to be notably different from the Anglo-American situation,
where a return to heart-lung criteria is very rarely endorsed,? and where
proponents of higher-brain definitions see their impact as keeping op-
tions open or as stabilizing the acceptance of whole-brain death by en-
hancing its intellectual coherence. For most German authors, there is
no need even to explain why classifying permanently unconscious pa-
tients (or a subgroup of them) as dead is implausible and unacceptable.
Thus, only when a brain-based definition of death safely excludes a shift
to a higher-brain definition does it seem potentially acceptable to the
public.

In June 1995 and September 1996, federal health officials held public
hearings on brain death and the closely related question of consent for
organ donation. These issues are related because opponents of brain-
death criteria, claiming that the brain dead are dying donors, do not
accept proxy consent to organ procurement. Twenty “experts,” invited
by the political parties in Parliament according to whether their positions
on brain death seemed acceptable to the invitors, testified. Almost cer-
tainly unrepresentative of public opinion, exactly half of them-—from
medical, theological, philosophical, or professional care-giving back-
grounds—criticized the definition underlying brain death as erroneous
and dangerous. Opting for a return to the traditional cardiac criteria,
most of these opponents nevertheless considered organ salvaging from
the “dying brain dead” permissible by personal consent. Notably, quite
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a number of them claimed that removal even of unpaired organs would
not constitute killing because the process of salvaging the organ (e.g.,
maintaining the patient on a respirator) prolongs the donor’s life.®” 1
need not comment on the implausibility of this argument.

Among the arguments against brain death currently and repeatedly
endorsed in German writing, many are familiar from both the early
German and the current American debate. I consider some convincing:
(1) that despite repeated claims to the contrary,® brain death cannot
be said to be simply another criterion for death as it had always been
understood and defined; (2) that the argument from self-governance {(in
the German debate most diligently favored by Birnbacher)® is incoher-
ent because it grants brain-based vegetative governance an unjustified
primacy over both heartlung and spinal cord;*** (3) that brain death,
as commonly tested, does not necessarily imply complete loss of brain
functioning,®*** which represents yet another challenge to the self-
governance argument,

Other arguments seem especially prominent in Germany:

1. Some argue that we know too little about the mechanisms of dying
and should thus refrain from adopting, or at least legalizing, brain
death.®*% This is implausible because it assumes that something factual
remains to be detected in the process of dying that might be relevant to
the dispute. Morcover, the concern falsely presupposes the existence of
some objective “real” dividing line between life and death. This same
premise, by the way, is also held by some proponents of brain death,
who refer to “the insights of medicine, that man is dead after the func-
tioning of the entire brain has irreversibly ceased.”

2. Several opponents make claims along the lines of the statement
“whether and what man (in a coma) senses cannot be answered objec-
tively, because it asks for his subjective experience . . . Any identification
of the limits of what can be described scientifically with the limits of
reality is dubious.” What is surprising and implausible here is not the
skepticism, as such, but its specificity, If one questions the brain-
basedness of the mental, why not question its body-basedness altogether?
It seems, moreover, to be a strategy of the opponents of brain death to
blur the distinction between brain death and irreversible coma or the
vegetative state by subsuming them all under “coma”—intentionally re-
peating the Harvard committee’s early mistake.

3. A minority of those favoring a cardiopulmonary criterion of death
emphasize that brain-dead patients appear to be alive and cite the French
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philosopher Lévinas when they argue that all of ethics is derived from
the bodily experience of the other person.®

4. A core objection is the claim that brain death supports a reduc-
tionist view of human beings, even if one grants the concomitant loss of
mental functions. As stated by the Lutheran Bishop Huber, a brain-death
opponent: “The brain death definition, too, takes part in the anthro-
pological tradition that defines man essentially as res cogitans, A certain
conception of human consciousness and related self-governance be-
comes the decisive criterion of life.”* However, supporters of brain
death actually hold a holistic view because they conceive of human life
as requiring both the mind and body components and leave open
whether death requires the loss of one or both. Brain-death opponents,
on the other hand, might be said to have a holistic view only of death,
for which they require a loss of both components.

Nevertheless, this reductionist claim is at the heart of most current
secular and religious opposition to brain death, Brain death is seen as
supporting modern medicine’s tendency to instrumentalize humans.
And here, I think, lies one key to understanding the content, moral im-
petus, and surprisingly great public impact of the campaign against brain
death. I regard it as yet another chapter in the unfortunate story of
contemporary German “anti-bioethics.” Many people have extended
their hostility against specific positions—for example, permissiveness on
voluntary euthanasia, abortion, euthanasia for severely handicapped
newhorns—to bioethics in general.

This phenomenon, which is both unjustified and counterproductive
in terms of tackling bicethics’ many urgent problems, results from sev-
eral factors specific to Germany.

1. The recent history of atrocities by the Narzis and their abettors,
including the mass murder of mentally handicapped patients (imis-
labeled “euthanasia”) and the Nazi eugenics program.

2. The subsequent sensitivity to slippery-slope risks, resulting in op-
position among some parties to even the discussion of euthanasia.
As one example, the Australian philosopher Peter Singer was pro-
hibited from lecturing in the country because of his permissive
views on euthanasia of disabled neonates.®

3. Academic philosophers’ late interest in “applied” issues and their
relative lack of familiarity with modern pragmatist and utilitarian
or other consequentialist ethical theories. This has fostered both
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professional and public misconceptions of those approaches and
positions. Hence, pragmatic concerns tend to be seen as ethically
irrelevant. Not uncommonly, utilitarian is used as a synonym for
inhumane and discriminatory.

4. The absence of a patients’ rights movement challenging medical
paternalism, as existed in the United States in the 1970s. A tension
exists between, on the one hand, medical law and bioethics when-
ever it is autonomy-oriented and, on the other hand, the physi-
cians’ role as it is conceived and actually experienced by many.
Mistrust and confusion in both directions seem to be the inevitable
result,

5. A lack of public debate and systematic education on bioethics is-
sues, for reasons indicated above. Therefore, one-sided media cov-
erage or problematic slippery-slope prophecies enjoy undeserved
resonance with the public.

I believe that opposition to brain death reflects these German reali-
ties. To be sure, brain death deserves critical analysis and public concern.
Any definition of death is, within biological constraints, shaped by var-
ying social, psychological, and anthropological concerns. However, in
Germany, the controversy about brain death is to a considerable extent
misconceived as yet another utilitarian, technocratic (here: pro-
transplantation) discrimination against the weak (here: of the “dying”).
One example is the recent expert statement of Lutheran Bishop Wolf-
gang Huber, who finds an (evil) “ethics of interests” rather than an
“ethics of dignity” underlying the acceptance of brain death: “Within an
ethics of interests, disclaiming rights to life need not be justified; rather
their recognition needs justification. It can be justified only if an indi-
vidual has subjective interests in living and can articulate them. Thus
self-consciousness and communicability are presupposed . .. Ethicists
who argue like that . .. submit man to the disposition of other men. It
is precisely this claim to power that an ‘ethics of dignity’ opposes.”®
Another telling example is the statement of theologian Grewel in a
widely published legal journal:

By starting to legitimize organ transplantations via the concept of brain
death, medicine . . . has subscribed to a system that, under the name
of “bioethics,” propagates a utilitarian view of man . .. Not everyone
with a human face is a recognized and respected human anymore,
instead, respect for his human dignity and his right to life is tied to
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the precondition that he can prove certain minimum levels of func-
tionat ability and intactness, especially brain function (consciousness!},
as an entrance ticket.®

The false assumptions common to these voices and to many more are
that acceptance of brain death (1) relies on “wrong” factual or anthro-
pological premises and (2) is to be seen in continuity with other forms
of patient discrimination. I wonder whether, with regard to these posi-
tions, there is much to be learned from Germany. Fortunately, an un-
expected majority of German parliamentarians finally voted in favor of
the German Transplantation Act. This new law, which took effect in
December 1997, legalizes what had been clinical practice regarding
brain death.*! It remains to be seen whether and how the debate about
brain death has changed public attitudes.
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VI

Public Policy Considerations

IN THIS PART, Alta Charo and Dan Brock consider the possibilities and
problems of translating what has been a largely academic debate about
defining death into a public policy issue. Both consider how the public
might respond to the idea that death may not be an unambiguous bio-
logical category. Charo’s emphasis is on how the law and public policy
have dealt with other so-called biological facts such as gender, race, and
parenthood; she describes their relevance to attempts to redefine death.
Brock focuses on what the public would want to know or should know
about the ambiguities surrounding the determination of death.

Charo raises three critical points. First, in the world of public policy,
scientific “reality” is not as important as public perception. For example,
the law justifies distinctions based on the “enduring myth of a biological
basis for race,” although it lacks a sound biological justification.

Second, Charo argues that, while “biological facts” constrain legal
options, they do not determine the law. The public is willing to accept
law that “ignores or misconstrues biological facts in order to achieve
some public purpose.” She points out, for example, that laws treating
adoptive parents as if they were the biological parents are accepted be-
cause the public is willing to ignore biology if the law promotes an im-
portant public value that has few negative consequences and cannot be
promoted in other ways. It is unclear whether attempts to redefine death
meet this description.

Finally, Charo shows the limited applicability of sophisticated aca-
demic analysis to public policy. After examining the current public pol-
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icy regarding reproductive technology and the definition of the begin-
ning of human life, she concludes that public acceptance is more closely
tied to common sense and experience than to academic rigor.

Brock addresses a related issue: How much can and should the public
be involved in determining the definition of death? He argues that the
public should be informed about the social implications of various def-
initions of death and their relevant consequences. This requirement mir-
rors the “reasonable person” standard of informed consent—while all
information should be provided, if asked, the initial conversation should
concentrate on those topics a reasonable person (public) would want to
know. Brock believes this includes information about irreversibility, the
topic addressed by Lynn and Cranford in Chapter 6, but not whether
“pockets of cellular activity” are inconsistent with death, as raised by
Brody, Pallis, and Bernat in Part II.

Unfortunately, Brock’s conclusion, however reasonable, is based
merely upon intuition. As is revealed by Siminoff and Bloch in Chapter
10, there is little information about what the American public knows or
wants to know about defining death. Rix’s review of the public education
campagn in Denmark (Chap. 13) suggests that Danish citizens were in-
secure about the diagnosis of death, confused about the difference be-
tween persistent vegetative state and brain death, and unsure of how long
a heart could beat once the patient is declared brain dead.

Brock also claims that “public policy should be guided by the aim of
promoting the well-being and respecting the rights of the citizens subject
to that policy.” Although both democracy and moral theory lead to a
strong presumption in favor of the truth, one may sometimes be justified
in hiding nuances and disagreements regarding the definition of death
to avoid adverse effects on public policy. For example, Brock raises the
question of whether an open debate regarding the whole-brain versus
higher-brain definitions of death would have a negative effect on organ
donation by destroying the useful “fiction” that death is an “objective,
scientific determination in which there is no role for values.”

Even if we had data regarding this question, deciding when the con-
sequences are severe enough to preclude open discussion is likely to be
extremely difficult, if not impossible. First, while we blithely talk of “the
public” as an entity, it is unclear whether this is feasible in our diverse,
multicultural society. Second, imagine trying to determine when the con-
sequences are severe enough to justify “hiding or sidestepping the com-
plexities, ambiguities, uncertainties, and controversies in policy debates
about the definition of death.” How confident would one have to be that
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an open discussion would decrease public confidence? How can one
measure the effect of decreasing confidence, and how severe must the
consequences have to be to decide not to discuss this debate? Alterna-
tively, how does one assess the positive consequences of open discussion
or of deflating “fictions.”

Moreover, who decides whether to tell the truth or try to optimize
consequences? Academicians? Health care providers? Elected officials?
Can the decision whether or not and how to have a public discussion
predetermine the outcome? For example, proponents of the status quo
may discourage public debate while opponents push it. Charo and Brock
remind us that in this debate, unlike academic debates, cultural beliefs
and values may be more importent than intellectual coherence and
truth.
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Dusk, Dawn, and Defining Death

Legal Classifications and Biological Categories

R. Alta Charo, J.D.

THOSE WHO STRUGGLE with a definition of death or with identifying a
set of criteria for declaring death often feel compelled to make their
work consistent with known biological facts. Certainly, biology is a strong
determinant of legal classification schemes. Consistency between a law
and an underlying reality seems not only intellectually honest but also
necessary to ensure public acceptance of the new rules. But this is not
necessarily the case.

In many instances, the public has become comfortable with rules
based on treating people or things as if they tracked an underlying bio-
logical reality—what might be called legal fictions. This chapter reviews
legal categories that purport to represent biological phenomena, such
as life and death, kinship, race, and gender and briefly explains how the
law often ignores or misconstrues biological facts to achieve some public
purpose, such as administrative simplicity. Since choosing a legal defi-
nition of death entails deciding whether legal death should coincide with
biological death and since the biological definition of death is, like many
biological phenomena, inherently ambiguous, the effort to define death
would benefit from taking advantage of our experience in these other
public policy areas.
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Legal Fictions That Invoke a False
Biological Reality

The normative power of what is perceived to be an unshakeable biolog-
ical reality is brought home most forcefully when examining classifica-
tion systems that are actually political and cultural constructs but attain
persistent, unchallenged credibility because they are thought to be based
instead on physical reality. The biological determinism that underlay
many nineteenth-century notions of women’s capabilities and roles is
one example. Racial classifications are another.

Interestingly, racial classifications were first proposed by Carolus Lin-
naeus, author of the 1758 founding document of taxonomy, the Systema
Naturae, as terms that reflected not biological difference, but merely
geographic clustering. It was Johann Friedrich Blumenbach (1752-
1840}, a German anatomist and naturalist, who proposed a human tax-
onomy in which, while all peoples originated from a single common
man, some groups—“races”’—differed in characteristic ways from the
original aesthetic ideal. These races conveniently clustered geographi-
cally, which was explained by noting that the differences undoubtedly
arose due to adaptation to climate and diet as humans spread over the
globe. In this pregenetic era, it was believed that changes occurring in
one’s lifetime, such as darkening of skin in response to sunlight, could
eventually be passed on to children.!

