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Introduction to the Second
Edition

The new edition of the original Textbook of Healthcare Ethics last published in 1997
has been greatly changed. In this short period of time many former questions have
changed and many new approaches have been articulated. We have deleted some
material which no longer forms a great deal of controversy (such as whether physi-
cians are or are not obligated to treat AIDs patients) and have added chapters on ge-
netics and the influences that new scientific and other knowledge have on the way
we conceive and deal with ethical issues. We have tried to bring some of the previous
controversies up to date. The senior author has also asked Roberta Springer Loewy to
be co-author, write some of the chapters and oversee the whole way in which the book
flows. Her philosophical contributions to the first edition were substantial—those to
this edition are indispensable. Such a move also enables us to establish some sort of
continuity for the future.

Just as when the first edition came out, our main and increasingly serious prob-
lem in health care ethics is one we are wont to shove under the rug: an increasing
number of people in the United States are uninsured and most of the rest of us who
are supposedly fully insured, in fact, are not. What is mainly discussed is what we
have called “rich man’s ethics”—the problems only those of us who can afford medi-
cal care in the first place encounter. Those of us who lack access do not worry much
about the finer points of informed consent or advance directives but, rather, worry
about getting our pneumonia treated or children immunized. We live with comfort-
able fictions: Medicaid does cover some (by no means all!) of the poor—but fewer
and fewer health care organizations accept Medicaid patients. Medicare (which is
supposed to “cover” those over 65) in fact allows a limited length of hospital stay
after a significant out of pocket contribution. Patients who want outpatient, labora-
tory or x-ray coverage will have to buy part B out of their own limited funds—and
part B is becoming hair-raisingly expensive and out of reach for many. Even those
fortunate enough to have part B have no coverage for medications and are, therefore,
in the lovely position to receive advice (in the form of the prescription) that they are
often financially unable to follow. Those who are allegedly “fully insured” have co-
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payments that make it impossible for people on a marginal income to take advantage
of that insurance—the choice is often between physician visits, lab work, x-ray and
other procedures or food for the family or education for the children. The whole sys-
tem (though, in fact, it is not a system but a hodge-podge of competing ones) is one
of callousness, disingenuousness and hypocrisy.

Social ethics—which after all plays a critical role in health care ethics and of
which health care ethics is a part—is likewise increasingly worse. The gap between
the grindingly poor and those who are opulently rich has grown—indeed it is greater
here than in any of the industrialized countries. About 25% of children (33% of black
children) go hungry a good part of the time and persons may work a forty-hour week
on a minimum salary and still remain beneath the unrealistically low poverty level.
Our social conditions—reflected in the state of our medical care—are a national shame.
This by no means makes the problems of what we have called “rich man’s ethics”
unimportant but, by forcing us to look at the reality of access to medical care, it puts
them into a proper context and—we shall argue—imposes on health-professionals
more than merely the duty to do the best for the individual patient lucky enough to be
sitting in front of them. Beyond imposing this obligation on health care profession-
als, however, we would argue even more forcefully that those of us who pretend to do
health care ethics are obligated to do all we can to rectify the conditions which today
have at best limited the scope of ethical practice and have often made it impossible. It
is the shame of health care ethicists and of our organizations that we have generally
refused to play an active part in pushing for more justice within our health care sys-
tem. Like the Nazi academics who saw, heard and spoke no evil and who, therefore,
made themselves a part of that very evil, organized health care—including, and most
shamefully, organized health care ethics—in this country has chosen to place itself in
the same position.

Education has suffered. People are, as one of us [RSL] emphasizes, not taught
how to think but what to think—or to think only within very narrow confines. Medi-
cal education has suffered as faculty are more and more forced to see more patients,
earn more money for the University and receive more grant money for research. Since
time is not unlimited and physicians, after all, are also people this means not only
that less teaching will occur, but also that the quality of what teaching that does occur
may suffer.

All of this makes teaching ethics frustrating: we teach people to do what we know
they cannot do, viz., get to know their patients, their values, their circumstances, etc.
When a physician is only allowed fifteen minutes to see a patient this, of course, goes
out the window as, indeed, does careful medical care which is predicated on a thor-
ough history and physical in the light of an understanding of basic sciences. We will
be spending considerable time articulating these problems, their geneses and their
possible resolutions.

As we have been rewriting the book, the relevance of ongoing studies about the
participation of the medical profession and the role of so-called bystanders in the
holocaust has become more and more evident. A study of the events leading up to this
tragedy and the role played by various individuals within it are highly pertinent to
our problems today. We ignore them at our peril. Social injustice covers a whole spec-
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trum of evils—the discrimination against Blacks or women is in the same continuum
as is the attempt to destroy Jewry in the Holocaust. The similarities among those who
would tolerate the fact that 52 million of our fellow citizens have only capricious access
to health care (so long as they themselves do have access) and those who would stand
by and watch Jews forbidden to enter Parks, forbidden to engage in any but menial
work and ultimately beaten or shipped to Auschwitz are frightening. The most insidi-
ous forms of social evil and injustice starts in small steps and each time we accept
one the likelihood of accepting the next (which is after all only a bit worse) looms
large. The fact, furthermore, that so many highly trained physicians blithely partici-
pated in the holocaust (as they did in Tuskegee) is a sobering thought.

Ethicists are not, in our opinion, here to give answers. They certainly are enti-
tled to say that some contemplated course of action would be ethically problematic
and to give their reasons for such a statement. Ethicists are no more “moral” than
anyone else—they are simply people who by training and daily activity are more
skillful at sorting out questions and examining assumptions. Indeed, the main role of
the ethicist is to examine presuppositions, inquire into precise definitions, scrutinize
the logic used and, above all, to ask questions. We are all moral agents and responsi-
ble for what we do or refrain from doing.

This new edition, we hope, brings some of the issues in bioethics up to date. Given
the rapidity with which new knowledge operates, they will never be totally up to date—
but at least we must try. If there is one message we would like to leave with health
care professionals it is that practicing “good” technical medicine with particular pa-
tients does not exhaust the duty one has: it is almost impossible to practice ethical
medicine in an unethical institutional setting and it is unlikely that an unjust society
will build a just institution. Thus, it is also our duty as health care professionals—
whether doctors, nurses, ethicists or others—to do all we can to help improve our
society and our institution.
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Historical Introduction

INTRODUCTION

This chapter is mainly about the history of medicine and its ethics. As usually con-
ceived, history is retrograde: It is what happened yesterday, and, much as we may try,
it is what happened yesterday seen with a set of today’s eyes. Trying to understand
yesterday’s culture may help us put on a pair of corrective glasses, but it fails in en-
tirely correcting our vision. Contemporary cultural anthropology may likewise help
us understand the way today’s events and cultural habits shape what we call history
tomorrow. Past events and the kaleidoscopic pattern of today’s cultures may help guide
us into a future that in at least some respects is ours to forge. Learning about ethics
yesterday and thinking about ethics as it expresses itself in various cultures today can
help us shape the ethics of tomorrow: This is true whether we are speaking of that
part of social ethics called “medical” or of any other part of social ethics. The social
aspects of medical practice—how the institution called medicine fits into and works
within the greater society called culture—shape the way its ethics ultimately must
play itself out. The healthcare professional–patient relationship (a relationship we
generally think of as a highly personal one) and the relationships among healthcare
professionals are relationships that, like any other relationships, take place within,
are shaped by, and in turn help shape the social nexus of which they are merely a small
part. A glance at history should teach us at least that much, and an understanding of
this should help us deal with various contemporary cultural settings as well as enable
us to play our part in shaping the future. No one, the conservative backlash of today
notwithstanding, can possibly believe that medical practice tomorrow will not differ
from medical practice today at least as radically as it differs from yesterday’s. Such
changes of medical practice cannot help but have a profound influence on the way
that healthcare ethics (whether it is the more individual ethics of a patient–physician
interaction or the more communal ethics of medical structure) is conceived. The in-
stitutional setting to a large extent determines what we recognize to be ethical prob-
lems and most certainly determines the leeway we are given to address them (managed
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2 Chapter 1

care, which will be discussed later on, serves as one example). In turn, the institu-
tional setting (the kind of hospital or clinic we have within a given health care system
and the kind of health-care system we have within a society) depends upon the kind
of society within which exists: it seems unlikely that we can craft a just institution
within the context of an unjust society.

When physicians first learn about disease, they do so largely outside the context
of specific patients or situations but inevitably within a very distinct cultural setting.
Only after they have mastered pneumonia as a distinctive concept, only after they
understand a disease’s anatomic and patho-physiological underpinnings, can they turn
to the specific problem of pneumonia in Mr. Tintfeather and of Mr. Tintfeather seen
within his particular cultural context. Disease is more than merely a collection of clini-
cal observations underpinned (at least frequently) by anatomical and physiological
“facts”: For a given state of affairs to be acknowledged as a disease, social labeling
of such a state of affairs as a “disease” (instead of counting it as a “sin,” as a “crime,”
as holy, or as an irrelevant matter) must take place. Moreover, one must make a dif-
ference between an “illness” and a “disease.” One can have a disease without being
ill (one may feel very well in the first stages of cancer) or can be ill without having a
disease (one can feel very ill for a variety of non-pathological reasons). What counts
as disease and what does not is a social construct. Epilepsy, leprosy, masturbation,
and homosexuality, to name but a few, can serve as examples. To begin with Mr.
Tintfeather’s symptoms, findings and underlying pathology must be socially acknowl-
edged as a “disease” instead of as a sin and sent to the priest, a crime and sent to the
police, or as nothing to be concerned about and ignored. Once such symptoms, find-
ings, and underlying pathology are socially “legitimized,” one must recognize that
Mr. Tintfeather (now justly labeled with this “disease”) lives in a specific social set-
ting and has personal values, attributes, and coexisting disease states peculiar to him-
self. All of these considerations have a profound influence on Mr. Tintfeather’s
diagnosis, prognosis, and, ultimately, management and outcome. Mr. Tintfeather may
be an active college professor or an alcoholic living on the street, or he may be brain
dead; he may be from any of a number of different and differing cultural settings, and
his peculiar history may have given him a set of values peculiar to himself. He has
pneumonia in that he meets certain necessary and sufficient criteria for such a diag-
nosis, but his particular pneumonia can be understood and dealt with only within his
own peculiar circumstances. Likewise, Ms. Swidalski, who wants an abortion, can-
not be dealt with outside the realization that she is, perhaps, a 15-year-old who was
raped by a psychotic madman carrying a dominant gene for insanity, or a 25-year-old
woman who wants an abortion so as to fit into her new spring dress. Analyzing the
diagnosis and treatment of pneumonia away from Mr. Tintfeather, or the problem of
abortion away from the persons involved, is perhaps helpful; but it is helpful only up
to a point. It is a sterile exercise, unless the results of analysis are carefully, thought-
fully, and compassionately applied to the locus of the actual problem.

An attempt to impose one’s own set of values on another when one has the power
to do so is, as we shall see, a form of paternalism. Attempting to impose the values
and viewpoints of one culture on another is a form of ethical imperialism. Both courses
of action are at best ethically problematic. Unless one shares the belief that “might
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makes right”—a point of view that from an ethical perspective few would feel inclined
to defend, and one that in fact would be logically indefensible—such forms of pa-
ternalism (or, on a wider scale, ethical imperialism) would have little moral stand-
ing. Attempting to pass judgment on specific actors or actions in another culture is,
as we shall see in Chapter 3, something that if done at all must be done with great
understanding and care. That means neither that “anything goes” nor that there are
no standards: It does suggest that when such judgments are made they (1) must be
made with extreme care, (2) must be made carefully to draw precise distinctions,
and (3) must be argued on grounds other than one’s own cultural or personal biases,
traditions, or values.

PRIMITIVE MEDICINE

Medical ethics is an integral part of the fabric of medical decision-making and has
undoubtedly always been an important consideration in medical practice. Medicine,
philosophy, and religious practices had their origins in the mass of primitive beliefs
and taboos that early man used to try to understand and manipulate his world. Tribes
of hunter–gatherers roamed the Earth without much specialization and with little re-
gard for individual talents or skills. No doubt it was soon evident that some were less
adept at hunting and perhaps had a special knack for making flints or tools. They
produced tangible objects (spears, knives, etc.), but “objects” valued by their com-
munity and were supported by their tribe in return. Specialization, if indeed it ever
did not exist, was born.1

Humans have always feared the unknown and have always stood in terror of
forces beyond their comprehension. Understanding these forces and dealing with them
(even if “understanding” and “dealing” were, to our way of thinking, purely illusory)
allowed humans to cope with terror. The same activity goes on today. We label a con-
stellation of findings and call it a disease (or we attribute causality on shaky grounds),
and, having so labeled it (or attributed causality), we now feel that we have, by nam-
ing, gained a certain amount of power over it; in other words, having labeled a con-
stellation of findings with a name, we “feel better about it.” It is not rare that patients
with troubling symptoms who are given diagnoses that carry a very bad prognosis
feel “relieved” and somehow more capable of coping. The fact that something has a
name (even when it does not increase what we know about that something) gives us
a feeling of being able to cope better.

Primitive man, likewise, constructed a series of stories and created a myriad of
myths to explain these forces and consequently to make them appear less terrifying. To
primitive humans, the world and its objects swarmed with spirits, many malevolent and
all needing to be propitiated or appeased. No doubt, some members of the tribe were
temperamentally better equipped to deal with such mysteries. A series of elaborate rites
and customs to propitiate the unseen powers soon developed. Such persons, the “medi-
cine men” (though recent research seems to indicate that many were, in fact, female) or
shamans found in all tribes, were seen as skillful in dealing with such unseen forces.
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They were the first intellectuals: persons supported by their compatriots not to pro-
duce material objects but to deal with abstractions and ideas. Philosophy, religion,
and medicine have common roots in dealing with such forces. Magic was their tool.

Primitive humans, in dealing with their fellows and with the forces about them,
were necessarily, even if often unconsciously, concerned with ethics. The basic ethi-
cal question, “Ought I do something that I have good reason to believe I can do?” is
the basic question of ethics, and it was as valid a question then as it is now. Propitiat-
ing the unknown and mediating between it and their charges, shamans had to make
judgments based on a system of values and had to evolve a set of rules eventually
expressed in some sort of deliberate action or ritual. Such behavior, in turn, was in
need of justification by an appeal to higher values or principles.

Shamans were not frauds. They believed (and today in many societies continue
to believe) as intensely and as passionately in their capacities as we believe in peni-
cillin or open-heart surgery. In fact, their capacities were not as minimal nor their ways
as ridiculous as we often like to think: There is good evidence today that shamans
knew some of the power of medicinal herbs, were quite well versed in basic surgical
techniques (they set fractures and successfully—at least with the patient’s long-term
survival—trephined skulls), and, above all, practiced a primitive but, because of their
rites and their ability to “suggest,” probably a most effective type of psychotherapy.
In treating their patients, therefore, they were faced with a set of moral problems (of
“ought” questions) even if these questions were not labeled as such. Ethical dilem-
mas in treatment do not depend on the technical “rightness” or “wrongness” of the
treatment; what is “right” today may well be proven “wrong” tomorrow. Such dilem-
mas depend on the application of a treatment sincerely believed to be the “right” thing
for a patient to that patient at that particular time and upon the relationship between
professional and patient. If, in the shaman’s sincere belief, a certain rite can propiti-
ate the evil spirits that cause the patient to burn and shake, the decision to use such a
rite becomes a moral decision. The fact that rites rarely cure malaria is irrelevant to
the issue.

PRE-HIPPOCRATIC ETHICS

Our knowledge of ethics in the pre-Hippocratic world is fragmentary. Hammurabi
already had set some rules for medical practice and punishment for malpractice.
Amundsen’s claim that “ethics “is even less apt to be borrowed than is medical theory
and concomitant technique”2 is undoubtedly true, but it does not negate the influence
that the philosophy of one world view has upon the philosophy (or world view) of
another culture. It is now firmly established that there was widespread communica-
tion between the various cultures flourishing in the known ancient world. To believe
that diverse beliefs were entirely without influence on each other would be a naïve
notion. In approving or condemning another way of thinking or acting, we perforce
must examine that other way, apply some standards, and pass some judgments. In so
doing we are reflecting on and comparing such other ways of thinking or acting. Our
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own point of view is therefore inevitably put to the test, and over the long haul is apt
to undergo changes inevitably influenced by such comparison and reflection.

Yet there were vast differences between the rigid rules that governed the prac-
tice of medicine in Hammurabi’s Babylonia or in ancient Egypt and the freedom with
which medicine was practiced in ancient Greece. In Babylonia, the Code of Hammurabi
(1727 BCE) represents the first attempt to regulate medicine and to protect patients
from incompetent (or unlucky) practitioners. In Egypt, too, medical practice was rig-
idly fixed by law: In the Hermetic Book of Toth, Egyptian physicians are enjoined not
to deviate from the rigidly prescribed regimen under fear of death.3 Aristotle, how-
ever, stated that physicians were allowed to alter treatment if, after the fourth day, the
traditional approach had been found useless.4 Persian medical ethics was “modern”
in speaking not only of the cognitive but also of the characterological attributes of the
good physician.5 In Greece and in most of the later Hellenistic and Roman world, no
strict laws applied.

THE ANCIENT WORLD

The fabric of healthcare ethics, like a woven cloth, has always consisted of a large
number of strands combining various ground views: that of physicians, nurses, and
their various “schools” and subgroups of medicine as well as other healthcare profes-
sionals, governments, and patients. Does ethics seek to benefit patients, the various
professions that make up the healthcare team, or the community and its particular
institutions? What is the relationship of healthcare professionals as a group and phy-
sicians, in particular, to each other as well as to the other interests to and with which
they must relate? When we look at these various ways of conceptualizing ethics and
what the concerns of ethics ought to be, some very obvious differences exist. The
Hippocratic corpus, extending as it apparently did over several centuries and authors,
is not all of one piece. Nevertheless, its main thrust is to prescribe a certain standard
of decorum— “a certain etiquette, mainly to uphold a certain standard of perform-
ance, and serves to distinguish the expert from the charlatan.”6  Greek physicians, unlike
their Babylonian or Egyptian colleagues, were quite unfettered by state regulations.
They were itinerant craftsmen. To the Hippocratic physician the sole purpose of medi-
cine was the application of knowledge to the treatment of disease, and his ethics con-
sisted in doing this well. It is, as Edelstein repeatedly points out, “an ethic of outer
achievement rather than one of inner intention.”7 The injunctions and enjoinders given
to physicians in the Hippocratic corpus are intended to safeguard the art and guard
the reputation of the profession and its practitioners. Hippocratic physicians, further-
more, were neither the only nor the most common medical practitioners in ancient
Greece. The Asclepiads and many other models coexisted and, at times, freely ex-
changed patients with the Hippocratics. Even though patients are often thought of as
having been powerless until very recent times, there is no doubt that patients could
(and did) “vote with their feet.” Furthermore, the way physicians dealt with various
social groups (the elite among the Greeks, freedmen, or slaves) was quite different
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one from the other.7 One must guard against “judging” such customs from the van-
tage point of one’s own totally different culture and experience.

One cannot understand the medical ethics of ancient times unless one acknowl-
edges that these ethics were informed by a wide variety of cultural and philosophical
persuasions. The ancient world was a very multicultural one in which a large variety
of cultures and worldviews coexisted. Even among the Greeks there was, for exam-
ple, a wide variation between Homeric beliefs, which, for example, viewed chthonic
personal immortality as being that of shadows in the underworld, and the beliefs of
the Pythagoreans, who initiated a belief in divine personal immortality otherwise al-
ien to Greek thought. Greek culture, Greek philosophy, and Greek medical ethics do
not represent a monolithic point of view. Rather, they are composed of diverse strands
forming a rich fabric that imperceptibly merges into the later Roman and early Chris-
tian practices.

The depth of the Pythagorean influence on the Hippocratic oath is debatable.
Whatever its extent, a significant influence is probably beyond doubt. The Pytha-
goreans in many respects presaged some of the later Christian doctrines: personal
immortality and an essentially life ethic, to name but two. The Hippocratic oath, when
seen in its original form, prescribes the relations of student to teacher, establishes the
duty to transmit knowledge as well as fixing those to whom it is and those to whom it
is not to be transmitted, and sets standards of medical function and decorum. Inter-
preted in our light, it provides a framework of medical behavior and, perhaps, ethics
to which we can relate even though we may not be able to agree with it in its entirety;
viewed in the light of Greco-Roman culture, it emerges as a powerful tool seeking to
safeguard the reputation of medicine and that of its practitioners rather than, in the
main, seeking to promote the patient’s good for its own sake. Its main emphasis is
more one of etiquette than of ethics—a feature not altogether absent from most of the
later oaths! It is clearly a document of outward performance, rather than one of in-
ward intention. What matters most to the Hippocratics is how the physician’s behavior
is perceived and consequently what the social and material status of the profession
will be.

Many physicians around the world continue to believe that upon graduating as
physicians they take or took the Hippocratic oath. This is hardly, if ever, the case to-
day. Sometimes medical students in their passage from student to physician take no
oath at all. Often it is another oath altogether, and frequently it is at most one which
has been very much changed. Those who oppose some debatable ways of acting by
appealing to the Hippocratic oath do so on fairly flimsy grounds. Oaths or, for that
matter, codes of various sorts are prescriptive instruments that seek to restrict behavior
by an appeal to their own authority: While they may be (and often are) consistent with
ethical medical practice, their very existence is insufficient ground for calling any
practice ethically sound or not. Few if any contemporary physicians who claim to be
bound by the Hippocratic oath, for example, would refrain from surgery or consider
their colleagues who “cut for stone” to be acting unethically. An appeal to a given
oath or code—like an appeal to the law or to religion—is an appeal that assumes the
oath or code rather than the considerations that led up to it to be the arbiter of what is
and what is not ethical behavior. (See also Chapter 3.)
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THE HELLENISTIC, ROMAN,
AND EARLY CHRISTIAN WORLDS

The Hellenistic world spread Greek culture, modified by local custom, throughout
the known world. It provided a bridge to the Roman world and to the Christian era
beyond. The philosophy, the science, and the medical ethics of those times are com-
posed of the many strands of early Western culture and, in addition, show a strong
influence from the Hebrews, the Persians, and other, more Eastern nations. Hebrew
medicine (and especially Hebrew hygiene) probably exerted a considerable influence.
The Hebrew precept that preserving or saving life trumped all other rules (even that
of one who had been an enemy) took precedence over all other religious rules prob-
ably exerted some influence on the surrounding world. Undoubtedly Pythagorean
views substantially influenced Platonic ideas and ideals and to a greater or lesser extent
influenced the ethics central to the writing of the Hippocratic corpus. These ideals
were quite different from those of the Stoa (starting with Zeno, ca. 300 BCE) and of
the Epicureans (ca. 200 BCE).

In contrast to the Pythagoreans and to Plato, who believed in personal immor-
tality, the Stoa believed in natural personal dissolution without afterlife and without
Heaven or Hell. The purpose of life was to be fulfilled on Earth. The Stoa strove for
“phronesis,” or practical wisdom—how to craft and lead an honorable and a “good”
life. The belief in the unity of all rational beings and in the fundamental equality of
all men is central to Stoic and Epicurean beliefs. Panaetius (190–109 BCE), as later
represented by Cicero in On Duties, speaks about professional ethics. On Duties be-
came “the manual of all later humanism, ancient and Christian, secular and religious
alike.”7

These different threads and views must have found expression in the late Hel-
lenistic and early Roman world. The first expression of what we today would consider
truly medical ethics is recorded in the writing of Scribonius Largus (2–52 CE).8–9 In-
triguingly, Scribonius speaks of what we would consider today to be medical human-
ism not as something to be argued for but rather as something “quite self-evident to
himself and his readers.” Influenced profoundly by the Stoa and interpreting the
Hippocratic corpus in their light, Scribonius sees medicine as a “profession” and,
therefore, in the view of the time, as necessarily containing a fundamental core of
ethics. He introduces a textbook of pharmacology in which he argues for the use of
drugs in treating patients (not by any means an established thesis then) by a chapter
on what we today would clearly call “medical ethics.”

At the time of Scribonius, giving pharmacological agents in and of itself was
ethically problematic and was something many physicians regarded with suspicion:
Giving potent extracts without any ability to standardize or even to weigh or measure
accurately was not without great danger. Scribonius carefully deals with the question
of what a physician is (not an easy one in the days before universities, licensing boards,
or, in Greco-Roman times, state control) and what the duties of physicians are vis-à-
vis patients. Humaneness, friendliness, and philanthropy, as Scribonius sees them, are
not merely minor social virtues meant to enlarge medicine’s reputation (as they largely
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were seen to be in the Hippocratic corpus and later by Galen)), but are the special
obligation of the physician. In other words: Scribonius (as did Virchow very much
later) recognized the practice of medicine as a social art.

Among other things, Scribonius grapples with the duty of physicians toward their
patients and toward the state. When in state service (Scribonius served as physician
with the Roman legions), physicians may fight against the enemy as soldiers but, as
physicians, they must harm no one and treat friend and foe alike. “Medicine,”
Scribonius says, “is the knowledge of healing not of hurting.”9 Physicians are remiss
in their duty if they do not know all that they ought to know, make use of that knowl-
edge for the benefit of (all) the sick, and, especially, if they fail to fulfill their ethical
obligations toward all, regardless of who they are, what they are, or to whom their
loyalty may be. Ethics, in Scribonius’ view, is intrinsic to medicine, not extrinsic to
it. With Scribonius we have proceeded (some, including myself, would claim ad-
vanced) from an ethic of outward performance to one of inner intention.

Scribonius’ rather progressive and, to contemporary ears, pleasing perspective
(one that in its outline and humane views resembles much of Ramsey’s work in this
century) did not directly manage to perpetuate itself. Although Galen (131–201 CE)
felt that a true physician optimally should himself be a philosopher and practice medi-
cine out of love of humanity, he saw nothing inconsistent with other motives (love of
money, love of status, etc.) underwriting, even primarily or solely underwriting, the
physician’s function. The matter of motive, to Galen and others, is one of personal
choice and has no intrinsic connections with the practice of medicine. From the point
of view of medicine, the physician’s “specific morality is incidental rather than es-
sential.”7 A physician is expected to be a technical expert in medicine and to use his
skill to the best of his ability—all else is supererogatory: It might be hoped for, but it
could not be expected. Once again, and less than 2000 years after Scribonius, we are
back to an ethic of outward performance; inner intention is a desirable decoration,
but little else. It has been said that history frequently and at least in broad outlines
tends to repeat itself: Certainly many of today’s views of medical ethics (especially
of medical ethics as conceived in the libertarian mold) hearken back to an ethic of
outward performance. The backbone of the libertarian ethic, which rests on entre-
preneurialism and on “doing a good job” not because doing so has an intrinsic value
but because doing so will attract more customers, certainly reminds one of such a point
of view.

ARABIC INFLUENCE

Arab culture had a profound influence on European culture. One must recall that within
a century of Mohammed’s birth (6th century CE), both the European and African sec-
tions of the Mediterranean region were in Arab (and therefore Muslim) hands. The
Arabs brought with them an extremely advanced culture: Art, music, philosophy,
mathematics, science, and medicine were far ahead of what the Europe prior to the
Arab conquest had to offer. Christian culture withdrew into the interior of Europe,
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and in many respects its own culture stagnated. In the meantime culture in the lands
occupied by the Muslims flourished. Although Arab control was relatively short-lived
(Christian dominance over European territories was soon reestablished, although the
last Arab occupied area was not re-conquered until 1492 (the year Columbus arrived
in America), its influence on subsequent intellectual history should not be underesti-
mated. At that time, tolerance in Arab-dominated countries established a fruitful
working together of various cultures and various religions. Jewish influence on phi-
losophy, science, and the arts at that time was great.

Medical practice and knowledge, surgical as well as medical, were far advanced.
This practice and knowledge, as a matter of course, it seems, included concern about
ethics within that practice. The Arab–Jewish philosopher Maimonides, whose oath is
frequently used even today, wrote in many respects more in the spirit of Scribonius
Largus than of Galen. During the Middle Ages much of what the Arabs had accomplished
was, under the influence of the Roman Catholic church, buried, lost, or entirely ignored.
Only lately have we come to appreciate the importance of the contribution of Arabs
and their time.3

MEDIEVAL TIMES

The influence of Galen permeates the medieval period. His views, adopted early on
by the Church, became near dogma to be learned and memorized in medical schools,
not to be challenged. Attitudes toward health and disease profoundly affected ethical
positions. In one view, God sent disease as punishment (a just affliction sent in retri-
bution for some sin) or as a test; in either case, the problem is outside man’s province
and jurisdiction. If we are to follow the Sermon on the Mount, are we not like the
“fowl of the air” or the “lilies of the field,” cared for without our efforts by our Fa-
ther? Such problems had been argued in the Talmud and had been clearly adjudicated
in favor of healing: God intended physicians to heal just as He expected farmers to
till the soil. God no more intended the Earth to lie fallow and men to starve than He
did disease to go untreated. In Christian circles, ambivalence toward medicine (the
physician as opposing God’s will, or the physician as instrument of God in opposing
disease, pain, and death) has persisted until this day.10

The emphasis on Christian charity, however, worked toward the institutionali-
zation of care for the sick. Despite the existence of hospitals in ancient Egypt and
the Asclepiad temples of Greece, hospitals in the Western world first began to emerge
at the beginning of the fourth century. Such “hospitals,” however, were not hospi-
tals in any modern sense. Rather, they involved a conglomerate of charitable insti-
tutions and included foundling homes, orphanages, old age homes, hostelries for
the traveler, and infirmaries. Often nuns provided care and shelter to all these vari-
ous groups and operated such institutions. Administration was largely in the hands
of the clergy. Christian humility made service to these afflicted and troubled—even
those suffering from a “vile” disease—an act of charity sure to find its reward in
the hereafter.
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Physicians were often priests, and the duties of physicians were, first of all, largely
defined in religious terms. Healing the soul was not distinctly separated or separable
from healing the body, and healing the soul had priority. Physicians were enjoined to
make sure that their patients’ spiritual needs had been met both because “many ill-
nesses originate on account of sin” and because the safety of the soul was the main
issue. The Lateran Council of 1225 advised that physicians admonish patients to see
a priest, and Pope Pius V in 1566 asserted that after 3 days physicians could not con-
tinue to treat patients who had not confessed. Violators of this rule were to be barred
from further practice.11 Institutions granting medical licensure required graduates to
take an oath promising to abide by this rule. The physician was not rarely crowded
from the bedside by the priest, in part, it is said, to extract payments for relics, masses,
holy candles, or appeals to the saints.12

Medical regulations and licensure began largely during the medieval period. In
the 12th century, Roger II of Sicily decreed that all potential practitioners of medi-
cine had to appear before judges and officers of the Crown to be examined before
being licensed to practice. Roger’s grandson, Frederick II of Hohenstaufen, who was
the Holy Roman Emperor, confirmed and extended this decree by insisting that all
those who were to be licensed must first be examined by the medical faculty of the
medical college at Salerno. Before the examination could take place, candidates were
required to show proof that they had undergone a rigorous course of study for a total
of 8 years and had then spent an additional year (an internship of sorts) working un-
der the direction of an experienced physician. This attempt to institute a secular li-
cense was, of course, part of the ongoing struggle between the papacy and the Holy
Roman Empire: the Guelfs and the Ghibellins.13

Medicine, furthermore, was hardly a cohesive whole. As it emerged in the later
Middle Ages, it was a pyramid. At the top stood university-trained physicians with a
reputation for learning. Until after the 14th century, unfortunately, such learning largely
consisted of circular memorization and scholastic quibbling. It was largely useless.
Next in the hierarchical line came the surgeon (united with the physician and becom-
ing university trained only after the 14th century). Surgeons had less training but were
frequently more likely than the physicians of the day to help patients. Barber surgeons,
a large step down from “surgeons,” practiced phlebotomy and cautery, sometimes on
their own but much of the time at the direction of physicians or surgeons. More often
than not, barber surgeons were illiterate. Apothecaries mixed “Galenicals,” and a host
of untrained quacks pretending to things medical completed the “healthcare team” of
that day.

Physicians were expected to be charitable and competent. The definition of this,
of course, was in the Christian framework of the time. Euthanasia and abortion (after
“animation” or “ensoulment,” at any rate) were considered unethical. (This is elabo-
rated on in Chapter 10.) As with most other aspects of life, medical ethics was deter-
mined and directly or indirectly enforced by the Church and by its secular agents in
accordance with the Church’s particular agenda.
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THE PLAGUE AND ITS EFFECTS

The Medieval Plague (1348–1352) and the subsequent series of plagues that struck
Europe had a profound influence on every aspect of material and social life. The role
and duties of physicians vis-à-vis their patients were severely tested. It is amply clear
that while some physicians abandoned their patients, most stayed (see also Chapter 7,
on risk taking). Available documents indicate that physicians who stayed were “mo-
tivated by compassion, charity, and a sense of duty.”14–16 The Black Death of 1348
gave rise to what was then called (and is still called in many Eastern European coun-
tries) “medical deontology”—medical ethics done to examine the ethics of the pro-
fession.15–21

After the plague swept Europe in the 14th century, physicians began increas-
ingly to see themselves as bound by moral duties beyond those imposed by the Church.
Moreover, the formation of guilds had an influence on medicine. In institutionalizing
medicine and the colleges, in keeping qualifications and licensure predominantly
within medical hands, medicine shared in the medieval idea of keeping the function
as well as the production of professionals within professional control. Peer review,
licensure, board certification, and other aspects of modern medicine are directly de-
rived from the basic idea of controlling the profession by and through the profession
itself. The frequent preoccupation with medical etiquette, as distinct from medical
ethics, can be traced to the prevailing desire to safeguard medicine’s reputation, an
ongoing concern of healthcare professions and something we would call “image” today.
The ethic of outward performance, then as now, still played a dominant role.

As ideas of science progressed, the role of medicine changed. Francis Bacon
(1561–1626) divided medicine’s function into the preservation of health, the cure of
disease, and the prolongation of life. The prolongation of life was seen as a new task—
it had, as Amundsen has pointed out, “no classical (and also few medieval) roots.”22

The care of the “incurable,” heretofore not a part of the ethical practice of medicine,
now became important, initially to learn how to treat diseases previously believed
incurable and, after the 17th century, for other reasons as well. Prolonging life was
shortly to be seen as medicine’s prime function, and keeping people alive—not nec-
essarily the same thing—was shortly to become almost an obsession. As technolo-
gy’s capacities became ever greater, they tended to create their own dynamic and to
become a justification for their own use. Technology, as it often does today, began to
“drive itself”: Doing something was and is often done not because after careful con-
sideration it is deemed as something that, under a given set of circumstances, ought
to be done, but mindlessly because it can be done.

From the early 17th century onward, works of medical ethics (as distinct from
medical etiquette) began to appear. Rodericus à Castro (1546–1627), overlapping
Francis Bacon, published one of the first works of medical ethics: The Responsible
Physician, or the Duties of the Physician Towards the Public. A later work, by Johannes
Bohn of Leipzig (1640–1718), deals both with the obligation of physicians toward
their patients and with the physician’s civic responsibilities.22 The literature of the
day, still largely rooted in Church attitudes, started to involve itself with the physi-
cian–patient relationship as well as with medicine’s civic responsibilities in more
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modern terms. Nevertheless, the secularization of medical thinking and acting was
well under way and received its final impetus with the Enlightenment.

THE ENLIGHTENMENT
TO MODERN TIMES

The Enlightenment of the 17th and 18th centuries and its emphasis on human reason
as well as its goals of knowledge and freedom propelled medieval thought into the
modern era. Newton (1643–1727), emphasizing the application of scientific princi-
ples to the solution of problems, presages medicine’s later preoccupation with sci-
ence. Medicine began to view itself as a largely dispassionate scientific enterprise.
Philosophers of that era, furthermore, had a profound influence on the evolution of
medical ethics. Hume (1711–1776), with his emphasis on moral sentiments (the phy-
sician’s character, as it were); Kant (1724–1804) examining concepts of duty, the role
of autonomy in ethics, and the relationships of categories of thought; and Mill (1806–
1873) and his examination of the role of utility, left a stamp on ethical thinking in
medicine that is reflected in much of our thinking today. In addition, the French revo-
lution (1789) changed the relationship of persons to one another: The concept of in-
dividual dignity and the consequent notion of personal and human “rights,” despite
persistent class differences, began to be emphasized. Daring to ask question of those
in power was no longer unthinkable.

The social conditions in the Western world after the plague favored progressive
urbanization and with that the emergence of the working class. Working one’s land
was the expectation prior to the violent eruption of the “Black Death.” When serfdom
was abolished, many of the former serfs moved into urban areas and sought jobs.
Immediately after the plague working conditions favored the worker: Labor was scarce
and in high demand. The first “labor laws” were, in fact, instituted to protect the work
giver from the frequently rapacious demands of the worker. Soon, however, as more
and more former serfs moved into the cities and as those already settled increased in
number, the urban proletariat began to form out of the body of the former serfs, and
conditions for workers grew ever more dismal. Workers were generally unskilled and
illiterate, and their way of life and standard of living stood in stark contrast to those
of artisans, merchants, businesspeople, and professionals, who tended to form a quite
separate middle class. With greater emphasis on individual dignity and stirred on by
the misery of the proletariat, many efforts to ameliorate their lot were made.

Marxism, developing as a result of these conditions, gave rise to the 19th- and
20th-century socialist labor movement, solidarity, and, in many respects unfortunately
but inevitably, an enduring sense of class-consciousness. Social democrats eventu-
ally split from the radical communists, and the influence of social democracy on the
further thrust of history was and continues to be profound. Social democrats worked
not only toward a bettering of working conditions but likewise emphasized the edu-
cation of the worker. Public schools developed, literacy increased, and, with this, the
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individual’s blind adherence to what others (including physicians) prescribed tended
to diminish. Laypersons began to have sufficient general education and knowledge
to feel (with considerable justification) that they could and should be a party to deci-
sions made by health professionals when it concerned their own lives. The develop-
ment of social democracy, a socialist labor movement, and the increasing power of
labor also had direct a direct effect on the structure of the healthcare systems in the
various states. It is no accident that the European countries have well-established
national healthcare systems (although their nature varies greatly from country to coun-
try), whereas the United States as of today lacks a system in which all are assured
healthcare.23 Physicians must pursue what are essentially moral ends by ever more
complicated technical means. Applying these means to their patients in a more and
more “Newtonian” fashion caused medical practice to lose some of its “warmer” so-
cial aspects. Traditionally paternalistic, seeking the patient’s “good” on terms defined
by the doctor, medicine evolved into the 19th- and early 20th-century model of “sci-
entific” medicine. Scientific medicine, of course, had enormous benefits: It allowed
many to escape disease, many to be cured, many to live with less and even without
pain. It allowed physicians to understand disease process rather than conflating symp-
tom and disease.

Unfortunately, it also allowed a new confusion: While symptom was no longer
held to be disease, the patient and the social context in which disease took place were
often forgotten. A military metaphor in which “batteries” of tests were utilized to help
“aim” our “armamentarium” in the “conquest” of disease became universally used
even when, as in chronic disease or in the care of the terminally ill, it was no longer
appropriate. The patient became a battleground on which physicians waged battles
with disease; the battlefield, like Verdun 70 years later, was often left devastated. In
struggling for the patient’s bodily health, the patient as a human being was all too
often forgotten.