Modern geneticists thought that examining the frequency of genetic
markers would yield a more precise accounting of these races; it did not.
On average, there is only 0.2 percent difference in genetic material be-
tween any two randomly chosen people. Further, when two random in-
dividuals are chosen and one examines only the material that differs
between them, on average only 6 percent of it will be associated with the
“race” to which the two people have been assigned. Another 9 percent
will be associated with the individuals’ respective nationalities (as a rough
proxy for geographically based reproductive clustering), and 85 percent
will not be associated with any variable in particular. In other words, to
the degree that individuals do differ genetically, racial classification will
correlate with only one-twelfth of the difference.®

Furthermore, the choice to classify people by color of eye, hair, and
skin, along with teeth, eye shape, and hair texture, was in part tautolog-
ical—these were the features that appeared to vary most in association
with geography—and responds primarily to the instinct to classify by
what can be seen. Classifications could as easily, and more cleanly, be
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made by blood type, antigen type, or fingerprint. Fingerprints tend to
feature loops, or whorls, or arches. Classifying humans this way would
yield a “loops” race consisting of most Europeans, sub-Saharan Africans,
and east Asians; a “whorls” race of Mongolians and Australian aborigines;
and an “arches” race of Khoisans, central Europeans, and others.® But
these groupings would not have coincided with the original geopolitical
bases for making racial classifications at all, and they would have under-
mined the notion of race by failing to accord with the pattern of trait
differentiation in facial features,

Nonetheless, there is an enduring myth of a biological basis for racial
classifications, and it is this myth that has strengthened the argu-
ments for a “natural” or “god-given” separation of humans. This has
been the basis for religious teachings and social policy for so long that
it is nearly impossible to penetrate pervasive misunderstanding with
actual facts. Indeed, even when we seem to be breaking through the
myth (e.g., by offering a box labeled “multiracial” for those who view
themselves or are viewed by others as having “mixed” parentage),
we nonetheless reinforce the notion that the parents, or grandparents,
were a “pure” white, or black, or yellow, or red. No such phenomenon
exists.

Although race undoubtedly exists as a social classification, some-
times welcomed, more often resented, it is hardly a biological distinc-
tion. Nonetheless, the race-based social classifications, which might
otherwise break down under the pressure of competing classifica-
tions based on geography, language, religion, wealth, or system of moral
philosophy, have endured by pointing to this faux-biology and pro-
claiming an objectivity and inevitability to eye/hair/skin color catego-
rizations.

The lesson for those tampering with culturally ingrained notions of
death is clear: the mere belief that there is a clear, unshakeable biolog-
ical definition can defeat generations of scholars who write about why
there is little that is clear, unshakeable, or unrelated to political or social
goals. Since biological realities are often mistaken for a divine or natural
blueprint of the social world, challenging what appears to be writ in
physiology will often be received with outrage, humor, incredulity, or
dismissiveness; rarely will it be received with comprehension and accep-
tance.
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Legal Fictions That Ignore Known
Biological Reality

Despite the normative power of biology, however, there are times when
law succeeds in creating rules that deliberately ignore that normative
power or even pretend that the underlying biological reality does not
exist at all. The blood ties between parent and child have almost myth-
ological significance in every culture, resulting in the creation of a grand
presumption, to wit, that all “real” families have one father and one
mother, each biologically related to the child. Indeed, the law—which
presumes that biological parents are entitled to be the rearing parents
of their offspring—reflects an often unexamined assumption that the
biological (i.e., natural) definition of family is one that is presumptively
better than any competing definition.* At times, however, substitute par-
ents are needed when biological linkages are missing or inconvenient.
Modern adoption is evidence of a strong social tradition that recognizes
the purely social and psychological dimensions of parenting.’

More importantly, adoption is an example of a global change in a
child’s status. Unlike the case of foster parenting, in which the original
parents retain a legally recognized tie to the child, although the foster
parents may now have some specific guardianship rights, in adoption
the law pretends that the original parents never existed. A new birth
certificate is issued, and the adoptee is legally treated for all purposes as
equivalent to the biological child. Some people may know that the adop-
tee is not related and may in their own minds make psychological dis-
tinctions between adoptees and biological offspring, but as far as the law
is concerned, this adoptee is indistinguishable from a related child. In a
sense, this is a legal fiction because it ignores an unambiguous biological
phenomenon—unrelatedness—to serve a public purpose.

What makes this interesting is that the phenomenon of giving paren-
tal rights and duties exclusively to one man and one woman is based on
the notion, mentioned above, that the biological family is not only the
norm, but normatively the best. By granting adoptive parents the same
rights and duties as biological families, the law extends to adoptive fam-
ilies—permitted for purely social purposes—the same credibility that it
extends to biological families, even though the justification of their “nat-
uralness” is entirely missing.®

This kind of legal fiction is well tolerated provided that it is necessary
to achieve a fairly compelling purpose, such as assuring that a child’s
best interests are considered. To sustain this tolerance, however, that
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public purpose may not be achieved at the expense of those whom bi-
ology would have indicated are entitled to parental status. The well-
publicized case of Baby Jessica illuminates this point.” Although adopted
as an infant, she was removed from her home at age four and returned
to her biological parents. Irregularities in the initial adoption had un-
fairly denied her biological mother the opportunity to revoke her con-
sent to the adoption and her genetic father the opportunity to rear her.
Despite widespread belief that it was in Jessica’s best interests to remain
with her adoptive family, the courts favored the biological parents be-
cause legal fictions cannot trump an unfair disregard for the entitle-
ments that law says nature endows to biological parents.

In the context of defining or declaring death, the adoption experi-
ence would seem to indicate that the public could tolerate definitions
and criteria clearly at odds with some underlying biological truth, pro-
vided that the purpose of denying reality is compelling; the fiction ac-
tually achieves this purpose; and affected parties are adequately pro-
tected from gross unfairness. One possible application of this lesson is
in the area of anencephalics; while neither defining such infants as dead
nor denying that most people and most biological definitions of death
would consider them alive, the law could treat them as if they were dead,
just as it treats adoptees as if they were born into their families, so long
as there is good cause and no perceived harm to the infant or others.

Legal Fictions That Ignore Unknown
Biological Reality

Law has historically viewed the definition of death as entirely a matter
of medical judgment beyond the purview of lawmakers. Instead, law has
concerned itself with using legal fictions to overcome the inability of
physicians to ascertain whether someone actually has died or, if he did,
at what time. The purpose of these efforts was not to determine whether
technologies should be employed to maintain some aspect of physiolog-
ical function, but rather to clear the administrative confusion created by
this indeterminacy.

One longstanding fiction concerns those who have disappeared for
many years. Such an absentee is either dead or alive, but no one knows
which. The number of these “living dead” in the United States has been
estimated at between 60,000 and 100,000, and they create a morass of
legal problems. May their spouses remarry? Should their heirs collect
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their estates? Should insurance claims be paid? In the past, those left
behind found their lives on indefinite hold as long as no proof of death
could be found, because common law had a presumption of continued
life. But common law evolved by changing that presumption. Thus,
nearly all U.S. states now presume a person dead after roughly 7 years
of absence and allow the survivors to move on with their lives, unless
someone makes a persuasive case that it is nonetheless likely the absentee
is alive.?

This presumption of death operates differently than do fictions em-
ployed in adoptions, where law ignores known biological reality to
achieve a compelling public purpose. Presumptions of death merely al-
low the law to infer from a particular kind of evidence—long absence—
that someone is dead. Having made that inference, the law then treats
the person as certainly, rather than only probably, dead. In a world of
odds, a presumption of fact allows law to achieve the kind of binary
clarity—alive versus dead—that it needs for the purposes of existing
rules. Knowing someone has a 60 percent chance of being dead is of no
use to the surviving spouse, who cannot get only 60 percent remarried.
In a world of odds, law accepts imperfect proof of a biological fact to
substitute for actual knowledge of the fact. Although this is just one
aspect of the generic problem of proof in law, it is also a form of fiction,
in that the law will now proceed as if there is no underlying doubt about
the accuracy of the declaration of death.

Like adoption fictions, however, public tolerance wears thin when the
presumption creates gross unfairness. In this setting, an erroneous dec-
laration of death would strip an absentee of his property, marital and
parental status, and citizenship. Thus, some civil law jurisdictions were
unwilling to adopt the common-law approach of “missing and presumed
dead,” even though—except in times of war®—absentees return more
frequently in fiction than in fact.!®!! Statutory rules that codified the
common law, however, balanced the admittedly devastating injury to a
wrongly declared absentee against the frequent and significant harm to
an absentee’s survivors and found that some reasonable provision for
reimbursing infrequently returning absentees for their lost property and
civil status would be an imperfect but nonetheless adequate response
overall.

Similarly, debates over the criteria for declaring death could acknowl-
edge the impossibility of perfect proof. Where reasonable criteria are
developed, akin to an absence of 7 years, then law could infer actual
death from criteria indicating highly probable death. Those meeting
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these criteria, like missing persons, would then be treated as if no doubt
exists as to their death. The challenge to this approach lies in the injury
caused by an erroneous declaration. Unlike the returning absentee, who
can at least be substantially compensated for the loss of property, the
person erroneously declared dead and then treated in such a manner as
to actually cause death will have no recourse. The policy debate for this
scenario, then, revolves around accurately identifying who is at risk of
an erroneous declaration (e.g., non-heart-heating organ donors who are
declared dead after 2 minutes of asystole}, how many such persons are
likely to exist, what actual harm they would suffer if killed rather than
maintained in that condition, and the costs to the many people whose
interests will be indefinitely ignored should society opt to define all such
persons with marginal life signs as fully “alive.”

A second area in which law creates presumptions of death concerns
the official time to be recorded as the moment of death. The issue takes
on importance in the case of accidents in which two people die so close
in time that it is impossible to tell which person died first. Should there
be an issue of inheritance between them, it is important to know which
person survived longer; if the survivor was an heir to the first person to
die, then property would flow from the first person to die to the survivor,
and thence to the survivor’s heirs. Since the two people may have had
different residuary heirs, figuring out which person died first would de-
termine which residuary heirs to the respective decedents would stand
to inherit the estates. In the absence of evidence of survivorship, how-
ever, the lack of certainty could lead to interminable delays in probating
the estates.

To facilitate the orderly transfer of property from owner to heir in
these cases, many states have enacted a simultaneous death statute. As
with absentees, the law creates a new presumption—here, that the peo-
ple died in the same instant—which will be the basis for distributing
property unless someone can prove that one of them probably survived
the other.'? Unlike the absentee presumption, hewever, this presump-
tion does not operate by taking a particular fact, such as absence of 7
years, and then declaring that this fact alone is enough to constitute
proof that a person is probably dead. Here, no best guess of the order
of deaths is made. Instead, a wholly new, and quite unlikely, version of
biological reality is adopted as presumptively true absent good evidence
to the contrary. In this sgnse, the simultaneous death statutes are cre-
ating presumptions of law, not simply setting forth permissible infer-
ences of fact from clues like extended absence.
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That these statutes represent presumptions of law rather than infer-
ences (or presumptions) of fact is made abundantly clear by the Uniform
Probate Code (UPC), which introduced a revised rule, in which persons
killed in a common accident are presumed to have died at the same
instant unless somecone proves that one of them probably survived at
least 120 hours longer than the other.'® Thus, under the UPC, where one
person is declared dead at the scene and the other arrives alive at the
emergency room but dies soon thereafter, property from the person
dead on the scene does not go to the person dead in the emergency
room and thence to the heirs of the person in the emergency room.
Instead, the heirs of both share the estates, as they would had these two
actually died simultaneously.

One reason such a presumption of law is tolerated is that the com-
peting interests are both socially constructed. The purpose for noting
the order of deaths is to facilitate invoking inheritance laws. Where de-
termining this fact is too unwieldy or where facilitating probate seems
substantively pointless, as between two persons who died so close in time
that no real use of property could be made by the survivor, the law simply
declines to use the general rule.

Indeed, the law need not have used the fiction of simultaneous death
at all—it could have been written simply to say that the order of deaths
does not apply when it cannot be determined or when to do so does not
further the purposes of probate law. But by pretending that the deaths
really were biologically simultaneous, there is no need to write myriad
special provisions throughout federal and state codes. Instead, existing
codes can be used, and the simultaneous times of death neatly plugged
into existing formulae. This is very much like adoption, where the legal
{albeit not psychological) fiction of kinship permits a global change in
the adoptee’s civil status, with no real harm to anyone caused by the legal
fiction.

For situations of persistent vegetative state (PVS), such presumptions
of law could be used to treat such patients as if they were dead. Whether
globally or simply for large areas of law, such as property ownership and
family, presumptions could be used where the PVS patient’s persistent
ownership and marital status can wreak havoc on others while bringing
no personal satisfaction. Using such presumptions only for certain areas
of law, like property and family law, is one tool for avoiding the most
controversial aspects of a general redefinition of death in the direction
of a higher-brain death model; since only family and property status are
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at issue, the presumption would not affect decisions concerning main-
tenance of physiological support, such as assisted nutrition and hydra-
tion, or organ removal.

Legal Fictions That Oversimplify
Biological Reality

Transitional states or intercategory states pose a perennial problem for
a legal system built around mutually exclusive categories. A person is
treated in law as male or female, for example, not both. But gender,
though a largely binary category, is not clear-cut. Many people exist in
a state dubbed intersex, and the law responds poorly to such outliers.
Other classifications, such as life and death, also appear binary but have
very fuzzy margins. The challenge for law, which is built around notions
of night and day, is to set rules for dusk and dawn.

Sex as a Nonexclusive Biological Category

Classifying people in law as male or female is undermined by a genuine
ambiguity in the biological definitions of sex, If someone exhibits breasts
and a vagina, does that make this person female? It does for most casual
observers, and biologists would certainly agree that these are the species-
typical characteristics of a female. But if she (he?) also has a2 Y chromo-
some, geneticists would call him (her?) male. How should the law classify
such a person?

The answer, not surprisingly, varies. The characterization of such a
person will depend on the purpose for which the characterization is
sought. For kinship, such a person will be characterized in accordance
with genetic make-up; thus, although a man undergoing a sex change
operation may be reclassified as “female” for the next census, he will not
go from “father” to “mother” of any genetic offspring. Provided that
there is a sensible relationship between the reason the information is
being sought, such as tracing biological lineage, and the choice of defi-
nitional criteria, such as chromosomal composition, these unusual cases
can be handled adequately, albeit awkwardly, by the law.

Where the interaction between purpose and classification is less clear,
however, a struggle can develop over how law ought to choose among
competing or blurred classification schemes. One example of this is the
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classification of athletes as men and women for the purpose of eligibility
in sex-segregated sports competitions, regardless of whether these ath-
letes have been raised to think of themselves as male or female.

Because of the obvious advantages in strength and size of most men
as compared to most women, it has long been accepted that the two
sexes should compete separately. But during the 1960s, women athletes
began harder physical training and, in some cases, the use of anabolic
steroids. Their increased strength and musculature led some to wonder
whether they were men masquerading as women. The concerns came to
a head when two Soviet sisters, Irina and Tamara Press, won six gold and
silver track and field medals in the 1960 and 1964 Olympics. Major sport-
ing organizations decided scon thereafter that all women should un-
dergo “gender verification” to prove their femininity.

Although techniques for gender testing have evolved over time to take
advantage of new technologies, athletic federations, as well as some phy-
sicians, say the testing is unreliable, unnecessary, and unfair to women,
who may be wrongly disqualified and ridiculed because of the results,
The first attempt at sex testing was in 1966, by the International Amateur
Athletic Federation (IAAF), which performed phenotypic testing by pa-
rading naked female athletes before a panel of male physicians. Criti-
cized as degrading, this was soon replaced by the International Olympic
Committee with the buccal smear test for the Barr body (X chromatin}.
The buccal smear is minimally invasive, is inoffensive, and gives rapid
results. It does not, however, detect women atypically virilized by such
conditions as congenital adrenal hyperplasia, although it does show the
chromosomal aberration (XY) of phenotypic women with testicular fem-
inization.'

At the Barcelona Games in 1992, the Barr test itself was replaced by
the polymerase chain reaction (PCR) test, which detects the presence of
the Y chromosome. The introduction of buccal sampling and PCR was
considered the crowning achievement in subtle, relatively noninvasive
testing.'® Unfortunately, Barr body testing is subject to error, and PCR
is so sensitive that even a small number of a male technician’s own shed-
ding skin cells can contaminate the sample; since 1968, 50 to 70 Olympic
athletes have been disqualified or have dropped out because of genetic
tests, though only 7 cases of “justifiable” exclusion were ever confirmed.
Although the IAAF stopped testing female athletes in 1992, after they
concluded that chromosome testing was inconclusive and scientifically
inaccurate in determining the sex of an athlete, it continues in other
sporting federations.’® The International Olympic Committee, reluctant
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to drop sex testing altogether, decided that the 1996 Adanta summer
games would feature only limited sex testing, using the original tech-
nique of genital examination, which is now viewed as less problematic
than either chromosome or PCR testing.!”

Sex testing, as flawed as it is, might be acceptable if it actually fur-
thered a clear and compelling policy goal. Unfortunately, it does not. Its
purported purpose, to level the playing field for women by having them
compete only against women, ignores the very real variation in genetic
coding for body type among ordinary women. Those who are born with
a strong predisposition to greater than average height, for example, will
have an advantage in some track and field events. And, undoubtedly,
some of these women will be at a physical advantage comparable to that
enjoyed by many men. Without clarity about the purpose of the sports
spectacle, the credibility of humiliating and often erroneous sex testing
will be undone, as little purpose seems to be served by resorting to such
a problematic practice.

Like those for declaring the sex of a person, criteria for declaring
death could be constructed to differ on a situation-specific basis. For
example, death could be defined as irreversible loss of higher-brain func-
tion for those purposes that can be substantively fulfilled only when a
person is sentient, such as marital status, but as loss of all brain function
for questions of medical maintenance of body functions. But such var-
ying criteria will only be tolerated if there is agreement that important
purposes are served by adopting criteria at all in a particular situation
and that the criteria chosen are neither too broad nor too narrow when
applied.

Life as a Transitional Category

It is perhaps no surprise that the field of reproductive law and policy is
drowning in several fundamental misconceptions: (1) that there is a sin-
gle, accepted biological answer to the question “When does human life
begin?” (2) that moral philosophy universally holds that human rights
attach to any human life; and (3) that law is obligated to hold that legal
rights attach to any entity that is biologically human and alive or that is
accepted by moral philosophy as the possessor of human rights.

Like the process of dying, the process of conception and birth has no
single demarcation between life and nonlife. Rather, living cells with
human genetic material begin multiplying and differentiating and finally
become physiological systems capable of sustained existence outside the
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uterine environment. This process of development offers many devel-
opmental markers, but none, in and of itself, satisfies the philosophical
and legal question of when society must (or even ought to) embrace the
entity as a full member of its community. Different cultures feel bound
to recognize the full range of human rights in such entities at times as
different as fertilization or 30 days after birth.

Nonetheless, American law has historically looked to biology to de-
termine the time at which to initiate legal standing. Live birth was long
the initial prerequisite for conferral of legal standing,'® since it provided
the simplest bright line rule and the most obvious time at which to rec-
ognize the existence of a new entity as a legal person.®®

As technology advanced, medical practiioners discovered that fetuses
became capable of independent integrated functioning in utero at the
so-called moment of viability. Consistent with a position that all human
bodies capable of independent integrated functioning (even if they cur-
rently were not, in fact, independent of the mother’s womb) receive legal
standing, the courts were forced to abandon the live birth rule because
the point at which the criteria for legal standing were satisfied preceded
birth. Starting with Bonbrest v. Kotz,® a flurry of cases were decided ap-
plying the new biological bright line, most often to confer legal standing
upon viable fetuses to sue (after birth) for prenatal injuries inflicted after
viability.®

Justice Blackmun’s opinion in Roe v. Wade appeared to settle the re-
maining issues concerning the legal standing of fetuses,” but closer ex-
amination reveals that it merely settled the status of a fetus vis-a-vis a
competing interest on the part of a woman to terminate her pregnancy.
The Court simplified this balancing process considerably when it de-
clared that, based on historical analysis, the Constitution and its amend-
ments were drafted without any thought that the word person would en-
compass fetuses.

The word person is used as a term of art in law to signify an entity
granted equal protection of the law. The term is not co-extensive with
the biological concept of “a live human”; corporations can be persons
while fetuses or antebellum slaves are not. But the intuition that legal
persons ought to be co-extensive with biological persons stems from the
larger intuition that the legal system ought to be co-extensive with phys-
ical reality.

Unfortunately, as with the case of gender, biology cannot neatly define
the term person. Although biology can define human or alive, it cannot
define personhood solely in terms of physical characteristics. For ex-
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ample, to define all living cells with a human genome—such as a fertil-
ized egg—as a person would also define every living cell in our skin,
kidneys, and other organs as a person as well. Thus, some philosophical
inquiry into the purpose for dividing live human cells as “persons” or
“nonpersons” is required in order to use available biological informa-
tion.

Applied to the area of death, the never-ending struggles over repro-
ductive policy demonstrate that public acceptance does not necessarily
follow from subtle solutions based on nuanced philosophical or legal
thinking. Indeed, the political strategies followed by the major camps in
the abortion wars are based on this observation. Public acceptance is far
easier to gain by urging people to focus on a single, simple, seemingly
self-evident truth: fetuses are human and alive, just like us, and therefore
should be treated just like us; or, if there is anything you own, it is your
own body, and no one’s body is available for others’ use, as if slavery had
not been abolished.

The fact that neither statement, in such bald terms, could withstand
the rigor of philosophical analysis is less important to public debate and
public acceptance than the fact that both statements are accessible to
common sense and common experience. When questioned closely, most
people in either camp would concede that there are exceptions and
gradations in the application of such views. But the point, for them, is
that these statements embody a strong presumption about the hierarchy
of values to be upheld in any particular situation where they are impli-
cated.?*2

For policymakers working on rules governing death, therefore, it is
essential to both acknowledge and discard the fact of the biological am-
biguity underlying the debates. This ambiguity, in practice, will be of far
less consequence than the identification of any simple rules that are
accessible to common sense and common experience.

Conclusion

Death is a phenomenon that is widely perceived as a physical event,
determined by biology and diagnosed by physicians or physiologists. Any
law that attempts to redefine death purely as a social construct is likely
to be rejected unless it follows one of two paths.

First, the law could remain grounded in biological and medical real-
ities, however imperfectly discovered, by matching legal categories to
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more refined physical categories, such as “psychologically dead,” “bodily
dead,” or “totally dead.” Legal rules governing situations ranging from
property transfer to withdrawal of entitlements to medical services could
then be written with reference to the particular aspect of death most
pertinent to the purpose of the rule. This has the advantage of using all
of the credibility that comes with adoption of classification schemes that
seem to be unchangeable and ordained. It renders law vulnerable, how-
ever, to poor fit between purpose and category should scientists discover
new ways to describe the various aspects of death.

A second path leads toward an open rejection of biological reality and
the use of a legal fiction. In this regime, certain kinds of deteriorating
states would be acknowledged as phases of life, but individuals in those
states would be treated as if they were dead. Accomplishing this requires
strong justification and detailed attention to both the benefit/burden
ratio and the procedures by which errors will be avoided or redressed.
A key advantage to this approach is its independence from evolution in
scientific thinking. A significant drawback, however, is that these fictions
are not likely to work on a categorical basis (e.g., pretending all PVS
patients are dead for all situations), since the benefits, burdens, and
errors will be situational. Instead, this approach will lead to a steady
stream of debates over which situations are worthy of such fictions and
why.

The present adoption of brain death into state law straddles these two
approaches and has an element of legal declaration of the “winning”
scientific theory. While this approach has succeeded at the legislative
level and has made organ procurement possible, it has failed to succeed
completely at the emotional level. This failure, in part, accounts for the
resistance encountered to expansion of the legal definition of death to
encompass other nonsentient states. If one’s goal is to expand the notion
of death, further tinkering with the law’s choice of definitions from
among competing scientific theories may not be successful.
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The Role of the Public in Public
Policy on the Definition of Death

Dan W. Brock, Ph.D.

WHAT sHOULD BE the role of the public in public policy regarding the
definition of death? In this chapter I explore related issues raised by this
question. How much of the complexity, uncertainty, ambiguity, and con-
troversy about the definition and determination of death does, or should,
the public want to understand? How much is the public able to under-
stand? How important is it that the public understand a public policy
like the definition of death and the basis for that policy? Is it better to
cause public controversy and confusion up front in order to build a
firmer foundation for public policy in the long run? Or is it instead better
to hide or sidestep controversy and confusion in order to achieve im-
portant policy goals in the short run?

There are no interesting general answers to these questions that
would be defensible for all policy questions in all circumstances. That is
not to say, however, that there are not general considerations, relevant
to other issues and other circumstances, that bear on these policy issues
of the definition of death in the current circumstances of the United
States. Even the correct characterization of the policy issue at stake here
is more complex than the “definition of death” suggests. At least to the
part of the public unfamiliar with this policy debate, the definition of
death might seem to be simply a scientific question, more specifically a



294 - Public Policy Considerations

question for biology, the science of life, to settle for us, and not even
properly considered an issue of public policy. Just as no one would take
the definition of a cell, or of metabolism, to be a question for public policy,
neither, it might seem, should be the definition of death, a biological
concept that applies to all living things. At least two considerations ex-
plain its place in public policy—the first shows why it is in part an eval-
uative issue, not simply a scientific matter, and the second shows why it
is an evaluative question properly settled by public policy, not individual
choice. The definition of death is an issue of public policy in which the
public has a significant stake, even if the biological meaning of the con-
cept constrains the policy options for it.

The definition of death is in part an evaluative issue, not simply a
scientific question, because in the case of humans it is controversial pre-
cisely to what kind of being the definition is supposed to apply—that it
is to apply to us, and to beings like us, is not enough. Some would apply
it to humans understood just as biological organisms; this application of
the definition will conform most closely to its use with other organisms.
Others, however, stress the application of the definition to Aumans and
look to the death or destruction of what is distinctively human about us.
Scientific investigation will tell us what features humans have and which
of these differ from the features of other living organisms, but what is
distinctively human is at least in part an evaluative question, not to be
settled by science alone. Those who focus on what is distinctively human
are typically interested in the features that they believe set us apart from
other creatures in valuable ways and that give humans special moral or
religious value or status. But these questions of moral or religious value
or status are both notoriously controversial and plainly not scientific;
what superficially appears to be a scientific question is in part an eval-
uative dispute about the kind of being whose death or ceasing to exist is
in question. Closely related (but not the same, since some distinctive
human traits may not be relevant to personhood) is the position that
what we should be concerned with is the death of persons; the concept
of a person is also a philosophical, and in part evaluative, concept, also
not to be specified by biological science alone. The destruction or ceas-
ing to exist of a person depends not only on the proper account of
personhood, but as well on the conditions for the maintenance of per-
sonal identity over time, also a subject with an extensive and complex
philosophical literature.

The second feature of the definition-of-death debate that makes it
properly a public policy issue, not merely a question for biological sci-
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ence or an evaluative question for individual choice, is that every mem-
ber of the public will at some point die, and the criteria for death that
a society adopts will determine for each of us the medically, socially, and
legally recognized point at which that happens. Nearly all of us also will
be affected by the consequences that follow a determination of the death
of others about whom we care. Both as a matter of social, historical, and
cultural practice and as a matter of law, a variety of social and legal
consequences are linked with an individual's death. Death signals the
time for the removal of remaining medical treatments, the time at which
organs can be taken for transplantation with the prior consent of the
deceased or the family (or both), the time for disposition of the body by
burial or cremation, the time for mourning, the time for the property
of the deceased to pass to inheritors, and so forth.

For many of these consequences, having a predictable, socially agreed
upon time at which they will occur—although we can question whether
the time of death is the appropriate time-——has important benefits. Dif-
ferent reasons will probably apply for linking each consequence with the
time of death. However deeply connected with the time of death any of
these medical, social, or legal consequences may in fact be, and however
hard it might be to disentangle them in practice, none has any necessary
connection to the time of death. But so long as they remain linked with
the determination of death, they make the definition of death and the
determination of the time of death important matters of public policy.
The public is not only in fact, or even inevitably, but also quite appro-
priately involved in the issue.

It is important to be clear, however, that, to the extent that the public’s
stake in the definition of death depends on these consequences being
linked to the time of death, that ground of the public stake could be at
least in part removed. For example, Arnold and Youngner have argued
that itis time to reexamine the so-called dead-donor rule, which requires
that organs not be harvested for transplantation before the donor has
died.! If the dead-donor rule is given up, then the public interest in
transplantation programs would no longer ground a public interest in
the definition of death.

Some of the other consequences of the determination of death, such
as burial and mourning, would be more difficult, perhaps impossible, to
detach from a determination of death, although the extent to which this
is so for any particular consequence is an empirical question. But I be-
lieve there is no necessary connection between death, at least a medical
or legal determination of death, and even such consequences as mourn-
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ing. Since death can be applied to different kinds of subjects—for ex-
ample, to human organisms, human beings, or persons, as distinguished
above—it would be possible for the law to mark the death of the human
organism or human being, while mourning followed the death of the
person. That this is not merely possible but in fact occurs is seen when
families of patients who enter a persistent vegetative state sometimes
mourn the loss of their family member, the death of the person their
family member was, even though that family member remains a live hu-
man beingin the eyes of medicine and the law. But so long as these various
social, legal, and medical consequences remain linked to the determi-
nation of death, they serve as important grounds for the public’s stake
in its definition. The issue of to what conditions these consequences of
death will be linked should not be left solely to scientific and medical
experts.