Physicians and physician-scientists continued to be schooled in the areas of
humanism that a classical education favored and medicine, until fairly recently, could,
along with law and theology, well afford to be counted among the “learned profes-
sions.” In Europe, where a well-established secondary educational system [“Gymna-
sium,” “Lycée,” or “Collège” (not to be confused with the English college)] exists,
physicians enter university with a firm humanistic foundation; in America, colleges
(which are often forced to play “catch-up” to make up for what was not taught in high
schools) only very sketchily make up for this since most students entering medical school
prefer to study predominantly “hard sciences” in college. In Europe as well as in America,
colleges of medicine or universities have until lately tended to teach subjects exclusively
related to the technical practice and understanding of medical practice. With the increas-
ing introduction of ethics and some of the other humanities into the curriculum of many
colleges and universities, this is (hopefully) beginning to change.

A superficial examination of history would tend to support the thesis that our
concern with moral issues in medicine originated in response to the possibilities raised
by the proliferation of science and technology. On the other hand, some have argued
that moral issues did not arise out of technology but rather that technology developed
“in response to a deeper and a prior moral concern.”24 Man’s fear of unknown forces,
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of death, and of illness—man’s search, in other words, for the good life—prompted
the exploration of the unknown and the development of technology to deal with it
effectively. A closer examination of this relationship would indicate that it is recipro-
cal: Questions of morality and the development of technology are mutually reinforc-
ing. A dialectic between moral concerns and technological options produces a synthesis
facilitating the development of both. The old, paternalistic model of previous ages
was incorporated in the scientific model. The patient’s “good” usually continued to
be defined on the physician’s terms. With more and more attention given to disease,
the patient tended to be neglected: The “good” was seen more often than not in terms
of “conquering” a particular disease or aberration.

As we have seen, a hierarchy of medical practitioners developed during the
Middle Ages. With the formal development of nursing (there had always been per-
sons who saw their job in helping with the sick or in delivering babies) and the vari-
ous other associated professions, the relationship between physician practitioner and
these professions likewise developed. It forms an important consideration in healthcare
ethics today. Initially, and in some respects today, physicians regarded nurses as
“handmaidens” here to obey blindly. As nurses have become better trained, they have
rightfully assumed more important roles. Ideally, ethically and practically one should
look at today’s relationship as that of a team in which each has a different, even if
often overlapping, set of skills, and all serve the patient’s interest.

MODERN TIMES

Not only the scientific advances of the 19th and the continuing insights of the 20th
but to an equal extent by the political and social changes of that century profoundly
influenced health-care ethics in the 20th century. The first world war with its carnage,
its emphasis on triage (which indeed was already practiced by the Egyptians) but es-
pecially the experiences of the Nazi era led not only to an interest in medical ethics
but to its incorporation into experimental process as well as into educational policy.
Curiously enough physicians and nurses to a large part cooperated and often cooper-
ated enthusiastically with the Nazi program of discrimination, extermination of the
unfit, “purification” of the race (“eugenics”—a concept actually originated in the USA)
and eventually the holocaust. Indeed—physicians had the highest percentage of mem-
bership in the Nazi party.25–27 Curiously enough: whereas in Germany physicians largely
cooperated with and often were instrumental in carrying out Nazi policy this was not
the case in Denmark where physicians (trained frequently at the same Universities)
did all they could to undermine and frustrate Nazi policy.28

After the “doctor’s trial” in 1946 (which tried only a handful—most got away
scott-free29) a code of ethics for human experimentation (the “Nürnberg Code”) de-
veloped and has undergone several revisions (“Helsinki revisions”) since. The claim
that this constituted the first code of ethics for the conduct of human experimentation
is false: there was a code, quite similar to what the Nürnberg Code of 1946 stipulated
in effect during the Weimar republic. It was never abrogated—simply ignored.
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The Nazi experience had other ramifications and is full of meaning for us today.
Physicians saw themselves as obligated to help the process and to let the wishes of
the government override their ethical duties—to work for the patient’s good and never
for his/her harm. It tried—and tried all too often successfully—to use physicians as
social engineers and to make their first responsibility one to the state. In other words,
it interposed a system or organization between physicians and patients just as it had
interposed a system between perpetrator and victim.

A “system”—a political, economic, or cultural system—insinuates itself between
myself and the other. If the other is excluded, it is the system that is doing the
excluding, a system in which I participate because I must survive and against which
I do not rebel because it cannot be changed…I start to view horror and my implica-
tion in it as normalcy.30

There is no doubt that a system within which our activities take place is the rule
rather the exception—be it a hospital, a health-care system or a system in the wider
body politic. But this very fact makes it essential that those affected by the system
(which in essence means all of us) play our role in making such a system acceptable.
This was hardly a problem only of the Nazi state—it is a severe and perhaps the chief
problem in the United States with managed care today.

This contemporary issue of human experimentation as well as the treatment of
individual patients by their physician most not be reduced to the Nazi state nor to
managed care today—albeit that these are two flagrant examples. From 1932 to 1972
(the very time when the doctors trials took place and the US was “beating its breasts”
in righteousness) the Tuskegee experiments funded by the US Department of Health
deliberately failed to treat and misled a group of Black males who had contracted
syphilis so as to study the progress of their disease. The findings were widely reported
and commented as to their questionable ethics in only one letter to the editor throughout
this period. At other times since, experiments on prison inmates and other weak,
defenseless or easily coerced persons as well as persons who did not even know that
they were the subjects of such experiments have been carried out. To prevent such
occurrences Institutional Review Boards (IRB’s) have been established and certainly
have improved matters. The problem, however, continues and we cannot lull ourselves
into the convenient belief that things have been set right.

Ethicists have played a role in shaping public policy. They have, however, tended
to focus, and to focus almost exclusively, on the issues involving individual practice
and have largely ignored the social problems and the institutional framework in which
these problems take place. Often, in our view, bioethcists have “sold out,” become
members of the establishment instead of its critics and allowed themselves to be
used as rubber stamps by institutions, industry and government.31 If healthcare
workers, and especially physicians and ethicists, are to act responsibly, they must
pay sufficient attention to the conditions their particular institutions and their health-
care system provide (in today’s managed care, competition, and insurance driven
society patients needing medical attention are turned away at the door—a classical
interposition of institutional policy between two individuals). And since, ultimately,
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institutions are created by society and the worldview such societies have, all of us
have an interest in shaping a society that serves us all.

One cannot separate medicine and its values from the culture that nourishes it
and in which it functions. Medicine’s moral views can differ in emphasis and detail,
but they cannot differ substantially. American society, predicated on competition and
personal gain, should not be surprised if its healthcare practitioners evolve into busi-
nessmen vying for a share of the “healthcare dollar.” The quality of the “product”
sold to the customer (the patient) must assure customer satisfaction so that the “busi-
ness,” rather than the patient, may prosper. The emphasis on customer satisfaction—
rather than on patient service or patient “good”—constitutes a change in moral view.
An ethic of outward performance is once again given full reign in the entrepreneurial
model of today’s emerging medical practice.

While it cannot be entirely distinct from the culture in which it is embedded,
medicine nevertheless has its own unique history and identity. Medicine and the other
healthcare professions, therefore, also have their own distinctive set of values and
precepts. Because of such distinct values and precepts, healthcare professionals often
experience friction with the culture of which they are a part. The eventual ethos of
these professions is a combination of interacting forces. Healthcare need not be-
come entirely enmeshed in the entrepreneurial model; rather, healthcare can use its
historical viewpoints and its traditions to support its own distinctive ethos. Although
such an ethos perforce needs to function within specific communities and accom-
modate its function to them, it nevertheless does not have to have values and view-
points that are identical when it comes to its own professional values and ways of
acting. Furthermore, medicine in discharging its social function may be able to do
much to ameliorate what it may see as a point of view inimical to the interest of
patients in a wider sense: Social conditions have much to do with illness and health,
and medicine may well see itself as obliged to try to bring about social (and, there-
fore, inevitably philosophical) changes in the way the community sees itself (see
also Chapter 6, on the physician as citizen).

CULTURAL AND SYSTEMIC
CONSIDERATIONS

The way that society structures its medical system has a profound influence on medi-
cal practice. In most of the Western world today (the United States is a unique excep-
tion and one that is certainly likely to change), physicians do not practice both in the
hospital and as “primary care providers” in the outpatient setting. In most societies
patients choose a family physician whose practice is strictly outpatient. Such physi-
cians will care for long-term illness (arthritis, hypertension, uncomplicated diabetes,
and other chronic conditions) and take care of their panel of patients for inter-current
but relatively simple illnesses. When a need for more specialized diagnostic or thera-
peutic interventions presents itself, the “primary care physician” will refer the patient
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to a hospital-based internist or other specialist who will then take care of the particu-
lar problem and eventually refer the patient back to the primary care physician. Such
a difference in the medical system of course has profound implications for the pa-
tient–physician relationship and for medical ethics

One must also consider that the way illness, birth, and death occur differs with
culture and society, and this too changes some of the problems in ethics. In America
and in Austria, most patients are born and die in a hospital; in the Netherlands, birth
and death more commonly take place in the embrace of home and family. The fact
that ethical problems, while superficially similar, are quite differently experienced
seems obvious.

In the United States today (and to a far lesser extent in other countries) healthcare
providers and especially physicians fear lawsuits. This recent historical develop-
ment has not been without influence on health professionals, hospitals, and their
clients. The proliferation of malpractice actions in the United States has many roots:
We are a litigious society; the profession and the media have often and for a variety
of reasons exaggerated the capacity of medicine to cure or heal; physicians are (of-
ten justifiably) viewed as more than well-off; and we often have the misconception
that something that goes wrong invariably has to be someone’s (and most certainly
not our own!) fault.

It is popular for physicians and others to claim that ethics can be reduced to law.
Such a claim if acted upon would freeze the status quo: That which is, is also that
which ought to be. And that is simply not true. Beyond this, physicians and increas-
ingly other healthcare professionals have a great fear of (rather than a good deal of
respect for) the law and often share a belief that the law constrains them where it clearly
does not. Indeed, the law leaves (and, in our view, properly so) a good deal of latitude
in the hands of physicians and other health professionals. It asks (and not unreason-
ably so) that physicians adhere to certain standards and guidelines within which room
for decision-making occurs.

The history of the profession would not be complete without a word about
healthcare systems. Since the social system of medicine forms the necessary frame-
work of individual medical practice, the type of healthcare system a society chooses
to have is of critical importance to technical as well as ethical considerations of prac-
tice. It is difficult, if not impossible, to practice ethically unless the system in which
one practices is an ethical one; likewise, it is not very well possible to craft an ethi-
cally appropriate institution in the context of a society whose ethical structure will
not allow this. The United States today lacks access to healthcare for many mem-
bers of the society and provides only inadequate access to many more. This (to many
of us) intolerable state of affairs (see Chapter 11) makes individual practice diffi-
cult and makes of the usual problems treated in this book a sort of “rich man’s eth-
ics:” problems and considerations that can only come up in those able to afford access
to healthcare to begin with.
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Knowledge and Ethics

INTRODUCTION

In the view we are presenting here and in the way we look at health-care ethics, eth-
ics—like science—is not something fixed and eternal but a human activity that we in
community together work to establish. This is not a sort of relativism but rather, as
later sections will show, provides a commonly decided upon framework within which
sufficient tolerance for a variety of views towards specific issues are acceptable and
within which peaceful dialogue can occur. Furthermore, we shall insist that good eth-
ics starts with good facts. Since these “facts” and our knowledge of the world around
us changes, our viewpoint towards what constitutes an ethical problem, what consti-
tutes the analysis of such problems and what our tentative answers will be must also
change.

The way we look at ourselves—at our place within the universe, our relations
with our community and with specific others—changes as our understanding of sci-
entific, social, psychological economic and ecological “facts” changes. To claim that
such insights do not have a profound effect on ethics is to claim that ethics is a re-
vealed and immutable set of rules that we accept and “apply” to problems at hand.
Although we have, as a matter of course, presented such a point of view when we
briefly discussed ethical theory, our entire work is predicated on the assumption that
ethics like all else is neither immutable, revealed nor simply a set of rules to be blindly
applied.

For millennia humans assumed that the earth was the center of the universe and
that humans formed the apex of creation separate and entirely separable from lower
life forms. This led to a predominantly homocentric universe in which things and
circumstances were pronounced “good” or “bad” entirely relative to how they affected
human beings. Furthermore, our ability to have any long-term effects or to undertake
actions whose consequences were much beyond affecting a handful of others were
minimal. “Fiat justitia, pereat mundi” (“let justice be done even if the heaven’s fall”)
was a debatable stance even then; but at a time when we had no way of having “the
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heaven’s fall” it remained speculative and without profound practical consequences.
Today we live in a world in which we, indeed, are capable of causing “the heavens to
fall”—capable of destroying the earth as we know it. Thus, noble as it may sound,
such a statement has become more than questionable today. Absolutism, whether re-
ligious, philosophical, ethical or political is no longer an ethically or for that matter
practically defensible stance.

In ancient times and until recently our knowledge of ourselves and of the world
about us did, of course, undergo some changes; but such changes were gradual, in-
cremental and not profound. In the West they were, furthermore, strictly guarded
against by the Catholic Church, which generally saw in change a threat to its author-
ity and, therefore, the work of the devil. During the Muslim ascension to power much
scientific, cultural and social change took place but it was still change that assumed
the basic premise that man was the center of the Universe.

With the works of Copernicus and Galileo a radical change of perspective oc-
curred: the belief that the earth was the center of the universe—that the rest of the
universe rotated about it—was challenged. Rather, empirical evidence suggested it
to be merely another little planet in a vast array of solar systems and planets. The
Catholic Church very quickly saw the implications of such a point of view and did all
it could to suppress it. But, inevitably, one cannot suppress “facts” and we began to
see ourselves differently, at least those of us who had sufficient education to appreci-
ate, absorb and integrate these new facts—the mass of mankind remained in an un-
educated, religiously controlled and totally subservient state. It took a long time for
such new attitudes to “trickle down” and become understood—especially against the
active opposition of the parish priest.

Further changes would now come relatively quickly. Our knowledge and under-
standing of the world around us accelerated until today we are confronted with daily
change. That, as we shall see, is not without its problems. What has been called “the
scientific method” (essentially a hypothesis posing and testing rigorous inquiry) was
adopted to address major problems and provide us with more than anecdotal and some-
what firmer answers. The study of human anatomy (a clandestine activity for many
millennia) and a comparison of this anatomy to that of “lower” animals inevitably
pointed to their enormous similarities. The work of Darwin suggested the continuity
and interconnectedness of all life forms and the closeness of ourselves to what we
choose to regard as “lower animals.” Then, as today, fundamentalist religions (which
very well understood the implications) continued to do all they could to oppose the
teaching of these findings. In our view their attempts have only succeeded in making
themselves look ridiculous. Darwin’s findings (erroneous though some particulars may
be) cannot help but suggest to us that the border between humans and other obviously
sentient creatures is often more artificial and arbitrary than real. Freud, who in good
part shattered the division between body and mind, showed us that our “subconscious”
plays a distinctive role in our daily activities. Einstein demonstrated the arbitrariness
and even questioned the non-existence of space and time. Such insights were crucial,
especially in a time in which social mobility became ever more prevalent. No longer
could a shoemaker, the son and grandson of shoemakers, assume that his son would
follow his path. That social rigidity diminished with the French and American Revo-
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lution, with the Napoleonic wars and with ever more rapid means of communication.
It continues to be affected by forces that are released, in part, by new scientific knowl-
edge and technical capacity and in part by the work (even if often indirect and even if
often not appreciated) of philosophers, social scientists, writers, artists and others in
the humanities. We have come a long way from the Nibelungenlied to Dickens, from
Corovaggio’s, Vermeer’s or Rembrandt’s wonderful paintings to Van Gogh’s “Po-
tato Eaters” or Picasso’s “Guernica,” from Plato to Kant to Dewey. With and, in part,
through the social sciences we have—despite horrible lapses—become more socially
conscious and, with our new scientific understanding and technical developments,
have opened up a vast array of opportunities as well as dangers.

The development of computers and artificial intelligence has given us new and
unavoidable questions and problems: if computers can “know” and think, what is it
to know and think? If computers can—as seems probable—be equipped with what
we would recognize as “emotions” and if they can think and plan ahead how could
and should we relate to them? Robots today can not only repair themselves but can
create new and “improved” generations of robots. These are not matters that can sim-
ply be shrugged off—they will affect the way we think, live and ultimately develop
as individuals, as societies and as species.

For ethics another and perhaps ultimately most critical development has occurred
in the last decade. For millennia the argument as to whether emotion or reason should
prevail in making judgments in ethical questions has raged. Few will doubt that emo-
tion does in fact play a role in our recognition of and judgments about ethical prob-
lems. Some (like Plato) have argued that poor ethical judgments are the result of either
poor information or poor logic: evil comes about not because men knowingly act in
an evil manner but because they either know too little or commit errors in reason-
ing—a belief which Aristotle most certainly did not share. Much later Hume would
argue that emotion not only was but in fact, should be the deciding factor—that “rea-
son is and of right ought to be the slave of the passions.”1 Kant, on the other hand felt
that emotion (“the passions”) that he equated with inclinations (that which we want
to do) should be de-emphasized as much as possible.2 Kant, of course, recognized that
on a practical level making judgments was inevitably influenced by passions, emo-
tions and inclinations and recognized the importance of schooling the inclinations so
as to make them more readily accord with our reasoned judgments. Kant’s distaste
for inclinations or emotions should come as no surprise: as much as he tried and, at
times, succeeded in keeping his religious views separate from his ethics and philoso-
phy, his pietistic background provided him with a distaste and suspicion of desires:
things that “felt good” were more than likely to be sinful!

Scientific insights in the last decade or more have clearly demonstrated the im-
portance of both feelings and reason in the making of judgments. The works of Damasio
(Iowa), Ledoux (New York) and Roth (Bremen) have clearly and unequivocally dem-
onstrated this interdependence. Such an interdependence however, does not answer
the “ought” question—given that emotion inevitably affects the way we make deci-
sions ought we embrace it, regard it with suspicion or as much as we can minimize its
role?3–6

The studies of the Damasio, Ledoux and Roth as well as those of some others
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have shown more than mere interdependence. Higher animals are equipped with sepa-
rate and separable emotional and cognitive centers—the former resides in the tempo-
ral lobe region called the “limbic system” and the other in the frontal lobes. These
two areas are connected by an intricate series of neuro-chemical and electrical path-
ways. In patients who fully recover after their limbic system (either by surgery or by
accident) has been destroyed or entirely severed from its connections with the frontal
lobes or cognitive centers, cognitive function appears unimpaired: they can, for ex-
ample, solve intricate problems of logic and would, at first blush, seem like fully ra-
tional beings. While emotionally “flat” they are seemingly cognitively unimpaired.
Such patients can live “normal” physical lives for years. However, something has been
lost. Not only are they affectively changed, their ability to make sound judgements is
severely stunted: over and over again they will logically reason out a problem, imple-
ment their “rational” decision and abysmally fail to deal effectively with the problem at
hand. Their judgements are not only “bad” they are often entirely self-destructive. Be-
yond this, patients never seem to learn from such failures and to deal with similar
problems in the future in exactly the same way. Those patients studied have all led
stunted, miserable lives.

The authors postulate the presence of an “emotional memory”—a memory that
teaches us certain things that translate into emotive responses. “Man with big stick
running after you is dangerous” is generally more an emotively learned than a cogni-
tive and reasoned response. It appears that “emotional memory” (as distinct from
cognitive memory) is predominantly laid down in infancy and early childhood, is
virtually permanent (that is—it is not prone to be forgotten and is very difficult, al-
beit it possible, to change) and regularly interacts with our cognitive centers. As any
of us who have taken examinations know, the cognitive centers are far different:
memory of this sort is laid down throughout life, is easily forgotten and is malleable.

If these facts are indeed as stated (and there is no reason to doubt this) then the
“ought” question is a bit nearer to an answer. Although every radical “rationalist” (or
“idealist”) will decry the use of empirical evidence as not providing a sound basis for
answering that question and even though we may be accused of committing a “natu-
ralistic fallacy” the fact that decisions made without input from our emotional memory
turn out to be destructive cannot simply be shrugged away. Shrugging it away consti-
tutes something even more fallacious—it suggests that scientific findings and “facts”
based on them can simply be shrugged off and reason alone appealed to: something
that these observations have just shown not to be the case.

We are not suggesting that emotion should be allowed to predominate. Indeed, a
judgement made without careful reasoning and logic and made by emotion alone would
undoubtedly prove more destructive and more dangerous. Further, it would lack all
external referents, all means of retrospectively judging it as right or wrong—as is the
case in the so-called “care ethic” the emotion itself becomes its own referent and right
or wrong (or even better or worse) vanish.

The interrelationship between reason and emotion at the very least casts doubt
on those who claim that clinical or ethical problems should be solved by purely “ob-
jective” or purely “reasoning” means and that emotions should, as far as that is pos-
sible, be kept out of either decision. What these findings do not address, however, is
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the extent to which either reason or emotion should be involved. In our discussion of
“compassionate rationality” and “rational compassion” (see Chapters 3 and 8) we find
a prototype of this problem. It may well be that the role of emotion is a hem-shoe on
reason—that it may caution us that our reasonably reached conclusion may well still
be faulty and in need of revision, and it may well be that reason acts in a similar man-
ner to curb our emotion.

What is critical here is that scientific insights, technical advances and social
changes alter the way we conceptualize and deal with ethical problems and that in
turn the way we deal with such problems affects all others. Compartmentalizing knowl-
edge or understanding or isolating it from other disciplines interferes with progress
and ultimately stops it. There is no reason to expect that this process of change will
not continue. Clinging to an unchanging ethics embodied in a few (or in many) rigid
“principles” universally and unchangeably applied makes a Dodo bird of ethics—
and may well presage its extinction. For—to paraphrase a section of the New Tes-
tament (something we are not apt to do usually!)—ethics is made for men, not men
for ethics!

Our newer understanding of scientific “facts,” our capacity to rapidly translate
such insights into technical capacities and hence action and our ability to on the one
hand more accurately and on the other much more poorly foretell the future have raised
critical ethical questions about the role of knowledge itself. Heretofore “knowledge”
(or technology) was always considered to be “value neutral”—it was the application
of such knowledge or of such technology that was not. Hans Jonas in his seminal works
argues that knowledge itself has assumed a moral dimension and that there may be
things we ought not try to know.7 While we do not agree either on a purely pragmatic
(it is not possible to keep humans from seeking to better understand the world about
them) or on an ethical (are we to be frozen into a “status quo”?) level the concerns
that he raises are well worth considering.

Jonas argues that the Kantian Categorical Imperative (see Chapter 3) “act so that
you could will the maxim of your action to become a universal law of nature” might
well be changed to “act so that acting tomorrow remains a possibility.”7 Under some
circumstances Jonas’ maxim might well play havoc with some of the Kantian abso-
lute rules! Jonas argues that the future (thanks to our far more accurate instruments)
has in one sense become more readily foreseeable but that (because of the rapidity
and unanticipated character of change) it has simultaneously become far more diffi-
cult to foretell. Furthermore, if new knowledge is inevitably (and for a number of good
and bad reasons) turned into technical capacities, knowledge itself becomes an ethical
problem. Thus he concludes that we should undertake no changes whose immediate or
long-term consequences might possibly have serious unforeseen consequences—a po-
sition which unfortunately would logically mean that, since we cannot ever know what
short or long term effect innovations may have with any degree of certainty, we can
truly not change anything. We have called this attitude “logical negativism”: it is pretty
much the opposite of “logical positivism” (the belief that science is fact and can and
will solve all of our problems).

While we strongly disagree with Jonas rather extreme conclusion—which would
reduce our future to our present—it is deserving of a good deal of attention. In reality
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Jonas’ argument is a form of Hubris—it rests on the belief that humans have “gone
far enough,” that we are the apex of creation and that anything more we create is more
likely to risk leading us down the path of destruction rather than up the difficult path
to improvement. Man is capable of both—and capable of making a choice.

While the last century can be readily used to argue for Jonas’ position (various
genocides, a pervasive loss of a sense of community, etc.) it can with as much merit
be used to argue against that position: Slavery was abolished in the 19th century and
the progress (much as it leaves to be desired) made in assuring civil rights to all mem-
bers of our society has not only progressed in the U.S.A. but taken on world wide
proportions. The Rwandan Genocide or the various debacles in what was once Yugo-
slavia showed a world who had at least begun to care about such issues and who, in
some instances, was prepared to take consequent action (as flawed and belated as these
efforts were)—when Hitler began his persecutions the world largely yawned. Remark-
able progress in public health and medicine has been made and has eased the lot of
many. None of this would—without newer knowledge and its translation into appro-
priate technology—have been possible. Such progress has not been without its prob-
lems—anticipated and otherwise. Indeed much of this book concerns issues without
which such “progress” would be mute. And yet: there is no doubt that one can prevent
the abuse of new knowledge by stopping (which, in fact, we cannot hope to do) its
acquisition just as one can eliminate medical malpractice by forbidding practice. But
that seems a rather extreme sort of thing to do!

There are many “advances” in our knowledge which are questionable—should
one really allow the search for a highly infectious and deadly micro-organism resist-
ant to all anti-microbials or permit the development of a device which could destroy
our planet? And how do we know where our search for knowledge may lead? It seems
to us that the only way of providing some safeguards lies in allowing (indeed man-
dating) some time, thought, scrutiny and effort between the acquisition of knowledge,
between its translation into technology and the application of such technology in other
than a most limited fashion. Moratoriums—if they are used to think through prob-
lems, engage a wider audience and debate the issues—have distinct merit.

We live in a world that offers us astounding social and scientific opportunities as
well as threatening us with extreme dangers. This makes it all the more necessary that
all members of the community who may be affected by our actions (and ultimately
this means all of us) are given not only a voice but the necessary conditions for par-
ticipation: that is mutual respect, economic security and educational opportunity
not based solely on the ability to pay. It also means that those who cannot partici-
pate (the weak, sick, mentally disabled as well as future others) must have their
interests represented. Crafting an ethical framework in which we all can live and
thrive cannot—by definition—be a “top down” strategy in which at best an ethic
for the weak and powerless is magnanimously and condescendingly promulgated;
it must be an ethic with the weak and powerless. One of our first tasks, then, is to
provide persons across the globe with the necessary conditions (economic security,
education, personal respect for one another, freedom for thinking and expressing
their thoughts) that allow them to be truly empowered. This is not a Utopian ideal
but one towards which we can realize—not tomorrow, not the next day but as a clear
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goal towards which we ought to strive not only for ethical reasons but for reasons of
preserving our very selves.8

In this chapter we have tried to show that ethics and of necessity that part called
health-care ethics is influenced by our current knowledge of the world around us, that
ethics is as dynamic as all other knowledge and that our knowledge (be it of ethics or
of other things) is embedded in a social setting which modulates the way we perceive
(and ultimately use) knowledge and which is, in turn, modified by that knowledge.
Likewise we have pointed out the opportunities and dangers facing us in our ever-
increasing knowledge, in the speed with which such knowledge is transformed into
technology and with the haste with which such technology is then applied.
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Theoretical Considerations

INTRODUCTION

What constitutes an “ethical” problem or question? In this book we shall maintain
that an action (or a failure to act when action was possible) that affects other sentient
beings is by its very nature ethical. We do not maintain that other factors fail to enter
in and that such factors often are the more critical ones. Because of their effect on
others—and ultimately we ourselves are “others”—ethical considerations are one of
the most important considerations; but they are neither the only nor in all instances
the deciding factors. Furthermore, the problems are usually highly complex—if only
because that “other” who is affected is generally not one but many and because “af-
fected” must not be understood merely as an immediate or direct effect. Thus ethical
questions often raise questions of hierarchy (which of the various “others” affected is
or are the most important and the most central to the obligation of the moral agent) as
well as questions of future others and/or to the kind of situation in which our actions
may place them.

We hold that the most basic thing in ethics (and especially but hardly only in
Bioethics) is to be sensitive to the ethical questions lurking (and often lurking unrec-
ognized) within a specific clinical or a wider (say allocation of beds or organs) set-
ting. To begin reasoning about ethics and ethical questions we first need to recognize
their presence. This is, it would seem, an obvious statement. Nevertheless it is aston-
ishing and, indeed, frightening to find that many physicians when asked about ethi-
cal problems among their current patients deny that any are present.

Good ethics starts with two preconditions: (1) Good facts (or at least the best
“facts” that one can get); and (2) an institutional and social setting which permits de-
liberating about ethics and gives enough latitude to carry out ethically acceptable
decisions. Ethical speculation not grounded in good clinical and social facts is just
that: speculation and a form of mysticism that can be more dangerous than it is use-
ful. On the other hand, the institution within which the actor must act constrains not
only his or her action but likewise even constrains examining a variety of options.
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Managed care (which will be discussed in later chapters) may serve as a typical ex-
ample. Furthermore: it is most difficult if not indeed impossible to develop a just in-
stitution in the context of an unjust society—persons or governments which can allow
a state of affairs in which persons working a full week still must exist below the al-
ready unacceptably low poverty level can hardly be expected to have much interest
in the plight of the uninsured whose access to health care in reality exists only in life-
threatening emergencies or by the grace of capricious charity.

This chapter will be devoted to a brief sketch of ethical theory as it relates to
health care ethics. It is an extremely brief sketch, and, therefore, necessarily deficient
in many ways. Readers who are interested in more detailed understanding of ethics in
general or health care ethics in particular are urged to refer to some of the primary
sources themselves. At the outset, however, a few words need to be said about the
problem of justification: How do we judge a given course of action as one ethically
appropriate (or at least as ethically not inappropriate) versus judging it to be ethically
inappropriate? This gets us to the question of authority: What kind of “authority” is
sufficient (or put another way, what assumptions can safely be accepted) when we
argue our point?

In a pluralistic world and in a pluralistic society traditional ways of appeal have
proven to be to no avail when discussing such matters with persons who come from
traditions, cultures, or belief systems quite different from one another. Likewise, ap-
pealing to the law of the land cannot tell us if such laws are or are not ethically appro-
priate—not all laws are. One hopes that most laws are ethically unproblematic and
that some even help cement ethical behavior; but one also knows that throughout
history some laws have ordered us to engage in some ethically very questionable or
even indisputably unethical forms of activity or have intended to prevent us from acting
in inarguably ethical ways. An appeal to the law is an appeal to a situation as it exists
so as to justify its own existence: i.e., things simply ought to be what they are. Ap-
pealing to religious beliefs suffers from the very same narrow approach. Are reli-
gious pro- or prescriptions “good” because they are religious, or are they religiously
pre- or proscribed because they are “good?” If they are considered ethically correct
merely because they derive from a religious base (book, statement of higher clergy,
etc.), they suffer from the same problem as an appeal to law: i.e., they become a
circular way of arguing. If, however, religion only prescribes good or proscribes
bad ways of acting, we are left with asking what the criteria for judging such acts
good or bad are. Inevitably, we are left with using a form of justification that must lie
outside religion itself.

Furthermore, we live in nations and in a world in which multiple cultural, reli-
gious and even legal systems must live side by side, and, if we are to get on with our
lives, we must coexist peacefully. If appeals to religion or the law cannot guide us in
making ethical judgments, we must rely on other ways of finding good reasons for
justifying and arguing our propositions. Throughout this book we will assume (and
will briefly argue) that it is possible to come to some general agreements about ethi-
cal issues. Such agreement relies on a framework of common human capacities and
experiences and is enabled by a common sense of primitive logic sufficient to enable
our dialogue. We will not and cannot (and, we think, ought not) try to build a fully



31Theoretical Considerations

contentful ethic that most of us would be willing to accept and that would allow con-
sensus on all troubling issues. But we can forge ahead and, while seeking for broader
agreement, find some content about which we would generally agree.1

At this point we need to mention a word about codes and oaths. Codes and oaths
(which really are meant to enforce particular points of view) have been used through-
out history in both religion and law. They can serve us well as guideposts if we as-
sume that the direction in which they point is likely but not by any means necessarily
the right one and if we therefore continue to question, analyze, and revise. In this book,
while mindful of the importance of what religion, law, code, or oath can teach us, we
shall not rely on such teachings for justifying any particular position or point of view.
(See also Chapter 1.)

Medical ethics in one sense does and in another does not differ from ethics in
general. In a qualitative sense, the principles of action that underwrite all moral choice
underwrite the choices here; in another, more quantitative sense, medical ethics dif-
fers because of the complex and often puzzling nature of its subject material and be-
cause of the intense emotions accompanying many of its choices.2

Ethics in general (and applied ethics in particular), if it is to accomplish its avowed
goal of helping people to live the good life, relies for its deliberations and judgments
on a rich background of philosophy, psychology, anthropology, sociology, history,
and the arts. Applied ethics, in addition, requires an understanding of the matter to
which it is to be applied, an understanding that includes emotive and experiential
considerations rather than cognitive material alone. Likewise, to be a meaningful
activity and discipline, ethics requires more than merely logical reasoning: we have
argued and shall continue to argue that the interest persons take in questions of ethics
as well as the answers they ultimately evolve are initiated, and throughout the proc-
ess leavened, by compassion. Some would deny this. They feel that practicing ethics
is merely a rational activity, that ethical analysis can take place away from the con-
text in which the problem is embedded and from the moral actors who eventually must
act, that it need only be conversant with the cognitive material under immediate con-
siderations, and that such analysis then constitutes the sufficient condition for action.

This book assumes that medical ethics cannot make a judgment about problems
unless it considers both their context, their history, and their cultural setting as well
as the circumstances, values, and feelings of the moral actors who are involved. A
dispassionate analysis of encapsulated problems unmindful of their context may help
clarify some aspects, but it cannot, in a practical sense, provide equitable, let alone
compassionate, solutions. Problems taken out of their cultural and particular context,
divorced from the moral actors who must act, and uninformed by history, are changed
problems. Analyzing them in such an encapsulated fashion can be helpful in provid-
ing more dispassionate insights, but such insights, if they are to fulfill a meaningful
role, must be carefully fitted into particular contexts and must be mindful of the moral
actors involved.3,4

Ethics derives from the Greek ethos, as morals derive from the Latin mores. Both
derive from the word for custom, manners, or the disposition peculiar to a given peo-
ple. In German a third word, sittlich, is similarly derivable. Although these words are
used interchangeably, they each carry a somewhat different flavor: morals, more a
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religious and often a sexual flavor; sittlich, more one of manners or convention; and
ethics, one that much more clearly deals with what we shall understand by the term
throughout this book. In our framework, ethics, although it inevitably contains the
root meaning of custom, manners, or the disposition to act in certain ways, transcends
it. Unless we specifically state that we are using the word moral in a different sense,
we shall often use the word moral interchangeably with the word ethical.

It is often not easy, despite these definitions, to delineate an “ethical” from some
other sort of problem. Intuitively we know that prescribing penicillin to a patient
with pneumococcal pneumonia is largely (but not merely) a “technical” matter,
whereas not supplying nourishment to a terminally ill patient is largely (but not
solely) an “ethical” one. But we are stumped when we try to analyze the difference.
As with describing what is and is not pornography, we find that we “know it when
we see it.”

Throughout this book, we assume that ethical problems are inseparable from other
problems and that virtually all other problems likewise contain ethical questions.
Medicine (or any other kind of human activity) needs to ask and first answer the “how”
question: How can I (or can I) treat this disease, prolong this patient’s life, restore
that patient’s function? Ethics asks a different albeit inevitably linked question: “Given
that I can do something, ought I to do it?” Inevitably the two questions are and, above
all, ought to be linked with one another. They ought to be linked especially in a day
and age in which our technical capacities have, compared to former times, become
not only much greater but also much more dangerous—and to far greater effect. Eth-
ics searches for a way of life (secular ethics, Christian ethics), seeks rules of conduct
(applied ethics), and inquires about ways of life and conduct (metaethics). 5 Thus, as
in ancient times, ethics remains largely concerned with seeking the “good” life and,
more broadly, in defining the “good.” Ethics is concerned with two key concepts:
the concept of “good” and the concept of “right.” When we speak of the good (see
Chapter 2), we refer to a goal at which we aim; when we speak of right, we have a
more juridical framework in mind. Used as a noun, the concept of right denotes a
justified claim, sometimes a claim justified by a particular notion of the good and
meaningful only when secured by and through the community in which such a right
is said to exist.

As has been stated, ethics is held to be other-directed. For an act to be consid-
ered “ethical,” it must in some way, however remotely, affect another sentient being.
There are those who, pointing to pure duties to oneself, would deny this.6,7 Duties to
oneself, however, are a peculiar concept. In general, when duties to self are invoked,
they are justified by appealing to the harm that failure to discharge these duties would,
in fact, bring to others: relatives, friends, the community, or, ultimately, God. In true
duties to self and self alone, rights and duties are simultaneous rights and duties: i.e.,
they are owed to and by the same person. Therefore, it would seem that they are dis-
posable by the same person. Duties owed to oneself are self-referential, i.e., they lack
a referent other than oneself, and thus the arguments cannot escape a certain circular-
ity. Under ordinary circumstances, individuals can waive their rights and can, for in-
stance, decide that they do not want to collect a sum owed to them and thereby absolve
their debtors of the duty to pay—but how do I make sense of the notion that I forgive
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myself a debt that I owe to myself? Forgiving myself a debt or absolving myself of an
obligation (which, since I owe it to myself I theoretically should be able to do) be-
comes a trivial concept. For purposes of this book, problems of ethical content will
be considered to be limited to problems involving another. In fact, virtually all prob-
lems—our dilemmas and, ultimately, the way we handle them—are problems for the
very reason that they involve another or others.

DEFINING THE GOOD

In searching for the “good life,” the “good” has largely remained elusive and indefin-
able. Good, in general parlance, is used as an adjective: e.g., a good knife or a good
diagnosis. This, of course, invites the inquiry: what it is “good” for or in what (as
Aristotle would say) does its goodness consist?

Goods may be intrinsic goods (“goods in themselves”) or instrumental goods
(goods that serve as the means for achieving other, usually higher, goods). It is the
intrinsic good that has escaped definition. The quest for the summum bonum—the
ultimate good, that which is good in itself—is sometimes seen as the greatest good in
a hierarchy of goods (e.g., rationality, for Aristotle), sometimes as the common de-
nominator of all other goods (e.g., pleasure, for the hedonist), and, at times, as an almost
mystical, religious good (e.g., God, for the religious). The way we shall use the word
is more pedestrian: the referent is the common experience of what men universally
call good and what they call bad (e.g., joy as a universal good, pain as a universal
evil). Other goods, for the purpose of this book, are defined largely by rational beings
experiencing and enunciating that good in community.

THE FUNCTION OF ETHICAL
THEORY

Just as the principles of pharmacology are necessary if we are to prescribe properly,
some understanding of ethical theory and its principles is most helpful if we are to
analyze and understand moral problems. What follows is a necessarily oversimpli-
fied and therefore somewhat falsified account of ethical theory. At least this brief
acquaintance with theory, however, is most helpful in understanding and working with
the practical problems encountered on the ward. Too often persons unacquainted with
theory and unclear about method are unable to come to grips with—or even clearly
identify—such problems and end up in a discussion based on ill-founded assumptions,
unexamined beliefs, and traditions held personally dear but unpersuasive to others
whose assumptions, beliefs, and traditions are different.