In the 1970s and early 1980s, the perceived need for change in the
criteria for the determination of death, as well as the need many see
today for additional changes, arose principally for two kinds of reasons.
One was that the use of new technological capacities within medicine
resulted in individuals whose entire brain had been destroyed, but who
were still living because their respiratory and circulatory functions were
being maintained by artificial means. This new phenomenon made un-
tenable the traditional criteria for death of irreversible loss of respiratory
and circulatory function, in significant part because of the linking of the
determination of death with these various social, legal, and medical con-
sequences. Despite the complete and irreversible loss of all brain func-
tion, treatment could not be removed without the family’s consent, bur-
ial and mourning could not begin, organs could not be taken for
transplantation, and so forth.

The second reason for the perceived need for change in the criteria
for the determination of death, then as now, was the sense among pro-
fessionals and the public alike that currently accepted standards do not
correctly mark the point at which the patient has “really” died. Two
decades ago, proponents of a whole-brain definition of death argued
that patients who had permanently lost all brain function were “really
dead,” despite the artificial maintenance of their circulatory and respi-
ratory function. Today, proponents of the so-called higher-brain defini-
tions of death maintain that the persons that patients like Karen Quinlan
and Nancy Cruzan once were, really died or ceased to exist at the point
at which they permanently lost all capacity for conscious experience. In
many cases, the families of such individuals also believe that their family
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member left them at that time, and only his or her body survives to be
artificially maintained by medical technology. Part of the complexity of
the policy issue arises from the need for the definition of death to respect
both factors appropriately: first, the complex social, legal, and medical
consequences that are linked to and follow death; second, the fact that
the meaning, and in turn time, of death is not solely a matter of conven-
tion, nor a technical term or determination of science, medicine, or law,
but instead is determined by a concept of death that is part of the every-
day usage of ordinary persons.

Acknowledging a public stake in the definition of death, however,
leaves open what aspects of its definition, and in particular what com-
plexities, ambiguities, or controversies about the criteria or tests for
death, the public does or should want to know about or understand. For
example, some critics of whole-brain criteria have argued that accepted
tests for determining when whole-brain criteria are satisfied are com-
patible with some continued brain activity at the cellular level and even
with some continued functional activity of the brain at the cellular level.?
Those who share the consensus on whole-brain criteria in effect agree
to disregard this cellular activity or function, to understand it as activity
but not function, or to consider it not a function relevant to the brain’s
integrative role in the functions of the organism as a whole which must
be completely lost for brain death to be present. Would the public care
about this complexity or ambiguity in whole-brain criteria for death if it
knew or learned of it? Should it care about it? I believe that the answer
to both questions is no, or at least not much, although that is not to say
the matter should be hidden from the public. Let me explain.

It is very doubtful whether the existence or not of any continued cel-
lular activity, in the brain or elsewhere in the organism, is part of the
common public understanding of death. Ordinary people who can read-
ily apply the concept of death to humans and other living things probably
have little understanding even of what a cell is, much less of what kind
of activity, functional or otherwise, it is capable of under various condi-
tions. If that is correct, then it is doubtful that their conception of death
includes any assumptions or beliefs about cellular activity or function in
the brain, or lack thereof. Learning that there can be pockets of cellular
activity or function remaining in the brain after death has been deter-
mined and declared, correctly according to currently accepted criteria
and tests, would be unlikely to cause them to withdraw or question their
belief that the individual is dead. If the public’s conception or under-
standing of death would change if they learned of this cellular activity,
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then professionals might plausibly have an obligation to help inform and
educate the public about it, but I doubt there would be any such change.

On the other hand, suppose the public were told that after death has
been correctly declared, according to the standards and procedures of
the Pittsburgh protocol, the individual’s brain function often remains
essentially intact and attempts to restore his or her cardiac and respira-
tory function might be successful.* Although no attempts will be made
to resuscitate the individual, quite properly in light of his or her wishes,
this news might well be disturbing because it is a part of the public,
common-sense understanding of the nature of death that it is irrever-
sible. Death as commonly conceived is the permanent loss of life of
the individual, the permanent ceasing to exist of the individual. Some
have argued that irreversibility is not part of the concept of death, but I
believe such arguments are best understood as revisionist proposals to
change the common understanding of death.* If the individual has truly
died, then life cannot be restored to the bodily remains of the individual.
But life could sometimes be restored to the individuals who satisfy the
Pittsburgh protocol for death, and this implies, more accurately, that life
has not yet been lost. Because cardiac and respiratory function could
sometimes be restored with most brain function still intact, the individual
has not died when he or she satisfies the Pittsburgh protocol for deter-
mining death.

It might be argued that the loss of cardiac and respiratory function is
in fact irreversible when death is declared under the Pittsburgh protocol,
because no medical attempt to restore it will be made.? It is not clear
that even this claim is well established, at least at the high level of cer-
tainty typically thought appropriate for a determination of death. There
are few firm data about spontaneous restoration of circulatory and res-
piratory function 2 minutes after they have ceased due to withdrawal of
life support. The common sense understanding of the irreversibility of
death is that it is not possible to restore the life or life functions of the
individual, not that they will not in fact be restored only because no
attempt will be made to do so.

What conditions make the loss of life functions irreversible is de-
pendent upon the state of available medical technology and skill in re-
storing cardiac and respiratory function. This means that an individual
who suffered cardiac or respiratory arrest at a time prior to development
of the ability to resuscitate some such patients would have properly been
declared dead, although he or she would not properly be considered
dead today until resuscitation had failed or sufficient time had elapsed
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to make certain that any attempt would fail. Moreover, if an individual
suffered cardiac or respiratory arrest in a location at which no means to
attempt resuscitation existed, that patient would properly be considered
dead once there was no meaningful chance of recovery of cardiac or
respiratory function. There is relativity within the notion of the irrevers-
ibility of death, but it is relativity dependent on whether it is possible to
restore life functions here and now, not on whether we choose to do so.
If an individual’s cardiac or respiratory arrest could likely be reversed by
resuscitation, the individual is not correctly determined to be, and
should not be pronounced, dead until sufficient time has passed to make
any resuscitation attempt certain to fail.

Admittedly, physicians and others often speak of a patient who has
just suffered cardiac arrest as having died but been brought back to life
or saved by a successful resuscitation. Physicians also sometimes talk to
patients in this way in the course of reaching a decision about the pa-
tient’s code status—for example, “If you should die because your heart
stops working, would you want us to try to save you by attempting to
restart your heart?” But if the patient truly has died, and I am right that
the conception of death is that it is irreversible, then no attempt to save
him or her can possibly succeed. Physicians and others often talk about
dying and death in confused and inconsistent ways, in both this and other
contexts, but we should not infer from that talk that the conception of
death does not include a condition of irreversibility.

My main purpose here, however, is not to elaborate or defend the
proper interpretation of the condition of irreversibility that applies to
death. One need only grant that the public’s conception of death, rightly
or wrongly, is that it is irreversible. If that is 50, then the public should,
and I believe would, want to understand the complexities, ambiguities,
uncertainties, and controversies concerning the irreversibility of death
under different criteria and tests for it. The more general point is that
some of the complexity, ambiguity, uncertainty, and controversy about
the definition and determination of death either directly concerns or
bears indirectly on significant features of the public’s conception of
death, while others do not. It is reasonable to believe that at least some
portions of the public would want to understand these complexities, am-
biguities, uncertainties, and controversies with regard to irreversibility,
but not with regard to pockets of brain activity or function at the cellular
level. This is not to say, however, that professionals would be justified in
deliberately withholding or distorting information on aspects of the de-
bate in which the public may reasonably not have an interest when it is
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sought by or provided to members of the public. I will return to this
issue later.

On other issues in the debate, it also seems reasonable to believe that
the public would want to understand some aspects of the controversy,
but not others. For example, in the controversy between proponents of
whole-brain versus higher-brain criteria, it is not beyond the capacity of
much of the public to understand what is probably the central point—
whether the irreversible loss of all capacity for any form of conscious
experience, a necessary condition for personhood on most views, is suf-
ficient to establish death, or whether all functions of the brain, including
functions of the brainstem, such as unassisted respiration or breathing,
must be irreversibly lost as well before death has occurred.

In one interpretation, the essential difference between these two views
is the nature of the entity whose death is in question—the person, for
which consciousness is necessary, or the functionally integrated biolog-
ical organism, for which other functions controlled by the brainstem,
such as respiration, are also necessary. If we take as given the linking of
death with the typical social, medical, and legal consequences that follow
its pronouncement, members of the public are capable of considering
and forming views on whether those consequences should follow from
the death of the person or from the death of the human biological or-
ganism. They are capable of understanding many of the issues, both
conceptual and pragmatic, in that debate, such as the greater difficulty
at this point in time in achieving a level of certainty that higher-brain
function, and so consciousness, has been permanently lost, comparable
to the level of certainty that can be achieved that all significant brain
function has been permanently lost.

Members of the public are capable as well of understanding and de-
ciding about the acceptability for policy of many of the implications of
the two definitions. For example, the higher-brain formulation seems to
imply that still breathing, heart beating, and warm bodies are ready for
burial or cremation, so long as death remains the triggering time for
this consequence. We should operate with a strong presumption that an
understanding of these points and others like them is within the grasp
of much of the public and of concern to at least part of it.

Here, as elsewhere, if the public has a stake and interest in this or
other aspects of the definition of death, that also extends to the fact that
professional disagreement exists on these aspects of the issue. The nature
and degree of professional disagreement is one factor, among others,
bearing on what is appropriate pubic policy on the issue.
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Consider another feature plausibly held to be a part of the common-
sense conception of death held by ordinary persons—that life and death
are a strict, nonoverlapping dichotomy, so that death must occur at a
precise point in time, even if that point is sometimes difficult to deter-
mine. In this view, any individual is at any point in time either alive or
dead; an individual cannot be both alive and dead, nor partially alive
and partially dead, at the same time, even if controversy remains about
the proper criterion for differentiating one state from the other. Linda
Emanuel has recently argued that there are common cases in which this
view is mistaken.® Dying is a process that takes place over time, an un-
controversial claim, but she argues also that death, understood as the
culmination of the process of dying or the loss of life, cannot be assigned
any distinct and unique point or time in this process. Let me quote one
of Emanuel’s examples:

Tracking declining vital signs. Janet was dying of liver failure. Her liver
failure led to a rapid decline in her kidney function. Despite appro-
priate therapies she was losing consciousness gradually and increas-
ingly. Two days ago she recognized her husband and pressed his hand
in response to his words. Yesterday she looked at him but without ob-
vious response. Since this morning she no longer opened her eyes and
responded only to deep pain. Tests indicated that she was getting
enough oxygen, but her blood pressure was dropping. Between the
toxic substances resulting from her liver and kidney failure and her
low blood pressure her higher brain cells were probably beginning to
lose their function. Her heartbeat was regular, as was her breathing
until a few hours ago. Gradually her breathing began to be deep and
sighing within longer and longer intervals. Next her heart rhythm be-
came irregular and then extremely slow. Then her blood pressure be-
came undetectable by a regular blood pressure cuff. Her breathing
slowed to twice a minute or so, suggesting that her brain stem was also
losing ground. She was still warm. Her pupils became wide and did not
respord to light. Her heart was still going at about twenty a minute,
but with inereasing intervals, Then her breathing seemed to stop—she
would breathe once and stop again. Her heart monitor began to show
an almost flat line, with every so often an electrical complex. Then,
seemingly from the middle of nowhere, a deep sigh. Her heart com-
plexes carried on, just one every so often, until none was seen for so
long that all stopped looking.

Emanuel seems correct that it is arbitrary to assume there must be a
correct, precise time at which Janet died. Instead, the description we are



302 - Public Policy Considerations

given is of a progressive ebbing and loss of not just the signs of life, but
of life itself. If we must, for some medical, social, or legal purposes, pick
a precise time at which she died we could do so, but we would be aware
of needing to pick a time for these further purposes, as opposed to
identifying the precise time that marks a biological or ontological di-
chotomy between life and death. Suppose that Emanuel is correct that
cases like this reveal a deep difficulty in our understanding of death and
challenge a fundamental feature of the traditional Western view. Eman-
uel employs this case as part of an argument for recognizing a bounded
zone within which individuals or their surrogates could pick the standard
for determining when death occurs, but 1 do not wish to pursue her
policy proposal here. Rather, T use it to show how a fundamental and
complex difficulty for the conventional view can be understood by the
public—]Janet’s husband and the hospital chaplain were present and had
firsthand experience and understanding of the ambiguity in applying the
traditional conception of death to Janet’s death. The more general point
again is that some aspects of the definition of death and of the complex
medical and legal criteria and tests for it are part of the public’s under-
standing of death’s definition and determination, and others are not. We
can expect the public to be able, and to have reason to want, to under-
stand the former aspects, but not necessarily all of the latter.

I want to turn now to the question of how important it is that the
public understand a public policy like the definition of death and the
basis of it, on the assumption that much of the public is usually capable
of understanding at least many of the issues concerning that policy. Ed-
itors of this volume posed to me the question of whether it is better to
cause public controversy and confusion up front in order to build a
firmer foundation for public policy in the long run, or instead better to
hide or sidestep controversy and contusion in order to achieve important
policy goals in the short run.

In an article some years ago I characterized this choice as between
truth or consequences.” A too-easy answer to this question, one to which
academics especially may be too readily prone, is to insist that in public
policy, just as in research or scholarship, we should never deviate from
a full and complete account of the truth as best we understand it, with
all of its complexities, uncertainties, controversies, and ambiguities. But
I argued in that earlier article that this seriously confuses two funda-
mentally different activities that quite properly have different goals. Let
us grant that the goals of research and scholarship do and should center
on an unqualified and unconstrained search for the truth, wherever it
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leads and without concern for the consequences of that search, though
even there I believe some qualifications are necessary. But public policy,
which by its very nature has important effects on the lives of large num-
bers of real people, is not and should not be understood as sharing truth
secking as its only or even most fundamental aim. Public policy should
be guided by the aim of promoting the well-being and respecting the
rights of the citizens subject to that policy. This means that on some
occasions the likely effects on the well-being and rights of the public of
exposing the full complexity, ambiguity, uncertainty, and controversy
surrounding a particular public policy could be sufficiently adverse and
serious to justify not exposing them and presenting the issue in mislead-
ing or oversimplified terms instead.