There are, of course, a variety of ethical theories as well as many variations,
interpretations and applications of each particular theory. The principles that each
of these theories underwrite seem, at first glance, irreconcilably different. But such
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principles are fashioned by men to live by. They are instruments that should help
one fashion the “good life,” not narrow exercises here to constrain and oppress man.
The principles we come to accept as our own vary with personal experience, innate
personality, and social conditioning, but in spite of this, our decisions are often simi-
lar.8 Ethical theories and principles are no more sacrosanct than those of physiol-
ogy or pharmacology; they are merely working hypotheses with which we can hope
to deal with our problems and which, in turn and by what we learn by their applica-
tion, we seek to adapt and improve.

CONSEQUENCES AND INTENTIONS:
UTILITARIANISM AND DEONTOLOGY

Traditionally there have been two ways of looking at the “rightness” or “wrongness”
of an act. We can look either at consequences or at intentions. If we focus on the con-
sequences of an act, we are judging the outcome we value to be good and the out-
come we find bad to be bad. If we adopt this consequentialist view, we are apt to search
for the “good” in any act as one that brings about the greatest amount of good. On the
other hand, we can ignore the consequences of an act, judging that, in any event, the
outcome is far from completely under our control, and we can then seek the good in
the intention of the actor rather than in the actual consequences that are brought about
by the act itself.

If we adopt the latter view, we rely on the agent’s adherence to duty to judge the
merits of his or her actions. (Of course, consequences are not entirely ignored: rather,
consequences here are the intended and not the actualized consequences.) In both of
these differing ways of looking at ethics, a standard by which to judge what is ulti-
mately “good” is missing. Broadly speaking, the first of these two views has been
called “consequentialist,” or “utilitarian.” It relies on the works of Jeremy Bentham
(1748–1832) and on those of his student John Stuart Mill (1806–1873).9,10 Conse-
quentialist viewpoints, of course, preexisted Bentham and Mill just as such view-
points have continued to find adherents and are developed further by some ethicists
today (see the later section dealing with Peter Singer’s “Interest Utilitarianism”).
The second view is called deontological or, at times, Kantian, notwithstanding that
Immanuel Kant (1724–1804), its most eloquent proponent, is not the only one.
Kantian ethics has had a profound impact on ethics in general and on medical eth-
ics in particular.

Kant puts primacy on the autonomous selection of our moral principles.6,11,12 In
essence he claims that persons are free or, what he holds to be the same thing, must
act as though they were free. That is, persons are deserving of the respect that all ra-
tional beings deserve because of their capacity as self-legislating moral agents, i.e.,
as capable of setting their own (autonomous) moral law. Heteronomous law, in con-
tradistinction to autonomous law, is a law extrinsic to the agent: that is, such a law is
not actively thought through and embraced by the agent him or herself but has been
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accepted (unthinkingly) from another source such as the law of the land, custom, or
religious rules. Persons who unthinkingly acquiesce to such laws, according to Kant,
are not acting morally. Given their capacity to make these choices and their failure to
make them they are blameworthy. Adherence to heteronomous law is not praisewor-
thy simply because it is the law. Adhering to heteronomous law (law that comes from
outside the moral agent and is not selected by him or herself) may be morally neutral
(as when we obey the law not to park in a certain place), morally blameworthy (as
when we obey a law forcing us to discriminate against certain races), or praisewor-
thy, if our adhering to such law is motivated by more than blind obedience to the law
itself.

Kant bases his rule-oriented (“deontological”) moral philosophy strictly on those
rules that a rational agent legislates for him- or herself (autonomously derived law),
and such rules, to be moral, must be universalizable: i.e., a moral agent setting these
laws for him- or herself should be able to will that such laws would apply likewise to
all other rational beings. We must, Kant says, be willing for the rules we set for our-
selves to become a “law of nature”: i.e., we must be willing to have such rules apply
universally. The categorical imperative, or “universalizability” principle is one of the
fundamental struts of Kantian ethics (and, we would argue, forms one of the bases of
most thinking in this subject).

Likewise, according to Kant, “imperatives” (i.e., rules) can be hypothetical or
categorical. Hypothetical rules are only binding if one wishes to achieve a given end:
i.e., they have the form “if you wish accomplish X, you must do Y.” Categorical rules
(to Kant there is only one categorical imperative from which all other rules are de-
rived) are always binding. Such a rule simply says that logic would compel the will
of all rational beings to accept such an imperative. It would be irrational to call an
action moral for oneself under the same circumstances that one would consider it
immoral for another—the basis of the Categorical Imperative.

Kant derives another, very critical part of his philosophy from another formula-
tion of the categorical imperative. Since all rational beings have the capacity to set
their own moral law, they are deserving of respect and cannot merely be used as means
but must always also be treated as ends in themselves. This of course means that all
persons—no matter their race, nationality, or station in life—are deserving of this same
basic respect. In dealing with them we must respectfully consider their goals as well
as our own. When we generalize such a point of view we end up with a world in which
there is an ultimate “realm of ends:” in other words, all of our ends must ultimately
have a common meeting point.

The rules (or “maxims,” as Kant calls them) that are derived from such a cat-
egorical imperative are largely “negative” rules, and Kant believes that such rules are
absolutely binding under all circumstances. Rules against lying, murders, or actively
harming another, are rules that (according to Kant) one can always discharge: i.e.,
these are things one can always refrain from doing. Such rules are called “perfect”
duties and, according to Kant, should not conflict with one another. But negative rules
alone would leave many of us without some very important ethical obligations: obli-
gations of helping one another, of beneficence, and of compassion. Kant acknowl-
edges and, indeed, emphasizes such rules. Perfect duties (those that universalize and
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are binding on all rational beings at all times: the duty not to murder, for example)
contrast with imperfect duties (beneficence, for example: those that are not binding
at all times but cannot be done without). These imperfect duties, among other things,
give content and direction to ethics.

However, since such “imperfect duties” are not as logically compelling as are
the “perfect” rules, they must be argued for on somewhat different grounds. Kant does
this in two ways. On the one hand, he states that while willing a world in which not
acting beneficently would not contradict logic, the fact that we all at one time or an-
other find ourselves critically in need of the help of another would make it logically
impossible to “will” such a world: Doing so would “force the will to conflict with
itself.”6 Beneficence and the other “imperfect” rules, moreover, can be argued for on
the basis of the realm of ends. Because we must treat each other as more than merely
means to our own ends, we end up in a “realm of ends” in which the interest of others
plays an essential moral role. We cannot simply ignore the goals or interests of others
when formulating our own or another’s course of action but, if we are to act morally
(that is, if we are to act in a manner we could will as a “law of nature”), we must con-
sider the goals of others together with our own. Since we can presume that everyone
is interested in his or her own welfare, such a realm of ends enjoins all of us to take at
least some interest in the well being of others.

While we can, according to Kant at least, always comply (and always comply
without internal conflict) with perfect duties, compliance with imperfect duties is not
always possible and not always necessary. Such imperfect duties are conceived as
optional: while we may not refrain from duties of beneficence altogether (and should
be encouraged to do so as much as possible), we cannot always and in all situations
act beneficently.

Finally, Kant holds that one cannot derive an “ought” from an “is;” that is, one
cannot derive rules from things the way they are. The status quo is not right (or wrong)
merely because “that’s the way things are.” Rather, rules must accord to reason and
logic and, therefore, be universalizable. In refusing to grant the status of “ought” as
equivalent to “is,” Kant furthermore holds out hope for future changes. He is a true
child of the time of the French revolution, although he abhorred its methods.6,11,12

Utilitarianism, or consequentialist ethics, can be either act or rule utilitarianism.
In both, the determination of “rightness” or “wrongness” is based on the actual con-
sequences achieved: in act utilitarianism the rightness of the act, and in rule utilitari-
anism the rightness of the rule, is judged by the consequences the act or the rule brings
about. The trouble with either of these forms of utilitarianism, of course, is that they
make any action that either produces maximal “good” in itself (act utilitarianism) or
any action that conforms to a rule seen to maximize the “good” (rule utilitarianism),
good only because of the consequences. Consequences, to be “good,” must achieve
the greatest “good” for the greatest number. One of the largest drawbacks, of course,
is that the notion of the “good” remains ambiguous.

Both utilitarian and deontological ethics have problems peculiar to themselves.
Neither defines the “good” except in the most general terms. To utilitarians good is a
balance of pleasure over pain; for Kant the only absolute good (that which is “good
in itself” and not merely an instrumental good) is the good will: i.e., the will to sub-
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ject oneself to autonomously derived moral law. Utilitarianism, like all consequentialist
theories, by relying purely on consequences in judging an act and its actor (or a rule
and its implementation), ignores fallibility and the unpredictability of events in as-
sessing praise or blame. An action (or rule) that turns out badly, no matter what the
unforeseeable cause, is bad. In a sense, rule Utilitarianism, in that it would have you
follow that rule which maximizes the good of most, is a form of deontology, insofar
as it follows a set rule.

Utilitarianism, at least in its purer form, has lost much of its appeal. When ap-
plied to the realm of private relationships, it is rightly deemed dangerous: In its name,
dangerous experiments on helpless people that could, however, benefit a large number
would not be precluded, and a few innocent could readily be sacrificed if doing so
would result in great benefit to many. In stressing outcome, utilitarianism ignores
motive and the interests of the minority and fails to account for human fallibility. We
shall see in later chapters, however, that when we are faced with issues of resource
allocation in which we deal not with individuals but with groups, we inevitably must
take consequences and the greatest good for the greatest number into account.

Deontological theories, on the other hand, are often accused of being inflexible
and deficient in their ability to guide our daily decisions. An action considered to be
wrong—lying, for example—is wrong under every and all circumstances. The resulting
conflict is inevitable in daily life and highlighted in medical practice. Further, Kant’s
ethic is one of pure form and lacks specific content; the categorical imperative (“act
so that you can will the maxim of the action to be a universal law”) is impeccably
true but provides little guidance in concrete situations. In defense of Kant, however,
it must be said that he clearly did not set out to give specific answers to specific prob-
lems in concrete situations. Rather, and quite explicitly, he set out to provide a frame-
work within which decisions about specific problems and affecting concrete situations
could be understood. And, all criticism since notwithstanding, that framework retains
much of its validity. It is, however, often charged that, by narrowly twisting language
to accommodate a given contingency, almost any maxim could be construed to be a
universal.13 Kant, we think, might fall back on his insistence that the only thing “good
in itself” (i.e., good without exception) is “the good will”—the will to formulate one’s
own (rationally defensible) moral law and to adhere to it—and that twisting circum-
stances to make what is clearly illicit permissible supports, rather than defeats, his
position.

Kant stresses that adherence to moral law from duty instead of from inclination
is what acting meritoriously is all about. Agents who, despite their inclination to act
otherwise, act in accordance with their duty are meritorious (“praiseworthy”), whereas
the agent who acts merely because of inclination is not. If one performs an act that is
one’s duty but does so motivated solely by inclination, one is acting neutrally and is
neither praise- nor blameworthy. This intrinsic suspicion of human inclination (not
surprising in one whose background is pietistic) is, as we shall see, the precise oppo-
site of the “care-ethic” (see section to follow). While there is certainly great merit
in acting morally despite one’s inclination to do otherwise, it is difficult to deny
praiseworthiness to the person who acts morally and takes true pleasure in doing
so. It is difficult to consider Albert Schweitzer, who very obviously loved caring for
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disadvantaged sick people, or Mother Theresa, who evidently loves helping the poor
and downtrodden, to be less praiseworthy than someone who, while helping, does so
only by overcoming his inclination to ignore those in need. One can claim that over-
coming one’s inclination requires more energy and is more difficult than to act in ac-
cordance with it. And yet, we generally define a “good” person as one who is disposed
to act ethically and kindly—not as one who, with set teeth, forces him- or herself to
do so.

In dealing with patients within our vision of the patient-physician relationship,
inner intention rather than merely outward performance becomes crucial. Kant’s phi-
losophy, in stressing motive and duty, does just that. Kant did not intend to produce
a “cookbook” of ethics but a firm foundation upon which rational men could build
the good life. Except as Kant is concerned with the “realm of ends,” Kantian ethics,
as with most varieties of deontological ethics, gives scant direction to solving prob-
lems of social justice that form an ever more important part of medical ethics. When
it comes to questions of allocation and to questions of whether more funds for some-
times exotic crisis care or more funds for preventive or primary care should be ex-
pended, a utilitarian type of approach that seeks to produce the greatest good for the
greatest number seems much more appropriate if not, indeed, inevitable.

The problem with Kantian ethics even when it comes to personal relationships
is often felt to be the rigidity of the various rules. Perfect duties are always and in-
variably binding and, if one is to believe Kant, will never conflict. Yet this is sim-
ply not so. The classical example of hiding six Jews in the cellar but not being
permitted to lie to the inquiring Gestapo man is one of a variety of difficulties with
such an absolutist point of view. And yet it is evident that in this example, as in many
examples taken from everyday life or from clinical practice, such absolute rules do
in fact clash. When the Gestapo man is told that six Jews are hidden in the cellar—
a thing he is told because of blind devotion to an absolute rule—such rules are seen to
clash: the promise implicitly given when we undertake to hide another from evil
would be violated by “telling the truth.” Likewise, in medical ethics, lying to pa-
tients can generally be considered as unethical: persons are deserving of respect,
and telling the truth is an absolute requirement. And yet there are exceptional occa-
sions when the humanity and wisdom of such truth telling may legitimately be
brought into question (legally this is called “clinical privilege:” it’s the classic “if I
tell him the truth he will jump out the window” sort of argument and, despite the
fact that physicians have often argued otherwise, it is a very rare situation—though
it does occasionally occur).

Moreover, unmodified Kantian ethics would make it difficult to choose between
equally needy persons in allocating critically needed resources: The known criminal
and the lifelong philanthropist could be argued to have the same standing. A view
such as that of W. D. Ross may help in dealing with such problems. W. D. Ross in the
earlier part of this century developed the concept of duties that are “prima facie,”14

i.e.,binding unless overwhelming and compelling moral reasons to the contrary can
be marshaled. Of course, such an approach fails to give direction as to what such
“overwhelming moral reasons” might be, but it certainly suggests an approach. To
W. D. Ross, relationships are an important source of such moral reasons. Relation-
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ships modify but do not change the basic obligations we owe to everyone. Relation-
ships are, at least in part, defined by the obligations they entail: in explaining words
like friend, student, health care professional, spouse, or even enemy to someone un-
familiar with the term, we invariably must consider what obligations such relation-
ships entail. My general obligation to all others forms the baseline of the obligations
of my special relationships. The relationship health care professionals have with their
patients starts, at minimum, with the obligations all humans have to one another even
though it, hopefully, will transcend that minimum. Even my obligations to my en-
emy are still underwritten by general human obligations: except when necessary in
self-defense or to save innocent others, I cannot, and be acting in an ethical manner,
simply kill or otherwise gratuitously harm an enemy. Certainly, a physician’s obliga-
tion to treat a patient once a physician–patient relationship exists is arguably greater
than the simultaneous obligation to treat a stranger.

One of our most prominent contemporary Utilitarians, Peter Singer—who cur-
rently holds the endowed chair for Bioethics in Princeton and formerly was at Monash
University in Australia—has developed what he calls “preference utilitarianism.” He
and his views have been widely attacked, especially and most viciously within Ger-
man speaking countries (notably Switzerland, Germany and Austria), but also in the
US and elsewhere. Although we neither necessarily agree with his theory or conclu-
sions, we believe that these attacks have largely been made by people who have ei-
ther not read (or, to be less charitable, not understood) what he had to say or who
have opposed him by arguing that his conclusions were a priori and without further
discussion simply wrong and have thus attempted simply to foreclose debate. That
this practice is philosophically unacceptable and violates every premise on which
democracy and rational discussion is based goes without saying.

Preference Utilitarianism is based on the assumption that to act ethically is not—
as it is in routine Utilitarianism—simply to maximize pleasure and minimize pain and
to do so for the greatest number but, rather, that it is based on the preferences of all
concerned. In other words, Singer’s philosophy attempts to adjust the resolution of
an issue between personal and collective interests.15 This does not, in a sense, differ
substantially from classical Utilitarianism, which holds that “good” is pleasure. Since
every sentient creature has a “preference” for pursuing the greatest good and for avoid-
ing harm the difference is arguably not very great. But Singer’s philosophy extends
itself far further than these underpinnings—it defends the interests of all sentient (not
just human) beings, calls into doubt or at least suggests that we examine what, be-
yond simply “human being” we mean by person and, under some circumstances,
defends abortion as well as euthanasia. Singer, for example, suggests that when medi-
cine either has nothing more to offer (or the decision not to offer any more active treat-
ment has been made in severely damaged newborns) actively and painlessly causing
their death might arguably be a better option than “allowing” them to live longer and
to die in pain. Beyond this, Singer argues that relationships are not of overwhelming
importance in making ethical choices, that we are as responsible for the starving child
in Bangladesh as, other things being equal, we are for our neighbours.15,16

The theory—and the conclusions Singer reaches through that theory (others might
use the same theory to reach different conclusions)—are most certainly debatable,
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and his particular form of Utilitarianism suffers from the same kinds of difficulties
facing other forms. But both the theory and the conclusions are not things to be sim-
ply discarded, neglected or mindlessly attacked. Singer, for example, does not say that
“lower” animals have the same moral standing as do fully actualized humans; he merely
argues for the claim that they do have significant moral standing and that to ignore
such standing is similar to ignoring the standing of other arbitrarily disenfranchised
groups (Blacks, Jews or whatever we choose to regard as “the other”). Nor does he—
as he has been accused—ignore the interests of the disabled. He considers the disa-
bled (a term which is ill defined and can range from wearing spectacles to being
permanently vegetative!!) as persons with interests that must be respected and merely
questions whether beings without self-awareness can have an interest in continuing
to live. We would, in this regard, go further and question whether someone or some-
thing without (nor or possibly in the future again) self-awareness can be said to have
interests at all. Singer illustrates what we previously said about the role of Bioethicists:
to make people uncomfortable, to make them question their assumptions, to insist upon
reasonable argument instead of relying on un-reflected assumptions…in other words
to make them uncomfortable with the status quo and with their habitual attitudinal
responses.

Throughout this book we most certainly question Singer’s down-playing of re-
lationships and hold relationships to be central to the concept of obligation—indeed
one cannot explain relationships without invoking that concept. While this is espe-
cially true in the health care patient/provider relationship we would argue it is crucial
in making ethical judgments. Again: this does not mean that we do not accept our
relationship towards strangers as having force—indeed humans among their species
and sentient beings among themselves have a relationship which forms the basis of
human obligation to each other as humans and to other sentient creatures. And it cer-
tainly does not mean that we as a society or as health care providers as a profession
have amply lived up to the obligation which being a human implies. But it does mean
that my relationship with another plays an important role in making ethical choices.

JOHN DEWEY

John Dewey is, at least in our estimate, one of the most important figures in social
ethics, and his views are, therefore, extremely important for its sub-field, health care
ethics. John Dewey denies the existence of an absolute good, rejects the notion of an
“intrinsic good” (or, for that matter, an intrinsic right) outside of any particular expe-
riential context, and feels that judgments about ethical matters are judgments made
about the appropriateness of specific actions to achieve specific goals. The goals (or
“ends”) themselves are context-dependent and, thus, cannot be immutable or valid
for all times. The methodology used in moral inquiry is the same as the method used
so successfully in scientific investigation: hypotheses are made and tested in the cru-
cible of experience. The alleged strict difference between praxis and theory vanishes
to be replaced by a dynamic and mutually corrective relationship. Truth is neither
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immutable nor the pure product of human willing, but emerges out of the complex
interrelationships between persons and their physical and social environments, is tested
in praxis, and is apt (indeed, is bound) to change and develop, depending on circum-
stances—including both positive and negative feedback. There is no absolute answer
nor are there absolute solutions to problems. We start with an indeterminate situation
and together to reduce the number of indeterminate aspects of the situation until it,
and its implications (its possible resolutions and their possible consequences) become
progressively clearer, i.e., more determinate, for all of us. Such a process improves
our situation in a number of ways:

1. It helps to “get us all on the same page” by revealing tacit personal
and social assumptions—whether erroneous or not—that may
otherwise influence our perceptions of the situation and its
implications.

2. It enables us to marshal a range of resolutions to the problematic
situation and to become better equipped to recognize the strengths
and weaknesses of each.

3. In creating novel ways to respond to indeterminate situations, it
also creates novel possibilities—i.e., what must play out initially
as new forms of indeterminacy—which, in turn, advance further
development, learning, and growth.

Conventional ethical theory, as it is generally interpreted today, lacks this dynamic,
homeostatic aspect. Unlike Dewey’s approach, it would “apply” certain rules to a
situation that occurs in a particular context without becoming personally involved—
much as a cookie-cutter cuts out pre-determined patterns. In Deweyan ethical inquiry
and analysis, the moral agent is not only mindful of situation and context but also
becomes personally involved in the process so that he or she personally undergoes
fundamental evolution and change.17

Dewey seeks to incorporate the concept of growth, change, and context into our
moral reasoning. He is determined to preserve the importance of experience and
empirical evidence in the formulation of our ethical choices rather than to base choice
on predetermined ethical “principles.” In doing this, he has profoundly influenced
much contemporary work, especially as it relates to the importance of context and
character. Not only is his work important from a practical point of view in medical
ethics, in which context and specifics assume such great importance, but also it like-
wise has greatly influenced ethics in general, and especially social ethics. The way
specific problems as well as problems of moral worth, blameworthiness, and com-
munity are examined owe a heavy debt to John Dewey.

Dewey’s viewpoint of community as the basis of all human endeavor and un-
derstanding has been critical to the way social ethics is conceived. To Dewey (as, in
many respects, to Rousseau and Kant), intellectual activity (like all other activity) is
basically social: we need a community of others if we are to think effectively or lead
successful lives Such a point of view should not be conflated with garrulousness:
researchers or thinkers must, by the nature of the task, do much of their work alone.
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But such aloneness is not possible unless it, in turn, exists in the matrix of a commu-
nity, which inspires and can, eventually, evaluate, correct, and enrich the work at hand.
Such a point of view is basic to democracy itself and to the way we as individuals see
ourselves enmeshed in it.17,18

VIRTUE ETHICS AND CASUISTRY

Rules we choose to follow, principles we select, and theories we elect to guide us are
a reflection of our character. Virtue ethics, as old as the Homeric tradition and as young
as contemporary thinkers, tries to base itself on an appreciation not so much of the
rightness or wrongness of given acts depending on duties and obligations as on the
goodness of the persons who select such obligations and rules.19–21 It inquires into what
attributes are characteristic of persons we consider “virtuous” rather than selecting
rules and then deciding that persons who follow such rules are, by virtue of rule fol-
lowing, virtuous.

“Virtue” is used here in the classic sense of competence in the pursuit of moral
excellence. In common usage it carries an unfortunate baggage of moralism and comes
across almost as mealy-mouthed. That is not the way it is used here, nor is it what
people generally mean when they speak of “virtue ethics.” To Plato, virtue was syn-
onymous with excellence in living a good life, and such excellence could be attained
by practice. Vice, Plato believed, was not so much caused by moral turpitude as it
was the result of simple ignorance: one either lacked knowledge or lacked the ability
to reason properly. To Aristotle and, later, Aquinas, virtue was a disposition to act in
the right way. Aristotle strove for balance. Whereas Plato saw virtue as an intellec-
tual trait, Aristotle saw that, in practical terms, virtue was the result of a balance among
intellect, feeling, and action. “Virtue” was a state of character and the result of prac-
tice. In turn, practice resulted in habit so that the “virtuous” man could be counted on
to act justly. Thinkers from then on have explicitly or implicitly considered virtue
and the virtuous man (the man practiced and adept at finding moral goodness in real
situations) to be an intrinsic part of ethical behavior. MacIntyre saw that more than
internal qualities were involved: goodness is shaped by a social vision of the good.19

To judge concrete situations, virtue ethics suggests the use of certain “rules of
thumb:” rules that are derived from the practice of “virtuous” practitioners in similar
cases. Casuistry—very similar to “virtue ethics” and more of a method than a theory—
seeks to develop “index cases,” i.e., cases that have been adjudicated before and that
can serve as a model when confronted by future actual cases.

The problem with virtue ethics as a single ethic to adhere to, of course, is that
“goodness” and “virtue” are defined in terms of each other: the virtuous man does
good things, and good things are those acts a virtuous man does. Nevertheless, other
ethical theories, in just as circular a fashion, link the good with their theory of ethics.
Legalistic ethical systems tend to define right action purely in terms of rules. When
used by themselves and with nothing else to guide them, they are very likely to be-
come straitjackets rather than guideposts of the moral life. Ultimately, and if carried
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to their logical extreme, they may interfere with decisions that, in human terms, are
humane and good. Virtue ethics alone, on the other hand, suffers from an imprecision
and “fuzziness” that, in defining the good in terms of the “virtuous person,” runs the
danger of a thoroughgoing paternalism. The two, it seems, can complement and en-
hance each other. If being virtuous, as Aristotle viewed it, entails striving for balance,
virtue ethics may entail the balanced application of principles and rules in a thought-
ful and humane fashion. Problems of ethics cannot be separated from the moral sen-
sibilities that shape them or isolate them from the moral actors that make up their
context.22 Virtue and rules shape each other and permit moral growth and learning. In
that sense and in many others, the insights of John Dewey are critical to ethics.

There is no doubt that casuistry and virtue ethics have their place in moral edu-
cation. Seeking to inquire and understand the way such problems were dealt with in
the past most certainly can serve as an example—but preferably as an example of
inquiry (why were they dealt with in a given manner?) rather than with the way a
case was handled itself. Education (be it moral or medical) seeks to instill good hab-
its—above all good habits of inquiry, which includes skepticism about how things
were dealt with in the past.

SITUATION ETHICS

A more recent attempt to enunciate a system of ethics was made by Professor Joseph
Fletcher. Situation ethics, as he calls this type of approach, would judge each situa-
tion purely on its own merits, aiming for the most “loving” result that could be brought
about. Initially Fletcher (who was a theologian) speaks of this as “Christian love;” in
his later works he speaks of it purely as “love.” Situationism (or, as it has sometimes
been called, “agapism” from the Greek term for “love,” which encompasses more than
its mere translation denotes) is, of course, a form of act utilitarianism in which each
act is judged by its outcome, which, here, instead of being pure utility, must accord
with what is most “loving.”23–25

A prior insight, of course, as to what constitutes the most loving result is needed.
“Love” as a concept on which to ground morality seems at least as ill defined as
notions of the “good.” Situationism, Fletcher agrees, must take place in a frame-
work of general rules, “rules of thumb,” as he calls them. But to be useful, it would
seem, such rules of thumb must conform to some prior insight of the “good” or of
“love.” Such prior insight, in turn, either is the product of rigidly conceived “truth”
and, thus, will be seen to vary from society to society in its definition, or will be
conceived as something persons working and thinking together craft in community
and test in praxis.

As appealing, at least superficially, as such act utilitarianism or “agapism” may
be, it breaks down when one considers that what is “right” is not merely determined
by someone’s subjective understanding of the “goodness” (or the lovingness) of the
outcome. Other, more objective factors seem to matter. Moreover, bringing about a
“good” circumstance by thoroughly reprehensible means or performing an acciden-
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tally “good” deed (in terms of its outcome) with evil intentions certainly cannot be
considered an untarnished “good.”

PRINCIPLISM

In their classical work on Medical Ethics Beauchamp and Childress carefully devel-
oped a system of medical ethics to which the name “principlism” (sometimes called
the “Georgetown Mantra”) has been applied.26 This is not a good term and is, in fact,
a misnomer: most ethical theories or systems operate according to some “principles.”
What is generally understood by that term today is the primacy of the four principles
set out by the authors: (1) Autonomy; (2) Beneficence; (3) Non-maleficence and (4)
Justice. These “principles” are to be applied in each case and with each problem. On
the surface such an approach seems to have merit. And yet it has fallen more and more
out of favour and has had to be adapted.

There are several problems with this approach. First of all, like most ethical theo-
ries or approaches, instead of constituting important considerations in all cases these
four items are treated as “principles” to be applied to a given case or problem. Sec-
ondly, it is unclear how any of these stated “principles” are to be defined let alone
applied. Aside from the fact that beneficence and non-maleficence are really two sides
of the same coin (viz., respect for persons), these so-called principles give no guid-
ance as to their hierarchical nature: what is one to do when autonomy conflicts with
beneficence or beneficence with justice?

The reason (aside from the fact that they were developed at Georgetown) the
rather unkind term “Georgetown Mantra” has been used identified with these four
principles, is that health care professionals often find it convenient to appeal to this
form of principlism when approaching concrete problems at the bedside as well when
dealing with more general issues in health care. They have become a slogan behind
which physicians and other health care professionals can retreat and to which they
can then appeal. But when one party insists that their solution (based on the principle
of autonomy) is right and another disagrees (and bases theirs on beneficence) there is
little left to discuss. There are, furthermore, many more factors in each case or prob-
lem and its specific individual or cultural context than is covered by these “princi-
ples.” Different cultures will not only define but also value these terms differently.

In our view, there is a tendency abroad to forego the agony of decision-mak-
ing by abandoning patients to such empty “principles.” On the way to dealing with
a problem we can, conceivably, say “aha: this is a problem of autonomy” and find
our answer there. But neither general nor specific problems are quite that easy. These
four considerations are critically important in making decisions—but in our view
they often conflict and certainly, in and of themselves, cannot be considered to be
binding in absolutely every case. When used with discretion and definition they can
be helpful but in the view we put forward here they are not straitjackets that tell one
what to do.
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CARE ETHICS
What has been called the “care ethic” has had a more prominent place in yesterday’s
than it has in contemporary, at least in contemporary American, ethics literature.27,28

In many ways it can be seen to be the obverse of Kantian ethics. It is unclear, when
one reads the writings of its proponents, whether they are speaking about a theory or
a method. What is clear is that the development of this form of ethical thinking (or
process) originates in an abhorrence of the cold application of rules to particular cases:
what the authors call “justice-based reasoning,” which they claim is the type of rea-
soning used mainly by males and which they oppose to “care-based reasoning,” a form
of reasoning its proponents claim is generally used by females. The thesis that men
and women somehow approach ethical problems differently is not only something
one would not expect from feminist philosophers who justifiably and effectively
are working for equality between the sexes, but it also cannot be empirically sus-
tained: in general, female physicians or attorneys tend to reason like their male
counterparts do, and male nurses tend to approach ethical problems like their female
colleagues do.

Justice-based reasoning, it is claimed, operates by applying ethical principles or
rules to concrete situations without much bothering about the unique features of each
case. On the other hand, care-based reasoning, it is claimed, approaches problems and
cases by allowing the feelings (Kant would say “inclinations”) of the persons involved
to guide the way. Whereas Kant basically distrusts inclinations and wishes to build
his ethical structure upon a foundation of rationality and of strong (alas, virtually
absolute) rules, care ethicists celebrate feelings and eschew principles and rules. To
act well is to involve oneself in a case and then to act in accordance with what one’s
feelings tell one to do.

Such an “ethic” (whether it is supposedly a theory or a method: albeit, if it is a
method it seems to be a method for applying itself) is a theory or method based on
emotion and one that largely eschews intellect. Indeed, we would argue that it is an
irrational (i.e., anti-intellectual) way of proceeding. Without a framework of theory
and of principles and rules to guide one, acting on one’s gut feelings, or “letting one’s
conscience be one’s guide,” can lead to disastrous results. Caring very much about an
issue or a problem in itself can give little guidance: people can care very deeply but
in diametrically opposed ways about the same problem or issue. Gassing Jews merely
because we are strongly inclined to do so or artificially keeping vegetative patients
alive and intervening in their inter-current illnesses because our emotions tell us to
do so can be opposed to the actions of others whose inclinations and feelings counsel
them in very opposite ways. In medical practice those who care and care very deeply
about a given case are by no means apt to reach the same conclusion simply by virtue
of caring. The way one cares or what one’s conscience tells one to do is a mish-mash
of one’s personal experiences, assumptions and biases, one’s tradition, one’s religious
views, and one’s social setting. While such inclinations and feelings cannot and should
not be ignored, they are, as yet, merely knee-jerk reactions of a single individual to
the raw data of a shared experience. For this reason, they cannot be allowed to be the
sole moral guide to our moral actions. When our actions need to be justified or de-
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fended—and they certainly do when they affect the well-being of others—an appeal
to the way we feel or felt about a situation is simply insufficient, whether subjectively
“true” for us singly, as individuals, or not.29,30

There is no question that there are several important features of the care ethic or
of something quite similar, an appeal to conscience. In reacting to a sterile applica-
tion of rules and principles, the proponents of this form of acting make the important
point that there is a crucial human, emotive, and contextual side to all moral prob-
lems. However, appealing to one’s conscience as the sole basis for justifying one’s
actions is likewise fraught with danger. The consciences of Albert Schweitzer and
Adolph Eichmann, one would suppose, were quite different! In virtually jettisoning
reason and, instead, celebrating emotion, caring, or conscience, a non-verifiable claim
of acting correctly (according to one’s conscience, emotion, or way of caring) is made.
Conscience, emotion, or ways of caring can serve as an important corrective to blind
rule following: they may call one’s decision into question and motivate one to re-
examine the issue. But by themselves they, in our opinion, will not do.

There is little doubt that blind rule following can lead to disaster. But, because
inherently capricious and subjective, conscience, emotion, or particular ways of caring
uncontrolled and unmodified by reason may prove to be far more dangerous. Ethical
theory spawns the principles and rules with which we choose to govern our behavior.
As we derive these principles and think about them, we begin to re-examine our ethi-
cal theory. When it comes to dealing with ethical problems in medicine (whether these
are the individual patients of the provider–patient relationship or the broader prob-
lems of just allocation in society), we must consider context and situation. We must,
in other words, apply these principles and rules with “caring.” As we do this, some of
our predetermined principles and the theories from which they are derived may be
called into question and may subtly (or sometimes radically) change. It is a process of
learning and growth in which reason and emotion must complement and enrich each
other.

A BIOLOGICALLY GROUNDED
ETHIC OF SUFFERING

Biology as, in part at least, a basis for morality will, inevitably, be challenged by those
who would separate the reasoning process from its biological underpinnings and in-
stead appeal to “pure rationality.” The viewpoint that rationality can be separated from
its biological underpinnings has, and has had, many adherents. It is a claim that is
inherently dualistic in that it would separate “body” and “soul,” “brain” and “reason,”
etc. In suggesting that biology serves as the necessary basis of all reasoning, we are
emphatically not claiming that the two (“brain” and “reason”) are identical but merely
that the former is the necessary, even if hardly sufficient, condition for the function-
ing of the latter. Rationality (i.e., reasoning or thinking) without brain (and, for that
matter, specifically without neocortex) is, in the realm of experience, unthinkable.
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Data abound to underline this fact. Claiming that a creature may exist somewhere
whose substrate for the reasoning process is other than what we call brain does not
defeat our thesis; rather, it points out that such a being would then have some other
substrate without which its reasoning could, again, not take place. Reasoning with-
out a substrate is as unthinkable for us as digesting without an intestinal tract. Func-
tion in the experienced world depends upon, even though it cannot be reduced to, a
physical substrate.

Morality, of course, is not grounded in biology in a reductionistic way; i.e.,
morality cannot be completely reduced to biology. Saying that morality is biologi-
cally grounded merely implies that we, as sentient creatures, cannot escape the frame-
work of our biology, which subtends all of our functions, including the functions of
thinking and making judgments, things that can occur only within the predetermined
framework of our biological possibilities. This is what we mean when we say that it
is impossible for morality to escape or transcend biology entirely. That is not to say
that we cannot resist biological drives or urges but merely that our ability to resist
and, at times, to go counter to such drives is itself expressed in the embrace of bio-
logical possibility. Biology is the source of our common experience, moral and other-
wise.

In that sense, a biologically grounded ethic can be rationally carved out and can
be cautiously employed as a basis for further exploration and progress. Such an ethic
is predicated on a “common structure of the mind,”31 which enables all sentient crea-
tures (be they parakeets, chimpanzees, or humans) to appreciate benefit and harm,
and, at the least, to suffer. This theory differs from Kant’s in that it does not ground
itself merely on rationality but, rather, finds firmer footing in the capacity of all sen-
tient creatures to suffer. If, as we have consistently claimed, ethics is other-directed,
then the capacity now or again in the future to be capable of perceiving benefit or
harm—at the very least to suffer—can be seen as central. Not to bring harm (or suf-
fering) to entities capable of experiencing harm may be a meager but a sound basis.
Of course, “harm” (or “suffering”) has to be defined in terms of the entity itself. The
capacity to suffer (with suffering defined by the sufferer), then, is central to such an
ethic.

Suffering is not quite the same as perceiving a noxious stimulus or having pain.
We may say of someone that he or she is experiencing pain but would be amused to
have such pain termed “suffering.” A teenager having her earlobes pierced is an ex-
ample. On the other hand, we may suffer without having distinct pain: patients with
terminal cancer and with their worst pain obtunded may still be suffering intensely.

The capacity to suffer, then, implies more than the mere ability to perceive or to
react to pain. Suffering implies a more sustained perception and one that perforce is
integrated into memory and linked to thought. I suffer when I believe that my pain is
interminable, when I believe my fate to be hopeless, when I feel myself powerless,
when I see the pain of a loved one, or for many other reasons. Suffering is a compos-
ite concept. At the very least, to suffer I must have the capacity to remember what has
gone before (remember, for example, that my pain was here a little while ago and is
here still) and, in the most primitive sense, anticipate the future. To suffer, then, at
whatever level, implies a rudimentary ability to sense, to integrate such sensation into
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however rudimentary a memory, and, beyond this, to have a sense of future at how-
ever primitive a level. We would then say that organisms that have, however primi-
tive, a neocortex can, and that those who lack a neocortex cannot, suffer. Making the
neocortex the necessary condition of the capacity to suffer is not the same as reduc-
ing suffering to the neocortex. It is merely to affirm that in biological systems as we
know them (not as we might speculate about them), suffering is inextricably linked
to such a substrate.

Grounding an ethic on the capacity to suffer, then, grounds it in a universalizable
quality common to all sentient beings.32 Grounding an ethic on the capacity to expe-
rience mere pain forces one into a morass of considerations dealing with the ability to
judge such things. When entities experience and when they do not experience pain is
difficult to judge: Does an amoeba withdrawing from a sharp object or do worms
experience pain? Certainly there is evidence that they react to noxious stimuli, that
they withdraw or avoid them. But that is not quite the same as “experiencing” (being
aware of) pain, and it is a far cry from suffering. And in that amoebae lack the substrate
necessary for suffering our best knowledge today would indicate that they cannot
suffer—which does not exclude that what we take as fact today may prove to be error
tomorrow.

To experience, or to suffer, organisms must be self-aware and at the very least
have the ability at however primitive a level to think. Memory may be definable as
the ability to recall however primitively (Kant speaks of this as re-cognizing: “know-
ing again”) past events. To experience anything, rather than merely to react reflex-
ively to sudden and at once forgotten stimuli, at the very least, requires such ability.
Thought, on the other hand, inevitably linked to memory, may be defined as the abil-
ity to integrate external and internal sense experience into memory. Memory and
thought—inextricably dependent upon each other—are the necessary conditions for
the capacity to suffer. In biological organisms as we know them, memory and thought
are necessarily grounded in a neocortex.

PERSONHOOD AND MORAL
WORTH

In going about their daily tasks, physicians are concerned with the hard questions of
moral worth. We here equate “being of moral worth” with “being of moral concern,”
i.e., that our acting in a way that affects such entities raises some sort of ethical ques-
tion. What endows entities or objects with moral worth or what makes us concerned
about our actions is a fundamental question, one that seeks to find adequate reasons
for differentiating between, say, automobiles and college students as objects of moral
worth.

Having moral worth (in Kantian language, being “deserving of respect”) does
not endow objects with absolute rights; it merely says that considerations against
arbitrary treatment stand in the way. Concepts of moral worth are fundamental to such
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diverse issues as cadaver organ donation, abortion, and dementia, to name but a few.
For the purpose of these pages, we are concerned with three main types of moral worth:
primary, secondary (and its subset of material and symbolic), and prior moral worth.
Any of these confer prima facie (not absolute) rights against violating the object in
question. Having such worth is the necessary condition for being an object of moral
consideration. It is the necessary condition because, unless another is somehow actu-
ally or potentially benefited or harmed, the question of morality cannot come up.33,34

The concept of personhood, traditionally used throughout the ethics literature,
has never been well defined. It basically finds its motivation in Kant’s statement that
all persons must be objects of respect and in defining objects of respect as those en-
tities capable of moral self-legislation (viz., autonomy). But this definition has been
less than entirely helpful in illuminating our ethical gropings when confronted with
hard decisions. Is personhood to be granted to the human form (the res extensa, as
Descartes would have it), or does it inhere in the res cognitans (the “knowing thing”)?
Does personhood require continuity—is, for instance, the anaesthetized or the uncon-
scious patient a person? And does personhood need to be actualized—is, for exam-
ple, the developing fetus a person? What is the standing of the severely mentally
defective, the psychotic, the senile, the vegetative, or the brain dead on ventilators?
Personhood without an agreed-upon definition of all that personhood does or does
not imply has proven to be inadequate. And such a definition has never been agreed
upon. When personhood is used in ethical discourse, we tend to forget the problem at
hand in quest of a definition. Personhood today unfortunately carries a heavy load of
historical definitions and arguments, and its use has become problematic. The ques-
tion of what endows objects with moral worth and therefore what must, prima facie,
make us hesitate to deal with them capriciously or merely to satisfy ourselves, re-
mains.

TYPES OF MORAL WORTH

The question of what endows objects with moral worth is one of the fundamental
questions of ethics. How and why do we differentiate among stones, flags, amoebas,
dogs, and children? What are the features that permit us to deal with one entity al-
most at will and with another entity only under certain circumstances? Moral worth,
or having moral standing, is the ethical feature of entities that we use to discuss this.
As we mentioned earlier, “moral worth” is discussed in three basic categories: pri-
mary moral worth, secondary moral worth (which can be further subdivided into
material and symbolic moral worth), and what I [EHL] have called “prior” moral worth.
Another way of putting this is to claim that to have moral standing or worth implies
the capacity to have an “interest.” Entities capable of having (now or in the future) an
interest are entities that have independent moral standing; others are not.34

Our ethical concerns are prompted by the benefit or harm that can, directly or
indirectly, result from our actions to another. Primary moral worth attaches to an object
that in itself is capable of being self-knowingly benefited or harmed: it is an entity
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that, in other words, is capable of having an interest, or that, at the very least, has the
capacity to suffer. The capacity to suffer, at least one necessary condition of primary
moral worth, may be actual or potential. Once this stipulation is met, a prima facie
condition against acting without such an entity’s consent or to its apparent benefit
exists. Just because I base respect (or moral worth) on an entity’s capacity for suffer-
ing does not mean that all we need concern ourselves about is suffering. The capacity
to suffer is meant to serve as a marker of moral standing or worth: ethically, entities
that have such a capacity cannot be acted upon capriciously. Primary worth is always
positive: having the actual or potential capacity to suffer makes one of moral concern
whether one is a philanthropist, Hitler, or a fetus. The protection of primary worth,
however, is prima facie and not absolute. At the very least, a condition against being
harmed raises serious ethical concerns. A lack of the capacity for self-knowing ben-
efit or harm is what, inter alia, differentiates inanimate from animate objects and what
divides the sentient from the insentient. Self-knowing presupposes a capacity for
awareness and for social interaction.

To have material secondary moral worth, an object must be of material or con-
crete value to another. It would be silly to believe that a model airplane or an auto-
mobile could, in itself, be benefited or harmed. But if the model airplane is dear to
an 8-year-old, or the automobile belongs to another person, destroying the airplane
or the car has obvious moral overtones. Moral worth, in such cases, is, as it were,
conferred by proxy. It is of moral worth because the object in question has material
value to another who is him- or herself of primary worth and who, therefore, has moral
standing.

Symbolic worth, the other type of secondary moral worth, endows an entity with
value neither because it has value to or in itself nor because it has material value to
another. Rather, such objects have worth because in the eyes of some they represent
important values. Flags, religious symbols, one’s reputation and many other objects
have symbolic worth. Symbolic value is a frequent concern in medical ethics: it en-
ters into issues of organ donation, brain death, permanent unconsciousness, or the
vegetative state as well as ways of thinking about disease. What is symbolic at a given
time or to a given individual may be meaningless at other times or to other persons.

Secondary worth (whether material or symbolic) may be positive or negative:
material objects as well as symbols may be valued or disvalued, and they may be valued
by some and disvalued by others. Entities may simultaneously be endowed with pri-
mary, secondary, and symbolic worth. A sick animal may be of primary moral worth
since it can be benefited or harmed, may have secondary worth in having a “market”
value, and may also have symbolic value in that it stands in someone’s mind for a
previous owner who loved it. Kant, in a similar vein, speaks of objects as having
“dignity” (primary worth), a “market value” or price (secondary worth), or an “affec-
tive” (an aesthetic or, perhaps, symbolic worth) value.6,12

Having primary moral worth gives objects a prima facie hedge against being
capriciously harmed. In the clinical situation this may be helpful. When a patient is
anencephalic, brain-dead, or permanently comatose or vegetative, primary worth is
lost. Such patients are now of symbolic worth to their loved ones and, as representa-
tives of humanity, to the community; and they may be of secondary (material) worth
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in that they may have either the capacity to serve as organ donors or to consume badly
needed resources.

When an entity loses primary worth, professional obligations change. Consider
the patient who is now brain-dead or who has lapsed into irreversible coma. Prior to
such a time, the physician’s obligation was clear: the interests and wishes of the pa-
tient were of paramount importance and those of relatives and context were periph-
eral to the eventual decision. A conflict between competent patient and next of kin
was inevitably (or at least inevitably in terms of the ethics of the patient–physician
relationship as we understand it) finally resolved in the patient’s favor. When, how-
ever, patients become permanently brain-dead or lapse into irreversible coma, things
change: barring a prior agreement, such patients who now can no longer be know-
ingly harmed in themselves (who have, in other words, permanently lost the ability
to suffer) move from center stage. The wishes of family as well as the desires, feel-
ings, and needs of their context (the needs of the ICU or the hospital, for example)
may now legitimately move to center stage.

The presumption against capriciously dealing with or harming entities of pri-
mary worth, however, does not go very far. If parakeets, baboons, the mentally re-
tarded, and college students all share this protection, how can one use such a concept
in arriving at concrete decisions in specific cases? When to protect one entity another
must be dealt with against their will or evident interest, how is one to determine who
“trumps” whom? Inevitably, in trying to establish hierarchies of value, for that is the
only way such judgments can be made, external standards have to be applied. Argu-
ments that ground themselves on the superior worth of one or another entity by ap-
pealing to biological sophistication (“animals are of lesser worth”), intellect, or any
other aspect must necessarily appeal to an externally determined standard. Quality-
of-life judgments determined by one for another are another example.

Accepting a non-external standard—a standard determined by subjects for them-
selves—serves only negatively. It may serve when dealing with a life no longer val-
ued by its possessor—say, a man riddled with metastatic cancer who pleads for death.
But a non-external standard, a standard that lets each entity determine its own value,
cannot serve when it comes to many practical problems. Most, if not all, organisms
value their life and their personal welfare above those of all others. This is true not
only when it comes to so-called “death and dying” issues but likewise when it comes
to many important issues that pit the interests of one against those of another. Exter-
nal standards, when it comes to difficult choices, are inevitable. Many of our judg-
ments in medical ethics perforce will have to grope with this troubling question—a
question that can only be answered (and then not for all times and places) in the con-
text of a particular community and a particular time.

The concept of prior worth is one that assumes that there are things that consti-
tute the basis for the existence of all others. Being, nature (ecology), community, and
the future are examples of this. Without existing (being), all else is without reality,
without the continuance of a healthy ecology, all being is threatened; without com-
munity, individual existence stands moot; without the future, troubling about other
issues seems empty. Safeguarding such things, therefore, constitutes the necessary
conditions for primary and secondary valuing. With today’s technical possibilities our
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choices more critically have the potential for affecting being, ecology, community,
and the future itself. Therefore, as Hans Jonas has pointed out, knowledge itself has
assumed moral dimensions.35

LOOKING AT ETHICAL THEORIES

The variety of ethical theories with their advantages and drawbacks again raises the
initial troubling question: What is morality?

We can adopt a variety of viewpoints of morality. On the one hand, we can af-
firm that morality is absolute and that absolute standards of “right” and “wrong” ex-
ist. Beyond this, and not quite the same, we may assert that in the human condition
such standards are knowable. We can research such a viewpoint from a number of
avenues of approach but inevitably will find that our conclusion is based on the pre-
sumption that truth exists and that it is, in principle as well as in fact, knowable. Truth,
in this view, depends on neither situation nor context. This point of view claims that
morality exists as a discoverable truth, an absolute that is not fashioned by men but
unchangeable and immutable. “Rights” and “wrongs” are rights and wrongs quite apart
from the stage on which their application is played out. Situations may differ, but at
most such differences force us to reinterpret old and forever valid principles in a new
light.

Beyond this, of course, there are those who embrace such a point of view and
who claim that truth is, in fact, known and that only the stubborn recalcitrance of the
uninitiated prevents it from being generally accepted. The step from this point of view
to a point of view that would result in the use of subterfuge, lies, force, or coercion is
not a long one. When health professionals believe that they “know best” and are, there-
fore, entitled to mislead or coerce patients to pursue a given course of action, that
step has been taken. That such a basically fundamentalist point of view when gener-
alized beyond health care threatens peaceful coexistence is obvious.

There are, on the other hand, those who claim that what is and what is not mor-
ally acceptable varies with the culture in which we live. This claim rests on the asser-
tion that there are many ways of looking at truths and that such truths are fashioned
by men within their own framework of understanding. Depending on our vantage point,
there are many coequal visions of reality, a fact the defenders of this doctrine hold to
be valid in dealing with the concrete scientific reality of chemistry and physics.36,37

Such a claim, it would seem, is even more forceful when dealing with morals. As
Engelhardt put it so well, “Our construals of reality exist within the embrace of cul-
tural expectations.” And our “construals of reality” clearly include our visions of the
moral life.38

The claim, however, that since our “construals of reality” occur purely within
the “embrace of cultural expectations” all visions of reality are necessarily of equal
worth and there are no useful standards that we can employ in judging either what we
conceive to be material or ethical reality, does not necessarily follow. One can, for
example, make the claim that some visions of reality are clearly and demonstrably
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“wrong,” supporting such a claim by empirical observation or by showing that cer-
tain visions of reality simply do not work. This is the stronger claim. In rejoinder, it
will be said that empirical observation and what works are framed in the very same
“embrace.” Or one can make the somewhat weaker claim that certain visions, in the
context of a given society and historical epoch, seem less valid than others because
they confound careful observation or because they simply fail to work when applied
to real situations occurring in real societies.

Such a move does not deny that our “visions of reality occur within the embrace
of cultural expectations.” But while such a move affirms that there are many coexist-
ing realities of similar worth, it also suggests that within the specific context of such
“cultural expectations,” some realities have little and others much more validity. Such
a view neither throws up its hands and grants automatic equal worth nor rigidly en-
forces one view; rather, it looks upon the problem as one of learning and growth in
which realities (both empirical and ethical) are neither rigidly fixed nor entirely sub-
ject to ad hoc interpretation.

Consider the Babylonian peasant reared in a small community, a community
whose integrity is believed to be safeguarded by the annual sacrifice of a selected
first-born to Moloch. Should such a peasant, when his first-born is selected for sacri-
fice, be held blameworthy for sacrificing his child? Or, on the contrary, could a re-
fusal to yield his son be held to be an immoral act endangering the whole village for
the sake of his own selfish interests? By what standards are we to judge? By ours, by
those of his society, or by an absolute to whose knowledge we pretend?

But hold on! Judging our peasant blameworthy or not is not quite the same thing
as judging the act of child sacrifice to be or not to be wrong. The peasant may, in his
special context, not be blameworthy (his intentions were good, and he acted accord-
ing to his own conscience), but the act of infant sacrifice may, on the whole, still be
considered wrong. If so, the judgment that infant sacrifice is wrong must accord to
some universal principle to which all could subscribe. The peasant truly “knew no
better:” for generations, other peasants had done the very same thing and shared the
very same belief. He knew no world in which such a practice was not followed.

It is often argued that such a point of view would make it impossible to hold the
Nazis, or a particular Nazi, responsible for their multiple atrocities. But such a com-
parison is not apt. The Nazis indeed did “know better:” their state existed for a mere
twelve and a half years, and all those who participated in or tolerated such atrocities
were reared in a world in which quite different points of view were espoused. Fur-
thermore, the population of Nazi Germany was not out of contact with the rest of the
world. Some objected, many who were, in fact, perpetrators became severely alco-
holic or suffered other severe and often permanent psychiatric effects. What could
serve as an excuse for a Babylonian peasant could not serve as an excuse for a Nazi
storm trooper or for a Ku Klux Klanner who murders Blacks. In today’s world there
are some universal (or, at the very least, predominant) points of view about such things:
even in those states where human rights are crassly violated, at least lip service is
paid to another morality.

When, we seek the “good” or seek for an insight as to what “love” is, we tend to
go in one of two diametrically opposite directions: Either we affirm some absolute
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vision of the “good” or “love” to which we appeal, or we claim that no vision of the
truth can be appealed to and that standards, therefore, do not exist. Neither the first
nor the second claim has much intuitive appeal: an absolutist vision is not readily
shared by others (especially by others from different cultures), and a purely situational
claim leaves us with no points of reference to act as guideposts on the road to deci-
sion making. Pure relativism not only fails to provide us with standards or norms as
guideposts by which actions can be judged or rules crafted, but it also makes it (since
we lack acceptable norms or standards) impossible to say what does and does not
constitute progress.

Utilitarianism (and we shall consider situationism to be a form of act utilitarian-
ism) and deontology may, in effect, necessarily presuppose each other. When Kant
speaks of intentionality, it is the intention to bring about a consequence that he is
speaking about. One cannot, it seems, have an intention without this: to intend some-
thing is to wish to bring about a consequence. On the other hand, when utilitarians or
agapists set out to maximize the “good” (or to bring about a “loving” outcome), their
vision of what it is to do good, or to be loving, is unavoidably rooted in a prior vision
of the good. This prior vision of the good conforms to a logically universalizable
principle (the particular vision of “good” or “love” must be “universalizable”) as well
as to a preexisting social vision (the particular notions of good or love current in a
particular society). The nature of such a universalizable principle must, among sen-
tient beings, in turn, conform to the limits imposed by biology. A common biological
denominator of such good may offer a firmer grounding.

Theoretical considerations are necessary if we are to act. Even the statement that
we shall act without theoretical considerations is itself a theory of how to act. Like-
wise, principles or rules are inevitable. Even the decision to act without a rule or prin-
ciple itself serves as a rule or principle. Thinking persons using the building stones of
past theories and adapt them to their own needs, experience, and makeup. The relation-
ship among theories, principles, and application can be seen to be an interactive one:
We derive our principles or rules of action from our (conscious or subconscious) views
of ethics (ethical theory), and in turn we must use such principles when dealing with
individual cases or problems by seeing such problems in their particular and peculiar
contexts. In other words, we involve ourselves with such problems or cases and begin
to “care.” While not allowing our feelings to dominate our decisions we allow our feel-
ings about them to help us arrive at a decision. It is a process I [EHL] have referred to
elsewhere as compassionate rationality when dealing with problems or issues and ra-
tional compassion (not quite the same thing) when dealing with individual problems.1

MACROALLOCATION AND
PROBLEMS OF JUSTICE

The basis of traditional ethics involves two issues: the relationship of individuals with
one another, and the relationship of individuals with their community. In the parlance
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of medical ethics, the former largely involves issues of micro-allocation in which health
care professionals must deal directly with their patients (that is, with identified lives);
the latter involves issues of macro-allocation (or unidentified lives; see also Chapter
8). In between these two stands the problem of distributing scarce resources to spe-
cific patients: distributing resources needed by all but not sufficient for all to some
but not to others (organ distribution or the difficulties of who is to get the last bed in
the intensive care unit are examples). (For a more thorough discussion of justice as
well as macro-allocation, see Chapter 8.)

Macro-allocation issues—dealing with resource allocations to institutions or to
definable groups of people—must be separated into three levels. First, societies allo-
cate their resources in various broad categories: how much for education, how much
for welfare, how much for health care, etc. Second, distribution of funds into the con-
stituent enterprises of education, welfare, or health care takes place: those responsi-
ble now distribute funds to hospitals, nursing homes, public health, and so forth. Third,
individual institutions distribute available resources according to their peculiar needs:
decisions of how much to allocate for birthing units, how much to spend for ICUs,
and how much to provide for the library of an individual institution are made. Each
of these decisions, moreover, by providing funds for one, allocates less to another
activity. Macro-allocation differs from micro-allocation in a critical sense: macro-
allocation decisions are made for all the individuals within a given group irrespective
of the individuals comprising that group. Physicians faced with micro-allocation de-
cisions are faced with judgments made more about individual patients and with the
ground rules governing or directly concerning such patients.

It is important to realize that macro-allocation or distribution issues have a quite
different emotive impact from issues that involve specific personal relationships.
Generally this is spoken about as the difference between “identified” (or known) and
“unidentified” or statistical, and therefore, unknown lives. An illustration of this
emotive impact is what happens when restrictions are, for whatever reason, applied
(transplants of various sorts are an example). A personal appeal by a particular per-
son affected (or by his or her relatives) often results in bypassing such a restriction. It
is said that a crying grandmother on television can confound the best-thought-out
distribution scheme. We must, however, be aware that unidentified lives (lives not
identified by us or by those who decide on allocation or by the public at large) are
still very much personal lives, lives that are indeed “identified” by their relatives,
friends, and other associates.

In making allocation schemes this inevitable fact means three things: (1) we must
be fully cognizant of the fact that our decisions will inevitably influence particular
persons; (2) we must be ready to enforce these schemes in an evenhanded manner
and not allow those who have the capacity to “make the most noise” to be benefited
beyond those unwilling to do so (the crying grandmother, in other words, must be
dealt with compassionately but firmly); and (3) we must be willing to make policies
with sufficient elasticity that criteria for allowing deviations from the policy would
be possible (for example, a policy that precludes a given transplant after a certain age
might allow someone of such an age but otherwise in exceptional health to undergo
transplantation).
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In dealing with ethics, especially ethics on the “macro” level, notions of justice
are essential. Although whether or not the idea of justice is applicable at the bedside
is questionable,39 the moral problems that the physician encounters hardly occur in
isolation. Notions of justice have been matters of debate since classical times. Rang-
ing from Plato’s notion that justice consisted essentially in attending to one’s own
business to Aristotle’s view that justice consisted in giving to everyone what is their
due, the evolution of thoughts about justice have undergone changes intimately tied
to social systems. The underlying questions, of course, of what is one’s business or
what is one’s due remain.

John Rawls in his A Theory of Justice as well as in his more recent Political
Liberalism has developed the notion of justice as:

1. Assuring maximal freedom to every member of the community.
2. Assuring those with similar skills and abilities equal access to all

offices and positions found in a particular society.
3. Assuring a distribution to benefit maximally the worst off.

He posits a hypothetical “veil of ignorance” behind which all prospective members
of a community choose the broad allocation of resources. Members choosing from
behind this veil of ignorance do so ignorant of what their own age, sex, or station in
life is to be. Prudent choosers are therefore unlikely to disadvantage a group to which
they may well belong, and are therefore likely to agree to these principles. A commu-
nity’s vision of the particulars justice entails is, according to Rawls, likely to emerge
from such a choice.40,41 Such a notion, however, still relies largely on single persons
who in a sense are asocial beings choosing for themselves and not within the context
of a community.

Habermas sees problems of morals as multi-culturally insoluble but those of
justice as being prone to communal dialogue (“communicative ethics”).42 Habermas,
we think, speaks of “problems of morals” much in the way in which we speak of
“personal morality”—that is, ways of acting culturally, religiously, socially or expe-
rientially formed and which cannot appeal to the broader framework of common hu-
man capacity or inevitable experience. His notion of communicative ethics presupposes
a democratic society in which all are equally capable of participating and in which
those who are not (the weak, children, the mentally disabled or those who lack other
capacities to participate) are amply represented. His rules of justice, then, would evolve
out of a broad framework within which personal morality—provided it was within
the framework of acceptable justice—would be tolerated. Habermas—different from
Rawls (albeit that the “new Rawls”43 has somewhat modified his prior individualistic
concept)—largely sees decisions as being made by single free-standing individuals
acting in their own isolated self-interest whereas Habermas sees individual decisions
as enmeshed within community.



57Theoretical Considerations

THE NATURAL LOTTERY
Views of what has been called the “natural lottery” (a term coined by Rawls) inter-
twine with our notions of justice and our views of community.45 By the “natural lot-
tery” is meant “chance” or “luck,” which supposedly distributes poverty, wealth,
beauty, and other endowments as well as health or disease. Emphasis is on the “luck
of the draw,” which determines our individual fates. The natural lottery determines
our being struck by lightning or slipping on a banana peel. All those things not di-
rectly attributable to the individual’s own doing or clearly caused by another are viewed
in this way. There are three basic ways of looking at the lottery:

1. The results of the natural lottery are no one’s direct doing, no one’s
responsibility, and therefore do not confer any obligation on anyone.
Plainly speaking, they are simply regrettable, perhaps unfortunate,
but certainly not unjust.40,44

2. Although no one may be responsible for the results of the natural
lottery, the loser has done nothing to deserve being singled out. In
that sense, the results are “unjust.” Based on beneficence, such a
viewpoint may entail an assumption of obligation.

3. Lastly, one can view the “natural lottery” as far from that simple.
Being struck by lightning or slipping on a banana peel do not
adequately describe the situation that exists when we are born to
wealth or have a heart attack.

Looking at being struck by lightning or being born into grinding poverty as both be-
ing mere chance somehow fails to ring true. The conditions that create, aim, and hurl
lightning are as yet out of human control; the conditions that create, perpetuate, and
ignore poverty are not.45 Moreover, it has been shown over and over again that health
and disease are intimately linked with poverty and other social conditions. At the very
least, this makes one’s state of health substantially different from being struck by light-
ning. Most happenings result from a combination of factors in which random selection
plays a greater or lesser role. In a complex world, health and disease are conditioned by,
if not predominantly due to, a social construct. Our viewpoint of obligation, there-
fore, may change.

VIEWPOINTS OF COMMUNITY

The way in which we view community largely determines our concept of justice, our
sense of mutual obligation, and, ultimately, our laws and procedures. There are two
basic and contrasting ways of looking at community:

1. On the one hand, we can view community as consisting of members
united only by duties of refraining from harm one to another. In
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such communities, freedom becomes the necessary condition of
morality (a “side constraint” as Nozick would have it) rather than
a fundamental value.46 Freedom is an absolute and cannot be
negotiated. Individual freedom can be restricted only to the extent
that it directly interferes with another’s freedom. The sole, legitimate
power of the community is to enforce and defend individual freedom
as well as, since this is part and parcel of acting freely, enforcing
freely entered contracts. Beyond duties of refraining from harm
one to another, persons have the freedom, although not the duty, to
help one another. Except when such help is freely and explicitly
agreed upon by mutual contract, they have no obligation to respond
to their neighbor’s weal and woe.47

2. On the other hand, community can be seen to have a different
structure. Unless they are united by certain ways of behaving
towards one another, associations of individuals living together
cannot long endure. Refraining from doing harm to each other
makes coexistence possible. But that, in this second point of view,
is insufficient and not the way we ordinarily think of community.
In ordinary parlance, a community demands a commons in which
its members work toward their own, as well as their neighbors’,
good. Freedom, in such a community, may be a fundamental value,
but it remains a value of the community and not one of its absolute
and necessary conditions. As such, it is subject to negotiation. In
such a community, a “minimalist ethic”1,48,49 is viewed as
insufficient; the Kantian perfect duties (in essence the logically
necessary duties of refraining from harm one to another) must be
leavened by Kant’s more optional imperfect duties (duties, because
willing their opposite would represent a contradiction of the will).

These two conceptions of community have quite different roots. The first, so-called
minimalist point of view considers only an ethic of mutual non-harm as binding: we
are obligated not to harm but are not obligated to help one another. More generous
forms of ethical thinking (almost all ethical theories have in fact accepted more than
merely obligations of non-harm) assign a varying importance to helping one another.

The way we view such obligations explicitly or tacitly depends on the way we
understand what has come to be called “social contract.” This term is meant to denote
the tacit or explicit agreement among those who associate with one another. The models
used are not meant to reflect historical reality but are meant to serve as heuristic de-
vices: they have explanatory power. No association without such explicit or tacit
agreements can come about.

Those who subscribe to a minimalist ethic are philosophically related to Hobbes,
who saw persons in what he calls “the state of nature” (that is, prior to any associa-
tion) as living as freestanding asocial individuals. Individuals existed first; asso-
ciations followed. Such persons were apt to attack, harm, or kill each other and
because of this constant threat were unable to “get on” with their lives. They lived
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in terror of one another, and it was this terror and the consequent inability to live
undisturbed lives that prompted them to reach an initial agreement for association with
one another. By such an agreement, they promised not to harm one another; mutual
help formed no part of such an association. To enforce such an agreement, Hobbes
envisioned a sovereign whose power, except for taking his subjects’ lives, was virtu-
ally absolute.50

Much of what is called libertarian thinking today is based on such a notion of
initial association, though minus the absolute sovereign. To libertarians such as Nozick
in social ethics and Engelhardt in medical ethics, personal freedom is an absolute: it
is, as Nozick puts it, a “side-constraint” that modifies all else that a society might
wish to do.47 In this view we have only two ethical obligations: to strictly refrain from
interfering with the liberty of others and to scrupulously adhere to freely entered con-
tracts. Certain “moral enclaves” may demand helping one another as a condition of
membership” but it cannot be a condition of life within a basic society.51 Such “moral
enclaves,” which may or may not be religious, are formed by the free association of
their members and are free, as a condition of membership, to promulgate and enforce
such standards. One could, for example, make helping each other a condition of mem-
bership in such moral enclaves, but one could not constrain those who had not ex-
plicitly agreed to this. Beneficence, in the libertarian view, may be “nice,” but helping
each other cannot be a general moral requirement. Beneficence becomes either a re-
quirement of a particular “moral enclave” which we voluntarily join or it is some-
thing that we like and takes on an almost aesthetic dimension.

Such a philosophy believes (pace Hobbes) that the only common interest per-
sons from diverse backgrounds and cultures share and know about each other is that
each wants to pursue his or her interests freely and to live his or her life as unhin-
dered as possible. They are “moral strangers” and therefore incapable of forging what
Engelhardt calls a “contentful ethic:” that is, an ethic that, except for its necessary
framework of respect for freedom, can have no universally agreed-upon content.
Keeping the peace is the prime function of society, and this can only be achieved if
we absolutely respect the freedom of all.52

A state exists merely to vouchsafe maximum liberty (consistent with the liberty
of others) to all its members. Persons are not required to help their neighbors, and
states are not entitled to collect taxes (since collecting taxes is an infringement on
liberty) except to provide the necessary mechanisms for enforcing liberty and ensur-
ing common defense. Taxes to support social welfare programs or to provide health
care, education, or other services cannot be exacted from the members. The ethics of
medical behavior is an ethic of the marketplace; medical practice based on entre-
preneurialism is not only allowable but also desirable. Health professionals are con-
ceived as “bureaucrats of health” who are (and, according to H.T. Engelhardt, are
properly) entrepreneurs and who see themselves as providing their clients (now seen
merely as consumers) with all legally available services regardless of the health pro-
fessional’s own personal moral views. Health care professionals will do the best pos-
sible job for the lowest possible fee to attract more “customers:” it is, once again, an
ethic of “outward performance” rather than one of “inner intention.”

Theories of social contract did not start or end with Hobbes. Anyone who has
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dealt with or who deals with social ethics today inevitably must explicitly or tacitly
deal with the notion of social contract. A quite different notion from Hobbes is that of
Rousseau: persons prior to association were also freestanding and asocial, but they
were not out to harm each other; they were amoral beings. They were, in fact, en-
dowed with what Rousseau calls “a primitive sense of pity” (or compassion), a trait
that forces them to view the suffering of others with distaste and seek to come to their
help. Pitted against such an impulse was the “sense for self-preservation.” When in-
dividual choices had to be made, both impulses were at play. Rousseau sees these beings
as amoral rather than as basically immoral. To Rousseau, the type of association in
which persons find themselves shapes morality. When the level of ethics is deplor-
able, so, in general, is the society in which it is found. Rousseau too, however, saw the
“state of nature” as consisting of asocial beings and, thus, for him the individual also
remained ontologically prior to community.53,34

What is today called “social Darwinism” is a misnomer and quite unjust to Dar-
win who stresses the survival value of compassion. Darwin claims—and we believe
rightly so—that solidarity in a group (be it a pack of animals, a tribe, a city or the
whole human society) has enormous survival value.55

The question of such an association can be looked at quite differently. Whether
persons preceded community or communities preceded their members can be seen as
a chicken-and-egg question. To be comprehensible, community, and the individual
(like cause and effect) must always be defined in each other’s terms. There is no doubt
that individuals are born into some form of human association and that they are born
helpless. Infants do not at first know that they are individuals: they cannot dissociate
themselves—biologically or psycho-socially—from the rest of their world, and they
become self-realizing individual beings only after some months. At birth and for some
time thereafter they are completely dependent upon the nurture of others. Far from
terror being their first experience, their first experience is ordinarily one of being cared
for. Indeed, in the world as it exists, all of us, even when we are full-grown, are at
some time in need of the help and beneficence that only others can supply. This fact,
it will be remembered, forms one of the arguments Kant uses to buttress his concept
of imperfect or optional obligation. Therefore, autonomy is not a freestanding thing:
autonomy perforce develops in the embrace of beneficence. The ability to be autono-
mous and free is enabled and shaped throughout our lives by the community in which
we exist. Autonomy without a community that gives it nurture and support is a mean-
ingless concept.

Furthermore, like cause and effect, community and the individual linguistically
must be defined on each other’s terms. One cannot adequately explain either without
invoking the other.

The notion of moral strangers, furthermore, is flawed. Far from being “stran-
gers” who know nothing about each other except that they want to live freely, all
sentient beings have (and know of each other that they have) a framework of needs
and capacities. This framework is biologically conditioned: it is a fact from which no
moral rules can be derived but without which no moral rules can be crafted. As hu-
mans we all share in the human condition, and all our activities are limited and shaped
by this framework. Unless some such common framework existed it would be pecu-
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liar that virtually all religions and all ethical theories end up with quite similar rules:
all forbid murder, theft or lying and all counsel helpfulness to one’s neighbor. This
framework, which I [EHL] call the “existential a priori” of ethics, forms the condi-
tion within which our lives are led and our ethics are crafted. At the very least this
framework consists of the following:

1. A drive for being: under all but pathological circumstance we all
strive to exist.

2. Evident biological needs.
3. Social needs.
4. A common sense of very basic logic that allows us to communicate

and reason about basic matters: i.e., things like knowing that an
object cannot be in two places at the same time.

5. A desire to avoid suffering.
6. The desire to shape our own lives and pursue our own interests.34

Note that it is this last human drive that libertarians claim is the only thing we know
about each other and the only one that forms the condition of our ethics. But this desire
to shape one’s own lives and pursue one’s own interests is meaningless if the other
conditions are not fulfilled adequately. These “a prioris” are not truly separate: they
are interrelated and, in a sense, must enable one another. Without existence, we have
no biological needs; when these are not met, our social needs are moot, our logic
soon has no life to support it, and all suffering ends. Living freely presupposes the
meeting of these prior conditions. We are neither “moral friends” who can craft a
universally valid ethic nor “moral strangers” who can craft no ethic whatsoever and
can agree only on being left alone. At the very least we can assume that we are suf-
ficiently morally “acquainted” to begin to craft an ethic and to leave other aspects
about which we cannot currently reach consensus to personal choice and, perhaps, to
another day.58

Considerations and theories of this sort are crucial to our moral function not only
as private physicians encountering private patients or as specialized members of a
community whose advice is legitimately sought in health matters, but also as mem-
bers of that community. Moral theories and the moral principles that emerge from them
are most useful if they are used as guideposts along the way of moral reasoning. On
the other hand, moral theories and the principles that emerge from them can interfere
with moral reasoning providing, instead of guideposts, straitjackets. If moral theories
are used in such a way, unnecessarily irresolvable conflicts may result. Ethics reduced
to principles and applied to problems in a cookie-cutter fashion, without being fil-
tered through our moral sensibilities, makes a mockery of ethics: instead of being a
quest, a search, a sometimes agonizing and always stimulating exploration through
which learning and growth can occur, ethics is reduced to yet another technical occu-
pation. Under such conditions, ethics loses its soul.
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Fallibility and the Problem
of Blameworthiness in
Medicine
In the course of their daily practice, healthcare professionals, just like other people in
all walks of life, are confronted with choices. We should not delude ourselves—when
we have the capacity to make a choice or the capacity to act or to refrain from acting
we have, in fact, chosen or acted. Healthcare professionals, like all other men and
women, must accept the fallibility of these choices. The diagnosis made, the treat-
ment determined, the conclusions drawn, the procedure done or how it was done, all
may be wrong. In the human condition, error is the risk we take. When shoemakers
err and, despite prudence and care, spoil a pair of shoes, they must, if possible, rem-
edy their error or at least learn from it. Regrettably, their error may be irretrievable,
and a pair of shoes may be lost. When doctors or other healthcare professionals err
and, despite prudence and care, misdiagnose, mistreat, misjudge, or otherwise do
something they later recognize as “wrong” or harmful, they too must try to remedy
the error and learn from it. And such errors, even more regrettably tragic, may also be
irretrievable: the patient may die. In the course of most types of medical practice prac-
titioners must face the fact that their error at one time or another will be responsible
for the death of a patient. This fallibility, inherent in medicine as it is in any other
human activity, is the price of action in any field.1 It is only that in medicine the stakes
are so high. But no matter how high the stakes, no matter how dreadful the conse-
quences, mortal man is bound to err.

Medicine, it has been said, should not be like other fields: decisions, actions,
and consequences are too critical. Physicians and other healthcare professionals, it is
often implied, should not be like other men or women. Their material is life, and life
is too precious to permit error. But workers, no matter how well trained, no matter
how alert, no matter how conscientious, no matter how careful, remain fallible. They
may spoil the material with which they must deal, and the nature of the material does
not change this basic and certainly disturbing fact.

Physicians as well as other healthcare professionals have come to accept the often
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heavy burden of their potential fallibility and to deal with its regrettable exemplars in
their own way. The honest, intelligent, and strong admit, learn from, and regretfully
put the error behind (except, at times, in their dreams); the honest and less strong often
cannot and are sometimes crushed by it; the less honest and weak try to manipulate
the facts and to structure the evidence until the error of yesterday is seen as no error
at all and failure becomes success.

Manipulating facts so as to make what is appear as though it were otherwise,
happens in every field of endeavour. Sometimes it is done unconsciously, an act of
repression, as it were. Sometimes the attempt is initially a deliberate one that starts
consciously and in which eventually we ourselves come to believe in the truth of what
we initially pretended. Instead of using our energies in learning from the mistake we
acknowledge, we consume our energies in a senseless quest for the blamelessness we
seek and, in fact, can never attain.

At this point it is important to consider our attitudes toward “truth” as well as
toward solving problems. If we believe that truth is absolute and is “somewhere out
there” to be discovered, our attitude toward human fallibility will be quite different
than if we believe that truth (whether scientific or ethical “truth”) in the human con-
dition is also, in part, crafted. A belief in the absoluteness of truth confronts error ei-
ther by denying it or by clinging to the idea that our search was somehow flawed. On
the other hand, if we believe truth to be created by human effort, we are more likely
to take a more tolerant view of fallibility and to use this fallibility as an instrument
for growth and learning rather than as a cause for condemnation. In the latter view
(which owes a lot to the work of John Dewey), problems are, by their nature, not “solu-
ble:” we can only strive to make an “indeterminate situation more determinate.” Such
an improvement carries within it new indeterminacies that, as we discover them, will
be worked upon so that further improvement can take place. Gaining knowledge,
solving problems, or engaging in our daily tasks is an opportunity for continued im-
provement and continued growth. (See Chapter 3.)

On the whole, physicians have learned to be, if not comfortable with, at least
accepting of their technical errors. Often they will acknowledge these only to their
inner selves, fearful that honest disclosure will lead to censure or, worse yet, to legal
suit. This fear, while generally unjustified, is frequently potent enough to prevent more
public disclosure and thereby tends to hamper others from learning from such mis-
takes. There is, however, more than a fear of censure or suit. Physicians, at least as
much as other men and women, fear a loss of prestige and the associated loss of an
aura of omnipotence. Such a fear can be as deep-seated as the belief in one’s infalli-
bility and the arrogance that nourishes it. Such a fear may originate in a deep inner
sense of inferiority, which would find its confirmation in admitting an error—even to
oneself. Physicians and other healthcare workers, at least as much as other men and
women, partake in a process of delusion that starts with an attempt to delude others
and ends by deluding oneself. When, however, physicians fail to acknowledge error
even to themselves, self-delusion blocks even self-learning, and errors (no longer
recognized as errors) are prone to be repeated.

John Dewey long ago pointed out that analyzing and dealing with moral prob-
lems is (methodologically) the same as all other inquiry: We suggest hypotheses and
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test them in the crucible of praxis. Such “praxis,” then, is forever experimental and,
despite all of our care, is prone to error. Praxis does not suggest merely acting on our
choices, but praxis (or experimenting with the propositions we have put forth) de-
notes a much broader range of activities: thought experiments or dialogue is as much
a part of such “praxis” as is actual concrete action.2,3

Knowing that probability is not certainty and that certainty, at best, is really only
reasonable and tentative certainty, physicians accept uncertainty and error in techni-
cal matters as a reasonable price for action. But when it comes to the moral realm,
uncertainty is less easily accepted. None of us expects to be right at all times, but at
the very least we want to be perceived as scrupulously virtuous. The fear of blame
causes us to seek certainty in the very realm least likely to provide it.4,5

Even worse, in making choices about moral matters, we rarely have problems in
choosing between the “good” and the “bad.” All other things being equal, only fools
or psychopaths deliberately or knowingly choose a “bad action” in preference to a
“good” one. Our choices are more constricted: we must, in general, sort out one “bad
choice” from another more or less “bad” one and then act upon that choice. Such
choices rarely leave us with a “good” alternative for action. No matter how hard we
try, we are left with a course of action that, when considered by itself, is bad. Blame-
worthiness, it seems, is difficult to evade.