This is not to say, however, that hiding or sidestepping the complex
and controversial full truth is always, or even usually, justified when pub-
lic policy is at stake and the best policy consequences appear to be pro-
moted by doing so. For many reasons, there should be a very strong
presumption in a democracy in favor of seeking public understanding
of any important public policy and the basis for that policy. First, and
most obviously, there is the moral precept forbidding lying and requiring
truthfulness in our relations with others; morality does not forbid lying
and deception no matter what the consequences, but it does place a high
presumption in favor of truthfulness. Second, from a political perspec-
tive, the core idea of democracy, self-rule by citizens, requires direct, or
at least indirect, informed participation by the public in the formation
of policy, which is not possible without public understanding of policy
issues. Third, theoretical concerns based in democratic theory are
strongly reinforced by pragmatic concerns about the likelihood of abuse
of a self-bestowed authority to policymakers to mislead the public when
they perceive the stakes in terms of policy outcomes to be high enough.

When policymakers believe the public does not, need not, and cannot
understand the policies they institute and carry out, nor the reasons for
those polices, an arrogant elitism is often produced or reinforced in the
policymakers, together with a contempt for the supposedly ignorant pub-
lic that is deeply corrosive of democratic ideals and institutions. It con-
tributes to undemocratic beliefs on the part of policymakers that public
policy should be determined by well-informed and expert policymakers
(i.e., themselves) and need not be responsive to the desires, beliefs, and
values of an uninformed public, at least to the extent that the public can
be kept in the dark or successfully misied regarding policy. Attitudes on
the part of policymakers that the public is to be manipulated in the
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service of desirable public policy, instead of brought into a common
process of democratic deliberation, reinforce the worrisome cynicism of
the public toward government and politicians that is so deep and per-
vasive in the United States today.

The complexity of truth-or-consequences choices is that, on the one
hand, we cannot plausibly insist always on the full truth, with all its com-
plexity, ambiguity, and controversy, come what may and at the expense
of important policy consequences and goals, but, on the other hand, we.
have strong reasons based in morality, democratic theory, and pragmatic
concerns about abuse in support of a very strong presumption in favor
of truth even at significant cost to our policy goals. No general answer
can be given to truth-or-consequences choices that will hold for all cases.
In any particular instance of this choice, we must instead weigh the policy
gains against the moral and political risks, and how that balances out will
often be empirically uncertain and morally controversial.

I will give two examples from the definition-of-death debate of what
1 have called truth-or-consequences choices. Earlier I cited the following
medical, social, and legal consequences tied to the definition and deter-
mination of death: death signals the time for the removal of any medical
treatments the deceased is still receiving, the time at which organs can
be taken for transplantation with the prior consent of the deceased or
the consent of the family, the time for disposition of the body by burial
or cremation, the time for mourning by those who knew and loved the
deceased, and the time for the property of the deceased to pass to in-
heritors. It will be better policy consequences in terms of these policy
outcomes, and no doubt others as well that I have not mentioned, that
might justify hiding or sidestepping the complexities, ambiguities, un-
certainties, and controversies in policy debates about the definition of
death.

My first example of a truth-or-consequences choice is raised by Robert
Burt in his summary essay for this volume (Chap. 20), where he argues
that there are two incoherences identified in this book that are worth
preserving: “The first is the proposition that death is a singular deter-
minative event rather than a process that unfolds over time. The second
is the proposition that the moment of death is an objective, technolog-
ically determinable issue for which human value choices are irrelevant.”
These propositions are not unrelated for, if the first is false, that suggests
that we have a choice of times at which persons might be declared dead,
to which social policy concerns might then be relevant. Burt argues that
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there are reasons for maintaining public confidence in these beliefs,
despite his apparent agreement that they are intellectually indefensible.
Regarding the first proposition, he argues from his own experience with
a person close to him that, although a person may undergo “a kind of
progressive brain death” in diseases like Alzheimer’s dementia, the de-
finitive, “at a moment” death that followed facilitated important individ-
ual and social processes such as grieving, a funeral, and burial. The in-
tellectual incoherence was outweighed by the “emotional coherence” of
death that occurs at a discrete moment in time.

My point is not whether Burt is correct or mistaken about the impor-
tance of the emotional and social roles played by the death ata-moment
fiction—as he himself notes, we lack the data to be confident about how
widespread the phenomenon is to which he points us, and a full assess-
ment of the fiction’s other effects would be necessary. My more limited
point is that he is correct to urge that the policy debate properly should
consider not simply the intellectual defensibility or coherence of the
death at-a-moment view, but the broader emotional and social roles
played by that view. If the benefits from the emotional and social roles
played by the death ata-moment fiction are important enough for
enough people, they could justify not trying to unmask and remove the
fiction from public policy, but instead leaving it in place. The point on
which I am in full agreement with Burt is that the policy issue cannot be
properly settled simply by scttling the intellectual issue of whether the
death at-a-moment position is or is not a fiction.

My second example of a truth-or-consequences choice concerns the
movement two decades ago to add the whole-brain concept of death to
the traditional heart/lung concept, together with the contemporary de-
bate now between proponents of whole-brain and higher-brain concep-
tions. In the earlier debate, it is widely believed that an important mo-
tivation for adding the concept of brain death to the traditional heart/
lung conception was to increase the supply of organs for transplant. That
is also one reason sometimes offered today for moving to a higher-brain
conception, for example, to allow harvesting organs from anencephalic
newborns. In the current debate, I share Burt’s skepticism about whether
moving to the higher-brain standard would significantly increase the sup-
ply of organs for transplant, but once again I agree with him that this
consideration is relevant for the policy choice. But using a potential
increase in organ supply as a reason for adopting a new definition of
death threatens Burt’s second useful fiction that the determination of
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death is an objective, scientific determination in which there is no role
for values or policy consequences.

My guess is that the public for the most part believes this fiction and
that it may be important in reassuring the public that medicine is not in
the business of gerrymandering the determination of death even for
worthwhile goals like increasing the supply of organs for transplant. Eras-
ing that fiction has the potential to erode public confidence in the med-
ical profession in general and in organ transplantation in particular, by
playing into broader and increasing public concerns that physicians’
commitments to their patients have weakened in the service of other
goals, some worthy, like transplantation, and others less worthy, like
maintaining their incomes within managed care settings. Even if a
change to the higher-brain conception would increase the supply of or-
gans for transplantation, if it erodes Burt’s second useful fiction it might
not be worth the risk to the fragile public confidence and trust in phy-
sicians’ commitments to the interests of their patients.

By way of conclusion, let me emphasize that my purpose in discussing
Burt’s two useful fictions has not been to defend or reject his claims
about their usefulness; my point is only that their usefulness or conse-
quences, not just their truth, is relevant to whether we should attempt
to preserve or undermine them. No general answer to all truth or con-
sequences choices is defensible; they must be made on a case-by-case
basis. I have argued that there is a strong presumption for involving the
public in a public policy that affects them as profoundly as the definition
and determination of death. But even when that presumption stands,
there are aspects of that policy debate, including its complexities, am-
biguities, and controversies, with which the public is and should be con-
cerned, because they touch on the public’s understanding of the defi-
nition and determination of death, and other aspects that do not do so
and so need not be matters of public concern.
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VII

The Future of Death

IN THIS FINAL section, Steve Miles, H. Tristram Engelhardt, and Robert
Burt cach provide an overview of the current controversies in defining
death with an eye toward the future. Miles welcomes the emerging con-
troversy about death because it underscores the sociocultural dimension
and frees our perspective from the “reductionistic scientific hegemony”
of brain death. Echoing the proposals of Veatch, Fost, and Brody, he
emphasizes two public policy alternatives. The first is to give individuals
a choice from “a socially acceptable menu of definitions of death”; the
second is to decouple death from various perimortal acts. He leans to-
ward the latter alternative.

Engelhardt decries a “consensus that will not quite take place” in our
postmodern world and pushes for what he sees as a preferable alterna-
tive: that the state stop “interfering with individuals who possess diverse
moral visions in different moral communities when they peaceably pur-
sue their own understandings of life and death.” And what is the glue
that could keep such a society from coming apart in conflict and intol-
erance? Engelhardt suggests it is the market. Individuals could realize
their moral visions through tax surcharges or rebates, depending on the
costs of their choices.

Although Robert Burt acknowledges that the traditional, simpler view
of death is fraught with logical and technical inconsistencies, he is less
sanguine than Miles and Engelhardt about relinquishing it. Concerned
about fomenting anger among those with little tolerance for relativism
and choice in the matter of when one is dead, his prognosis for the
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postmodern world is guarded. He suggests that, instead of tinkering with
the definition of death, we allow individual choice in an arena where we
have already gained a fair degree of social consensus: controlling when
people die by the degree to which we limit life-sustaining treatment.
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Death in a Technological and
Pluralistic Culture

Steven Miles, M.D.

Death . . . can be demonstrated either on the traditional grounds of irre-
versible cessation of heart and lung function or on the basis of irreversible
loss of all function of the entire brain.

—President’s Commission, 1981!

The physician can only describe the physiological state which he observes;
whether the patient meeting that description is alive or dead; whether the
human organism in that physiological state is to be treated as a living
person or as a corpse, is an ethical and legal question. The determination
of the time of death. . . . is essentially a theological and moral problem, not
a medical or scientific one.

—Rabbi J. D. Bleich?

The irresistible utilitarian appeal of organ transplantation has us hell
bent on increasing the donor pool . . . From fetal tissue transplants to non-
heart-beating cadaver donors and beyond, these practices will inevitably
pit our insatiable longing for better health and longer life against our deep
seated notions of the sacred and profane.

—Arnold and Youngner®

IT 1s 1RONIC that so soon after the medical and legal legitimization of
the concept of brain death, whole-brain criteria for death seem to be
disintegrating—mneurobiologically, clinically, and socially. This is due not
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to any single change in neuroscience, clinical practice, or social climate
but to changes in all of these domains.

—Neuroscience is finding that consciousness is not, as had been
thought, anatomically grounded exclusively in the neocortex. Con-
sciousness requires neocortical activation by lower brain structures,
although there is no clear understanding of the status of conscious-
ness when the activation of the neocortex is destroyed but neocor-
tical activity remnains, as evidenced by neurophysiological studies.
This finding challenges the simplistic distinction that had been
made between whole-brain death and higher-brain death. It raises
the possibility that the state of unconsciousness called persistent
vegetative state is the highest form of locked-in state in which the
cranial nerve communication that remains possible {(e.g., as eye
blinking) when the brainstem is intact is lost because the neocortex
is completely isolated. In addition, the ability to detect cerebral
metabolic activity raises (like an earlier debate about how high to
amplify sensitivity to ascertain that an electroencephalogram is
flat)* new controversies about the relevance and thresholds for de-
termining loss of whole-brain function: Is it clinical loss, loss of
brain-mediated electrical or neurohumoral feedback activity, or
loss of detectable cellular metabolism?®®

—Clinically, surgeons are taking organs from non-heart-beating do-
nors whose cerebral or cardiac functions are not technically beyond
resuscitation. If, as the surgeons claim, these are “dead” donors
because there is no intent to resuscitate, the definition of death has
been liberalized.?#

—Socially, at the urging of minority religious groups initially, laws and
hospitals are accommodating families who reject whole-brain eri-
teria in favor of the traditional cardiac criteria and are continuing
life support for the brain dead.®

To some, the deconstruction of whole-brain death is a worrisome re-
gression. The use of non-heart-beating donors reflects a worrisome util-
itarianism or even a profane cannibalism driven by undisciplined sur-
geons and the idolatry of money, which sacrifices humans for the rewards
of organ transplants.!®!! Families that insist on life support for brain-
dead bodies reflect a lay culture that does not understand science or
properly respect medical knowledge or the physician’s authority to de-
termine when death has occurred.
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To others, and I am among them, the reopening of the debate about
defining death and its consequences for perimortal care properly ac-
knowledges the cultural basis for viewing the declaration of death as a
threefold passage. Socially, a dying citizen goes from civic duties and
protections to noncitizenship. Personally, death is the transition to an-
cestor or to soul. Biologically, an organism becomes disintegrating ele-
ments. By insisting that one scientific test or medical moment—partic-
ularly one drawn with the technological stylus of the Harvard criteria—is
the one way to mark these three transitions, our society consolidates and
impoverishes the most momentous passage in our personal and cultural
life and closes the most heartfelt discussion in history.

Whole-brain death as death was an act of reductionistic scientific he-
gemony. No one should be surprised at—indeed, we should celebrate—
the reopening of the discussion. In lay culture and in conversations be-
tween ICU workers and family, brain death is often seen as a sign of
mortal illness, not a definition of death, as a vital organ failure, whose
mortal consequence is confirmed by ensuing cardiac arrest.

The chapters in this book address diverse issues and present some-
times conflicting views. Even so, conflicting views about principles need
not lead to irreconcilable differences in recommendations for public
policy. This chapter considers where broadest support might be most
readily found for new public policies about death and perimortal medical
care.

Possible Consensus Points

Widespread agreement exists on several key points.

1. Death occurs in the course of a continuous, individual, heterogeneous pro-
cess of dying. Neurobiology does not require the premise, or support a
claim, that death is instantaneous and that a moment of death can be
biologically determined. Biological processes and organ systems shut
down over time in individualized sequences. There is no scientific or
logical reason why the profound difference between the biological or
social status of being alive or dead must, as Bernat maintains in Chapter
4, argue for biological dying as a universally identical, instantaneous
event as opposed to a process. All definitions focused on the central
nervous system will require arbitrary line drawing.®

2. Different clinical and familial observers will view, detect, and interpret the
clinical signs and advent of death in varying ways. Aside from catastrophic
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trauma, it will often be impossible to scientifically determine or reach
universal agreement on a biological event or moment when the transi-
tion from life to death occurs, even if consensus can be reached about
when death is confirmed as having taken place in the past. In the normal
case of a slow death from a fatal disease, there is no reason to believe
that family and medical observers, with their own values, psychological
willingness, concepts, criteria, or tests for death, will simultancously con-
clude when death occurs, Family may or not be persuaded by neurolog-
ical or technological exams in confirming the fact or defining the time
of death. Clinicians may not comprehend the “truth” in family state-
ments that “grandma has died” when she is technically alive on multi-
system life support. Grieving or mourning may precede brain death by
hours or even months.