Actions, objects, or judgments in moral as well as in non-moral matters may be
desirable, undesirable, or indifferent to us. We have little trouble choosing between
the desirable, on the one hand, and the indifferent or undesirable, on the other. We
have no trouble with choosing between having a tooth pulled or seeing Hamlet: most
people enjoy seeing Hamlet and hate having their teeth pulled. It would take a very
odd man, indeed, to will pulling a tooth instead of seeing a play (no matter how bad
the play or its performance might be!). Our problem is in choosing one from among
several attractive objects or courses of action or, on the other hand, one object or course
of action from among several unattractive ones. In the old legend, the donkey sitting
equidistant between two equally attractive parcels of food starved to death. His was
a true dilemma.

We do not generally have severe problems choosing among attractive objects or
actions. Deciding whether to go to the theater or to the opera leaves us with choices
which are both in themselves attractive and neither, in and of themselves, regrettable.
However we choose, we may be sorry not to have picked the other, but we will still
be glad to have picked the one. And a normal person is. It would be odd if we let our
pleasure at hearing Don Giovanni be entirely spoiled by the thought that we missed
Hamlet. We may say to ourselves or to others: “I am sorry to have missed Hamlet”
but we do not, therefore, say that seeing Don Giovanni was an unpleasant experience.
Even if we regret the choice, we regret not having had, as we now see it, a greater
pleasure; but we do not therefore conclude that our pleasure, even if lesser, was not a
pleasure.

Choosing among unpleasant experiences—say, the choice between having a tooth
pulled and having a filling put in—leaves us in much the same way. We may con-
clude that, on balance, we prefer having a filling, and we go have it done. And we
may be glad that we did not choose what we perceive to have been the more painful
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route. When we come home from the dentist, we may take pleasure in the pain we
evaded; we may say that, in comparison, we are glad to have had the smaller rather
than the greater pain. But few would now say that having a tooth filled was a pleasure
and, on the whole, a nice experience. When we choose between two unpleasant expe-
riences, then, we do not try to pretend that one of them, because we chose the other,
is now pleasant or pleasurable. The same holds when we choose one from among
several possible pleasant choices: we do not or cannot reasonably claim that what we
did not choose was unpleasant but merely, for a variety of reasons that it was or seemed
less pleasant.

But why choose? Why not simply do nothing or toss a coin? Few are willing to
abrogate their right to choose; few are willing to say that they are unable to make an
intelligent choice. Rarely are the cards so evenly stacked that, simply speaking, there
is no relevant difference. When we fail to choose, or when we leave the choice up to
chance, we deny our freedom to make a choice, refuse to think deeply and critically
about relevant differences, or simply are confronted with a situation about which we
do not much care and in which thinking deeply or critically is not worth the bother.

Whether we go to Hamlet or Don Giovanni may, basically, be irrelevant to us. We
may not wish to expend the time or effort needed to make the choice. And so we toss a
coin, or leave it up to our spouse, glad not to be directly involved. But, however we
allow the choice to be ultimately made, refusing to partake is an expression of not car-
ing very much about what happens. It is a form of “copping out.” When it comes to
choosing between a play and the opera or among various restaurants, the choice may
seem too trivial to justify engaging our attention: We truly do not really care which choice
is ultimately made. When it comes to making ethical choices, however, leaving the matter
up to chance or refusing to choose will not do: it will not do because making such choices
by definition affects the weal and woe of another. Refusing to choose or choosing to
leave things up to chance is, moreover, very much a choice: in such a case it is a choice
not to engage in making often troubling choices about important issues that affect an-
other rather than about merely trivial issues affecting only or predominantly ourselves.
It says loudly and clearly that we really do not care.

Ethical choices in medicine confront us with similar considerations. Inevitably
perplexing situations fail to have “good” answers, and we are left with alternative
courses of action any one of which is bad in and of itself. Not treating pneumonia in
a vegetative patient may be the most reasonable and, on balance, the “best” alterna-
tive; but that fails to make the non-treatment of pneumonia and, thereby, the hasten-
ing of death a “good” and “praiseworthy” thing to do. Such a course of action cannot
and should not cause us to go home feeling self-satisfied; it can, and perhaps should,
leave us saddened but relieved that, among the terrible alternatives, we have chosen
the least bad available. It does not make us praiseworthy for the act (an act intrinsi-
cally blameworthy), although it might make us praiseworthy for the agony of choos-
ing. The process of choosing and the choice itself are not the same thing.

Not making choices, evading decisions, and hiding behind immediate technical
concerns is tempting and is what is, in fact, frequently done. After all, physicians are
trained to watch scientific changes and to intervene in the biological process so as to
support homeostatic mechanisms tending to promote life and health. Such work is
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difficult, demands a great deal of skill, and is often perplexing. It is easy to hide be-
hind technical factors, pretending to oneself not to have time for other matters. And
that pretension is often close to the truth. Yet if physicians allow themselves to attend
only to the task of balancing electrolytes, adjusting blood gases, and choosing anti-
microbials, they will not only evade their prior human responsibility as moral agents,
but will also eventually force others (or mere chance) to make such choices for them.
Problems in medicine are too critical and too close to the weal and woe of real people
to permit the evading of choices.

Refusing to make moral choices does not evade blameworthiness. Rather, it trans-
fers such blameworthiness: physicians now are responsible not for the choice not made
but for making the choice not to choose and thus for abrogating and denying their
moral agency. When healthcare professionals only pose the “can” question (“can I do
something?”—e.g., treat a condition or make a diagnosis), and evade the more trou-
bling “ought” question (“ought I to do what I can do?”—e.g., treat a condition or make
a diagnosis), technology ultimately will drive itself. In a day and age when technol-
ogy (for good or for evil) is ever more powerful such a course of action (since our
deciding critically involves another—another who is in our trust) is not an ethically
proper choice: it is, in other words, humanly speaking, “bad medicine.”

In the human condition, and in the human condition confronted by healthcare
workers, moral choices often leave us with the necessity of choosing between acts
any one of which, to a greater or lesser extent, is blameworthy in and of itself. This
notion, if one is theologically inclined, hearkens back to notions of original sin, in which
humans by their very condition inevitably must sin (and, according to Luther, should at
least sin “boldly,” i.e., forthrightly and without dissimulation). In modern clothes, this
Augustinian concept is found in many of our choices in medical ethics. When we evade
our blameworthiness by rationalizing or manipulating the facts and circumstances of
our action until a claim of praiseworthiness emerges, we run the danger of moral cal-
lousness. Doing certain things—killing, for instance—must never be looked at as “good”
or praiseworthy; when things that in themselves are clearly “bad” or blameworthy are
manipulated and glossed over so that they are now presented or seen as “good” or praise-
worthy, moral callousness easily results. Doing such things now is suddenly presented
as, and easily becomes, an intrinsically good and praiseworthy act and makes the next
such action, even if in different circumstances, all the easier.

On the surface, this realization seems bleak and dark. If, indeed, all humans when
confronted with many moral dilemmas are destined to make an inevitably “bad” choice,
why choose a field in which the consequences of such choices so often lead to disas-
ter and in which blameworthiness is blameworthiness for such terrible consequences?
Why not do something else, where decisions, actions, and consequences are not as
stark? Why beat yourself to death? But there is another side to this: most of the daily
work that health-care professionals do helps innumerable people and brings deep
satisfaction, the price of which may well be an occasional mistake or failure.

There is a difference between the choice made or the action ultimately taken and
the process of choosing. Refusing to choose leaves us with a choice made for us by
external forces. Choosing between Hamlet and Don Giovanni or between having a
tooth pulled and having it filled is a process internal to us. Like every internal proc-
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ess, it generally reveals more about us than it does about the problem itself.6 It speaks
to our fears, hopes, and values more than it does to the intrinsic merits of the thing we
actually choose. Killing, ripped out of the context of the situation and divorced from
the moral actors involved in the actual example, becomes an action subject to dispas-
sionate interrogation or examination. But looking at problems in this fashion and
making issues or categories out of real problems changes the real problem and makes
it an artificial and, therefore, a different one.7

Abstracting the practical problem, and making out of it a category to be studied,
has practical value only if, after examining this now isolated phenomenon for the sake
of greater clarity, we rejoin the issue or category to the actual context and its moral actors
and now reexamine the actual problem in that light. The “answers” to the problem,
examined out of its context and away from the moral actors that ultimately must act,
are part of the material of our ultimate choice. Our actual choosing, however, involves
more than this part of the material alone. Our choosing and our ultimate choice involve
the context and the moral actors no less than they do the category of our problem.

When we examine a given problem in isolation, away from its context and di-
vorced from the moral actors whose agony of choice must, eventually, be translated
into agony of action, we may be blameworthy for a course of action chosen. But we
may have no other better choice than this unquestionably blameworthy one. In the
human condition, choosing will inevitably confront us with this fact: Our choice,
removed from its context and divorced from its moral actors, may be blameworthy in
itself. But in choosing among an array of choices all in themselves blameworthy to a
variable degree, we may deserve praise for the agony of that choice rather than choos-
ing not to choose or choosing capriciously or carelessly. Healthcare professionals, in
going about their daily tasks, must learn to assume and be accepting of their fallibil-
ity in technical as well as moral matters. Mistakes will be made, errors committed,
and undesired outcomes achieved. Doubts, often nagging doubts, will remain. These
not only are the price for action but, used properly, can also serve as prods to and
vehicles for learning and for moral growth.

Healthcare professionals must learn to take not only their technical but also their
moral fallibility in their stride, to learn from it, and to put it into the perspective of a
full and rewarding life. Beating oneself to death, or dwelling on errors as opposed to
learning from them and then going on, is a destructive way of dealing with the reali-
zation of one’s own mortality. Accepting blameworthiness (rather than immaturely
rationalizing that which is worthy of blame to be worthy of praise) and making moral
choices in the full realization of fallibility and blameworthiness serves to enhance the
personal growth of compassionate, thinking persons and, therefore, helps make bet-
ter persons and, in turn, better healthcare workers.

To be blameworthy for initiating or participating in a bad act does not, although
we often think of it that way, make us “bad” or evil human beings. We are judged—
by ourselves or by others, if they or we choose to be fair—by the totality and inevi-
tability of our actions and choices, not by actions divorced from their context. A good
person is not described by a tabulation of single actions and choices bereft of context
but rather, as the Greeks saw it, by their “self-making” or the ability to learn from situ-
ations and, in consequence, to change themselves for the better.8 Our choices say more
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about us as persons than they do about the problem itself. Whether technical or moral,
and the difference is certainly not always clear-cut, our choices are reflective of us as
persons and are springboards to moral and intellectual growth. The business of ethics,
which cannot be divorced from the business of living or that of practicing medicine, is
concerned not merely with single problems, their categorization, or their solution, but
also, and with at least as much force, in promoting personal growth and, in a classical
sense, the skills and “virtues” of medicine.8 (See also “virtue ethics” in Chapter 3.)

In recent regulations of the Joint Committee on Hospital Accreditation patients
(or, if they lack decisional capacity, their surrogates) must be informed of all medical
mistakes.9 According to statistics such mistakes are not at all rare.10–12 Many are trivial;
most are correctible; but some are fatal. The central question is what one understands
as “all mistakes.”11 The “taxonomy” of mistakes badly needs to be clarified.13 The
definition by Wu as “a commission or an omission of with potentially negative con-
sequences for the patient that would have been judged wrong by skilled and knowl-
edgeable peers at the time it occurred, independent of whether there were any negative
consequences” seems to be as solid a definition as possible.

 Patients most certainly should be informed of mistakes in diagnosis or manage-
ment—that is part of truth-telling and an issue that is hard to argue against. Hiding
such mistakes from patient or family is a violation of truth telling in all spheres of
life. We do not tolerate “hit and run” accidents—whether made with the best inten-
tions or not. But hitting the bumper of the car parked in front of you without any vis-
ible damage is rather different from denting the same car and is again quite a different
matter than hitting a pedestrian and leaving the scene. To say that all mistakes must
be shared with the patient can range from the trivial to the sublime. In medicine we
need clearer instructions than “all medical mistakes” which may range from the trivial
(“I started your i.v. 15 minutes too late”), to the fatal. Usually it falls somewhere in
between. Perhaps the worst part of omitting to inform patient, family or members of
the treating team is that it supports self-delusion. Physicians frequently appeal to the
fear of malpractice suits. The problem (in my [EHL] experience) is not in the mistake
itself. Physicians all too often create the impression of infallibility to patient and family.
A mistake made by one who claims (implicitly more often than explicitly) infallibil-
ity will be judged by family and patient quite more harshly than when such a mistake
is made after reasonable attempts at honest disclosure.

Stress is laid on “outcome”—did my mistake lead to a serious outcome or did it
fail to lead to a serious, possibly a fatal, outcome? The consequences or lack thereof
is, however, hardly the question. A mistake not admitted is a mistake not easily recog-
nized. The outcome is difficult to assess. Terrible mistakes may lead to no serious
results and errors which at times may be considered trivial can result in serious set-
backs or even prove to be fatal. One of the authors (EHL) who was engaged for about
15 years in the practice of cardiology before he “re-tooled” and began to deal solely
with questions of ethics, remembers such mistakes very well. Those that cost the life
of the patient and those in which one simply was lucky. I remember a patient who was
in a two bed room—two very nice elderly gentlemen. My patient had a heparin canula
and was receiving heparin every four hours. The other (by chance the head-nurses
father) had sustained a severe upper GI haemorrhage and was not my patient. The nurse
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was unable to insert the heparin canula so that I offered to do so and did. Before start-
ing I checked the name on the wrist but that had, for some reason, been taken off.
When I asked him if “X” was his name, he nodded pleasantly, I inserted the canula
and gave 50mg of heparin. It was only then that I saw my patient who had had his
curtains closed. I told the patient, his daughter, the attending physician and left a note
on the chart. It certainly taught both the nursing staff and me.

Aside from the particular outcome in a particular patient, errors need to be ven-
tilated and discussed. The old “M & M” (mortality and morbidity) conference pro-
vided a vehicle for discussing mistakes openly—its aim must not be punitive but rather
one of “learning from one’s mistakes.”

All of us want to minimize error—I purposely do not say abolish it since that is
an impossible albeit laudable goal. Errors are by no means necessarily individual
error—at times such errors are system related. That, however, does not excuse the
particular physician, nurse or other health-care worker. One of the obligations that
physician and allied health-care professionals have—and one which will be stressed
throughout this book—is to work towards creating a system with sufficient “fail-safe”
mechanisms in their office, hospital or other medical setting which will greatly di-
minish such occurrences. When an error caused by physicians, nurses or other health-
care professionals causes or interferes with treatment or healing this should be readily
disclosed to the patient.15 The questions we must clearly address are: (1) what is error
in the medical setting? (2) how and by whom should an error be discussed with the
family or patient? (3) are we obliged to reveal an error made by a previous physician,
especially when they have referred the patient to us?

More difficult than revealing one’s own error is revealing to the patient that a
prior (or referring) physician has made a severe blunder. Misdiagnosis or mistreat-
ment by another or—most unpleasant—referring physician, nevertheless, must be
addressed. The aims properly are safeguarding the patient and teaching the physi-
cian. In speaking with the referring or previous physician it may turn out that what
appeared like error was in fact and in this case justified—or it may turn out that it
was not. When there has been a clear mistake, it seems clear that the patient must be
informed—failure to do so could be analogized to knowing who had committed a
crime and purposely shielding the criminal. The real question is not informing the
patient—for that we are obligated to do—but how to inform the patient and rela-
tives. When physicians see themselves—and are perceived by their patients—as
partners instead of implicitly taking on the mantle of infallibility, admitting one’s
error comes easier and contrary to what many physician’s think admitting to an error
is not generally perceived by relatives as a statement of incompetence, provided that
the physician has treated patient and family as equal human beings right along and
has not hesitated to share some of the problems. Patients and their relatives are more
than likely to “forgive” such errors in a setting in which communication was and re-
mains open.

One problem closely related to that of admitting error, accepting blame, and being
aware of one’s fallibility is what we consider to be one of the rarely spoken about but
central problems of ethics today: hypocrisy. Not only is hypocrisy, as a form of lying
or at least of misleading, evil and dangerous in itself; one of its chief dangers is that it
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easily leads to a thin veneer of self-delusion when the agent himself begins to believe
his own excuses and untruths. In daily life as well as within the healthcare profes-
sions, hypocrisy takes many forms and expresses itself in many ways. When we show
a degree of concern for someone we in truth do not feel, when we use euphemisms to
cover the tracks of what we in fact are doing, or when we show deference to another
we really do not respect merely because that other is powerful or wealthy, we are
engaging in a form of hypocrisy that, like all hypocrisy, destroys integrity. As we pro-
ceed in this book, we shall repeatedly run across examples of this sort of thinking and
acting. If any message can be given in a book dealing with ethics, it is this: what one
does may be problematic, what one does may be mistaken or even morally wrong,
but, at the very least, what one, in fact, does or thinks needs to be freely acknowl-
edged and discussed. The attempt to practice medicine or to go through life in a mor-
ally acceptable manner requires at least that much.

REFERENCES

1. Gorovitz S, MacIntyre A. Towards a theory of medical fallibility. J Med Phil.
1976;1(1):51–71.

2. Dewey J, Logic: The Theory of Inquiry. New York, NY: Henry Holt & Co., 1938.
3. Dewey J. The quest for certainty. In: Boydston JA, ed. The Later Works of John

Dewey, Vol 4. Carbondale, Ill: Southern Illinois University Press, 1988.
4. Doherty DJ. Ethically permissible. Arch Intern Med. 1987;147(8):1381–1384.
5. Loewy EH. The uncertainty of certainty in clinical ethics. J Med Humanities

Bioeth. 1987;8(1):26–33.
6. Loewy EH. Drunks, livers and values: should social value judgments enter into

transplant decisions. J Clin Gastroenterol. 1987;9(4):436–441.
7. Churchill LR. Bioethical reductionism and our sense of the human. Man Med.

1980;5(4):229–247.
8. Pincoffs E. Quandary ethics. Mind. 1971;80:552–571.
9. Johnson BJ,Tzang J. Evaluating a medical error taxonomy. Proc. AMI Symp,

2002:71–75.
10. Gabel RA et al. Counting deaths due to medical error. JAMA 2002;288(4):501–

507.
11. Leape LL. Reporting of adverse events. NEJM2002;347(20):1633–1638.
12. Honig P, Phillips J, Woodcock J. How many deaths are due to medication error?

JAMA 2000;284(17):2187.
13. Johnson NJ, Zhang J. Evaluating a medical error taxonomy. Proc AMIA Symp

2002, 71–75.
14. American Medical Association Council on Ethical and Judicial Affairs. Code

of Medical Ethics: Current Opinions with Annotations. Chicago, IL: American
Medical Association 1997;sect. 8:12–15.

15. Rosner F, et al. Disclosure and prevention of medical error. Archives Int. Med.
2000;160:2089–2092.



75Autonomy and Responsibility

The Ongoing Dialectic
between Autonomy and
Responsibility in a
Pluralist World

INTRODUCTION

Autonomy, as usually understood, implies the ability to govern oneself or, in Kantian
language, to set one’s own rules. One must differentiate between autonomy (or free-
dom) of the will and autonomy (or freedom) of action. This differentiation is espe-
cially important in the medical setting: on the one hand patients (because of dementia,
hypoxia, hysteria, drugs, alcohol and many other factors) my lose their freedom of
willing (that is, they may be unable to make a rational decision because they cannot
grasp the circumstances); on the other hand, they may when ill, hospitalized, and
weakened but quite rational often lose the ability to act for themselves. Such patients,
although they retain adequate function of willing are incapable of translating their
clear will into action. This loss of power and consequently becoming, as it were, a
prisoner of the medical system is something especially feared by the patient. Such a
loss of ability to act is, of course, variable and may range from the slight to the com-
plete, but it is almost invariably a part of the medical interaction. Even in an outpa-
tient setting the patient’s ability to act is constrained by the evident fact that healthcare
professionals have more power: the power of greater knowledge as well as the power
to provide or to refrain from providing certain services to patients. We will come back
to this point throughout this book.

Full autonomy of will or action is an ideal never fully realized or realizable in
the human condition. Biological (including genetic) factors impose very real limits
on our abilities; environmental factors create conditions to which, whether we like it
or not, we must adapt; and matters of cultural background, upbringing, and the social
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conditions in which we find ourselves severely constrain our willing as well as our
acting.1 Kant, whose name is most closely associated with the concept of autonomy,
understood this very well when he stated that only the “divine being” is truly autono-
mous.2 But not being entirely autonomous does not mean that man is totally at the
mercy of external forces or totally, as Hume would have it, “the slave of the passions.”3

Certainly, the limits of autonomy are set by forces that are, in a sense, external to the
will and beyond the control of man (and these may vary from time to time and from
situation to situation), but man’s freedom to operate within those limits is what we
commonly mean when we speak, loosely, of free will or of an “autonomous act.”4

Patients unable to will (that is, patients who are unconscious, confused, unable be-
cause of circumstances to grasp the facts presented, to choose among possible op-
tions, and to know the probable outcome of such choices, or patients who are unable
to give a rational reason for their choice even if it is a reason we would not subscribe
to) are said to lack decisional capacity.

Autonomously motivated behavior by, say, person A that is perceived as harm-
ful to person A by another person B may lead person B, if he is capable of so doing,
to interfere with A’s behavior. Such interference is often defended by an appeal to
responsibility. One can be responsible because one is culpable (responsible because
one has, positively or negatively, been causally linked to a particular event or circum-
stance), or one can be responsible for other reasons (responsible, for example, because
one has a particular role: as citizen, as human being, or as healthcare professional).
Whichever it may be, the feeling of responsibility is a response to an externally or
internally imposed or perceived condition. Thus, we may be responsible because of
our role (or the way in which we and others conceive that role), because of a promise
freely given or a contract freely entered, because of something that we have done
(broken a cup or given the wrong treatment, for example), or because of the promptings
of an internally felt noblesse oblige (as when we see a helpless creature in need of
help).

Our view of community and obligation to one another conditions our sense of
responsibility and consequently our actions (see Chapter 3). In the sense of causal
responsibility (as in breaking a cup or treating a patient in the wrong way) and, in
some respects, in the sense of role responsibility, responsibility is determined and
judged externally. In role responsibility, however, the delineation is largely a chang-
ing social construct determined over time. Communities determine role responsibil-
ity as a composite expression of the internally felt responsibility of their individual
members. Internally felt responsibility, while to some extent conditioned by extrin-
sic factors, is also, to some degree, the product of autonomous, rational choice. It is a
function of how we view ourselves in relation to others and in relation to community.
In that sense, the choices we make and the responsibilities we assume say more about
us as moral actors than they do about the problem.5

Responsibility for one another, and the feelings of obligation that result, may
clash with autonomy. When healthcare professionals feel “responsible” for their pa-
tients (as, indeed, they should), when they feel that maintaining, safeguarding, or
restoring anatomic and physiological function is the highest good, they are likely to
ignore or attempt to ignore what they feel are poor choices on the part of their patient.
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Unless physicians and other healthcare professionals accept the fact that supporting
or, at times, restoring a patient’s autonomy is part of their responsibility, they may
choose to treat against a patient’s express wishes or attempt to delude patients by
withholding or modifying information. On the other hand, physicians, out of respect
for an ill-conceived understanding of autonomy, may allow patients, without further
efforts, to pursue a course leading to disaster (as it were, abandon patients to their
possibly seriously deficient “autonomy”). Medicine is but a microcosm of this daily
struggle: when we allow our homeless to wander the streets and freeze to death (mostly
because communities lack even reasonably adequate facilities, but sometimes because
we accept that some of the homeless allegedly “wish” to do this) without, forcefully
if need be, taking responsibility, the same issue is at play. Unthinkingly and unfeel-
ingly abandoning persons to their supposed autonomy is the flip side of paternalism.
In many ways it is as grievous an infringement on the physician–patient relationship
as is crass paternalism.

PATERNALISM

According to Dworkin, who has given us the standard definition of the term “pater-
nalism,” paternalism can be defined as the “interference with a person’s liberty of action
justified by reasons referring exclusively to the welfare, good, happiness, needs, in-
terests or values of the person coerced.”6 Such a definition is essential but does not,
by itself, take us very far. Feinberg took this a step further in first dividing paternal-
ism into a form that seeks to prevent harm and a form that seeks to bring about anoth-
er’s good. Secondly, he distinguished between “weak” and what he called “strong”
paternalism. Strong as well as weak paternalism may be motivated by preventing harm
or by bringing about good.7

In weak paternalism the actor attempts to prevent conduct that is (1) substan-
tially non-voluntary or (2) done without full or adequate knowledge or understand-
ing of the consequences by the person acting; also at times, the actor may temporarily
intervene to determine whether an act was truly autonomous or not. An example of
the first (protecting patients from non-voluntary harm) might be preventing harm to
one under hypnosis or on drugs or even one who is under severe coercion. An exam-
ple of the second would be giving life-saving therapy to a young child whose parents
refuse such treatment; an example of the third might be pushing someone from the
path of an oncoming train or treating a patient who has taken an overdose of drugs but
whose motives are not clear to us or whose motives are believed to be capricious, not
thought out or temporary. Weak paternalism is a form of preventing persons from
coming to non-understood harm. It is protecting another from the results of misinfor-
mation or non-comprehension. As such, and because such actions are seemingly clearly
called for, they are basically morally uninteresting.

Strong paternalism, on the other hand, seeks to prevent harm to (or act for the
benefit of) persons by liberty-limiting measures even when their contrary choices were
not capricious, were well informed and voluntary (forcing patients who are Jehovah’s
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Witnesses to be transfused is one of the more frequent examples). It is, as are all pa-
ternalistic acts, done (ostensibly, at least) to prevent “harm” or to bring about what is
perceived to be the “good” of another—terms which, in this situation, are defined by
the actor and not the recipient. In that it is by definition an act that only seeks to pre-
vent harm or to benefit another it is not self-interested but other-directed. Ordering
an unnecessary test for a patient so as to benefit the person ordering it is, thus, not
paternalism but rather an act in which the patient’s good plays but a small role.

Unfortunately and not rarely, “seeking the patient’s good” is the reason given
for acts that are meant ultimately to benefit the physician, the institution, the family,
or the community. Acting for the sake of other interests may not always be something
to be condemned: there may well be reasons why the interest of the individual patient
ought not to be the sole or even the main motivating factor. Such, for example, may
arguably be the case when a test to detect a highly infectious disease needs to be or-
dered to protect the public and the patient refuses. But pretending that the patient’s
sole interest is what is important to such a course of action adds hypocrisy to the al-
ready suspect act of paternalism.

Paternalism (or parentalism, as it has lately begun to be called) seeks to do one’s
own good to another instead of facilitating that other’s (self-selected) good. It often
arises out of a sense of responsibility in which the paternalist’s claim to greater knowl-
edge, foresight, wisdom, or experience is the ostensible excuse. The fact that such
claims are not always without foundation makes paternalism all the more insidious
and therefore dangerous. If paternalism were simply a crass act of one human being
callously superimposing values on another, the problem would be easy. Forcing per-
sons to listen to Mozart (or to rock music) because we happen to like Mozart (or rock
music) is clearly indefensible. But forcing a panicky patient to undergo emergency
treatment to save his life (or forcing a homeless person to seek shelter in a snowstorm)
may be quite another matter.

Although clearly presaged by Rousseau, the modern concept of autonomy, as
mentioned above originated with Kant. 8 The will is not only subject to the moral law:
To be autonomous and, therefore, “worthy of respect,” it has to be subject to its own
self-legislated, universalizable law. This autonomy comes from within the individual.
But autonomy itself does not seem to be enough if one reads Kant clearly: “Nothing
in this world ... can possibly be conceived to be good without qualification, except a
good will.”8 And so, autonomy can only be an instrumental good, one that depends
for its goodness or badness upon the will and the (unfortunately not entirely clear)
“goodness” that guides it. Mill, in his entirely different Utilitarian concept of the bases
of morality, likewise considers autonomy to be a fundamental fact of the moral life.9,10

To Mill, autonomy of action must be one of the fundamental principles in order to
maximize the good of society. So long as persons’ actions do not directly infringe
upon their neighbors’, such actions must be permitted.

In a society in which personal liberty, freedom of thought, and eventually free-
dom of action was severely restricted, the ideal of autonomy served well. Men were
downtrodden by a rapacious state that simultaneously inhibited its citizens’ freedom
and denied responsibility. Where the state was forced to assume responsibility, it did
so hesitatingly, grudgingly, and with humiliating condescension. Charity itself be-
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came a tainted word, responsibility for one’s fellow man an impoverished concept,
and autonomy a dangerous thing. Whether interpreted from the philosophical slant of
Kant or that of Mill, autonomy of will and action underwrote the promise of the
American, the French, and, later, the Russian revolutions. And it has continued to
motivate the overthrow of a regime calling itself Communist but violating most if not
all basic Socialist precepts. If capitalist nations do not provide adequately for the basic
needs and education of their members, freedom of will and action likewise becomes
a sham, and such nations, in turn, court disaster.11

If we hold freedom to be an absolute condition of the moral life and look at com-
munities as collections of men united merely by duties of not bringing harm one to
another, we will place a supreme value upon autonomy and will find the place of re-
sponsibility for one another to be, except under contractually stipulated conditions,
quaint.12,13 If, on the other hand, we hold freedom to have a high communal value but
not to be an absolute, and if we look at community as being united by more than the
minimal duties of refraining from harm one to another, a different kind of responsi-
bility enters the equation.14 It seems doubtful that many of us, not knowing what sta-
tion in life we were to occupy or what our fate is to be, would deliberately choose a
community in which beneficence was to have no moral standing.15 Neither a minimalist
ethic (built only on duties of refraining and bereft of the duties of charity, benevo-
lence, and kindness) nor an ethic in which men are coerced to follow another’s vision
of the good presents the sort of society most rational men would envision for them-
selves. (See also “Looking at Ethical Theories” in Chapter 3).

In society at large as well as in medical practice, there is an ongoing interplay
between autonomy on the one hand and paternalism (couched in terms of responsi-
bility) on the other. Autonomy, seeking to maximize personal moral agency, and re-
sponsibility, as an expression of benevolence, both have their places. Neither can
become a moral obsession. Autonomy, as a moral obsession, leads to neglect: it is
often a moral “cop-out,” an excuse for pursuing our own interests mindless of the often
very obvious and glaring needs of others. Benevolence as an obsession, on the other
hand, too easily eventuates in personal or communal tyranny: it easily serves as an
excuse for repressive acts of the crassest kind.

In choosing between alternative courses of action, reason must guide us to choose
the least restrictive for all of those most relevantly affected. This interplay has classi-
cally been seen as a dialectic in which the goals of one (personal freedom or indi-
vidual interests) are in conflict with the goals of the other (the interest of community).
A modus vivendi develops from this interaction. However, such an interaction need
not be seen as a “struggle.”16 Rather, such an interaction might be more fruitfully
viewed as homeostatic, in which one force balances another in pursuit of a common
goal without which the interests of neither can be realized. Individual freedom and
autonomy are not possible outside of a nurturing and dynamic community; commu-
nal survival without a value for developing individual talents and underwriting indi-
vidual action is also unlikely.

It has been said that there must be a presumption against paternalistic acts and
in favor of autonomy.17 If individual and communal tyranny is to be prevented, soci-
ety and medicine share the need for this presumption. Autonomy, never complete,
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always variable, is an ideal and not a concrete fact. Furthermore, autonomy without a
community that allows it to flourish and that provides its limitations and its seedbed
is not possible. By itself, and not integrated by a sense of community and responsibil-
ity to one another, it leads to a callous and uncaring society. To be effectively expressed,
freedom and autonomy must be enunciated, vouchsafed, and actively supported and
pursued by community. Autonomy, in other words, develops in the embrace of com-
munity and its beneficence; i.e., the community’s caring for our good as well as its
trying to prevent or ameliorate harm enable solidarity within the community and thus
the personal autonomy of those within it.11,16

There should, as we have said, be a presumption against paternalistic acts: the
burden of proof is (and, if we are to prevent personal or communal tyranny, should
be) on the paternalist. Such an initial presumption, however, must be measured against
another: the presumption against allowing others to come to harm.17 The problem, of
course, is the strength of one presumption against the other and the meaning of what
it is to come to harm. There can, at times, be a stronger justification for paternalism
just as, at other times, there can be a stronger justification for allowing persons to
come to harm in respect of their autonomy.

Allowing respect for autonomy to result in personal harm to our fellow man, or
to our patient, requires justification just as does violating their autonomy. When one
or the other presumption must prevail, the initial presumption will usually be to safe-
guard one another. That, if nothing else, will buy time. In critical emergencies (say,
when a patient is in imminent danger), a presumption against allowing another to come
to harm seems reasonable and very much in order. When situations are less critical,
however, the presumption against paternalistic acts becomes more persuasive. The
rational patient bent on suicide may try again; the irrational patient allowed to die is
denied that second chance. Once the criteria for autonomous action have been met,
the presumption against paternalistic acts should prevail (see also Chapter 6)

AUTONOMY, COMPETENCE, AND
DECISIONAL CAPACITY

To be autonomous, an action must meet certain minimal criteria: (1) it must be amply
informed, (2) it must be the product of sufficient deliberation, (3) it must be free of
internal or external coercion, and (4) it must be consistent with an enduring world-
view.18 A judgment as to when such criteria are sufficiently met (and what is con-
sidered to be sufficient) is often difficult. However, keeping these criteria carefully
in mind at least distinguishes the clearly autonomous decision (say, when a lifelong
Jehovah’s Witness staunchly refuses a transfusion) from one clearly not so (say, when
a hysterical person, confused and in severe pain, refuses a critically needed inter-
vention).

Ample information, in and of itself, may be problematic. Telling patients tech-
nical details that are often not understood or that are entirely out of the range of the
patient’s experience is not truly “informing.” Every attempt to enable patients to truly
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understand in simple, non-technical terms—not only procedures and diagnoses but
also options and consequences—must be made. And these must be understood by the
patient, a thing which can be determined only by having the patient relate these diag-
noses, options and their probable consequences back to the physician: an autonomous
decision is predicated on an understanding of the facts, an internalization of external
data. More than the giving of data is therefore involved. Healthcare professionals must
remember the impact that the emotions of the moment and, often, the lack of experi-
ence have, and must try to minimize the gap of understanding between themselves
and their patients. (See also the section on consent in Chapter 6.)

Sufficient deliberation implies time—time, as much as possible, away from the
acute pressures of critical situations. Time, however, is often just what is sorely lack-
ing. Here healthcare professionals can only try to provide as much time as possible:
pressuring patients in order to meet the needs of a busy physician’s or nurses’ sched-
ule defeats that purpose. Allowing a patient sufficient time to deliberate, discuss the
affair with others, make choices, and ask questions consistent with the patient’s own
values has to be, at times, balanced against the exigencies of a critical situation; but
all too often healthcare professionals, by pleading the urgency of a situation, are apt
to serve their own convenience.

Coercion can come in many guises. Patients may be coerced by external circum-
stances to act not according to their own will but according to the will of others.
Healthcare professionals can often sense this in the context of situations in the office
or hospital. Elderly patients wishing to please their children, husbands wishing to
please their wives, and patients wishing to please the medical team fall not rarely into
this category. It is the healthcare professional’s job to understand and to perceive
sensitively such problems and to counter them by speaking to the patient with under-
standing, with compassion, and, when possible, alone. But coercion, as often as not,
is also internal. Panic, fear, pain, and hope can all be coercive and can help obliterate
or, at the very least, impair autonomy. And so, regrettably, can economic factors in
our society.

Familiarity with the patient’s worldview is, perhaps, of the greatest help. Courses
of action that accord with such a prior worldview are called “authentic.” An “authen-
tic” action is one those who know me well would expect me to make. Choices made
under the influence of fear, pain, or depression, for example, may nevertheless be
considered autonomous if they are consistent with a previous enduring and well-
understood worldview. Choices which would puzzle those nearest us need not be
dismissed—though they do need to be carefully re-evaluated to ascertain that pa-
tients truly understand, truly believe that what they are being told is the case (for if
they do not believe it consultation is called for) and that they are not acting under
undue coercion.

Knowledge of a patient’s prior worldview is best obtained in the context of an
ongoing and enduring professional–patient relationship. Ideally, sympathy and un-
derstanding for each other’s worldviews have slowly developed over time. Unfortu-
nately, such relationships are more the exception than the rule today. More often,
physicians and patients are virtual strangers, and often physicians, nurses, and other
healthcare professionals must deal with acutely ill patients about whom they know
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little or nothing beyond the immediate medical situation. At best, impressions can be
gleaned from many inevitably biased sources, which may or may not have the pa-
tient’s “best interests” in mind: interests which ought to be defined, within the limits
of reason, on the patient’s and not on the source’s own terms. An equally biased pro-
fessional must then distill such impressions. The final picture often resembles more
what we would like it to be than what it actually is. One of the pitfalls of ethics con-
sultation—and to a lesser extent of ethics committees—is just that: Often, without
conscious intent, consultants (and, at times, committees) may manipulate the situa-
tion to serve their own (and not their patients’) values and worldviews.

Deciding whether a patient’s action is acceptably autonomous is not an easy task.
Individual decisions will depend upon specific circumstances, on prior knowledge,
and on consultation with the patient’s family and colleagues and among members of
the healthcare team. At times, psychologically schooled personnel may give invalu-
able assistance for an understanding of the dynamics informing patients’ decisions.
But, when all is said and done, the final decision—to accept or not to accept a pa-
tient’s choice—will have to be made by the physician. Consultants (of any kind) can
be helpful in reaching a decision (and most certainly are responsible for the care they
take in giving their advice) but ultimately the physician will have to be and remain
responsible for that choice.

In general, healthcare professionals have tended to override the wishes of de-
pressed patients, especially when such wishes would limit treatment. This canon of
our teaching and action may well be wrong. It is often still used as an excuse for crass
paternalistic acts. Depression, first of all, is not all of one cloth: endogenous depres-
sion, psychiatrists will tell one, differs markedly from situational depression. When a
patient who finds out that he/she has metastatic cancer, whose wife or husband of many
years has just died, whose business has failed, and whose house has burned down is
“depressed,” health professionals often take this as sufficient reason to deny them the
right to choose. Being depressed under such circumstances is hardly psychiatrically
abnormal: imagine if such a person were not!