Human death is understood, defined, and declared in cultural frames
with diverse understandings of the value and definition of persons, com-
munities, and transcendent obligations. Cultures are inherently conser-
vative in that they are transmitted; ours is also liberal in that the tradition
that is passed along permits a range of reasonable or sensible choices.
Several authors in this volume, including Campbell, Lynn and Cranford,
and Englehardt, note how the value commitments and world views of
patients, their loved ones, and their communities variously interpret the
moment of death. Accordingly, a pluralistic culture that respects both
enlightenment and religious traditions should accommodate various cul-
tural views.

A precise moment or technological criteria may be needed or feasible
only in some special forensic or organ donation circumstances; in most
cases, they are unnecessary. Even when needed, the societal function-—
not the biological process of dying—should determine the relevant role
of such criteria. In most cases, a uniform, precise technological moment
or criteria for death are not necessary. Less time-critical public policies
create more room for a lay-professional accommodation than does an
imposed single biclogical moment of death.

The fact that people differ on whether a patient is dead and the fact
that death occurs in the course of a very subtle process should not imply
that dying persons pass through an intermediate state between being
alive and being dead. It would be very difficult to define a new kind of
personal existence and the rights of a person-corpse in this state. It would
be easier to recognize a legitimately disputed territory during the course
of dying for which public policy defines rules for assigning authority to
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engaged parties to assert the death status of a person. This could accom-
modate competing claims about dying and death. The permitted area
of this disputed territory might range from a whole-brain-dead girl who
“lives” at home on a respirator with her parents to a patient who has
declined resuscitation and life support and who surgeons declare dead
after 2 minutes of asystole (as in the Pittsburgh protocol), although many
people argue that the patient is not dead.

Public Policy Perspectives

A public policy that offers only medical definitions of death or that only
authorizes physicians to note that death has occurred will not easily ac-
commodate the range of secular or religious definitions of death.
Though American society is a liberal and pluralistic society, its public
policy incorrectly presumes a cultural consensus about (1) the definition
of death by its component cultures, (2) the authority of the medical
profession in declaring death, and (3) the normative sequencing of peri-
mortal rituals (e.g., mourning, organ donation, and ending filial obli-
gations).

Instead, to reflect American pluralism, public policy should foster
orderly tolerance of diverse definitions of death or diverse ways of relat-
ing perimortal medical treatment to organ donation or removal of life
support. It must also decide the scope of accomodation for minorities
that reject brain death in favor of a stringent cardiopulmonary definition
of death (e.g., some Orthodox Jews), including policies toward health
care and payment through public and private health insurance that is
paid for largely by persons who do not share those views. Similarly, the
scope of leeway for persons who might want to authorize organ donation
by a family member who is in a PVS or demented or has anencephaly
must also be determined.

A cultured understanding of death suggests that public policy for con-
troversial choices in perimortal health care may take one of two broad
approaches.

1. It could explicitly offer individuals a choice from a menu of socially ac-
ceptable definitions of death, as Veatch and Englehardt propose in this vol-
ume. For example, the value choice that a loved one is “dead” in the
condition of PVS would permit that person to be an organ donor without
the family regarding organ procurement as a form of killing. (There is
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a fascinating problem of how to make people conscientiously declare
their definition of death in advance and accommodate change while
protecting against arbitrary changes in selection to secure permission
for non-patientcentered actions—Ilike a surviving widower who suddenly
decides that PVS is death when a new marital prospect is available.)

This approach would require an immense and confusing redesign of
public policy and public education about how to shift from a unitary
concept of death. Experience with advance directives suggests that few
people would undertake this task and that fewer would understand the
implications of their choice. The proposal that people might be able to
“buy” different definitions of death on their insurance would have pow-
erful symbolic meaning and would probably be seen not as a choice but
as an implicit threat. This option could be especially socially divisive in
that it would impose secular liberalism on all cultural traditions, forcing
people not merely to choose what is death but to embrace the idea that
their choice about this ultimate profundity was just a choice. Finally, the
radical step of creating a menu of death options is unnecessary to ad-
dress the problems that the second option, decoupling, could handle
equally well.

2. It could decouple a variely of perimortal medical acts from a declaration of
death. This would take the socially controversial step of dropping the
dead-donor rule, but would not make multiple definitions of death or
create intermediate states between life and death. Decoupling declara-
tions of death from various kinds of perimortal health care would not
force moral communities to reconcile incompatible definitions of life
and death, but would ask them to tolerate a broader variety of prefer-
ences by, or perhaps on behalf of, living persons. It would not require
that new forms of perimortal care be preceded by declaring that the
spiritual mystery of death itself was one choice among a legally codified
and medically defined set.

Fundamentally, most social policies based on “decoupling” would at-
tempt to use the highly regarded and broadly applicable principle of
respect for autonomy in decisions to refuse life support by conscious
persons or on behalf of decisionally impaired persons, or to donate or-
gans, or perhaps to commit assisted suicide or voluntary euthanasia. Fost
and Brody in their chapters in this volume support some variant of this
position. Additional work is needed on the policy options for decoupling
a variety of end-of-life health care practices from the definition of death.

An alternate policy option is to continue the current practice of using
whole-brain death as a legal definition of death; it is a useful concept
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for resolving forensic problems and for permitting the discontinuation
of life support and organ procurement. Exceptions can be made—such
as the statutory provision in New Jersey—to accommodate those who do
not accept brain death as death.

Redefining brain death to mean complete loss of all detectable ce-
rebral metabolic function in light of recent evidence of some enduring
brain activity would be expensive, impractical at many centers, and un-
necessary, given that no survivors from more lax criteria are seen. Most
clinicians recognize a spectrum of less than total, but still invariably le-
thal, losses of the brain’s integrative functioning. A national consensus
conference should consider the implication for brain death of recent
findings in neuroscience that consciousness depends on cerebral acti-
vation by the brainstem. It should review whether it is possible or desir-
able to amend brain death to articulate clinically practical cost-effective
neurological criteria of death with the same uses as the current ones. It
should retain the concept of brain death rather than add a confusing
new term, such as brainstem death. Even if brainstem-based definitions of
central nervous system death can be developed, they will not, any more
than whole-brain death, resolve the cultural debate about the role of
brain criteria in defining death.

Return to a policy that recognizes that death has occurred only when
there is irreversible asystole is not widely desired and would serve no
useful purpose. Brain death has been useful. In the intensive care unit,
it facilitated two goals: It provided legal permission for harvesting or-
gans, and it helped some medical staff and family recognize death when
a respirator prevented the use of cardiopulmonary criteria for declaring
death. This neatly permitted the withdrawal of life support without that
act constituting killing. The recent interest in new definitions of death
is partly an effort to create a rationale so that new forms of perimortal
medical care are not censured as killing.
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Redefining Death

The Mirage of Consensus

H. Tristram Engelhardt Jr., Ph.D., M.D.

To APPRECIATE THE chapters included in this volume, one cannot sim-
ply attend to their arguments. One must place them within the frame-
work of our controversies, with our failure to reach a consensus in this
area. The cultural, religious, philosophical, and public policy controver-
sies regarding our contemporary definitions of death run deep and sug-
gest the need for a public policy open to a diversity of understandings
and attitudes toward death. With respect to this diversity, I begin with a
statement by Laura Siminoff and Alexia Bloch in Chapter 10). They note
the often minority status of the dominant understanding that shapes
high-technology medicine and that it is largely taken for granted by
health professionals: “The subculture of biomedicine is not necessarily
shared by lay people from the same society, although those belonging
to the subculture of biomedicine (health care professionals) will share
the broader ‘webs of meaning’ of American culture with a lay popula-
tion.” An implicit element of this criticism is that technology has for the
most part functioned as a means for imposing a particular uniform un-
derstanding of the meaning of death and its appropriate determination.

I will conclude by developing Baruch Brody’s and Robert Veatch’s
suggestions, which may allow technology to be harnessed in the service
of recognizing and respecting the metaphysical and moral diversity that
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separates individuals and communities in disputes regarding the mean-
ing of death and how it should be determined. In this chapter, I use the
term determination of death to encompass the triad of (1) the definition
or concept of death, (2) criteria for determining death, and (3) partic-
ular clinical tests for death, so as to underscore how tightly these three
are bound together. Concepts or definitions of death involve a notion
of both what it is to be alive and what it is to be embodied. Crucial to
these disputes is the issue of whether the death that is to be determined
is the death of a person or an organism, as well as what it means to be
alive as a person or an organism. Identification of appropriate criteria
for determining death can be made only against the background of a
particular definition of death. Clinical tests simply specify the criteria in
terms of particular operations of assessment.

These various issues have always been clearly distinguished, in that the
most prominent proposal for a uniform determination of death, that of
the President’s commission, explicitly incorporated two different con-
cepts of death, one focused on the irreversible cessation of all the func-
tions of the whole brain and the other focused on the collapse of the
organism as a whole. Two quite different understandings are fused in
one recommendation. Such a heterogeneity of views is also reflected in
this volume. The chapters show that determinations of death articulate
complex interplays of metaphysical assumptions, guiding values, and
available technologies. Moreover, this trinity is supported by particular
communities, which often carry with them special commitments to par-
ticular tests, as may be the case within Orthodox Judaism. To understand
the role of technology and our appreciation of the appropriate deter-
mination of death, we will need to attend to not only concepts, criteria,
and tests, but also the sociology of the communities that make particular
concepts, criteria, and tests seem plausible.

The Consensus That Will Not Quite Take Shape

Contemporary bioethics appears to be guided by a myth: rational con-
sideration and discussion of what is at stake in defining death will lead
reasonable persons to agreement regarding its definition. Modern sec-
ular societies in general and democratic polities in particular invoke
consensus to legitimate the framing and imposition of policy. Unless one
has a substantive and prescriptive definition of “reasonable person” so
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as, for example, to exclude traditional Japanese from being “reasonable
persons” for not concurring with the generally accepted Western under-
standing of a whole-brain-oriented definition of death, such a consensus
does not appear to obtain. Nor does it seem likely.

Consensus is often invoked in a secular context very much as religious
conformity once was in the polities of medieval Western Europe. It sus-
tains the illusion that all members of the polity are members of one
society, which is one community united around a fundamental set of
shared values. The more those values are recognized as disparate and
the more the binding fabric of society is the outcome of a cluster of
compromises among different communities, the more this myth is set
in jeopardy.

The writers in this volume show that there is not one sense of the
meaning of death or a consensus regarding how one should go about
determining it. As a number of the writers underscore, real religious
differences, significant philosophical disagreements, and substantial cul-
tural differences lead to fundamentally divergent understandings of what
is at stake in determining death. Technological advance and the secu-
larization of the dominant culture have not suppressed these differences.
Perhaps, if anything, they have led to a better appreciation of the gulf
between different moral communities and their disparate understand-
ings of what is at stake with a determination of death.

The differences among different understandings of death may not at
first appear obvious. Somewhat like initial confusions between wolves
and Tasmanian wolves, one might think that death has a univocal mean-
ing in all discussions of death. Yet the first is an eutheria and the second
is a marsupial, though similar ecological niches have driven an evolu-
tionary convergence. Different body structures and ways of reproducing
substantially distinguish the two animals. So, too, one might find that
Hindus, Jews, and Roman Catholics all have priests. However, if a Roman
Catholic is dying, it will not suffice to call a Hindu priest or a Kohen to
give the last rites. Similar words identifying functions that have some
family resemblances can be strategically deceptive. For some, death
marks the cessation of particular duties to God; for others, death iden-
tifies the departure of the soul from the body; for others, death indicates
a culturally acceptable point at which organs may be harvested; for still
others, death marks the cessation of personhood; for others, death marks
some combination of all of the above.

Determinations of death are lodged within webs of metaphysical com-
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mitments, moral understandings, and cultural as well as religious
traditions and practices. The differences among these webs sustain dif-
ferent meanings of death and make plausible different ways of resolving
controversies about an appropriate determination of death. Moreover,
determinations of death have their significance within particular moral
communities, with different moral and metaphysical commitments, and
where different persons are in authority. The pope of Rome is in au-
thority to resolve controversies regarding definitions of death for Roman
Catholics, but not for Jews or Japanese Buddhists, Different persons are
authorities regarding the different (raditions, practices, moral commit-
ments, and metaphysical assumptions that underlie the different under-
standings of death. Though people within different moral communities
may seem at first blush to be involved in similar discussions about the
meaning of death and its determination, those discussions, as the chap-
ters in this volume show, often occur within different moral communities
with different initial moral and metaphysical premises, moral and meta-
physical rules of evidence, as well as traditions and practices that support
different ways of proceeding to conclusions regarding what should count
as an appropriate account of death and an acceptable mode of deter-
mining death. All of this is to say that divergent concerns regarding
definitions of death occur within different communities of moral dis-
course and reflection.

A Diversity of Concerns: An Attempt to Give
Some Order

The different levels of concerns about and sources of controversies re-
garding the definitions of death can be explored by placing them pro-
crusteanly under five rubrics: metaphysical concerns, cultural concerns,
secular philosophical accounts of the significance of death, conceptual
or definitional concerns, and operational concerns.

Metaphysical Concerns

Concerns regarding the deep structure of reality and the transcendent
significance of death fall under this rubric. The easiest examples here
are religious concerns with death, such as those addressed in the chap-
ters by Courtney Campbell, Margaret Lock, and Fred Rosner. However,
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a caveat is in order. What is advanced as a religious concern may often,
under deeper exploration, prove to be a cultural one, at least insofar as
one stipulates religions as communities with ultimate commitments to a
transcendent God or gods. The point of drawing the distinction is that,
though in some sense cultural and religious Roman Catholics, Protes-
tants, and so forth, are all Roman Catholics, Protestants, and so forth,
there are substantial and significant differences in the ways in which such
individuals would accept particular approaches to the resolution of dis-
putes concerning the determination of death. As Chapter 11 by Court-
ney Campbell intimates, this difference may lie at the root of some of
the contrasts between fundamentalist Christians and the so-called main-
line Christian religions. For a religious Roman Catholic, Protestant, or
Orthodox Jew, transcendent issues of ultimate metaphysical importance
are at stake in defining death and determining death. For individuals
who are only culturally related to a religious body, quite different issues
will be at stake, with different possibilities for resolving controversies and
making compromises. Many of the issues bearing on religious interests
in defining death reflect this confusion of cultural connections with a
religious group and a full commitment to the metaphysics and transcen-
dent concerns of that religion.