Recent literature has cast considerable doubt on the role of depression in a pa-
tient’s choice. According to some papers, choices are not greatly changed. This leaves
us in a quandary: to abandon a long-held belief and embrace what is now suggested,
or to decline to modify one’s behavior. A middle course may, for the time being, be
appropriate: if a depressed but not psychotic patient’s wishes seem to accord with his
prior worldview (a thing not always easy to determine but something with which family
and friends can be of great help), more credence might be given to him than if it had
not.18–21

Although we have repeatedly used the term “competence” (and although the
ethics literature tends to do the same thing), judging “competence,” strictly speaking,
is something only a judge can do: the presumption, legally speaking, is that all adult
patients, no matter what their age or condition, are “competent.” It is only when a
court of law rules them “incompetent” that, strictly speaking, such a term should be
used. Legal competence does not denote decision-making ability, just as legally de-
termined “incompetent” patients do not necessarily lack the capacity to make health-
care decisions for themselves in a clinical setting. Establishing competence is a legal
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prerogative. Determining “decision-making capacity” is the physician’s task: a task
that, when there is question, will hopefully be done in concert with the rest of the
immediate healthcare team and with the help of psychologists and ethicists.

Since we assume ourselves to have decision-making capacity, we rarely ques-
tion such capacity when patients make choices consistent with our own. When, on
the other hand, the patient’s choice conflicts with our own, questions about the valid-
ity of the choice tend to come up. The more blatant the conflict, and the more we disa-
gree with the road chosen, the more we tend to question the patient’s ability to choose
...and that is natural. Conflicts of this sort may arise from a lack of factual material, a
different understanding of such facts, or a profound difference of worldviews. (See
also Chapter 6.) Problems of judging competence or autonomy arise because compe-
tence and autonomy are not unbounded.

Patients may, for example, be incompetent to handle their own finances but be
quite competent to order dinner or to determine which theater to go to. Competence
to make one’s own will and competence to determine one’s own course of therapy
are not necessarily related matters. Determining that patients lack decision-making
to consent to or to refuse treatment must be adjudicated on a one-to-one basis depending
upon individual circumstances. We cannot presume that lack of such capacity is an
all-or-nothing phenomenon or that it does not change with time and circumstance.
Denying competence to choose a course of treatment may, on the one hand, deny the
patient’s individual dignity when the capacity to choose such treatment is present; on
the other hand, affirming that a frightened, ill-informed, or otherwise incapable pa-
tient is capable of refusing treatment may deny the real beneficent responsibility that
lies at the core of medicine. Abandoning patients to their autonomy is all too easily
done today. Respecting autonomy in the competent person presupposes beneficence:
when persons are competent to choose, even when the choice is not one we ourselves
would make, respecting their choice is a beneficent act. It allows their will to be done
in circumstances directly affecting them. Respecting autonomy in those lacking de-
cisional capacity, however, is a hollow mockery that denotes callow non-caring rather
than beneficence. Allowing an uninformed coerced, or confused will to be done makes
a mockery both of autonomy and of beneficence.

Using the criteria for autonomy cited above may help sort out specific cases.
Healthcare professionals have the obligation to provide patients with all pertinent
information necessary for informed choice concerning their case, and they are obli-
gated to provide it in a manner understandable to the patient. Further, healthcare
professionals should make sure that such information is truly comprehended. Com-
prehension means more than merely the ability to parrot facts. True understanding, in
addition to an essential cognitive part, includes understanding on an emotional as well
as, where possible, an experiential plane. It must include some understanding by the
healthcare professional of what the diagnosis or condition means to patients: not just
what it is scientifically, but what it connotes to and for patients: how it will be seen to
impact on their daily lives and what it means emotionally for them, given their per-
sonal worldviews.

Physicians often assume that their patients understand far more than is actually
the case. A little time spent asking some gentle but penetrating questions may be most
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enlightening and helpful. In addition, and where possible, time for deliberation must
be provided, and snap judgments guarded against. Seeing that patients are as free from
coercion as possible during this time and gently probing patients’ prior worldviews
likewise are obligations of the healthcare team. Forcing patients to make hurried
choices with inadequate information, sometimes presented in an unnecessarily threat-
ening manner, violates basic respect for autonomy and, incidentally, is destructive to
the professional relationship. It is also—even when not recognized—destructive to
the health-professional’s character and sense of self-worth.

At best, problems remain. Patients may make apparently autonomous decisions
and then, when the situation is upon them, change their minds. This confronts the
healthcare team with agonizing problems. In general, but by no means always, we
tend to honor the more recent rather than the more distant choice. Such decisions are
predicated on the assumption that both decisions were autonomous, that both were
competent choices.22

When patients change their minds in circumstances when reasonable autonomy
appears present (when, in other words, information and time for deliberation are rea-
sonable, coercion is held to a minimum, and the change is not entirely at variance with
a previously enduring worldview), respect for the more recent over the more remote
decision will generally be granted, though there are times we might want to re-con-
firm that the patient is able to offer reasons for his or her change of mind. When, how-
ever, the choice appears to be the result of ignorance, fear, or panic, matters may stand
differently. It is at such times that difficult choices will have to be made.

TRUTH-TELLING

Truth-telling is intimately linked with problems of autonomy. Persons who hold au-
tonomy to be an absolute principle will, under all circumstances, tell their patients
the absolute and unvarnished truth. They even may do so quite brutally and with lit-
tle or no visible compassion—which often is merely a veneer for the pain felt by the
health-care professional…though sometimes is not. Paternalists, on the other hand,
are apt to judge what is, in their view, to the patient’s benefit to know and what not,
and act accordingly. The fact that paternalists often misjudge their patient’s good,23,24

substituting conjectures and personal values instead, has become well known. In prac-
tice, a presumption for telling patients the truth can be overcome only by extremely
weighty evidence. In law this is called “clinical privilege”—that is, physicians for
good reason feel that telling the truth would cause irreparable and grievous harm. When
challenged it is rarely upheld by the courts.

But truth-telling, like other principles, acts as a guideline to moral behavior
and not as an absolute. Blindly following principles (e.g., always telling the truth)
can become an end in itself instead of a means to a moral end. Following principles
in this way substitutes ironclad rules for moral deliberation and severely limits moral
agency and its necessary choices. Although there is a heavy presumption for truth-
telling, ethics reduced to pat principles applied to preconceived problems without
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being filtered through our moral sensibilities is a technical and not a moral activ-
ity.23

Not telling the truth (never a praiseworthy and invariably a blameworthy act)
may, in rare situations, nevertheless be the best choice to make from a range of poor
options. Patients at times may not wish to have the truth told to them and may ask to
be spared certain knowledge. And while this is rare and while it certainly imposes
a heavy burden on the physician, the patient’s desire not to know can be as autono-
mous a decision as the opposite. Such a decision by the patient should be carefully
recorded in the records and where possible countersigned by the patient or by a wit-
ness. Rarely there may be other reasons for being less than candid with an occa-
sional patient. The decision to be less than candid must, at all times, be a weighty
one, not one made for the sake of expedience or convenience, or out of cowardice.
On some occasions, it may, all things being equal, be the only humane option open
to the physician. When truth-telling succeeds only in removing all hope from dying
patients, discharging an absolute moral duty exacts a heavy price. Ethics not tem-
pered by compassion and understanding becomes like “random cords on a piano,”24

and loses its intrinsic value.
One other issue must be briefly mentioned: truth-telling, especially when it comes

to healthcare, is very much a culturally modified issue. The basic ethical principle is
that a patient with decisional capacity ultimately has to be allowed to decide his des-
tiny in his own way. The way this principle is played out, however, is quite different
in different cultures and carries different cultural expectations. In rural areas around
the Mediterranean, for example, patients themselves are generally not informed of
critical diagnoses, and the decision is often made by the husband for the wife or by
the families concerned.25,26

There are many other cultural differences depending upon the particular culture
studied. This may confront healthcare professionals who must deal with patients from
other cultures with difficulties. Insisting, cultural customs not withstanding, that the
blunt truth must be told to patients is a form of ethical imperialism that insists that
what is done in “our” culture is necessarily the “right thing to do.” When physicians
are confronted with such situations, they are well advised to consult the patient’s
wishes. Saying to the patient that you have been told that in their particular culture
information is generally given to husband or family and asking them if this is what
they wish done preserves the basic principle: any patient who has decisional capac-
ity continues to decide. In this case it is a decision not to be informed but it is a
decision properly made by the one entitled to make it and not by the healthcare pro-
fessional acting through his or her own idiosyncratic vision of what it is to “act
rightly.” One should likewise avoid cultural stereotyping: remember that not all
persons who belong to a given culture or religion conform to it. Just as patients
brought up in a Mediterranean culture may, in fact, wish to be informed, patients
brought up in the United States may not want to be. It behooves physicians and other
healthcare professionals to understand and respect the patient, the culture, and the
patient’s wishes—at all times leaving the door open so that patients can, if they so
desire, change their minds.
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PLURALISM AND HEALTHCARE
PROFESSIONALS

We live in a pluralist world in which vastly different forms of belief and worldview
must coexist or extinguish each other. Worldviews differ, often radically, and can at
times not be reconciled. Attempting to coerce each other into behaving in certain ways
is not only impractical; in a deeper sense it is immoral. Coercing each other seems
immoral because, by relying on explicit or tacit power, it is inevitably a violation by
the stronger of the personal freedom and moral agency of the weaker and thus ends
by defining “might” as “right” and “is” as “ought.” By that type of analysis, one would
assume that guidelines and norms do not exist or that ultimately all ethical decision
becomes merely a matter of culture or of personal whim and caprice. Between these
two extreme beliefs, the one a variation of “do as I say (or do) because I say (or do)
so,” and the other an “anything goes” approach, there is a middle ground that would
make some, but very few, rights and wrongs normative except as they are normative
in and for a given context. Although particulars differ and although these differences
may, in the way that particular decisions play themselves out, be starkly different from
one another, the basic framework of existential a prioris that unites all sentient be-
ings remains the same. (See Chapter 3.)

Basically, ethical considerations arise because our actions impinge on others and
because their impinging on others matters to us. Were this not so, ethics would make
no sense. We think, on balance, that to do right is, at minimum, not to harm another
(or to harm another as little as possible under existing circumstances); to do wrong is
to bring unnecessary, or needlessly severe, harm to another. But in all ethical consid-
erations, the harm or benefit done, or potentially done, to another is at stake. This
statement, despite its emphasis on consequences, should not be interpreted as being
purely a matter of utility. It can be equally well defended in more deontological lan-
guage: the aim of all imperatives, maxims, and principles cannot be easily or entirely
separated from the consequences they would eventually bring about. My wish that
the maxim that guides my actions under a particular set of circumstances might be-
come a “universal law of nature” is motivated precisely by a set of circumstances that
such actions can be seen to bring about. The way our actions affect others is, at the
very least, a critical factor in the moral equation.

This consideration for others, then, is a basic norm: not to bring needless harm
to another. Such a norm is rooted in the realization that man’s common structure of
the mind allows us, among other things, to share the ability to rejoice and to suffer.
Starkly different things may bring about rejoicing or suffering, in differing societies
and among different individuals. But the capacity for joy and pain is a universal of
sentient beings: a shared capacity and a shared value that may serve as a starting point
in the quest for peaceful agreement. It is a reference point—a norm—against which
to judge our actions as moral or not.

The norm (or principle or ethical obligation) of refraining when possible from
doing harm to another who can perceive such harm (or to his or her actual or sym-
bolic possessions) is a purely negative one. As we have discussed in Chapter 3, such
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an obligation is a necessary but insufficient building block of the moral life. It can
permit a somewhat eased coexistence, but it cannot suffice to provide communal soli-
darity or suffice to describe the moral life. Beyond such a minimalist ethics, and where
possible, we are obligated to help one another. Individuals can derive this obligation
from the fact that they themselves were and inevitably will be again in need of anoth-
er’s help or they can derive this obligation from the obligation to consider a realm of
ends when formulating their own goals. Communities must accept this obligation if
they wish to be held together by the solidarity necessary for their survival, a solidar-
ity that cannot come about if only obligations of mutual non-harm and, therefore, a
minimalist ethic are accepted. (See Chapter 3.) Thus beneficent action or “doing an-
other good” becomes another obligation of the moral life. In this book it is the extent
but not the existence of this moral obligation that is at issue.

Differing civilizations, and differing enclaves within the same civilization, de-
fine the “good” in different ways. It is this lack of uniformity that underlies the often
radically different judgments made by patients and their physicians; this is what causes
us “not to understand” the Jehovah’s Witness or comprehend divergent attitudes to-
ward abortion. Nevertheless, no matter how described, all sentient beings strive for
their particular and self-selected good and are, on their own terms, benefited by its
realization and harmed by its removal or interdiction.

The universal of harm and benefit, the universal of the capacity to suffer and
rejoice, are not trivial considerations. While self-evident, they are often ignored. We
are only too ready to inflict suffering for the sake of doing others our own (instead of
their own) “good” and to rationalize doing so by an appeal to a “universal” standard
that, when carefully examined, is merely our own. The Crusades, the religious wars,
the attempt of various fundamentalists today, the behavior of Communist and capi-
talist alike, all provide ample evidence of man’s incessant desire to convert—force-
fully if necessary—the world to one particular and peculiar belief. On a practical level,
the world has become too small and the weapons have become too powerful to per-
mit intolerance of this sort. Medicine, embodied in this world, must likewise exam-
ine its own standards, norms, and behaviors if it is effectively to accomplish its mission
in such a world.

The pluralist society in which we live, then, is in need of reconciliation and
understanding. Not only is this true in comparing, say, Uganda to Sweden; in a fluid
world, it is just as true within national entities such as the United States or the EU.
Many social, economic, cultural, and moral issues must be addressed if this recon-
ciliation, understanding, and ability to live and work together is to be effected. Ex-
travagant social and economic differences (not only between regions of the world but
within the very borders of what we consider national entities, including our own) must
be leveled at least to a tolerable degree; cultural exchanges enabling understanding
and facilitating cultural diffusion must occur. If human life is to survive, ethical sys-
tems must be reconciled sufficiently to permit mutual toleration and function toward
a common goal.11

Medicine exists in a community. Prevalent attitudes and prevalent moral senses
within a given community are inevitably and at least to some degree shared. A con-
tentious and intolerant society, unwilling to allow others to pursue a different vision
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of the “good” and bent on enforcing one view of life as “correct,” is unlikely to pro-
duce professionals otherwise inclined. A society entirely without moral standards, on
the other hand, will tolerate amoral healthcare professionals who see themselves merely
as neutral or uninvolved biomedical facilitators of their patients’ (or, even more omi-
nously, their state’s or their HMO’s?) wishes. In the first instance, crass paternalism
running roughshod over other values and views will result, and patients will be left in
physicians’ hands to enjoy (or suffer) the “good” purely as defined by the professional.
In such an intolerant society, the relationship between healthcare professionals and
their patients is seen as intensely personal, dominated by the healthcare profession-
al’s (usually the physician’s) personality and totally unequal. The enterprise of medi-
cine now has an evangelical flavor.

In the second instance, physicians abrogate their moral agency and become their
patients’ technical agents to be bound merely by strict contract devoid of beneficence
or a sense of mutual obligation. Here the relationship is one in which patients bring
their complaints and desires to buy a “cure” from the now entirely technically de-
fined healthcare professional. In this model, healthcare professionals in the role of
healthcare professionals assume the character of civil servants, bureaucrats who op-
erate under bureaucratic rules and during working hours leave their notions of right
and wrong at home.13

If one subscribes to such a worldview, moral agency is replaced by bureaucratic
(or institutional and unchallenged) rules, and professionals become vending machines
dispensing their bureaucratically stipulated wares to all comers provided only that
payment is made. All too easily, as bureaucratic rules change, healthcare profession-
als can become agents of the state ready to execute, help torture, or exterminate oth-
ers.

If we subscribe to the bureaucratic model, the problem of conflicting moral
agency is “resolved” by being abolished. A conflict between moral agents cannot
occur so long as the patient’s request for services does not fall outside arbitrarily
established and legally stipulated norms. The traditional vision of the patient–phy-
sician relationship is replaced by one in which physicians and other healthcare pro-
fessionals are seen merely as competent technicians whose technical competency
and an unquestioning adherence to explicit contract and bureaucratic rules define
their moral duty. It is a point of view to which this work does not subscribe. In ex-
amining the clash of moral agents, the legitimate moral agency of all actors is pre-
sumed.

Problems of healthcare ethics and the answers we choose to accept are frequently
underwritten by deeply held and as frequently unexamined moral and metaphysical
beliefs. Such beliefs involve deeply divisive and fundamental issues, highlight moral
systems, and are intimately associated with emotive, aesthetic, and religious consid-
erations. For that reason, medical ethics provides a suitable paradigm to examine the
more basic problem: the coexistence of diverse ethical beliefs in a world whose di-
verse cultures have become of necessity more interrelated. (See also Chapters 3, 6
and 11.)

Moral agents are sentient beings capable of making moral choices. In Kantian
terms, the moral agent is capable of making a moral choice, and moral agency is the
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action taken by a moral agent in the moral sphere.8 Moral agency will be defined as
the assumption of moral responsibility for one’s acts. It denotes deliberate choice made
in the light of moral belief and, consequently, entails responsibility and accountabil-
ity for choice and action. A decision to act, if it can be said to be moral, cannot be
made on technical grounds alone, but involves a careful consideration of alternative
options and of the moral issues involved. Sentient beings are, by definition, capable
of moral choice, and exerting moral agency is their primary ethical duty. When phy-
sicians or other healthcare professionals, as professionals and as sentient beings, refuse
to partake in the agony of decision-making and leave decisions to authority or, per-
haps even worse, to whim, chance, or the luck of the draw, they have violated this
first of all moral precepts without which all others stand moot. All concerned (health-
care professionals as well as patients) are moral agents in their own right, with none,
therefore, entitled to run roughshod over the other’s beliefs or convictions. If one
subscribes to the bureaucratic model, on the other hand, a healthcare professional’s
moral agency, like his overcoat, is hung up and suspended for the duration of his pro-
fessional function.

Human beings in exerting moral agency will conflict, often sharply, in what moral
sense to follow. While practical decisions among persons of goodwill are often—but
not by any means invariably—similar one to another, the principles to which such
decisions are appealed often differ greatly.27 Professionals involved with the care of
patients and with making decisions about them must deal with patients of kaleido-
scopically differing backgrounds and beliefs; moreover, these professionals have
among themselves greatly differing backgrounds and worldviews. It is not surprising
that conflicts and misunderstandings occur.

Healthcare professionals are faced with a variety of ethical dilemmas in medical
practice that must be resolved or adjudicated before deliberate action can take place.
These dilemmas are of two kinds. The first is the universal internal human dilemma
in which agents confront themselves, their beliefs, and their own clashing contexts
with often differing claims. Healthcare professionals, like all individuals, are a com-
posite of often-conflicting forces that must be internally reconciled: The outcome of
this internal dilemma creates our worldview and determines moral attitudes held to-
ward broad categories of problems. Moreover, this shaping of a moral view is an
ongoing process: as we live, think, act, accumulate more knowledge or information
and gain experience, our worldviews (unless we are confirmed and hardened abso-
lutists) will evolve and change.

Libertarians would ignore this internal conflict when it comes to a healthcare
professional’s function: somehow health care professionals are to set aside the out-
come of this internal struggle and resolution during “business hours.”

The second of these dilemmas is the external dilemma in which healthcare pro-
fessionals and their patients must reconcile differing points of view with each other
and with the family, with other team members, and with the demands of community
and law. Physicians and their colleagues must justify the conclusions and the process
internally and externally and must try to produce consensus and understanding. Fi-
nally, they must act and must assume responsibility for that action.28 In adjudicating
either the internal or the external dilemma of conflicting beliefs, points of view, and
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contexts, a search for shared values is essential. Such “shared values” are values that
exist prior to any of the conflicting specific beliefs.29

Disagreements between healthcare professionals and patients can be disagree-
ments about the desired ends to be gained, about the means utilized to gain an agreed-
upon end, or about the moral issues involved at any point in the process. Conflicts
about ends may arise when the ends have not been examined. This usually happens
when certain key assumptions are taken for granted: the assumption, for example, that
the end to be pursued under all circumstances is the patient’s life and health. Our own
personal “ends” or goals are the product of our internal conflict and, although chang-
ing over time, generally present a continuity and thus an evolving authenticity pecu-
liar to our own worldview. Our goals or ends differ accordingly and are apt to evolve
over our lifetime. Judging one as “better” or “more true” than another (except for
themselves) is not within a health professional’s province.

Disputes about means may be technical (the patient and physician may disagree
about the best means of delivering a baby) or moral, and they may involve a hierar-
chy of values concerning desirable ends: The Jehovah’s Witness, for example, may
desperately want to live but be unwilling to take blood and, within his or her belief
system, jeopardize salvation. When the dispute is technical, its resolution is quite
different from when it is moral. In a technical dispute, the patient simply does not
believe what the healthcare professional has said: he or she may simply not accept
the diagnosis, prognosis, or treatment. What is called for here are consultation, ex-
planation, and perhaps even referral to another institution or healthcare provider.

When the dispute is moral, as when a Jehovah’s Witness refuses blood, it is really
a dispute about goals: saving life versus saving one’s chance for going to heaven. Un-
fortunately, the moral end is often hidden. Jehovah’s Witnesses not rarely will attempt
to dispute with healthcare professionals about the utility of giving blood (claiming that
transfusions are simply not needed to save life, for example) rather than directly stating
their deeply held moral conviction that accepting blood constitutes a sin. Healthcare
professionals must attempt to give all reasonable information and data supporting their
point of view to the patient but are ill advised to engage in a technical argument. In-
stead, they should indicate that, while they do not agree with the patient’s moral point
of view, they are willing either to accept it or to refer the patient elsewhere.

Physicians may disagree with their patients about the need for intervention ei-
ther in an emergency or non-emergency, life-saving or non-life-saving situations. In
emergency situations in which the patient’s life is at stake (say, a patient refusing
needed surgery to stanch hemorrhage), the presumption will be to act so as to safe-
guard life. Allowing the patient to refuse entails the conviction that the patient’s re-
fusal is a truly autonomously derived one and not the product of panic or fear. The
“reasonable person” doctrine (which holds that in emergency circumstances, where
either consent cannot be obtained or refusal seems confused by the patient’s state, the
physician should proceed to do what a “reasonable person” would want under such
circumstances) is the doctrine usually applied to handle such cases. This doctrine, of
course, can be dangerous, for it presupposes that majority views are reasonable and
other views are “unreasonable.” Under emergency circumstances, however, physi-
cians must either proceed to save the life of their patient or forego action. Using the
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“reasonable person” doctrine under such circumstances merely affirms the obvious
wisdom in pursuing the more likely rather than the less likely course of action. If
nothing more, it buys necessary time so that a deliberate autonomous choice, instead
of death, may take place.

In non-emergency situations (whether the situation is one with the patient’s life
ultimately at stake or not), more deliberate effort to ascertain the patient’s state of
mind and worldview is possible. An example of this might be the patient with a small
colon cancer who refuses surgery or a leukemia victim who refuses chemotherapy.
When the patient’s decision seems to be autonomous (i.e., when it meets the criteria
of sufficient information, sufficient time for deliberation, lack of coercion, and con-
sistency with prior worldview), the patient’s will is the ultimate deciding factor. Phy-
sicians as well as other healthcare professionals, when they themselves subscribe to
a far different moral set of beliefs from their patients, must have the option of relegat-
ing further care to another professional. Such sharply divergent beliefs are often but
not invariably religious in nature. What individual physicians will do in individual
cases depends on their personality, their own worldview, the specific relationship
between the physician and the patient, and the context in which the problem occurs.
But dealing roughshod with their patients’ wishes or belittling their patient’s choices
(e.g., calling the patient a “sinner”—outrageous, yes, but we’ve seen it happen!) is
not an acceptable moral option.

We have emphasized the importance of differentiating between consent to and
refusal of a life-saving intervention.30 (See also Chapter 6.) In general, healthcare
professionals must use due care in accepting either, but “due care,” depending on which
one we are talking about, should, if we are to discharge our moral obligation of safe-
guarding and caring for the patient, each require the application of a different set of
criteria. When a reasonably competent patient readily assents to a life-saving transfu-
sion or to surgery for a small colon cancer, one certainly needs to make sure that he
understands the clinical situation and the options. But one would not, and would not
morally, feel obliged to dwell on it much beyond this. When, however, a seemingly
competent patient refuses such an intervention (and thereby virtually signs his own
death warrant or, at least, accepts a far more dismal clinical prognosis), healthcare
professionals, while not entitled to coerce, should carefully go over the entire terri-
tory of explanation. Healthcare professionals must make certain that patients believe
what they are told, understand the problem and the possible options, are not under
severe coercion, and have thought the problem through. Health professionals must
take the time to discuss and help patients come to terms with how their decision and
their worldview fit together. It is not rare that patients are so paralyzed by fears of
surgery (which are often irrational) that they will, without truly understanding, refuse
a procedure to which they might otherwise agree. Here bringing patients together with
others who have had similar problems, giving them literature, asking them to discuss
their problems with those close to them, and many other things can be done to help
an eventual decision. Beyond this, healthcare professionals may try to advise and
persuade, but they are not morally entitled to coerce or to lie to their patients.

Patients may desire to be treated in ways that are morally repugnant to the health
care professional. Examples of this, of course, deal with abortion, birth control, and



92 Chapter 5

many more subjects. Here the problem usually involves the morality of the means; in
abortion and birth control, the end—not being pregnant, for example—is not in dis-
pute. Healthcare professionals generally find this quite disturbing, though those who
subscribe to the bureaucratic model will encounter no problems…their moral feel-
ings are left entirely at home.

When, however, healthcare professionals see themselves as persons extended
through time with their worldviews, opinions, and idiosyncrasies intact, obvious prob-
lems come to the fore. Such problems cannot be solved in a morally acceptable man-
ner by coercing or lying to patients; nor, if the healthcare professional’s moral integrity
is to be respected, can they be solved in a morally acceptable manner by expecting
healthcare professionals to become “bureaucrats of healthcare.” All too often, one or
the other is done. Lying to patients or coercing them to prevent an abortion is not
exactly a rare event—and it is one defended by many who are doctrinaire religious. A
former federal ruling (now, luckily, no longer in effect) forbade healthcare workers
to discuss or even to mention the option of abortion to pregnant women seeking help
in an even partially federally funded clinic. At the current writing we once again stand
in danger of having such a rule implemented or introduced explicitly or by some sub-
terfuge (such as eliminating funding). Such a rule, in that it denies patients a true pic-
ture of all legally available options, is, at the very least, disingenuous. It not only forces
patients along a path that they might not themselves choose to go, but likewise re-
duces healthcare professionals to mere bureaucrats and rule followers.

In a free society, healthcare professionals are neither compelled to subjugate their
personal moral views nor entitled to impose such views on others. Problems of this
kind can only be resolved by frank and compassionate discussion that enables pa-
tients to make their own choices and to reach their own conclusions. Resolutions can
often be found when compassionate and caring persons who have respect for each
other and for each other’s points of view search together for a basis of shared values.
When healthcare professionals and patients continue to be unable to resolve their
differences and continue to differ in these circumstances, patients should be referred
to several competent practitioners who may be more in tune with the patient’s moral
views. Even referral may be repugnant to some who may feel that it is aiding and
abetting an act they consider immoral—but the alternative of lying to patients or keep-
ing them hostage to one’s own beliefs is hardly a better option.

Healthcare professionals who fail to offer patients un-disparaged referral act in
a crassly paternalistic fashion. As their patients’ medical advisers, they are bound to
offer their reasons for their own beliefs, but they are not entitled to prevent patients
from following their own moral dictates. Healthcare professionals who proselytize
or argue with their patients (as distinct from merely offering their reasons for their
own views) abuse their implicit power and take unfair advantage of a professional
relationship in an attempt to change their patients’ minds and convert them to their
own idiosyncratic moral point of view. On the other hand, healthcare professionals
who simply comply with their patients’ wishes and perform procedures or do other
things that they themselves find morally repugnant abrogate their own moral agency,
are apt to lose their integrity, and, by abrogating their moral agency, can be argued to
be acting immorally.
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We have considered only the clash of moral values and agency between healthcare
professionals and patients. Other clashes are not without importance. These include
disagreements with rules of the institution or with current laws, differences among
the various moral views of other team members (nursing, social work, etc.), prob-
lems with family members, etc. Physicians and other healthcare professionals in their
role as teachers must strive to explain, adjudicate, and, when possible, convince;
they cannot simply override or curtly dismiss other concerned views. When physi-
cians or other healthcare professionals fail to consult with each other and fail to
respectfully listen to each other’s moral view and to consider it, they fail to show
the basic respect one person owes to another. The larger the team and the more fluid
it is, the more differences in worldviews and values are apt to occur: Teams that
have long and with mutual respect worked together generally have many fewer prob-
lems. But in the final analysis, physicians and, in their own sphere, other healthcare
professionals ultimately remain, so long as nothing contrary to their own moral sense
is demanded, their patient’s agents and must seek and defend each patient’s vision of
the good.

SELLING OUT TO AUTONOMY

Lately there has been a tendency to give patients their diagnoses, therapeutic choices
(including non-treatment) and prognoses and to ask them to make their choice. For
the patient it is similar to going to a restaurant and being given a menu—except that
the lack of knowledge about each item is apt to be far greater and the stakes often
infinitely higher. When patients consult healthcare professionals they do so for a
number of reasons, among which the preeminent are to gain information about their
state of health and to seek advice. Even when we go to our favorite restaurant we are
apt to ask our waiter what he or she recommends. When we seek advice from our
physician that, too, is exactly what we expect. We may not like the choice and may,
indeed, make another—albeit in the medical setting we are far less apt to do so.

Being told that two courses of action have similar outcomes in the literature can
be fairly opaque to us; it may fail to give us the information we really seek when what
we really want to know is what our physician thinks is most appropriate in our par-
ticular case and, thus, should be done. There is more than statistical information in
such a choice—hopefully our physician knows the overall context in which our prob-
lem occurs. Furthermore he or she has most likely had more experience with one rather
than another modality of treatment and, therefore, feels more comfortable with (and
is probably far safer providing) its application.

The practice of handing patients a menu of possible options should be resisted.
While it may, at first blush, simplify the life of the healthcare professional it is de-
structive of the physician–patient relationship—one regrettably and inevitably based
on a difference in power in which the weaker has turned to the stronger for advice
and help. Being coldly handed a set of options without compassionate advice and truth-
ful reason for that advice truly abandons patients to their autonomy.
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Patients, Society and
Healthcare Professionals

INTRODUCTION

In former days, patients related to their physicians on a direct one-to-one basis in the
context of their home and relatives. Few other caregivers or institutions were involved.
In medieval times, the clergy began to intrude into the relationship and, as we have
seen, to make demands apart from the direct problem of illness. The Catholic Church
often assumed a controlling role. As the medical profession developed and took on
new tasks, as more modern hospitals emerged, and as severely ill patients and, even-
tually, the patients less severely ill, began to be institutionalized, the relationship
between patient and healthcare professionals took place in a different, and increas-
ingly more impersonal, setting. Further, other caregivers began to develop their own
particular expertise, to assume critical roles, and to justifiably demand recognition of
their own profession, skills, and moral agency.

Hospitals play a critical role in communities and, even when privately owned,
serve public functions. Such institutions invariably serve the general public and in-
evitably are not entirely separable from the public coffer. Therefore, hospitals not only
establish internal rules but are also governed by a set of external rules through which
the community attempts to control their integrity, their quality and last but not least
their expenditures. Additionally, third-party payers (a mish-mash of insurance carri-
ers, industry, various levels of government, HMOs, MCO’s etc.) have started to play
a critical role in American medicine. These third-party payers not only control the
hospitals (“he who pays the piper calls the tune”) but are also beginning to assume a
significant role in controlling the function of private physicians in their own offices.
More and more insurance companies play a central role in determining “medical ne-
cessity,” length of stay, and questions of whether procedures should be done in the
hospital or in an outpatient setting. A large number of healthcare professionals (whether
physicians, psychologists, nurses, technicians, social workers, or others), moreover,
are employed by hospitals or HMOs as well as by industry or other institutions that,
among other things, provide healthcare. Moreover the institution of “managed care”
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spread to the point that it controls an ever-expanding section of what has (so unpleas-
antly we think) been called the “healthcare market.” Under these circumstances, phy-
sicians and other healthcare providers can hardly be conceived as free agents whose
obligations are merely to their patients and who are somehow free (if they ever were)
to ignore external demands. As time goes on physicians view themselves and are in-
creasingly viewed by the public as “employees” of institutions instead of as trusted
advisors seeking solely the patients “good,” however conceived.

Many patients, furthermore, are not ill: they see physicians to have their health
evaluated or certified, to be examined for employment, or to meet a number of other
requirements not directly associated with illness. Healthcare professionals serve in
the military, in industry, and in jails. Their tasks extend beyond dealing with “illness”
or “disease.” While plastic surgeons restore what accident has shattered, they also
pander to the vanity of those who do not like their appearance or who want to appear
younger, slimmer or to have smaller or larger breasts. Although pregnancy is hardly
an illness, physicians prescribe birth-control medication and devices and ligate tubes
and sperm ducts. In the past 50 years, the relationship between and among physicians,
nurses, other healthcare professionals and patients has become complicated beyond
imagination. And yet there remains and very likely always will remain a basic and
unavoidably deeply private relationship. Birth, death, and illness or the threat of ill-
ness bring out primitive fears, hopes, and drives; they generally cause people to seek
out help, ideally from people they feel they can trust. Reflecting this fact and com-
bined with a slowly evolving traditional vision of such relationships, the relationship
between and among healthcare professionals and their patients remains inevitably
based on trust, fear, and hope. Lately and, in our view, unfortunately this has often
undergone a radical and not beneficial change.

 Our vision of the relationship between and among healthcare professionals and
patients is central to the way in which we perceive the obligation of physicians and
other healthcare professionals vis-à-vis individual patients—and the way in which we
bestow them with our trust. It has developed slowly over the ages, changing and adapt-
ing to the development of basic and clinical science as well as to its social context.
Except in its crudest outlines, the relationship is not one codified in law. It has been
affirmed by social contract and has been largely accepted as the ground of the physi-
cian’s function. Without this tacit understanding—reinforced here and there by law—
disruption would occur. Enforcement of social contract is generally through social
mechanisms involving praise, censure, and, at times, even stigmatization.

ROOTS OF HEALTH CARE
RELATIONSHIPS

The relationship between and among healthcare professionals has at least three roots:
(1) a root of social contract relying upon a mutual perception of interpersonal obliga-
tions as well as upon profession; (2) a root developing out of the historical tradition
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of society and profession; and (3) a personal root that gains its strength from the unique
relationship produced by an interaction of the various personalities: patients as well
as the differing personalities of members of the healthcare team. These three roots
nourish a relationship that has found expression in three basic models, first described
by Szasz and Hollender.1 These essentially behavioral models (activity–passivity,
guidance–cooperation, and mutual participation) coexist with and flesh out the more
attitudinal paternalistic, scientific, entrepreneurial, and, lately, interactive models.

The root of social contract is expressed, on the one hand, in the immense privi-
leges and power given to physicians and, on the other hand, in the high and often
unrealistic expectations communities have of physicians. Physicians enjoy high sta-
tus, special prerogatives, unusual rights, and ample material reward. Physicians strip
strangers, administer poisons, inflict wounds, and hold legal power over determin-
ing life and death. To a lesser degree, other healthcare professionals likewise have
special power and privilege not granted to laypersons. The community has vested
this trust in healthcare professionals because of the tacit and communally accepted
promise held out by their profession. It is this very relationship which today stands
in jeopardy.

Communal expectations are expressed in the community’s view of profession-
als in general and the medical professional in particular. Skills, whether technical or
intellectual, are merely the instruments and not the essence of a profession. To be a
professional implies a willingness to use requisite skills in a manner consonant with
the moral ends implied in the contract. It is to declare oneself freely willing to assume
an obligation: in medicine, the obligation to “perform a good act of healing in the face
of the fact of illness.”2 Technical competence is the necessary condition without which
the act is fraudulent, but it is insufficient to describe the professionalism implicit in the
social contract that binds doctors to communities and thus to their patients. The act of
healing implies moral choice and moral sensitivity.3 Beyond a willingness to perform
the technical act is the willingness to participate in and to guide the choice. Social
contract, then, binds all healthcare professionals to technical competence as well as
to moral discretion, and it enjoins them to use both.

Social contracts evolve through the ages. In our vision of the physician–patient
relationship today, healthcare professionals are expected to attend to restorative as
well as hopeless illness; that same contract in ancient as well as medieval times en-
joined no such expectation.4 The physician–patient relationship, cemented by specific
contract (the contract as understood to exist between doctors and patients) as well as
by a larger social contract (the communal contract, which promises fidelity to such
contracts) evolves with communal notions. It endures and evolves through time. To-
day as rarely before and especially in the United States it seems in jeopardy. A con-
tract between other healthcare professionals and their patients (albeit its historical roots
are much shallower, they nevertheless necessarily intertwine with those of the medi-
cal profession itself) likewise exists. Beyond this, relationships and problems with
such relationships among healthcare professionals affect the way patients will be
treated. Such relationships and the problems they may entail cannot, therefore, be
ignored. A collegial relationship and a team spirit are critically important to success-
ful medical practice and are therefore ethically relevant.
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Within the larger society as well as within the profession, the relationship be-
tween and among healthcare professionals and their patients has rested on historical
tradition. Patients seeking out healers have done so with the fundamental assumption
that such healers will, above all else, be dedicated to their personal “good,” no matter
what. Disagreements about the nature of the “good,” about who legitimately defines
it, and about the means necessary for its attainment may exist. But as long as such
relationships have endured, the central fact was never in doubt: healthcare profession-
als, if they are to fulfill the social contract, must be dedicated to their patients’ good.
Trust validates this assumption. Although from time to time healthcare professionals
have unscrupulously broken the implicit contract, have sought their own good, or have
become the willing tools of the state5 (by participating in torture, executions, or ex-
periments on non-volunteers or by practicing “acute remunerative medicine”), the
immediate or at least eventual negative communal response and the healthcare pro-
fessional’s evident personally felt need for justification and defense speak for them-
selves. Many aspects of medical care have changed; many definitions and ways of
defining the “good” have come and gone; but the central fact has remained: healthcare
professionals must seek their patients’ good (however defined within a given personal
contract and within the community) and never their patients’ harm. The patient re-
mains central; in the vision of the contract between healthcare professionals and pa-
tients current in the Western world today, the interests of the family, of the institution,
or of the state vary in importance but are all, ultimately, peripheral. If we are to pre-
serve what people treasure and have treasured in their healers, today’s danger of
medicine for institutional profit will also become past history.

Intertwining with the other roots is a root formed out of the specific personality
of healthcare professionals and patients. Each relationship, therefore, is unique and
changing over time. At times, relationships may be deep and pervasive (an old-time
patient who has become a friend6); at other times, almost nonexistent (the unknown
patient brought to the hospital in an unconscious state). Deep, pervasive relationships
are informed by the enduring world-view of both parties expressed over time: “They
have gotten to know each other.” Their relationship is underwritten more by personal
than by communal understanding. When, however, no such previous relationship
exists, the communal contract, and the symbolism inherent in the contract, comes to
the fore. Healthcare professionals doing their duty as they see it are informed in their
vision of the contract by the social forces in which they are enmeshed.

MODELS AND THEIR USES

The behavioral models posited by Szasz and Hollender assume that physicians or other
health care workers are primarily responsible to individual patients.7 A model of ac-
tivity–passivity in which treatment takes place “irrespective of the patient’s contri-
bution and regardless of the outcome” is best adapted to the unconscious, critically
ill, or irrational patient who has not executed advance directives or given any other
guidance to decision making. In the guidance–cooperation model, in which the phy-
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sician is invested with great power by virtue of the patient’s internal coercion by fear
or pain, the physician is attuned to situations of serious illness in which patients, while
conscious, are reduced in their capacity for making reasonable and informed choices.
Here the patient’s power and consequent autonomy are reduced (but not lost), and the
physician’s authority is enhanced. It is the situation in which most hospitalized and
severely ill patients find themselves. It is here where abandoning patients to their
autonomy” assumes dangerous proportions. In the mutual participation model, the
physician and the patient, cooperating for an end satisfying to both, are seen as mu-
tually interdependent and gifted (albeit in different ways) in power. It is model that
readily suggests itself in various chronic states of which diabetes, hypertension, or
coronary disease may be examples.

Many physicians and to some extent other health care professionals have felt
most at ease when their power was great but when patient participation (and there-
fore “consent”) was possible. Physicians have been willing to assume an entirely active
role but have, traditionally, felt unequal to the task. The charge of paternalism in a
setting where the activity–passivity model is most appropriate does not ring true. It is
generally, and barring the existence of advance directives or competent surrogates, a
paternalism of necessity—a form of “soft” paternalism” (see Chapter 5). Since, by
definition, there is no one else to define the “good” or choose the means, physicians,
ultimately and hopefully with the aid of the family and in concert with other mem-
bers of the team, must do so. It is the guidance–cooperation setting, in which illness
has distorted and unbalanced power that lends itself most readily to paternalism and
in which, ultimately, a certain amount of cautious paternalism is even sometimes
appropriate and occasionally inevitable. Here the patient seeks firm guidance and often
willingly (and not always wisely) surrenders all decisions into the hands of the phy-
sician. Mutual participation, where patient and clinician are never really entirely equal,
finds the patient most ready to disagree both with the definition of the “good” sought
and the means used. Power is never really entirely equal: the physician still controls
pad and pen. But power may go the other way: patients control the purse strings and,
in a sense, the physician’s reputation. A balance exists, and it is here that skillful and
humane interaction and negotiation are most useful and necessary.

Cassel has pointed out that sick persons lose their sense of control over them-
selves and their world. They are not merely normal persons with the “knapsack of
illness” strapped to their backs. Often they may lose their adulthood and revert to a more
childish form of existence: in a sense, we might say that they exhibit autonomy-surren-
dering behavior At this time, their attribution of unrealistic power and competence to
the physician is maximal. This is characteristically seen in the guidance–cooperation
model. Consent here is often token consent: power has been yielded to the physician,
and autonomy is virtually lost. Supporting, fostering, and restoring this autonomy is
an ethically important task of medicine.8,9

Physicians and other health care professionals bring technical expertise, experi-
ence with similar problems, judgment in analogous situations, and, hopefully, integ-
rity to the relationship. Patients bring their needs, their hopes, and their implicit promise
of “payment,” whether that “payment” is directly from the patient, through an insur-
ance carrier, through the government, or merely by a psychological mechanism of
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gratefulness and enhanced reputation. Thus patients who, for a variety of reasons, do
not pay in a material way still bring enrichment to professionals: they provide them
with an opportunity to pay a small bit of their great debt to society, enable them to
feel self-esteem, and promote their feelings of humanity as well as sometimes pro-
viding a much desired professional challenge. The accomplishment of such a task is
a social responsibility. Beyond licensure, and despite malpractice suits, the law has
little practical relevance upon most individual situations in which professionals and
patients find themselves.

There are other ways and other models by which the physician–patient relation-
ship can be described. Simplistically, of course, the relationship of healer to patient
can be viewed simply as that of the “healer” attending a “sick” patient. Such a con-
cept evades several important factors: it fails to address the concept “healer” as well
as that of “sickness,” and, above all, it takes the situation in which the healing act
occurs outside its inevitable social and communal matrix.

“Healer” is a broad concept that has evolved from a unitary conception in which
religious and medical functions were united in the same person.10 The term “healer”
has had various connotations throughout history and therefore has evoked different
expectations. The shamans of the prehistoric world and those surviving today were
not unique in uniting the religious and the “medical” function: from the Asclepiads
of the Greeks (who coexisted and at times exchanged patients with their Hippocratic
colleagues) to medieval times, when many if not most physicians were priests, to the
faith-healer of today, the function of the “healer” has often been combined with more
priestly functions. To physicians, the concept of what “healers” are today may be quite
firm and obvious, but these concepts by no means invariably match historical prec-
edents or, at times, even come close to the varying conceptions of healer by today’s
lay public. Furthermore, the various cultural backgrounds with which modern-day
health professionals need to deal have quite different views of healers, healing, and
the function of healing and of healers. Expectations are closely tied to such concepts.

Furthermore, what has been considered a crime, a disease, a sin, a sign of holi-
ness, or even nothing in particular has varied throughout history with the particular
subject in question, sometimes fluctuating among all of these. Consider only the fact
that masturbation in the 19th century was considered a disease, a disease associated
with demonstrable pathological findings and, furthermore, a disease that not only had
a surgical cure but also was listed as a cause of death on death certificates.11 Or con-
sider the ways in which epilepsy, leprosy, and homosexuality have been variously
categorized. The category in which we place such things (whether we hold them to
be crime, disease, sin, or an irrelevant condition) makes a radical difference in the
way we deal with them. While the World Health Organization definition of health as
a “state of complete physical, mental and social well-being and not merely the ab-
sence of disease and infirmity”12 may hold out an unattainable goal, it does serve as a
point of reference. Nevertheless, it likewise, requires a social definition of disease and
infirmity.

The social matrix within which the healing act occurs and within which doctors
and other health professionals, as well as patients, function conditions both the way
we look at such matters and how we look at ourselves. If health and disease are in
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fact social constructs, and if what we consider to be a “healer” is conditioned by societal
viewpoints of health and disease, then the physician–patient relationship is also very
much molded by the society within which it occurs. Concepts do not have a straight
linear arrangement with one another. Rather, concepts are web-like, interacting with
each other and, ultimately, with their social context.13

The “sick role” is defined by one’s particular culture and history.14 It determines
how we as patients behave and what, as professionals, our expectation of patients will
be. As has been shown, this can vary widely in differing cultures.15–17 In consequence,
the physician–patient relationship will be different in differing cultures. Models that
seem appropriate to one culture and to one historical epoch cannot simply be trans-
planted and expected to flourish.

In the way health care is structured in the Western world today (and this likewise
seems true for the rest of the world), other professionals have partly or completely taken
over or complemented the physician’s function. Midwives (used throughout history but
only lately staging a comeback in the Western world), nurse practitioners, physician
assistants, nurses, and others have increasingly and deservedly (as their training has
increased and as credentialing has become stricter) gained credibility. This variety of
skills and functions can greatly enhance patient care or it can result either in a Tower
of Babel or in a power play between various groups. A Tower of Babel or a power
struggle is eventually not only unseemly and detrimental to all concerned but, above
all, can be most injurious to the patient seeking help. If these various professionals
are to function as more than mere technicians (if, in other words, they are to be truly
professionals), they must be trained and socialized into their respective professions
and willing to play their part in assuming moral agency. In one sense, then, moral
agency emerges out of consensus among the members of a team and membership in
a profession, and is no longer the province of merely a single person.

A slightly different version of the models outlined in the preceding pages can be
historically identified. Fundamental to almost all has been the centrality of acting for
the patient’s benefit, however defined.18 It is the bringing about of a “proper act of
healing in the face of the fact of illness” that has been and remains the proper concern
of medicine.2 It is the definition of what is proper, and who decides, that has given
rise to many of the problems today.

In this version, three models have also been identified. The first of these models,
which with considerable variation has lasted until recently, has been the paternalist
model. In this model, physicians decide both their patient’s ends or goals and the
means necessary for their attainment. In such a model, physicians simply decide
legitimate goals in specific situations: for example, whether the goal of health by
giving a transfusion (the means to reach that goal) is to be preferred over the pa-
tient’s goal of not jeopardizing salvation or, perhaps, whether a “do not resuscitate”
(DNR) order serves the patient’s interests (as defined by the doctor) best. In other
words, the physician chooses both ends and means: the presumption is that “father
knows best.” Not only does “father” choose the means since, obviously, “father”
has much more knowledge and experience with such matters; “father” also feels
entitled to choose the goals despite the fact that goals of health, salvation, or beauty
are highly individual matters.
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The scientific model, ushered in by Francis Bacon (late 16th and early 17th cen-
turies), evolved until by the mid-19th century the patient more and more became an
object to be scientifically studied and acted upon. Rather than seeing themselves pri-
marily as serving their patients, physicians progressively began to see themselves as
scientists serving science: meticulous attention to technical details, unfortunately at
times associated with callous neglect of the human dimension and often with very
real neglect of the problems of pain and suffering, followed. The relationship between
healer and patient sometimes became one in which the centrality of the patient was
lost: instead of science being a means to serving the patient’s ends, the roles were
reversed, and patients became a means of serving science. This, of course, was espe-
cially true in experimental settings, but it penetrated into, and was reflected in the
clinical arena. That is not to downplay the importance and, indeed, the central nature
of science to medicine: it is beyond dispute that the last 200 years have seen an ever
greater possibility to prevent, ameliorate, or even cure disease. But it is to sound a
note of caution: prevention, amelioration, and cure are not ends in themselves but must,
above all, truly serve the patient’s (self-selected) interests.

As the economics of the marketplace changed and as the Western world pro-
gressively became more individualistic and less communitarian, an economic or en-
trepreneurial model developed. Increasingly, medicine was seen not so much as a
profession as a business, and patients became consumers. Notions of the “health care
industry,” of “packaging,” and of obtaining as much of the “health care dollar” as
possible emerged. Physicians as entrepreneurs, or as workers in an entrepreneurial
enterprise, were enmeshed in mutual competition. An ever-growing conflict of inter-
ests inevitably followed. (see discussion of managed care below). At best a contrac-
tual and at worst an adversarial relationship with a marked increase in litigation not
surprisingly followed.

Clearly the paternalist model is not suitable in the modern world. Patients are
not, if they ever were, children whose good we medical professionals must decide;
rather, they are sophisticated beings whose capacity to pick and choose is limited only
by their lack of specific medical knowledge and experience as well as by the facts of
their illness, which to a greater or lesser extent limits their autonomy.19 Restoring
the patient’s necessarily more or less limited autonomy, and affirming as much of
the autonomy that remains as possible, are acknowledged to be among the central
functions of proper medical practice today. But restoring or affirming autonomy is
not equivalent to abandoning patients to their autonomy (see also Chapter 5) and
certainly is quite different from seeing one’s patients as customers and one’s colleagues
as rivals.

Science and a competent understanding of science are essential to proper medi-
cal practice. Developing and maintaining competence is the necessary but insufficient
obligation of medical function. But crucial as science is to the practice of medicine,
it forms a proper tool and not a proper goal in dealing with patients in the clinical
setting. Unless physicians are abruptly to break with a tradition that mandates the
centrality of the patient, the patient–physician relationship cannot properly be reduced
to this model. Patients come to physicians to be healed, and the patient’s, not abstract
science’s, good must first of all be served.
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The entrepreneurial model would break even more with a tradition that sees the
physician’s function as primarily aimed at the patient’s good and would reduce the
relationship between healer and patient to one of coldly exchanging goods and, there-
fore, inevitably to one of competition. Explicit and, at times, well-written contracts,
and not human relationships, form the basis of entrepreneurialism. It is, furthermore,
a contract in which physicians invariably have the “upper hand:” they have far greater
knowledge, have far more extensive experience, and, at least as importantly, are not
ill, frightened, or in pain.

New models, which are now beginning to emerge, are sorely needed. An emerg-
ing interactive model promises not only to be more adaptive to the realities of mod-
ern life but also to be more respectful of the evolving tradition.20 This model derives
the physician’s status from his or her (undoubtedly) greater expertise in medical matters
and sees the physician’s role as one of enhancing the patient’s ability to choose. Phy-
sicians and patients in such a model are partners in health care with mutual respect
and concern for one another. In this model, the commitment of physician to patient is
grounded in a prior commitment to the patient’s good and to the necessity of having
that good enunciated by the patient. Any relationship in such a model takes place in
a social matrix and is shaped by it.21

A more recent way of looking at these relationships uses many of the ideas of
Dewey and Habermas. This way of looking at relationships has been recently elabo-
rated by one of the authors (RSL). It sees a need for a perspective “rich enough to
account for the dynamic interplay between the psychological and social components
of relationships.” In the medical setting it sees the weakness of one partner as com-
plementing the strength of another as well as the converse. In such a relationship (which
may be called a “consensus model”), relationships can neither be understood from
only one perspective nor viewed from some ideal “God’s-eye” view. It is a dynamic
model in which “only in the communal activity of reflectively comparing—examin-
ing, challenging, defending, testing—multiple perspectives can problems be resolved
and persons and their relations discriminated.”22

Models must not hamstring one. More often than not they overlap and, further-
more, they differ from health-profession to health-professional and from time to time.
Models serve as convenient examples, but they cannot fully describe relationships
between people. Professionals not only are different from one another but are also
themselves changing and evolving—and so are patients. Relationships, as has been
mentioned, contain a personal root shaped not only by a particular patient and a par-
ticular professional; such relationships are not comprehensible unless one understands
the history of the relationship. Furthermore, relationships at any one moment are
dependent upon circumstances outside the relationship that impinge on each of the
actors. My relationship with a particular student (or patient) at a particular time not
only is informed by a social understanding of how students and professors (or pa-
tients and doctors) are expected to interact with one another in a given culture and
community, but also depends on more personal factors. The way our day has gone,
for example, inevitably shapes the way in which we interact with others who, in their
turn, shape our further relations. These changes are subtle, but they nevertheless con-
stitute the realities of life as well as, inevitably, those of medical practice.
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RANKING THE PATIENT’S GOOD
When patients and physicians interact, their interaction is inevitably underpinned by
an often tacit and loose understanding of fundamental assumptions. Here a ranking
of “goods” is helpful. Pellegrino and Thomasma have most helpfully proposed that
such a ranking can proceed at four levels: (1) the patient’s ultimate good or “good of
last resort;” (2) the good of the patient as a human person; (3) the patient’s particular
good; and (4) the biomedical good.21 It is this ranking, within a social framework,
that enables physicians and patients to negotiate goals and treatment plans.

The patient’s ultimate good (or “good of last resort,” as it is aptly labeled) is the
highest good that the patient has autonomously chosen for him or herself. Obviously
such choosing is not entirely “autonomous:” history, culture, and community frame
the array of choices open to the patient; nor is it always evident—to self or others—
unless or until consciously reflected upon. Yet, it is inevitably within such a frame-
work that choices called “autonomous” are made. Such a “good of last resort” may
be a religious vision, a secularly enunciated belief, or any other that is appealed to
when the “chips are down.” Paternalism, by reason of respect for persons, is inappro-
priate in the choice of such goods.

The good of the patient as a human person involves the choices—whether tacit
or explicit—made by the patient concerning his or her vision of him- or herself as a
human being. This good is the personal freedom to make choices, and it implies that
health care professionals, in honoring such choices, must do everything possible to
enhance, and not to interfere with, the patient’s competence. Insofar as possible, pa-
tients must therefore be supplied with complete information as well as with a com-
plete set of options. Drugging patients to ensure compliance, or deliberately giving
them less than complete information concerning their options, is, under almost all
circumstances, at least ethically suspect and in most instances ethically inadmissible.
The recent ruling (and currently not in force) that health care professionals who work
in clinics funded by federal dollars are not allowed to discuss or even bring up the
option of abortion to pregnant women is an example of such an ethically inadmissi-
ble violation of this “good of the patient as a human person.”

The particular good a patient may choose emerges from these other considera-
tions. Here the patient chooses whether, in view of the previous considerations, a
procedure is or is not worthwhile. A patient may, for example, choose to take or not
to take a greater or lesser risk (say, a woman who must decide on various options when
breast cancer is diagnosed). Here serious conflict between physicians and patients may
occur (as when a patient makes a choice morally intolerable to the physician), and
compassionate referral to another health care professional is sometimes the only op-
tion. Compassionate negotiation should, as far as that is possible, precede such a last-
resort move.

The biomedical good is the prima facie good of the physician–patient interac-
tion. After all, when patients come to see physicians, they come primarily with that
good in mind. Only when a higher good interferes will the biomedical good be ne-
glected or postponed. It is often here that negotiation is at its most fruitful. Within the
context of the patient–physician relationship, patients cannot be forced to pursue the
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biomedical good if they believe it violates a higher value; on the other hand, it is here
that patients cannot simply be abandoned to their autonomy (see Chapter 5).

HEALTH CARE PROFESSIONALS
AS THEIR PATIENTS’ FRIEND

There have been those who claim that physicians and perhaps other health care pro-
fessionals “ought” to be their patients’ friends. Such a claim uses the term “ought”
sloppily and is generally made without defining the term “friend.”

In our culture, the term “friend” is often haphazardly used.6 You hear persons
speak of a “friend” when they mean a colleague or someone they happened to meet at
a party and barely know. If we use the term “friend” in that sense, then the patient as
the doctor’s friend becomes an equally possible and meaningless proposition: if eve-
ryone we know and do not for some reason actively dislike is our “friend,” then most
patients fill that bill. If, on the other hand, we mean by the term “friend” someone
with whom we share many interests and with whom we are by tacit as well as by
explicit relationships deeply connected and who, so to speak, forms a significant part
of ourselves, then the idea that physicians should be “friends” to their patients makes
no sense.

The term “ought” can be used predictively (since you love Haydn and Beethoven,
you ought to like Mozart) or prescriptively (you “ought” not to steal or “ought” not
cheat). In ethics, mixing up these two meanings of the word can have disastrous con-
sequences. When it comes to matters of feeling, taste, or affinity, the prescriptive use
of the word is out of place: one cannot, no matter how hard one tries, force oneself to
like a particular thing—one simply likes the thing or one doesn’t. Kant’s suspicion of
inclinations in part rests on this evident fact: one can prescribe possible actions, but
one cannot prescribe possible feelings. One can, prescriptively and plausibly, require
that I not kill my enemy, but one cannot plausibly prescribe my feelings toward him.
Likewise, you can, within the limits of reason, prescribe how health care profession-
als ought to act toward their patients, but prescribing that they feel friendship (or
anything else) for them is to misunderstand both feelings and the act of prescribing.

The relationship of health care professionals and their patients, whatever else it
requires, requires a peculiar mixture of detachment and involvement.6 Health care
professionals must do many things that are distasteful, disagreeable, painful, or dan-
gerous to their patients. Many patients must be hurt so as to be helped. Furthermore,
health care professionals often must do things that are aesthetically distasteful to them.
Rationality has to control emotion and has to modify what Rousseau has called “the
primitive sense of pity,” or compassion. When rationality alone controls what we do,
our actions are likely to be cold, dispassionate, and often unnecessarily cruel. A per-
son controlled by reason alone may well act rather cavalierly toward pain relief or be
largely influenced by the patient’s usefulness to their careers or pocketbooks. (See
also Chapter 8.)
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Rational compassion (it differs from compassionate rationality, about which we
shall have more to say in the chapter dealing with distribution) is one’s sense of
compassion tempered by reason: it allows one (or counsels one) to do things that
compassion would, at first blush, forbid one to do. Compassion alone easily leads
to sentimentality, and sentimentality can lead to doing some ultimately destructive
things. Rationality without compassion is cold and sterile. Neither by itself is suffi-
cient, and both are necessary when it comes to dealing with ethical problems, espe-
cially with ethical problems in health care. When we are directly involved with the
fate of another (when we become “close to them”), we become more sensitive to their
immediate suffering. When this happens in the health care setting, professionals can
easily be led to abandon rationality. In that it often has disastrous long-term conse-
quences (we neglect to do something very disagreeable or painful that would have
been necessary to save someone’s life or do something that, while it ameliorates the
immediate problem, jeopardizes the long-term goal), such excessive “compassion” is
ill conceived. Ultimately giving in to such excessive compassion and allowing it to
swamp or dominate reason panders to our own emotions rather than acting for the
good of the person for whom we are responsible: acting so as to produce long-term
benefit but short-term pain is felt to be too painful for us ourselves. Patients are ill
served when the persons to whom they have entrusted their lives and ultimate welfare
act as if paralyzed by their own emotions.6

It is possible that a relationship that starts out as an ordinary relationship be-
tween a patient and a health care provider slowly and over time evolves into a true
friendship. Patients and health care professionals may find that they share a large
number of interests and may begin to experience a relationship transcending the pro-
fessional. At that time—depending on the health care worker’s capacity to control
his or her own emotions and act rationally—health care workers and their charges
will have to re-examine themselves and decide whether to continue the professional
relationship. Such a choice depends on a number of factors, among which the person-
ality of the physician or other health care worker is critically important. Here, as in
all else, one of the first requirements of ethical action is honesty.6

CULTURAL AND
LINGUISTIC PROBLEMS

A relationship among sentient beings requires them to communicate in some fashion.
By its nature, a relationship is bilateral: we cannot, in a more than symbolic sense,
have a relationship with a person who lacks awareness or understanding or with whom
we cannot, though not necessarily by language, communicate. Of course, we often
say that we have a “relationship” with an object that has become dear to us, but it is a
“relationship” only between our imagination and us. We can and often do say that we
have a relationship with a person whom we knew and who has died or who is in pro-
found coma but, again, it is a relationship that is within us. In addition, relationships
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necessitate reciprocity: both have to communicate with, listen to, and attempt to un-
derstand each other.

While a good part of communication can be and certainly is non-linguistic, some
ability to communicate explicitly in language among health care providers and pa-
tients is generally necessary. One can “listen” with a good deal of understanding to
persons (or, for that matter, to animals) whose language we do not understand: We
can usually tell if they are happy, unhappy, or in pain, and we can even begin to com-
municate ideas and concepts. But in the medical setting, where an accurate under-
standing by all parties involved is essential, some common ground of language at the
very least is helpful. But beyond this: all the common ground of language still does
not help if cultural or personal differences distort meaning. The concept “pain” or
“illness,” for example, has different meanings in different cultures and within the same
culture to different people. Cultural differences, furthermore, can cause health care
workers to make terrible “faux pas:” tuberculosis or cancer, in some cultural settings,
has a meaning similar to venereal disease in the more usual Anglo-European setting.
Some cultural settings expect and appreciate “touching;” in others it may be highly
patronizing or even insulting. Eye contact is taken as a sign of mutual honest dealing
in some cultures, but as demeaning in other cultures. Physicians who today must deal
with patients from a large number of diverse cultures should seek to familiarize them-
selves with some of these cultural idiosyncrasies as well as attempt to understand their
own. It is also important to encourage patients to discuss anything that might seem
puzzling or confusing to them about their treatment or the health care team’s behavior
towards them.

Many patients do not share the same language with their physician or may be
inhibited by an extremely limited vocabulary or a heavy accent. Unbelievably, but
all too often, health care professionals respond to this with anger, and all too often
having an accent is equated with an inability to handle the language properly or to
understand, or even with stupidity or illiteracy. (One of the authors [EHL] could write
volumes about this point!) What happens is understandable but hardly excusable: trying
to communicate with someone whose understanding of language is limited or trying
to understand someone with a heavy accent takes effort and time and is, therefore,
too often resented.

Very often translators have to be used. Health care professionals must be aware
that communicating through a translator, while at times unavoidable, has inherent
dangers: the understanding of the translator with regard to what is being said may be
limited or at any rate will be funneled through their own understanding; not rarely,
translators have their own agenda or their own ideas of what the patient can or ought
to be told. These considerations, important as they are when it comes to communicat-
ing the symptoms of the patient to the physician, the questions of the physician to the
patient, or the physician’s diagnosis to the patient, assume even greater importance
when it comes to ethical questions. Health-care professionals are wise to speak with
the translator and find out as much as they can about the translator’s cultural attitude
towards disease in general and the patient’s disease in particular. Mutual comprehen-
sion will be more readily achieved and translation will go much smoother.

A patient’s values filtered through the translator’s understanding and fidelity have



110 Chapter 6

to be accepted with a great deal of skepticism. When a member of the family trans-
lates, it is sometimes well to have other family members present and to watch the
interaction and dynamics. One of us [EHL} has heard translators translating when he
understood both languages equally well and has, at times, been astonished at the lack
of correspondence between what was said and what was translated as having been
said—a phenomenon also rather notorious in diplomatic circles.

The problem is different when it comes to patients who cannot speak at all. Such
patients are often wrongly assumed to lack decisional capacity and are ignored when
it comes to making decisions. The assumption that patients who cannot speak are
necessarily incapable of making decisions is, obviously, untrue. In respecting such
patients as persons, physicians are obligated to do all that is possible to establish their
decision-making capacity and, if the patient is capable of making decisions, to com-
municate with them directly. Here the involvement of a speech therapist may be cru-
cial. There are few patients (thank heavens!) who are truly “locked in”: that is, who
have maintained cognitive functions but are entirely incapable of communicating (see
Chapter 11 on end-of-life issues). In general, but often only with great effort, a good
speech therapist can help establish communication by pointing to letters on a board
or by other means. But thus does much more than just establish communication—it
gives the patient some sense of being once again the captain of his fate instead if an
object to be tossed about at someone’s will.

CONFIDENTIALITY

One of the enduring cornerstones of medical practice is the confidentiality of infor-
mation obtained in the context of medical practice. This stricture—not to reveal in-
formation about patients to anyone and under (almost) any circumstances—has
endured through recorded time. Patients expecting to be helped must be truthful with
their physician (or with their attorney). This, in turn, according to some, necessitates
a strict (almost absolute) obligation of confidentiality. It is codified in law and has
come to be seen as an (almost) absolute condition of proper practice. There are those
who argue that, for a variety of both utilitarian (encourages full disclosure) and de-
ontological (absolute respect for persons) reasons, it is near-absolute.23 Confidential-
ity, as Rawls says, is an agreement bound by the principle of fairness.24 But that does
not make it absolute.

Problems of confidentiality, even though at first blush we may think of confi-
dentiality as near-absolute, are frequent: with whom to share hospital or office records,
to whom to reveal diagnoses, how to safeguard information at a time when multiple
health professionals are engaged with and must share information about common
patients or are members of the same group or HMO, and how to deal with informa-
tion of possible communal impact (infectious disease, the revelation of crime, dan-
gerous forms of insanity, etc.). Confidentiality, according to some, has become a “decrepit
concept:” one that, because of the necessity of multiple persons having access to
patient’s records, is non-dischargeable in the context of proper medical practice.25
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That does not mean that abuses of confidentiality by inadvertence or idle prattle (which
Siegler, probably quite correctly, argues are those breaches patients fear most) can be
condoned. It does mean that, rather than being declared “absolute,” the concept needs
thoughtful and compassionate attention in the light of current medical realities. Pa-
tients must be made aware of the complexity and changing nature of this concept;
physicians must exercise caution and prudence when making chart entries. Claiming
to be adhering to what, in many instances, is a non-dischargeable obligation adds
hypocrisy to the violation.

Saying that confidentiality is an absolute and must never be breached is untrue
and impractical and, at times, may cause disaster (as when a man kills his wife after
telling his psychiatrist that he might do so). Laws, almost universally accepted as
legitimate, that safeguard the community and enable public health, insist that we re-
port infectious disease; others force us to assign a cause of death on the death certifi-
cate. Surely confidentiality can be neither absolute nor can it fail to be tempered by
common sense. Sharing information with other health care professionals is a neces-
sary condition of medical practice; without it, cure often cannot be effected. Most
patients assume this as an implicit norm. Today with information increasingly avail-
able on often interconnected and shared computers and with the possibility of having
such data instantly available globally, a new era of access to what may be quite per-
sonal and potentially destructive information seems more than likely. On the other
hand, the benefits to patients who have suddenly become ill in a setting where noth-
ing about them is known and who may be unable to give any information can be sig-
nificant and, therefore, must be weighed against this threat. A life may well depend
upon such information. It may well be that a solution lies in having it known publicly
that information considered by health professionals as essential will be recorded and
shared under normal circumstances but allowing that the patient may—knowing the
risk of doing so—refuse and not have his information recorded.

Providing information to insurance carriers is also usually done with the patient’s
explicit or implicit consent. This consent, especially when it comes to health insur-
ance, is increasingly often a matter of coercion—refusal to consent may result in denial
of benefits for conditions judged to be pre-existent. In addition, problems may arise
when the health care professionals are privy to potentially embarrassing information
or to information with legal implications for the patient. Although under such condi-
tions the physician’s first obligation is to safeguard the patient’s trust, that obligation
is neither absolute nor universal.26

The obligation to keep confidentiality can be argued on utilitarian and deonto-
logical grounds. There are, however, times when obligations clash. Such clashes in-
volve a conflict between confidentiality and the rights of the community (public health
issues), threatened third parties (as when patients threaten to do harm to others or in
cases in which their condition threatens others) and, at times, conflicts between pre-
serving confidentiality with the patient and not allowing that patient to come to harm
(as, for example, when patient threatens suicide).26

The rights of the community and the physician’s communal obligations may clash
with the patient’s wishes (see also Chapters 5 and 6). The reporting of communicable
diseases is an example. Physicians here have a clear legal obligation and, sometimes,
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an ethical quandary. Patients, when they seek a physician’s help in the context of our
community, are generally aware that certain conditions must be reported. This has
become a particular problem with HIV infection: on the one hand we make the public
claim that HIV infection is “not different from any other disease;” on the other we—
and especially the public—continue to treat it differently. This disingenuous state of
affairs is not aided by not making HIV infections a reportable transmittable disease
like any other but ultimately only by public education. Leprosy some years ago was
treated in a rather similar fashion. The requirement of reporting transcends any legal
obligation: it forms part of the social contract in which the patient and physician, both
as citizens, are enmeshed. Reporting such diseases, then, may be against a patient’s
expressed will, but has nevertheless been tacitly agreed upon by the community. Pa-
tients themselves have benefited, and expect to benefit, from such laws. They are part
of the community in which such tacit agreements occur. However, physicians have
an obligation beyond the mere reporting: they have the duty to see to it, as best they
can, that rules of confidentiality effectively extend beyond their offices or beyond
the hospital’s walls so that information still does not become easily accessible or a
matter of public record.

Threatened third parties are another often troublesome, issue. There is at least a
difference in degree between the person who does not wish the nature of his or her
illness revealed to their mate (even though the illness may be venereal or, perhaps,
fatal), the patient who refuses to make a will, and the person who seriously threatens
to murder another. Among other considerations, the question of sanity—and there-
fore ultimately of true autonomy—looms larger when a patient seriously threatens
physical harm to another. Contracts, agreements, or covenants entered into with the
questionably sane, and, therefore, questionably autonomous, cannot have the same
force as contracts, agreements, and covenants under better circumstances. Here clini-
cal judgment (judgment that determines the seriousness of the threat and the mental
state of the patient) and discretion are of the essence. Ultimately, physicians must make
agonizing choices in the full realization that a violation of covenant (be it with the
patient or with the community) is inevitable. A given choice in a particular circum-
stance, while in itself blameworthy, may be the lesser evil.

When patients are infected with a communicable disease and refuse to inform
those to whom they could communicate the illness, many of us would argue that while
the ethical course of action is unclear, much supports the view that an innocent vic-
tim must be shielded. If, for example, the patient is infected with HIV and refuses to
inform his or her partner, the physician is confronted with two distinctly unsavory
courses of action: keep confidentiality and put an innocent person at risk, or violate
confidentiality and protect that person. In such a situation there is no clear course of
action and often not even legal guidance. At times, if persuasion fails, a form of coer-
cion (also not a good thing!) may not be ethically inappropriate. Informing the pa-
tient that there is no choice but to tell the threatened other and to indicate that one is
ready to help convey the information may make it easier for the patient to accept this
course of action.

In a similar vein, there are occasional patients who have made no provisions for
their dependent families and who wish to hide their fatal illness from them. There
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may be minor children involved, and the patient’s unwillingness to be candid may
seriously affect their future. Here again the issue is far from clear-cut: the threat to
the family is not physical. But the consequences of such a patient’s unwillingness to
provide accurate information and make reasonable plans may have disastrous conse-
quences for those left behind. Often a patient’s unwillingness to share a bad progno-
sis with his or her family is not so much a desire to shield them from pain as it is an
unwillingness to come to terms with his or her own condition. At times, counseling a
religious patient to speak with and to involve their clergy-person may help in resolv-
ing such a problem. But at any rate, the physician’s obligation is not simply “not to
break confidentiality” but to prod, advise, and sometimes even cajole the patient to
do what is necessary to safeguard others.

The question of confidentiality when patients threaten harm to themselves is a
more troubling issue. A retired person with operable cancer of the colon who refuses
surgery and insists that his spouse not be told, or a non-psychiatrically ill person de-
termined to commit suicide would serve as examples. When physicians intervene in
such circumstances, intervention is strictly paternalistic (see Chapter 5). Physicians
and patients see the “good” differently, and, if physicians break confidence, they are
now imposing their vision of “good” on the patient. Provided the patient is sane—not
severely depressed—and meets the criteria of autonomy (and that, after all, is a largely
clinical judgment), a breach of confidence would be hard to defend within the con-
text of our current vision of the physician–patient relationship. But this does not re-
lieve health care professionals from the obligation of repeatedly and intensively talking
with such patients and attempting to influence their course of action. And that takes
time.

Individual cases must always be adjudicated in the light of the obligation envi-
sioned and the context in which the obligation occurs. Physicians have a prima facie
obligation to preserve confidentiality, but such prima facie duties can be overridden
for weighty reasons. When confidentiality is breached, no matter what the weight of
the argument, physicians are blameworthy (see Chapter 3). Breaching a confidence
and violating a trust are not now, nor can they ever be, “good” things. But they can,
on the grounds of harm and benefit to others, be a better, and often far better, alterna-
tive than passively allowing great harm to occur.

With the development of information technology, e-mail and computer storage
of information we are facing a new set of problems. The ability to store a patients
past medical history in a (theoretically) readily accessible computer from anywhere
in the world has obvious and at times life-saving potential. The “flip-side” of that coin
is that information readily available to a far away physician may, if conditions are
right, be likewise readily accessible to insurance companies, prospective employers
or a host of other people the patient would rather not have know about his medical
condition. Likewise there are obvious advantages to communicating by e-mail with
patients and here again the question of confidentiality is not one that is prone to a per-
manent solution.

There are obvious safeguards that can be employed but—like “star-wars” de-
fense—every safeguard can eventually be penetrated. As is the case with all ethical
problems: by their very nature—do not have easy or “good” solution. They are some-
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thing that must be worked upon consistently and with an attempt to deal with the ethi-
cal problems as best we can. In this essay we mainly wish to warn about some of
the ethical pitfalls that a new way of relating has raised. If it has led those involved
in this sort of communication to begin thinking and discussing some of this pitfalls
among themselves and with their patients it will have served its purpose. It would
be ethically proper to inform patients of such possible “leaks,” to assure them that
as far as possible one will safeguard against them and to give the patient—once he
or she are fully aware of the advantages and possibly life-saving advantages of such
communication—the option to decline to have their particular information handled
in that way.

CONFLICTS OF INTEREST

Physicians and other health care professionals are confronted with a variety of prob-
lems unique to the setting of their practice. Practice in a private solo practice, in HMOs
of various types, as the employee of various organizations (hospital, insurance com-
pany, industry), or within an organ of the state (the armed forces, prisons, etc.) all
influence and distort the classical tradition. This problem has increased and contin-
ues to increase as managed care proliferates (see section on managed care).

It is often very difficult for health care professionals seeking their patients good
within the context of these various constraints and often-conflicting obligations and
loyalties to remain honorable. All these contexts offer the carrot of greater pay or
advancement in the organization itself for “proper” behavior—proper, of course, as
defined by the organization. Furthermore, rewards and punishments are rarely bla-
tant, and they are usually given a veneer of probity: they tend to be more analogous to
seduction rather than rape. Such slick hypocrisy is an especially dangerous feature. It
remains for physicians to examine themselves and their function in the light of social
contract and to reach conclusions with honesty and integrity.

Health care professionals other than physicians are involved to a lesser degree.
Although they have traditionally “worked for someone” (a condition many physicians
increasingly find themselves in also) and in some respects their opportunity to be
coerced or seduced was even greater, their power of decision making was believed to
be far less great. However, as the power of other health care professionals has increased
and as some have gone into private practice, they too run the same risks.

Blatant infringements of the relationship between health care professionals and
patients occur and have occurred in the service of the state. The yearly reports of
Amnesty International do not leave physicians or other health care professionals free
of blame. As far back as the first century, Scribonius Largus spoke of the duty toward
all patients—regardless of war or peace—that united physicians. Our current vision
of the relationship between health care professionals and their patients would seem
not to endorse practices in which health care professionals become the allies of oth-
ers bent on their patient’s harm or destruction. Such gross examples as uninformed
and un-consented to experimentation,5,27 torture, or interrogation (or assisting, aid-
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ing, or abetting torture or interrogation)28–30 or participation in capital punishment in
any form with the tools of medicine are so flagrantly wrong that they ought not to
require extensive condemnation. Nevertheless, despite pronouncements, guidelines,
and rules, these outrages continue throughout most of the world and regrettably also
within the borders of the United States. And even though medical organizations have
spoken out against physician participation in and with capital punishment, they have
failed to consider sanctions or even to define participation.

Because torture and experimentation on non-consenting subjects are so evidently
wrong, they are often less of a problem than the role of health care professionals in
the day-to-day working of jails, prisons, or, at times, the armed forces. It is here
that utmost vigilance is called for. Further, the problems of an entrepreneurial sys-
tem that rewards physicians and increasingly other health care professionals for
performing or for not performing tests, for hospitalizing or for not hospitalizing
patients, etc., presents similar dangers couched in different terms. Institutional pres-
sures on physicians, pressures that again favor minimalism at almost all costs, are
likewise considerable.

Health care professionals frequently experience ever-growing conflicts of inter-
ests today. Since physicians and increasingly other health care professionals in many
respects control their own incomes and often generate their own work—by ordering
or not ordering tests from which they profit, by having financial interests in diagnos-
tic or surgical centers and sometimes by financial inducements given by companies
whose employees they are or whose products they use, and ultimately by determin-
ing the frequency of patient visits—the conflict of interests is formidable.

Moreover, physicians are often put under considerable pressure by their institu-
tions to order more tests or to do more procedures: expensive equipment (equipment
often purchased so as more effectively to “compete” with another health care institu-
tion) must be amortized. On the other hand, physicians working within an HMO or
MCO are generally expected to limit the use of tests or procedures so as to save money
for the HMO or MCO—and often they are rewarded by an end-of-year bonus when
they do so…and thereby “punished” when they don’t. Here, the medical care of the
patient, which ethically must be a health care professional’s first priority, conflicts
with the desire to maximize income or, increasingly, simply to make a decent living.
Whether by ordering fewer tests or procedures than needed, by ordering more of such
tests, procedures, or return visits than needed, or by ordering marginally needed tests,
physicians are failing in their obligations to their patients. It would seem that this is
an intolerable situation.