Cultural Concerns

Much of what is superficially understood as religious concerns regarding
definitions of death may in fact prove to be cultural concerns, given the
stipulative distinction just advanced between religious and cultural con-
cerns. In this case, what is at stake may not involve transcendent meta-
physical or moral commitments, but rather ways of life with their own
ingredient and immanent moral practices and traditions. One finds
ethics as mores, social customs. One confronts the question of whether
the whole practice of tranplantation adversely influences the society’s
view of human beings, too. Schéne-Seifert reports that the theologian
Grewel, in a widely published legal journal, states:

By starting to legitimize organ transplantations via the concept of brain
death, medicine . . . has subscribed to a system that, under the name
of “bicethics,” propagates a utilitarian view of man . . . Not every one
with a human face is recognized and respected as a human any more,
instead, respect for his human dignity and his right to life is tied to
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the precondition, that he can prove certain minimum levels of func-
tional ability and intactness, especially brain function (consciousness!),
as an entrance ticket.

Schéne-Seifert seems to be reporting a reaction against some of what
appear to be the cultural consequences of high medical technology,
given the ways in which human life is appreciated and lived in such a
context. In so doing, she also registers an interesting First World discon-
tent with technology, a discontent that is often disconnected from tra-
ditional religious commitments and that reflects a cultural hunger for
meaning now often expressed in a distrust of high technology.

Secular Philosophical Accounts of the Significance of Death

Here I wish to identify particular sets of arguments separated from a
particular social community with intact practices and traditions. No
doubt, all philosophies and schools of philosophy can in some thin sense
be identified as carrying with them certain practices and traditions. How-
ever, here I wish to identify arguments that are regarded as understand-
able and exportable across cultural boundaries, as when one makes rec-
ommendations to the Japanese that they adopt a whole-brain-oriented
definition of death on the basis of general secular rational considera-
tions disembodied from any reference to a particular culture. At best,
and that would be a great deal, secular philosophical arguments can
provide a general way of resolving moral controversies within a secular
space, which space does not exhaust or displace the moral spaces of the
various moral communities and their own particular understandings of
death and its appropriate determination.

Conceptual or Definitional Concerns

Defining death as the separation of the soul from the body, the cessation
of the life of a person, the irrevocable cessation of consciousness, the
end of organismic integration, and so forth, is an identification of what
is at stake in identifying the occurrence of death. Such definitional con-
cerns contrast with those regarding how one might best determine when
the soul has left the body, when the life of a person has ended, or when
there has been irrevocable loss of consciousness and spontaneous res-
piration. Definitions of death involve determining both what is impor-
tant in death and what parts of the body are necessary for life. Thus, if
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one held that death is the cessation of the life of a person, one would
also need to know what parts of the body are essential for the life of a
person. One would need to know what it is to be a person (i.e., what
minimal level of self-consciousness, sentience, etc., is required to be a
person), and one would need to know something of the embodiment or
incarnation of persons (i.c., whether the higher centers of the brain or
of the liver are necessary for the life of a person).

The tripartite distinction among concept, criteria, and test may
therefore not suffice for disentangling the controversies at hand. When
addressing the issue of determining death, one might, in addition, un-
derscore the difference between definitional concerns that encompass
accounts of what it is to be alive and therefore of what it is to be dead,
versus accounts of the necessary conditions for the embodiment of life
and therefore for the determination of death. To give a coherent account
of how one should determine death, one must know what it is no longer
to be alive, both in terms of knowing what life is so that it can be gone,
as well as where that life is necessarily embodied so that one can know
what tests to cluster under what genre of general criteria. Thus, speaking
of a whole-brain-oriented concept of death is not sufficient. One must
know the account that makes the orientation to the whole brain signifi-
cant. This has been the difficulty with the strategic ambiguity built into
the understanding of the meaning of death forwarded by the President’s
commission,' which incorporated both a “primary organ view—[which]
would be satisfied with a statute that contained only a single standard—
the irreversible cessation of all functions of the entire brain” (37) and
an “integrated functions view [that] would lead one to a definition of
death recognizing that collapse of the organism as a whole can be di-
agnosed through the loss of brain functions as well as through loss of
cardiopulmonary functions” (37).

These difficulties surface in the consideration of an autoresuscitation
criterion (ARC) approach to determining death. As Joanne Lynn and
Ronald Cranford recognize, this proposal from the so-called Pittsburgh
protocol involves introducing a new concept of death under the guise
of an extension of an old one. Lynn and Cranford acknowledge this as
well in noting that an ARC does not tell us “what functions of the brain
are irrelevant to the determination of death,” yet this is what is necessary
in understanding how to use criteria for death and in determining what
tests to deploy.

Nor will the very interesting proposal by Halevy and Brody, further
developed by Brody in Chapter 3, resolve the core difficulty, though it
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promises to be very heuristic within different moral communities for
disclosing new approaches to end-of-life decisions. Their proposal is that
one should disarticulate the question of when a person is dead into three
questions:

1. When can care be unilaterally be withheld?
2. When can organs be harvested?
3. When can the undertaker begin his services?

They then offer the following answers to the three questions.

1. Atirreversible cessation of conscious functioning
2. When current clinical tests for brain death are certified
3. At asystole

Halevy and Brody do not indicate what criteria should be used in
determining death. In part, this is because how one should, indeed, an-
swer these questions depends on the moral and metaphysical framework
within which they are proposed. Not all Roman Catholics, for example,
would hold that care may be unilaterally withheld when there is irre-
versible cessation of conscious function. Most significantly, how one an-
swers these questions will depend on what one takes the determination
of death to be about. In particular, one will need to be clear whether
one is focusing on the death of the organism, as does Brody, or the death
of the person. In either case, one will need to distingnish among differ-
ent senses of organism and person.

Operational Concerns

Operational concerns focus on how one determines death, what criteria
should be invoked, and what tests used, presuming one already knows
what death is. Thus, if one held that death is the cessation of the life of
a person as a moral agent, one might indeed theoretically be quite at
peace with a higher-brain-center-oriented definition of death but still be
afraid of an unacceptable level of false-positive determinations or other
costs, should one attempt directly to focus simply on the destruction of
higher-brain centers. Instead, one might make do with a whole-brain-
oriented criterion for death. Schdone-Seifert appears to take this position
with respect to a higher-brain-center-oriented definition of death. Fi-
nally, outside of the hospital, one might also focus on irreversible ces-
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sation of cardiorespiratory function as a reliable criterion for the de-
struction of the higher centers of the brain. This interplay of definition,
criteria, tests, and background assumptions is complex, as Martin Pernick
shows. His Chapter 1 contributes an interesting history of the various
social, economic, and political costs that have influenced considerations
or appropriate approaches to determining death. Understanding that
history is further enriched if it is read against the counterfactual reading
provided by Norman Fost (Chap. 9) of how brain-death law might have
evolved through the courts absent what was in fact the significant reli-
ance on legislation. Fost’s concern should be regarded not just with what
would be the most useful definitions, but with what would be the socie-
tally most useful way to have established policy.

Operational concerns, it should be noted, bring together both criteria
for death and tests for death. Criteria for death function as chapter head-
ings for tests, indicating what genre should be employed as dictated by
a definition of death, which gives an account of what it is to be alive and
to be embodied. As the disputes regarding the autoresuscitation criteria
for death show, if one is not clear what definition of death is involved,
one will not be able to judge whether a particular criterion and the
particular tests it might involve should be acceptable. Chapter 2 by Plum
illustrates this general point. The value of using a criterion of brainstem
nonfunctioning as brain death depends in the end on background def-
initions of death, including what it is to be alive and for that life to be
embodied. Indeed, his chapter shows the intimate interplay of criteria
and tests and, by implication, their dependence on such background
definitions. So, too, does the reaction of Bernat to Brody’s criticism,
where Bernat respecifies the appeal to “the permanent cessation of all
functions of the whole brain” in terms of the “permanent cessation of
the clinical functions of the entire brain.” The criterion and the tests it
brings with it reflect a particular background definition of death, which
determines why such a criterion and the tests it entails should be rele-
vant.

The foregoing five rubrics do not bring together issues all of the same
level or kind. The first three identify framing constellations of assump-
tions and social structures, which sustain, to borrow a phrase from Lud-
wig Fleck, particular thought-communities with their thoughtstyles cum
definitions of death and operations for its determination. The second
two rubrics underscore the importance of distinguishing between a def-
inition of death and an agreement regarding how one will determine
that death has occurred, by invoking particular criteria and using par-
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ticular tests. If one’s definition of death is deeply rooted in metaphysical
concerns, such as when the soul separates from the body, both the cri-
teria and tests for determining death will probably follow rather closely
from that account’s definition of life and its understanding of embodi-
ment. So, too, if one’s definition of death is framed in terms of concerns
to maximize the balance of benefits over harms, with special reference
to transplant benefits and harms of excess treatment, one will look to
finding tests that will allow one to recast criteria in the service of this
background approach to the definition of death. Much of the debate
about the so-called Pittsburgh protocol may reflect a suspicion that it
involves in great measure considerations such as the latter,

Technology and the Reconsideration of Death

The chapters in this volume show the quite different ways in which tech-
nology has supported a reconsideration of the definition of death.

1. New opportunities and new costs have pressed for redefining death
so as to reap particular benefits and to avoid particular harms. The ad-
vent of new technologies that can maintain biological functions past a
point at which many individuals would hold those sustained to be dead
has involved what they must regard as unjustified costs. The passion of
judgments on this subject is well captured by Plum: “We view continued
support of brain-dead bodies as a technological travesty against nature,
The medical costs are huge, the experience drains the emotional re-
serves of families and care givers, and the longer cardiopulmonary sup-
port lasts, the greater becomes the threat that the body’s visceral organs
will not be suitable for safe and successful organ transplant.” The ability
mechanically to support ventilation and in critical care units to monitor
and maintain bodily functions of those who are dead raises the question
of when such treatment should cease because of the financial costs to
society, the psychosocial and moral costs to the family, and the psycho-
social and moral costs to the health professionals involved in providing
care. Here Brody places one of his questions and one of his answers: the
irreversible loss of consciousness.

The advent of organ transplantation has been a major motive in re-
considering the definition of death. If one can take essential, nonpaired
organs only from dead people, then one must have a definition of death
to harvest organs. The promise of organ transplantation thus invites lib-
eralizing definitions of death and procedures for its determination. Here
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Brody places the second of his questions and answers: the irreversible
loss of whole-brain function.

As the history of the cultural reaction to the reconstruction of defi-
nitions of death provided by Martin Pernick shows, different costs
and benefits have over time supported different determinations of
death. The history also shows that the disputes have involved ques-
tions of who should be in power to make decisions, that is, who is an
authority to authorize particular determinations of death. Here, too,
he presents a good account of how framing considerations can make
a particular determination of death look quite different. Should one
redefine death so as better to protect the integrity of medicine and use
medical resources appropriately? Or should one redefine death in order
better to protect the public against the premature harvesting of their
organs or against deformation of their culture? The second question is
raised in recent German public policy debates, as recorded by Schéne-
Seifert.

2. Technologies can provide operational definitions not previously
available. They thus invite redefining procedures for determining death.
In such cases, the conceptual definition of death is not challenged.
Rather, technology allows one more reliably to determine death earlier
or under circumstances not previously possible. Roman Catholics, for
instance, came to accept a technologically supported determination of
the separation of the soul from the body. A similar process may be taking
place with regard to general secular moral concerns with death, which
accord centrality to the death of persons, inviting a higher-brain-center-
oriented definition of death, a point that emerges in some of the chap-
ters. Technological advances also underlie an augmented ability to show
complete cessation of not just consciousness but the ability to respire, as
indicated in Chapter 12 by Fred Rosner, So, too, enhanced technology
may render more precise the determination of the cessation of functions
that have cultural importance for Japanese and Scandinavians, as is sug-
gested by the chapters of Margaret Lock and Bo Andreassen Rix. En-
hanced technology can as well be received as morally challenging, if not
dangerous, as Schone-Seifert’s report regarding the German situation
demonstrates.

3. Finally, technological changes have undoubtedly been heuristic for
rethinking conceptual definitions of death, not to mention challenging
well-entrenched operational definitions. Moreover, technological ad-
vances have evoked reactions against the ethos that comes with such
technology, as is shown in Chapter 15 by Schéne-Seifert.
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Coming to Terms with a Diversity of
Understandings of Death

James Bernat criticizes Baruch Brody regarding one of the most impor-
tant of his suggestions, namely, that individuals and groups should be at
liberty to buy out of the general rule that treatment should be stopped
when there is permanent loss of consciousness. What Brody recognizes
is that, within a society composed of moral communities with diverse
understandings of the nature and significance of death, different answers
will be given, even when they are restated in terms of Brody’s three
questions. This point is endorsed by Robert Veatch in his affirmation of
the New Jersey law, which allows a choice between a whole-body- and a
whole-brain-oriented determination of death. Indeed, Veatch invites us
to consider policy that would involve a larger menu of choices.

What is at issue is not merely a value pluralism, but a metaphysical
pluralism supported within a diversity of moral communities. The dis-
pute is not just about what one should value and how. It is also about
what it is to be alive, what it is to be embodied, and what criteria and
tests will both reliably and appropriately determine death. Were Veatch
to be a bit bolder, he could integrate his important insights in a chal-
lenging proposal. One can imagine a world in which health care was
provided, somewhat like spiritual care is in Germany. German citizens,
by indicating that they are Roman Catholic or Evangelical Reform, com-
mit themselves to paying a tax surcharge for a spiritual care system,
which in being redistributive is a spiritual welfare system. Mutatis mu-
tandi, to recognize the diversity of moral visions regarding abortion,
third-party-assisted reproduction, physician-assisted suicide, euthanasia,
the cessation of treatment for permanently unconscious humans, the
harvesting of organs from bodies, as well as determining when bodies
should be sent to undertakers, one could create both public and private
policy options. Were there considerable savings of costs for some options,
they could be passed back to those who participated. Were there signif-
icant additional costs, additional premiums could be required. Those
who lived within moral communities sharing particular values could es-
tablish redistributive systems.

This diversity of moral understandings has significant public policy
implications: one faces the challenge of taking account of the pluralism
that characterizes even our high-technology, computer-driven societies.
If one took this diversity seriously, individuals, through contract and
within diverse moral communities, could pursue different understand-
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ings of the importance of birth, suffering, dying, the withholding of treat-
ment, the harvesting of organs, and the determination of death. If post-
modernity bodes the diversity that it likely indeed heralds and if, in our
posttraditional society, we will share ever fewer common substantive
moral understandings, we will need to devise ways in which society can
avoid interfering with individuals who possess diverse moral visions in
different moral communities when they peaceably pursue their own un-
derstandings of life and death.
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Where Do We Go from Here?

Robert A. Burt, J.D.

AT THE BEGINNING of each episode of an old television series (and
recent movied) Mission Impossible, the protagonist entered a telephone
booth, found a cassette player and switched on the waiting tape. (These
were low-tech days.) The tape always began, “Your assignment, Mr.

, should you choose to acceptit,isto " The tape always
self-destructed after 20 seconds, and the protagonist always accepted the
daunting assignment; otherwise, since no instructions remained intact
for another protagonist, there would have been no TV episode. So, too,
though uncertain of its possible attainment, I feel obliged to accept the
proferred assignment to summarize the various chapters in this book
and to suggest directions for the future. I am somewhat reassured by the
fact that this same task has been assigned to two others—to a philoso-
pher and a physician, as well as to me, a lawyer. Thus, the three of us,
with our presumably different professional perspectives, will converge
on the same mission and, I hope, thereby enhance the likelihood of its
success.

By my reading of these chapters, there is general consensus on the
following propositions: (1) the existing brain-death criteria, as legisla-
tively enacted throughout the country, are serviceable clinical guides;
(2) if these criteria were applied in practice (which they frequently are
not), it is likely that exceedingly few false positives—that is, an erroneous
declaration of death for a rehabilitatable person—would be made; al-
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though (3) the empirically based research corroborating this second
conclusion is not extensive. There is also wide, though not unanimous,
agreement among the writers that the existing brain-death criteria are
conceptually incoherent and that these criteria can in principle be made
more coherent, with the result that more people will be declared dead
more quickly (for all purposes or for some specific purpose, such as
eligibility for organ donation) than the current brain-death criteria per-
mit.

After this, the writers fractionate. Among those who want to adopt
new criteria, there is disagreement about which revisions would be con-
ceptually and practically preferable, and there are others who maintain
that no revisions at all should be undertaken, notwithstanding the con-
ceptual incoherences in the existing standards.

I count myself among this latter group. In my judgment the propo-
nents for change in the existing brain-death criteria have not set out a
persuasive case. These proponents advance both instrumental and de-
ontological arguments for change, which I will briefly review in turn.

Three instrumental arguments are put forward. First, it is said that
changed criteria would produce greater numbers of organs for trans-
plantation. But I am persuaded by the views of other writers that this is
not likely to occur. According to the best available empirical research,
although physician behavior may bear some responsibility for the limited
availability of transplantable organs, the principal obstacles arise from
the persistent refusal of potential organ donors or the family of poten-
tially eligible cadaver donors. State law reforms requiring physicians to
request organ donations from patients or families have not produced
increased yields, and there is 1o reason to think that speedier declara-
tions of death by physicians will have any more significant impact.

There is even reason to believe that a backlash of diminished organ
availability will result if the general public understands that state au-
thorities and the medical profession are collaborating in expediting
death declarations to obtain more organs. We already know the intense
suspicions of many minority group members about the bona fides of
physicians in pursuing organ availability. Misgivings among the general
population about the beneficence of both the medical profession and
the government has intensified since brain-death criteria were legisla-
tively promulgated during the course of the past two decades. A new
campaign for legislative changes in order to increase organ availability
might well provoke greater public distrust.

A second instrumental argument for change is the claim that scarce
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medical resources are being wasted—in terms of high-technology inter-
ventions or simply of time spent in costly intensive care unit beds—on
people who could and should be declared dead by more refined criteria.
The magnitude of these misspent resources is, however, not at all clear.
And if the change in criteria provokes intensified public resistance to
organ donation—which seems plausible, if not likely—then this would
be a substantial and, in my view, dispositive countervailing cost.

The third instrumental argument is that needless suffering is being
inflicted on patients and their families through prolonged treatments
on patients whose condition is truly hopeless but not certifiably so—that
is, not officially eligible for death declarations—Dby existing criteria. But
the existing legal regime can address this suffering without changing the
current criteria for declaring death. Competent patients or the families
of incompetent patients are now legally entitled in virtually every state
to refuse life-prolonging medical treatment. Physicians who want to re-
lieve the suffering of “hopeless” patients and their families do not need
to declare death for this purpose but can, under the current legal re-
gime, approach the family to suggest and obtain consent for the termi-
nation of treatment, which would lead to certifiable death. To be sure,
some families may resist this suggestion, and physicians are most clearly
entitled to ignore this resistance when they are authorized to declare
death without prior patient or family concurrence. Where patients or
their families are resistant, however, it is not obvious whose suffering the
physicians are assuaging when they expedite the declaration of death.

Proponents for changed criteria also advance two deontological ar-
guments. First, there is an intrinsic virtue in honesty, and the conceptual
obfuscations in the existing death declaration standards violate this im-
perative. Second, because the determination of death—that is, within a
broad range of possibilities, the specification of the exact moment at
which life no longer exists—depends more fundamentally on values than
on technological dictates, societal respect for pluralism requires a re-
gime of patient and family choice among different possible determina-
tive criteria.

I am not persuaded by these arguments. Though their proponents
appear to view these two arguments as mutually reinforcing, I see a con-
tradiction between them. It seems to me that the value of pluralism in
our society is better served by continued adherence to the existing re-
gime, not simply in spite of its obfuscating incoherences, but precisely
because of those obfuscations.

Of the many conceptual incoherences that have been identified
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throughout this book, there are two in particular that are worth pre-
serving in the service of pluralism. The first is the proposition that death
is a singular determinative event rather than a process that unfolds over
time. The second is the proposition that the moment of death is an
objective, technologically determinable issue for which human value
choices are irrelevant.

Regarding the incoherence of the first proposition, several writers cite
the example of people whose cognitive capacities gradually fade away
through a kind of progressive “brain death,” cell by cell as in Alzheimer’s
disease or other dementias. It is certainly plausible to say of such people
that, although the body remains alive, the person inhabiting that body
dies. But as plausible as this may be and as much invoked in common
parlance, this claim for the coherence of the conception of death as a
process ignores an important aspect in the psychology of mourning.

On this matter, I can confidently speak only of my own experience. 1
am not familiar with the full range of empirical research on mourning,
though I suspect that this question has not been exhaustively investigated
in this country or in other cultures. My claim about the values of plu-
ralism adequately applies, however, even if my own experience is not
universally shared in this country or elsewhere—although my own un-
systematic observations of my family and friends persuade me that I am
not alone in holding to the conceptually incoherent proposition that
death is a definitive event rather than a process.

Two people very close to me recently died—one in 1991, the other
in 1993—after suffering progressive intellectual impairment during a
long preceding interval. I was sure about one and 1 was almost certain
about the other that, at some point in the progression of their illnesses,
neither person knew who I was. 1 could say, and I occasionally did say,
that both of these people had died though they were still alive. Many
others close to them and to me said this same thing, as they too experi-
enced this same gradually progressive loss of the person whom we had
known and who had known us.

But a time finally did come when this progressive death was super-
ceded by a different kind of death, a definitive death. Funeral services
were held, the body was buried, mourning rituals were observed—and
this death was markedly different from the other. This death was true,
was final, was determinative. This death let loose feelings—of grief but
of relief, of loss but of rediscovered memories—that had been in sus-
pension during the previous prolonged slipping away.

I can appreciate that, as an intellectual proposition, this definitive
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conception of death was incoherent. But as an emotional experience, it
had a deeper coherence. Death conceived as a marked event permitted
mourning.

Social meanings of death do of course change. And it is possible that
the social validation of a process conception of death, such as the pro-
ponents of new medical criteria invoke, would lead to different mourn-
ing rituals and experiences. But if we value pluralism, we should not be
too quick to disregard deeply held alternative viewpoints.

Some people might find an easy answer to this question through the
invocation of autonomous individual choice, claiming that the values of
cultural pluralism can be adequately respected by permitting me (for
example) to opt for one conception of death while others with different
attitudes toward biological meaning and psychological mourning could
opt for another conception. But whatever its general virtues, in this con-
text autonomous choice is an inadequate answer.

The reason for this inadequacy arises from another aspect of the psy-
chology of dying—which brings me to the second obfuscation in the
current criteria for determining death that is worth preserving in the
service of pluralism. Like the comprehension of death as a determinative
event rather than a process, which is conceptually incoherent but emo-
tionally salient for some people, there are people who reject the idea
that the definition of death is amenable to choice. There are people,
that is, who passionately insist that the definition of death is a technical
proposition, subject to unequivocal scientific determination that leaves
no room for value choices by scientists or the laity. These people would
be unhappy with most of the chapters in this book. They would certainly
be unhappy with those here who insist on the absence of any singular,
objective definition of death, but they would even be disturbed at those
here who seem to agree in principle about the possibility of single-
minded objectivity but disagree among themselves about the singular
content of that objective definition of death.

I have no reliable empirical data about the number of such naifs in
contemporary American society. There are surely some; even if their
numbers are small, they too have a claim to recognition and respect in
a culture that values pluralism. For many such people, moreover, it is
no casual matter to insist that death is radically distinct from the realm
of human choice. Choosing the moment of one’s death would not only
convey forbidden implications of suicide but, even more fundamentally,
call into question God’s independent, dispositive role in dispensing
death.
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Those who deny that the determination of death is intrinsically tech-
nical or univocally objective might try to invoke the standard rejoinder
of pro-choice advocates in the abortion context—that is, “if you're op-
posed to abortion, then don’t have one.” But whatever force this rejoin-
der might have in the abortion debate, it has no logical application here
because the opponents of choice don’t simply contest those who exercise
choice in dying; they deny the propositon that choice is epistemically
relevant to the determination of death.

Accordingly, legislative enactments that give people a range of
choices in determining death—that permit some to invoke brain death,
or to hold out for cardiopulmonary failure, or to use brainstem or
higher-brain criteria and so on—would not be an unequivocal victory
for the principle of value pluralism. This regime would be a direct re-
pudiation of those whose values dictate that there must be only one
objective, technically dispositive definition of death. To use the currently
fashionable vocabulary of public choice theory, we seem to be in a zero-
sum conflict on this matter, where victory for one side constitutes total
defeat for the other. In such conflicts, value pluralism cannot be vindi-
cated. The values of some must necessarily be traversed in order to up-
hold the values of others.

There is, however, an aspect regarding the determination of death
that—unlike the abortion dispute, for example—permits us not to re-
solve but to evade its zero-sum character. As the law has evolved during
the past 20 years, we have constructed a two-track pathway toward the
dispensation of death. One track is by the medical-scientific declaration
of death based on criteria that have been the central focus of this book.
The other track is through legislative and judicial recognition of patients’
rights to refuse life-prolonging treatment. In exercising these rights, pa-
tients {or their proxies) do not “declare themselves dead,” but they do
exercise choice that directly affects the timing of that declaration.
Through this second track, patients are authorized to assert control over
medicalscientific claims to govern the administration of death—pre-
cisely the authority that proponents of choice would claim for patients
in the death-declarative track.

The two tracks are not precisely interchangeable. The existing “right
to choose” track is not formally effective for a patient who wishes to
prolong medical treatment past the time when a physician is authorized
to declare the patient dead under existing criteria. Nor does the right-
to-choose track permit a patient to direct immediate surgical removal of
his heart or other life-essential organs; the so-called dead-donor rule for
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organ donations is an independent restriction on patient choice in this
matter. It is not clear, however, that these lacunae between the two tracks
have much practical significance. Most hospitals are unwilling to disre-
gard strong family protests to discontinue treatment modalities even if
the patient meets formal criteria for a declaration of death. As to organ
donations, I can see strong arguments both for and against abrogating
the dead-donor rule. T will not try to resolve this question here. For
present purposes, it is sufficient to observe that patients or their families
truly intent on speedy organ donations can probably find medical per-
sonnel eager to declare their death at the earliest possible moment, if
not immediately on demand.

The existence of these two tracks toward death thus permits, as a
practical matter, a considerable accommodation of the wishes of those
who want to assert choice in their dying and the wishes of those who
want to deny that personal choice is relevant to their dying. This accom-
modation goes much further toward honoring the values of pluralism
than a regime that, by providing choice for everyone regarding the cri-
teria for death declarations, necessarily overrides the convictions of some
that choice on this matter is disturbing and wrong. For these latter dis-
senters, the regime of “choice” is an oxymoron; it is a forced choice, a
paternalistic imposition that they would choose to avoid.

Intellectual purists might respond with two propositions: first, that
these dissenters are misguided, that their position is intellectually inco-
herent because the determination of death is value-laden and thus nec-
essarily rests on choice; and second, that the virtue of honesty in public
policy requires that this error be confronted as such. I am not persuaded
by this position, for both instrumental and deontological reasons. In-
strumentally, we can see the divisive social consequences of this insis-
tence on clearly drawn ideological battlelines in our abortion dispute,
the polarizing impact of which has spread far beyond this issue toward
reshaping the role of religion in political life generally and, even more
radically, toward transforming the very understanding of the meaning
of politics in American life from a pursuit of an accommodationist “mid-
dle ground” to a quest for total victory over evil opponents. As a deon-
tological proposition, I regard this Manichaean vision as antithetical to
the ethos of democracy, whose underlying premise of equality demands
mutual respect and constant effort to reach accommodation among peo-
ple of fundamentally different views.

I consider us lucky, thus far, that the ideologically polarizing impli-
cations of the selection of criteria for determining death have not been
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widely appreciated in this country. The Japanese example indicates the
potential for widespread, deeply divisive public obsession with this issue,
as Margaret Lock’s Chapter 14 vividly recounts. In my judgment, the
United States needs another such divisive issue in our politics like we
need a second visit from Hurricane Andrew.

What then follows from my position for the chapters in this book?
The quickest implication might seem to be that the entire book should
have been burnt in manuscript rather than published. I am unwilling,
however, to carry my logic to this conclusion. I do believe in open delib-
eration in the academy and in the polis, and the chapters in this book
are, it seems to me, a worthy contribution in both places. It is, of course,
difficult to conduct an open inquiry, in the academy or in the polis,
about whether belief should persist in an acknowledged falsehood—
rather like a physician asking a patient whether he would like a placebo
prescribed for his psychosomatic illness. So, too, it is difficult to imagine
how public deliberation might proceed explicitly to consider whether to
retain the incoherences and obfuscations in the current criteria for death
determinations.

I suspect, however, that the publication of this book will not lead
ineluctably to the launching of this widespread public debate—if for no
other reason than the strength of the psychology of denial around the
issue of death. In this context, at least, I hope that we can count on some
such force to ensure that the book will sell a few thousand copies, almost
all destined for library shelves, and then serenely sink from public view.

What is my answer to the question posed to me, “Where do we go
from here?” If I had my wish, all of us would reconvene in 10 years to
try to explain the persistence of the confusions we had identified in the
publicly approved criteria for determining death.
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