It is difficult to come to terms with these problems. No pat solutions are avail-
able. The danger is not so much in the deliberate choice to do more or less than needed
(although that danger too is real); the danger is that subconscious self-interest will
influence decisions and enter into what should be decisions made on the basis of an-
other’s (and not one’s own) good. That self-interest should play a role in our deci-
sion-making is not ethically wrong; since decisions we make inevitably affect us in
some way, it is inevitable. But when self-interest conflicts with a professional duty to
one’s patients, it should be recognized and admitted for what it is and steps taken,
singly and/or collectively (whether by one’s professional organizations or by broader,
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social consensus), to correct—or at least to minimize—it’s harm to patients.
Conflicts of interest may have two effects: they may incline us to choose in a

way that would profit us or they may cause us to lean over backward and deliberately
choose the opposite. For example, when physicians have to decide whether to per-
form a test or do a procedure that would be profitable for them, they may deliberately
choose to maximize their own income or they may be so afraid of choosing in their
self-interest that they end up delaying far longer than they otherwise might have.
Neither course of action serves the patient’s interests. When building a health care
system, such temptations should be avoided. Some temptations will, however, in virtu-
ally any conceivable system, probably always exist. Sensitivity, honesty, and a care-
ful understanding of the roles and obligations of physicians in society can go far toward
helping to find reasonable solutions.

Ethics in general and health care ethics in particular do not exist outside a social
nexus that, to a large extent, determines not only many of the rules but also how such
rules will be played out. It is not possible to practice ethically in an unethical system,
just as it is not possible to create a truly just institution in a basically unjust society.
As institutions (such as health care systems) change, ethical problems and answers
are likewise apt to change. Health care professionals who wish to practice in an ethi-
cally acceptable manner should therefore involve themselves in shaping the nature of
the institution within which they practice and ultimately need concern themselves
about the social nexus in which such institutions and their practice are embedded.
In other words, just as patients cannot be reduced to their biomedical situation, so
health care professionals cannot be reduced to biomedical technicians: patients are
human beings whose complex interests include, but also extend beyond having their
biomedical situations remedied and health care professionals are human beings
whose obligations include, but extend well beyond self-interest or simple technical
expertise.

PROFESSIONALISM AND RISKS

Persons choosing their life’s work must make choices that reflect their own deeply
embedded values and personality. In choosing their life’s work, they assume certain
known risks: firemen may get burned, policemen shot, and health professionals in-
fected. Risks, however, are also, to some extent at least, imponderable and may ap-
pear during the course of a life’s work: fire-fighting equipment and the nature of blazes
change, criminals adopt new methods and weapons, and the nature of a given infec-
tion evolves. Every occupation has its advantages and drawbacks, its risks and ben-
efits. Medicine is no exception.

Physicians and other health professionals are exposed to risks throughout their
professional lives. These risks are rarely explicitly spelled out; nor can they be. Mem-
bers of social structures, when first coming together, have established communities
with far differing notions of what communities are all about (see also Chapter 3). No
matter what our notions of the specifics of this contract may be, its existence cannot
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be much in doubt. The alternative, no social contract and no understanding or agree-
ment of mutual obligation, cannot be called a community. Community is not merely
a collection of individuals held together only by explicit undertakings. Such explicit
compacts, such affirmations of mutual responsibility, cannot come about without the
tacit undertakings and expectations that enabled them in the very beginning.31

Historically, health professionals, when confronted with infectious disease, have
had to fear contagion. Fear (here defined as a sensation or feeling of anxiety caused
by the realization, perception, or expectation of impotency in the face of perceived or
expected danger or evil) subsumes qualities of dread and awe and further has other
emotive and aesthetic elements.32 Counterpoised against such fears are the presumed
duties of the profession: not only the obligations assumed by moral agents in recog-
nition of the moral law as distilled through the vision of specific social contract by
particular societies, but likewise the more specific obligations inherent in being a
professional of a particular type. Courage (the “disposition to voluntarily act, per-
haps fearfully, in dangerous circumstances,” its essence being the “mastery of fear
for the preservation of a perceived good against dangers”) gives the edge to doing
what one perceives to be the right thing despite one’s fears.33 What health profession-
als perceive to be “the right thing,” however, derives from their understanding of social
contract applied, in this instance, to the way in which the implicit covenant with the
community is envisioned. And such a vision is historically grounded.

Health professionals throughout history have assumed obligations to treat pa-
tients despite personal risks. Presuming that health professionals were aware of the
possibility of contagion (and that therefore they were quite mindful that they could
contract the disease in epidemics), epidemic disease can serve as a paradigm for such
an examination. Although the knowledge of what causes infection was still far in the
future, there is sound evidence that it was soon clear that some disease could be spread
by personal contact. Thucydides, in describing the plague of Athens (5th century BCE),
mentions the disproportionate number of physicians who died there, and Hippocrates
carefully instructed physicians in methods of avoiding infection. By the time of the
Justinian Plague (540–590 CE), there is no question that knowledge of contagion
(albeit hardly of its mechanisms) was firmly entrenched. Laypersons as well as pro-
fessionals were obviously quite aware of the risks.

Many factors enter into our clinical or personal decisions to take, or not to take,
risks. Some of these factors are technical: “What kind of risk am I taking?” “How
much risk is there?”—to name but two. The answers here are crucial to our ethical
deliberations. If undertaking a given course would result in certain death, a different
set of considerations pertains than if the risk is moderate or small. Even in the first
instance, there is a critical difference between the heroism that gives a life to save
another and an action that gives a life with no hope of saving another. Giving one’s
life to save another may, under most circumstances, be a supererogatory act; doing so
with no hope of saving a life in turn for one’s own may surely be even more problem-
atic. Under most circumstances, neither can be simply viewed as a clear-cut and ab-
solute moral obligation that must, under all circumstances, be discharged.

For physicians and other health professionals, there is, furthermore, a consid-
eration at least as important as the saving of life. There is a great deal of difference
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whether, beyond saving a life, significant comfort can be given. The obligation of health
professionals clearly does not end with the saving of life. Historically the obligation
to give comfort is far more enduring than is the obligation to save life, and this an-
cient obligation is presumed today. Health professionals must consider both the sav-
ing of life and the amelioration of suffering. When a disease is hopeless, ameliorating
suffering moves into the foreground of professional obligation. As long as patients
have not irretrievably lost consciousness, health professionals are obligated to pro-
vide what comforts they can. Such an obligation is grounded in the shared historical
vision of the patient–physician relationship.

Both physicians and communities have historically profited from their vision of
the social contract. Health professionals gain a tremendous amount from their side of
the bargain. Physicians, and to a lesser extent other health care professionals, have
been blessed with immense privilege, prerogatives, and power as well as with con-
siderable material reward; communities have profited from their healer’s skill and from
the security entailed in the knowledge that the contract will be honored in times of
need. Like all contracts, social contract implies mutuality and bilateral agreement.

What about the HIV-infected physician or other health care professional? Do such
persons have an obligation to inform others about their condition, or is seeking such
information a violation of that person’s privacy? Is mandatory testing for health care
professionals a reasonable incursion on their private liberty, or is it not? As with all
problems, one must start one’s inquiry by gathering “facts”—at least the best facts
that are available. At this writing, no single case of physician-to-patient transmission
has occurred. One dentist who in the course of his work appears to have infected sev-
eral patients apparently did so under particularly peculiar circumstances that make it
likely that he, whether deliberately or not, failed to sterilize his instruments properly.

Although laypersons seem very concerned about possible HIV infection in their
physicians, such concern does not appear to be based on factual evidence but on rumor,
fear, and hysteria. Although some feel that physicians, especially those who do inva-
sive procedures, have an obligation to inform their patients of their status, a persua-
sive argument in the face of overwhelming data that such transmission rarely if ever
occurs is difficult to make. Laypersons who are afraid of such transmission are, it
seems, laboring under a false assumption: since data will not substantiate this belief,
it is a form of prejudice and one that can be ruinous for the person against whom this
prejudice is directed. Rumors, fear, hysteria, and prejudice are not properly addressed
by restricting another’s freedom of action, but are properly addressed by the educa-
tion of those who are misinformed. Furthermore, even though a theoretical risk can
certainly be argued, patients are not ordinarily informed about many aspects of their
physician’s private lives that may constitute a risk to them. If a surgeon sleeps badly
the night before surgery or if he or she is overworked, worried, or otherwise troubled,
the risk to the patient is a very actual one. And yet we do not think about forcing sur-
geons to reveal their lack of sleep, the fact that they had been to a party, or their do-
mestic or financial worries to their patients.

If physicians were forced to reveal their HIV status to their institutions, licens-
ing boards, or patients, their ability to have a successful and satisfying practice would
be severely limited. The minimal risk their patients might face (and all of us every
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day assume small risks when we go about our business) is out of balance with the
destruction such information would cause to their lives.

CONSENT

The way we understand and use the notion of consent in dealing with patients is inti-
mately connected to our understanding of the professional–patient relationship.

We are often told that “consent” is a new idea, one not considered in former times,
and this is undoubtedly true of formal “consent.” Certainly what is called “informed
consent” is a quite recent development. Yet, when patients came to Hippocratic or
Asclepiad physicians they came expecting a certain approach, and they were enmeshed
in a social relationship that they understood in certain ways. They came first of all to
be helped, and second with a social concept of a particular physician–patient rela-
tionship. Furthermore, surgeons could not “cut for stone,” or physicians administer
potions, unless the patient submitted himself or herself to such a procedure willingly.
Thus, although not formal and far from as informed as we require today, consent was,
nevertheless, a consent of sorts. Then as now, consent is not merely an explicit agree-
ment between two or more individuals but has to be understood as enmeshed in a
particular cultural and communal matrix.

In our culture today as never before, we take for granted the necessity of obtain-
ing informed consent. Often this is merely to protect ourselves from legal repercus-
sions; properly (if by “properly” one means being mindful of the richness of the
relationship between and among health care professionals and their patients and the
consequent obligations), it is in order to make patients willing partners in a joint
enterprise, an enterprise in which patients cannot truly be partners unless they un-
derstand its “facts,” meanings, and dimensions. Consent to do a thing to another is
necessary if we are to respect one another. The act of profession requires us to pursue
our patient’s “good;” respect for others requires that we define that good on that pa-
tient’s terms. A respect for autonomy presupposes a sense of beneficence. Since my
“good,” under ordinary circumstances, is properly a “good” defined by me, acting
beneficently is to have a regard for and to respect that good. Caring enough for an-
other’s welfare to respect their autonomy, ultimately, is a beneficent thing to do.

Consent, as Ramsey has so eloquently stated, can be understood as a “statement
of fidelity between the man (or woman) who performs medical procedures and the
man (or woman) upon whom they are performed.” At its best, consent is grounded in
a “canon of loyalty,” which requires more than merely sterile assent.34 Consent im-
plies a fiduciary relationship that assumes that the patient’s good is to be done and
assumes that patients consent because they fully (or as fully as possible) understand
not only what it is that is to be done (the means) but also the ultimate goal (or end) of
doing it. The procedure (the means) and the ultimate goal (the end) are necessarily
interrelated and interactive; choosing one, in a sense, determines or endorses the other.
When fully informed patients consent to a procedure or treatment, they agree both
with the goal and with the means toward its achievement. When such patients refuse,
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they refuse because they disagree with the goal to be achieved, find the means (the
suggested therapy) either inappropriate or intolerable, or, at times, have failed to un-
derstand the issue. Rather than merely going through motions, physicians, by accept-
ing either consent or refusal as valid must be reasonably certain that patients have, as
fully as possible, understood the implications of their chosen course of action.

When patients consent to what we want them to do, we do not question such
consent unduly. Persons who agree with our course of action are obviously eminently
well informed, sane, and intelligent! When, however, patients disagree with us, we
are prone to question the extent of their information, their sanity, or their intelligence.
Patients who agree with our recommendations generally share our goals and are will-
ing to conform to our means, and most do. And yet consent too glibly given should
be subject to at least some questioning. Patients may not have understood fully (or, at
least, as fully as in their particular circumstances they really could), may be fright-
ened into assent (just as others may be frightened into dissenting), or may be una-
ware that they are, even if they simply fail to act, committing themselves to a course
of action. Therefore, it behooves health care professionals to maintain a degree of
skepticism for consent too readily given. Health care professionals should reexamine
their patients’ depth of understanding either when patients dissent or when consent
comes too readily.

Accepting a patient’s refusal for lifesaving or critical procedures requires a dif-
ferent level of justification from accepting a patient’s consent35–37 (see also Chapter
5). In general, more is at stake. That does not mean that consent should be pro forma:
physicians must be sure that the consent they obtain is truly informed (the patient has
understood diagnosis, prognosis, treatment, and alternatives, and has understood them
on his or her own terms) and that the patient is thinking clearly. It does mean that
when patients refuse, a much more intensive dialogue needs to take place. Here phy-
sicians must seek by all possible means to ascertain that patients (1) understand the
facts, (2) believe them, and (3) have reasonable decisionmaking capacity. For exam-
ple, a patient told that he or she needs an operation or a blood transfusion must not
only know that “fact,” but must also believe that this opinion (to serve the goal they
together with health care providers have set forth) is correct. When patients disbe-
lieve what to their health care providers are “facts” a reasonable amount of consulta-
tion and perhaps persuasion without coercion is called for. It is critical, furthermore,
to ascertain what a certain diagnosis means on the patient’s terms: what it means to
the patient and in that particular patient’s life. Refusal can easily be based not so much
on a misunderstanding of “facts” as on a misinterpretation of meaning. (See also the
chapter on autonomy and the section in that chapter that deals with decision-mak-
ing.)

When we become ill, our autonomy is, of necessity, diminished.38 This is true
even when—much as we may not want to admit this—physicians or other health pro-
fessionals inevitably also become patients. Laypersons, in addition, have a variable
but inevitable lack of cognitive knowledge and a lack of experience with similar cases,
which, among other things, distorts their emotive understanding of problems. Fur-
ther, as if this were not enough, patients—health professionals and others alike—are
at least concerned if not, in fact, frightened, and their ability to think clearly and dis-
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passionately is therefore hampered by the very disease that has made them patients in
the first place.

In the clinical situation, power is inevitably unevenly divided. Besides the cog-
nitive, experiential, and biological factors we spoke about, physicians have the power
and, not to be underestimated, the mystique of the medical setting at their side. In
addition, healers are invariably seen by those they heal (or pretend to heal) as endowed
with more than their actual power. And this attribution of power may not be entirely
unimportant in the healing process. Therefore, physicians and others who concern
themselves with obtaining consent must try, as best they can, to promote as much
understanding and offer as much true choice as is possible. The relative weakness of
patients does not make them “more deserving,” but it introduces a special obligation.
Discharging such an obligation requires a great deal of compassion, tact, patience,
and understanding.

Decisions must be understood within the patient’s peculiar social milieu and
background beliefs. A disagreement about goals or about the relative value of com-
peting goals cannot usually be solved by dispute: the Jehovah’s Witness who refuses
blood is not apt to be persuaded by lectures on the safety of transfusion or about the
threat that such refusal has for life. A misunderstanding about means (as long as these
means are not precluded because they are seen as distorting the goals as in the blood
transfusion example) is more apt to yield to negotiation, persuasion, or consultation.
Persons who fear that a given treatment or procedure would have a dreadful cost in
terms of pain or suffering or who, on the other hand, unreasonably fear some outland-
ish misadventure may be persuaded by reasoning or by supplying additional facts.
Often it is helpful to confront them with patients who have undergone the same or a
similar procedure or, if that is appropriate, to introduce persons who are not yet acute
ICU patients to the ICU setting.

Unfortunately, the way consent is obtained in clinical practice is often a carica-
ture of both informing and consenting. Patients are generally told their diagnosis
(though euphemisms such as “growth” for cancer and so forth are still all too com-
monly used), but two things are often missing: (1) telling patients such a diagnosis
on their own terms and in their own language and then making sure that such infor-
mation is really comprehended and truly understood; and (2) inquiring what such a
diagnosis means in the patient’s terms and in the patient’s life. Even when patients
understand what gallstones are, for example, such a diagnosis may be a far different
thing in the life of someone who rarely leaves town and lives near a hospital from
what it might be for one who travels extensively and sometimes to remote areas.

Consent, likewise, is often waffled. If, on the day of or the day before surgery a
nurse or junior resident is assigned the task, confronts the already admitted patient
with a piece of paper and asks the patient to sign, it is quite likely that neither the
patient nor the health care professional has had time to read—let alone think or in-
quire about—the various options and complications listed.

Of course, situations change the degree of information and the nature of con-
sent. In an emergency the presumption that a reasonable person would want to optimize
their chances of survival is an ethically sound one. But most surgical procedures and
most medical treatments are not emergencies. They are done in a perfunctory manner
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largely at the convenience of the institution or the professional involved. If more than
lip service is to be paid to the notion of respect, patients deserve full information and
the time to deliberate and to talk things over and to ask further questions. Above all,
health care professionals should seek to understand what such a diagnosis and such a
proposed treatment mean in the context of a patient’s life.

Truly “full” information is, of course, not possible. The far greater knowledge
and experience of health care professionals as well as the illness or anxiety about ill-
ness on the part of the patient makes this impossible. But most reasonably intelligent
patients can be informed adequately enough that they can truly understand, truly de-
cide, and truly participate. Health care professionals must reveal more than diagno-
sis, options, and prognosis: they should (unless one believes that they are no more
than “bureaucrats of health”) also guide and advise patients. Patients seek out their
physician not only to receive a diagnosis and be treated; they hopefully turn to health-
care professionals with sufficient trust in their wisdom to seek counsel from them.
When patients are informed about alternatives, physicians arguably should also give
their advice and the reasons for it. After all, even when we go to our favorite restau-
rant we trust that the waiter will not only hand us a menu but might also advise us on
what seems and what does not seem to be particularly “good” that day!

EXPERIMENTATION

Experimentation in medicine offers a troublesome dimension. Little formal attention
was paid to this issue until after World War II, when the outrages committed by Nazi
doctors revolted the civilized world.5,39–41 Yet such outrages were hardly limited to Nazi
Germany. From 1932 to 1972 (covering the period preceding the Nazi experiments
and extending well beyond their condemnation at Nürnberg by the civilized world—
including the United States), the United States conducted a systematic study in which
over 400 black Alabama sharecroppers were studied to determine the effects of un-
treated syphilis in a day when syphilis was highly treatable (and when, incidentally,
the effects of untreated syphilis were well known).27 The Tuskegee Study, funded by
the United States Public Health Service, has assumed its rightful place among man’s
medical atrocities alongside the Nazi and other such experiences. And it is hardly an
isolated instance. Racism aside (though, granted, it is difficult in either the Nazi or
the Tuskegee experience to put it aside), the dedication of researchers to science has
often resulted in experimentation and innovation involving non-consenting human
subjects.

Other examples of this sort have continued to emerge: the United States armed
services have tested wind currents and the possibility of bacterial warfare by liberat-
ing an organism first over San Francisco and then over the Midwest river valleys,
first resulting in a flu-like syndrome for many and later in a continued problem with
such organisms for patients in ICU settings. Likewise, the armed services experimented
with LSD in servicemen and with radioactive materials in patients who had no idea
that they were being subject to such procedures. Lately experiments with radioactive
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substances—entirely unknown to the individuals exposed—have been conducted under
government auspices even in civilian hospitals. Prisoners (sometimes with pro forma
consent and sometimes without even that) have not rarely been used for such purposes.
Unfortunately, such things continue to this day and, beyond an occasional flurry of
concern, little has been done to effect real change. Such experiments require the par-
ticipation of physicians and other health care professionals and, unfortunately, usu-
ally the knowing participation of such persons.

It is, of course, not altogether easy to say what does and what does not consti-
tute experimentation, let alone innovation. Physicians and surgeons, in trying out a
slightly different technique or by prescribing a drug under slightly other than stere-
otyped circumstances, may be accused of experimentation or, at least, innovation.
Some such maneuvers are part and parcel of everyday practice, and these are not what
we have in mind. Furthermore, innovation has often given the impetus for further
development and often forms the grounds for later disciplined experimentation. As in
most things, minor innovation (trying an instrument in a somewhat different way
during a surgical procedure or administering a somewhat different dosage of a drug
when this seems wise to do) is more or less readily separated from true experimenta-
tion (trying a new and untried procedure or substance when we have little idea of what
might or might not happen). As always, the problem is often in the gray zone.

There is a logical difference between experimentation and therapeusis.42 The goal
of experimentation is the creation of new information; if the individual patient is served,
that is a bonus, but it is not the main goal. In therapeusis the main goal is helping an
individual patient; producing new knowledge or better understanding is desirable but
is not the purpose. Simply put, treatments that lack a “track record” and that are done
to gather new knowledge can be considered experimental; those that have a “track
record” and are used to benefit a particular patient are “therapeutic.” Ethically there
is a logical conflict between the obligation experimenters have toward their experi-
ment (which is to produce “truth” or new knowledge) and the obligation experiment-
ers have toward the subjects of their experimentation (which is to hold the patients’
good above all else). Some have suggested that, just as in transplantation, two differ-
ent teams (one whose main purpose was to safeguard the integrity of the protocol and
the other whose main purpose was safeguarding the patient) might at times be used.

Experimentation, as ordinarily conceived, involves an adventure into what is at
least partially unknown. Those who join in the adventure should, at the very least, be
fully aware of what is known about the journey and what is not or cannot be known.
As far as possible (and as far as they are known), risks need to be spelled out. But that
is not sufficient: patients must also understand that by the very nature of the experi-
ment some risks may not be anticipated or anticipatable. Patient consent should be
freely given. (This raises obvious problems with the use of prisoners, medical stu-
dents, and others who may be prone to more than the usual coercive pressures.)

There are further difficulties. Research can be done on healthy persons either to
gain physiological information, to test new drugs, or even to produce illness. Sub-
jects cannot directly benefit from such interventions (albeit they may feel pleased to
have contributed to science or medicine). Such experiments may carry little or con-
siderable risk as well as be associated with much or little inconvenience to the sub-
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ject. On the other hand, research can be done on patients with a particular disease to
learn more about that disease and, perhaps, to help them.

But those are far from being the only variations: research can be done on those
capable of consent or on those in whom consent is impossible (children, the demented,
the insane, the unconscious, those who come to the emergency room in critical con-
dition, etc.). At first blush, experimenting on someone who cannot consent seems
ethically illicit, and allowing someone else to consent to something that cannot help
the person being acted upon seems problematic. Unless, however, experimentation
proceeds with such patients, progress in learning to help such patients grinds to a halt.
Ultimately one must use patients with Alzheimer’s disease to learn more about Alzhe-
imer’s disease, the insane to learn more about insanity, children to better understand
child physiology, and the victims of sudden severe illness to learn more about their
conditions.

In general, experimentation has come to operate under a set of guidelines con-
structed to safeguard subjects and meant to ensure that research follows reasonable
and ethical standards. Research, whenever possible, should first be done on inanimate
models (tissue cultures, computer models, or plants) before being done in animals and
should be done on lower animals before higher. When treating disease in humans,
acceptable research should not deny a group of patients suffering from a dangerous
illness treatment of their disease in order to establish “no-treatment” controls: new
treatment for a disease would have to compare current to new treatment rather than
current to no treatment. When a treatment for an untreatable disease shows a clear
and statistically significant benefit when contrasted to no treatment, the experiment
must be stopped, and the new treatment offered to all suffering from the disease (for
example, when AZT was tested against AIDS and its benefits became clear, the ex-
periment was stopped, and AZT therapy was offered). Unfortunately, pressure by the
contingent from the United States (presumably motivated by the interest of powerful
pharmaceutical companies) has managed to delay this requirement, delaying its in-
clusion into the newest changes in the original Nürnberg code on experimentation.
These periodic changes, called Helsinki agreements, are made by international con-
sent and form international standards. Guidelines for conducting research on prison-
ers, children, and the mentally infirm—on vulnerable subjects, in other words—have
evolved but continue to require revision.43–45

The requirements for conducting ethical research are also quite different when
phase I, II or III studies are involved. Phase I studies involve the first use of a new
modality in a human subject—even when great care is taken, little is known of dos-
age or effect, the chance of benefit is minimal and the risk not inconsiderable. Phase
II studies establish this information and phase III studies further advance the process
to clinical trials—often a multi-center study being involved—which considerably
increases the chance of patient benefit. It is peculiar that most patients are most eager
to participate even in phase I studies hoping that they might be in the “treatment”
instead of in the “control” group—this despite the fact that given the very nature of
an experiment their chance of doing better in the established rather than in the new
type of treatment remains unknown. Were it not so, it would no longer be experimen-
tal but established therapeutic practice.
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It should—but does not always—go without saying that once clear statistical
evidence of one group showing a distinct advantage over another can be demonstrated,
the experiment must be terminated and all patients switched to the most effective form
of treatment. Likewise it should go without saying that statistical criteria for such an
event must be determined by an expert in advance and adhered to: a mere impression
will not do and, in fact, is liable to do more harm than good.

Research, to be acceptable, must be approved by an institutional review board
(IRB). Such IRBs, if they are to function properly, must not only deal with ethical
standards or concern themselves about informed consent but should also at the very
beginning make sure that the experiment is scientifically sound, that it stands a rea-
sonable chance of producing the information sought, and that the experimenter is well
qualified. Unless such preconditions are met, no experiment can be considered to be
ethically sound. All institutions conducting human research are expected to have and
to utilize such IRBs. This is a laudable, yet hardly foolproof, step forward. IRBs are
composed of people. At their best, people are not entirely impervious to political pres-
sures or unmindful of the fact that their colleague whose research they must approve
or not approve today will tomorrow approve or not approve their own. Furthermore,
passage by an IRB does little to solve the quandary in which researchers find them-
selves when they must look out both for a particular patient’s welfare and for the
welfare of their experiment. Inevitably, at times, they are caught between two mutu-
ally exclusive, or at least mutually somewhat contrary, goals.

Inevitably, the relationship between health care professionals and their patients
(or, in the case of experimentation, subjects) is distorted or, at the very least, strained
by research protocols. And yet, if medicine is to advance, research is vitally neces-
sary. Sometimes it is possible to diffuse the problem (for example, by having two
different persons responsible for the treatment, one mainly concerned with the pa-
tient’s welfare and the other conducting the experiment, with the former having veto
power over the latter). Often the best that can be done is to be vigilant, to be aware as
much as possible of one’s own motivation, to be mindful of the problem, and to be
honest in one’s dealings with the subjects of the research. This having been said, it is
curious that so many IRBs in the United States today lack ethicists on their boards!

HEALTH CARE PROFESSIONALS
AS CITIZENS

Men and women must fulfill various roles in life. Each of these roles has constraints,
duties, and obligations peculiar to it. Nevertheless, and fundamentally, all people are
members of a community—“citizens” in the sense of being members bound by social
contract with one another and, therefore, sharing in a different but more universal set
of constraints, duties, and obligations. Beyond this, communities themselves can be
seen as corporate individuals united in a larger world community: the members of
these diverse communities share their common humanity, with all that this entails,



126 Chapter 6

with each other as well as sharing a necessary interest in the peace, prosperity, and
stability of their planet.

A fundamental set of constraints, duties, and obligations common to all persons
as sharing in common humanity underwrites the constraints, duties, and obligations
peculiar to a citizen’s specific role. While clashes between these various interlocking
roles are inevitable (the duty as a citizen to report criminals conflicts with the physi-
cian’s obligation for confidentiality to the patient who is a housebreaker, for example),
it is nevertheless essential to remember that role constraints, duties, and obligations,
developed in a communal setting, are sustained by communal values and are there-
fore informed by communal strictures and expectations. In the last analysis, even the
obligation to confidentiality, which prompts the physician not to report a patient who
is a housebreaker to the police, is the product of communal values, strictures, and
expectations. It is an obligation because the larger community promotes and sanc-
tions such an obligation.

Roles are, in part at least, defined by these constraints, duties, and obligations as
well as by the rights they entail. Although professionals and many other occupational
groups to a large degree define themselves and their roles, the expectations a given
society has of the members of such professional and occupational groups within it
are the necessary setting for such self-definition. Roles and the constraints, duties,
obligations, and rights they entail are ever-changing and dynamic constructs whose
conception and definition at any particular moment in time and within any particular
society reflect an interplay between their own tradition, their view of themselves, and
the expectations societies have.

Expectations do not necessarily (or at times at all) determine what is and what is
not moral.46 We may expect an acquaintance to lend us money, for example, but his
not doing so, although perhaps irksome and even unkind, is not immoral. No moral
duties are entailed by one-sided expectations. But in an evolutionary sense, in the sense
in which roles in society emerged and were affirmed, expectations for one another
are important in determining the morality of an act. When such expectations are in
fact fulfilled—when, let us say, firemen are expected to enter burning buildings and
do so, or physicians are expected to take risks of infection and take such risks—ex-
pectations are confirmed by practice, underwritten by values, and, at times, affirmed
by legal (or at least social) strictures and sanctions. A functional precedent is set.
Communal expectations, legitimized by consistent performance, thus form part of the
matrix of considerations that determines the morality of an action.

Our viewpoint of community determines our viewpoint toward obligations (see
also Chapter 3). Are communities to be viewed as collections of individuals held to-
gether merely by duties of refraining from harm to one another? If, in such commu-
nities, freedom is the absolute condition of morality, and not a value to be adjusted
mindful of other values, communal obligations will be limited to securing absolute
liberty (short of harming each other) for all. The obligations of physicians would then
be purely those stipulated by freely entered upon contract.47 If, on the other hand, we
consider refraining from doing harm to each other to be the necessary but insufficient
condition of community, and if, furthermore, we concede to freedom the standing of
“value” to be cautiously traded and bartered for other goods, then the duties and ob-



127Patients and Society

ligations of community as well as those of its component institutions (including medi-
cine) will emerge in a different light.48

It is easy to demand that “physicians meet their social responsibilities” in the
practice of medicine. No one will seriously doubt that if physicians are to discharge
their obligations adequately, more than merely strictly technical or “medical” func-
tion is entailed. The World Health Organization, in its statement on health, defines
health as “a state of complete physical, mental and social well being and not merely
the absence of disease and infirmity.”49 This definition, while holding out an unat-
tainable ideal goal, nevertheless serves as a point of reference. If, in the context of
this definition, physicians as well as other health care professionals are obliged to care
for the health of their patients, social responsibilities cannot be evaded. On the other
hand, if we subscribe to the narrower definition of health as being merely the absence
of disease, then the obligation of health care professionals, too, is narrower. But even
if we merely accept this narrower definition, we may argue that at the very least the
unavoidable public health, occupational, and social aspects of many diseases will in-
volve the physician in social concerns.

The recognition that diseases have partly social causes is not new. The manner of
life conducive to health that Hippocrates wrote about includes rules for self-care and
diet affordable only by the wealthy leisure class.50 Detailed instructions for those of other
classes tacitly make the point that, even without mentioning the insights into public health,
physicians in ancient times were well aware of the social implications of medicine. The
descriptions of the different diseases afflicting various social classes—gladiators,
slaves working in mines, sailors, etc.—make the same point.

That different occupational groups suffered from different diseases and that,
therefore and at least to that extent, disease is a social construct, was systematized by
Ramazzini in the 17th century.51 In the last century, social activists in medicine pointed
out the intimate association between health and social conditions and, hence, the
physician’s necessary function as social architect. Virchow was not alone in his sen-
timent that the physician should be the “natural attorney for the poor.”52 Among Cen-
tral European physicians, socialism, stemming from social concern for patients, was
not rare. To become, as Lowinger asks physicians to become, “healers of social as
well as individual pathology”53 is a fine sentiment, but it is also a tall order. Neverthe-
less, physicians as well as other health care professionals, if they are truly to discharge
their obligations must, at least to some degree, involve themselves with social issues.
This is an analytic statement if one accepts that health care professionals must at the
very least be concerned with their patient’s health and accepts that social factors in-
variably at least modulate and, at times, directly cause disease.

Organizations such as the AMA or ANA have taken a laudable role in opposing
smoking, working for helmet laws and against permitting public boxing, and have
even, of late, shown an interest in helping to formulate a more equitable health care
system. But such professional organizations have largely failed to speak out against
hunger, poverty, poor education, or ghetto-ization and all that these entail. That is
regrettable, for it is beyond dispute that there is an internationally valid connection
between income level and incidence of (almost every) disease. Likewise, poor edu-
cation, poverty, hunger, racism, and ghetto-ization are intimately connected with
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poverty as well as, independently, with the incidence of poor health. If health care
professionals are truly serious about their responsibility not only to treat disease once
it is established but also to decrease, as far as that is possible, its incidence, their re-
sponsibility to address social issues (and to try to see to it that their organizations
address such issues) seems clear. But when one chastises organizations like the AMA
or ANA one should, first of all, look homeward. The American Society for Bioethics
and Humanities (formed a few years ago by joining together of the Society for Health
and Human Values, the Society for Bioethics Consultation and the American Asso-
ciation of Bioethics as well as the Association for Practical and Professional Ethics
(all of them dedicated to ethics within health-care) have (and in our viewpoint to their
utter shame) consistently up to the time this is being written refused to take a stand—
not only on poverty but even on access to health care. At least other medical societies
have generally taken a stand on these issues!

Physicians and other health care professionals sub-serve roles other than primary
patient care. After all, they teach, work as public health officials, play their part in
industry, and work for insurance companies and in a host of other settings each of
which entails different obligations to different persons or to the corporation itself. The
relationship between a single health care professional and his or her particular pa-
tient has always existed in a context of society, family, and concerned others. But today
this relationship has become more complex. As central as the physician’s obligation
to his or her patient may be, it cannot any longer (if it ever was) be the sole criterion
of action. Nevertheless, the responsibility of most physicians and of many other health
care professionals, directly or indirectly, is involved with the cure of disease. Thus,
physicians and their colleagues in the other health care professions have the primary
obligation to show “due care and personal concern for their patients.”54 In the view of
Jonsen and Jameton, other concerns are not primary and are not to be met at the ex-
pense of direct patient–physician obligations. However, such a view would, one would
think, depend upon the specific role that a physician has in society.

One can, as Childress points out, start with the social and political responsibili-
ties of all citizens one to another and to the community and derive activities of phy-
sicians expressive of these or one can start in the opposite direction and examine those
special roles of physicians that give rise to communal or social responsibilities.55 In
the former view, the obligations as citizen are primary and are modified by the spe-
cial expertise, experience, and role duties of physicians; in the latter view, obliga-
tions to specific patients are central, and communal obligations are a spin-off.

If one starts with the social presumption and derives the physician’s duty from
those of the citizen (specialized and, at times, modified by technical expertise in the
field of medicine), one will conclude that physicians are, inter alia, obligated to strive
for justice in health care. If, on the other hand, one starts with the physician’s charge
of maintaining the personal health of the patient, physicians, because of their special
knowledge and expertise, will be obliged to attend to public health matters within
their purview. Except as citizens, however, they would at first blush seem to have no
special obligation to strive for justice in health care. But even here, if one (1) accepts
that all members of a just community have the obligation to work for and maintain
just institutions; (2) affirms that health care professionals are part of the greater com-
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munity; (3) accepts that to varying degrees all health care professionals are techni-
cally expert in matters dealing with health and disease; and (4) acknowledges that the
kind of health care institutions and the availability of health care ultimately affects
all citizens, one will perforce conclude that health care professionals have an obliga-
tion to work for justice in the availability of medical care for all patients. Whichever
direction the argument takes, whether we start with the duty of physicians as well as
of other health care professionals to patients or with the duties of health care profes-
sionals as citizens, physicians as well as other health care professionals, to varying
degrees and with varying force, have obligations to be concerned with the social pa-
rameters of disease and with social justice.

Furthermore, responsibility in the contemporary world—with its awesome power
of technology to be used for good or evil—has changed. We cannot evade the respon-
sibility that comes with this change—the responsibility to use technology wisely, not
only for the sake of our patients but also for the sake of the future. In a sense, we need
to be able to foretell the future, to re-enunciate norms and standards as substitutes for
the norms and standards left behind by technology. If we fail to do this, the future is
bleak. And yet, as Hans Jonas pointed out, while the rapidity of change in today’s world
has brought about a state of affairs in which our capacity to predict the future and fore-
tell the consequences of our courses of action is increased in one sense, it has signifi-
cantly decreased in another. The better our technological capacity, the more easily should
we be able to predict; but the better and more complicated our technological capacity
and, consequently, the more rapid the changes such capacities bring about, the less can
we truly predict the consequences of a particular action, let alone the consequences of a
large number of actions. Only great care and forethought can preserve our future.56

The obligations of health care professionals to their community, depending upon
the way we derive them, entail at least a few obvious duties: duties to discharge their
professional obligations with competence and fidelity, duties to serve as advisers in
health matters, duties to participate in disaster and other public service, to name but
a few. Like all such duties of positive action, discretion will have to guide individual
performance under specific circumstances, but medicine and the allied professions,
as organized groups, are obliged to see that their roles are properly fulfilled. Or-
ganized medicine and the other organizations that speak for health care profession-
als have the broader responsibility of seeing that communal obligations are met and
to see to it, if need be by sanctions, that individual practitioners fulfill their individual
obligations.

Health care professionals, if they are to concern themselves with matters that
threaten the health of their patients rather than only with alleviating established dis-
ease, are obliged to concern themselves, at least in the context of their particular prac-
tice, with issues of prevention. In a wider sense, however, they are obligated not only
to speak out for such things as sanitary conditions, clean water, safe food, rational
immunization programs, and smoking policies or seat belt laws but likewise to con-
cern themselves with far wider issues. This obligation emerges from the physician’s
citizenship obligation refined through the peculiar technical expertise and knowledge
that physicians, as a result of their training, are expected to possess. Physicians are
thus obligated to concern themselves with issues of hunger, inadequate housing, pov-
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erty, hopelessness, crime, and other social conditions that inevitably threaten health.
Physicians therefore, inevitably and to a greater or lesser extent, cannot evade the
obligation to be social architects (or, at least, advisers to social architects) and, in
Virchow’s words, “attorneys for the poor.”52

Beyond such issues are issues of pollution, war, peace, and overpopulation. Few
things in the modern world threaten the health of our patients as much as such issues.
The ravages visited upon our environment threaten far more than merely the economic
well being of parts of this Earth. They have been shown to be intimately associated
with a large variety of diseases. Overpopulation not only threatens the food supply
for all but also greatly aggravates the social conditions that produce poverty, igno-
rance, illiteracy, and crime. It has become a critical world problem: one that many of
us feel is one of the fundamental (and generally overlooked or glossed over) ethical
issues of the day. Artificial birth control—according to at least some—is morally
problematic. While we most certainly do not share this view and even if one were to
see artificial birth control as an evil, such an evil would clearly be outweighed by the
picture of starving and abandoned children.

Reliable estimates show that only an immediate adherence by the entire world
population to a basically vegetarian diet could manage to feed the Earth’s population
today and that if population growth continues at the present rate even such a course
of action will not feed the entire world population in a few years. Famine, disease,
and ultimately chaos and war must follow. None of us can allow this to happen. Health
care professionals have the expertise to play an active role and, therefore, an obliga-
tion to participate in discussions and to take actions eventually aimed at ameliorating
and finally eliminating the problem of overpopulation.

Beyond this, although less acutely today than a few years ago, the threat of war
on today’s terms is perhaps the ultimate threat to public health. The consequences of
war, not to speak of nuclear war, are consequences that physicians cannot, if they are
to meet their obligations, help but work against. Organizations such as the Interna-
tional Physicians for the Prevention of Nuclear War and Physicians for Social Re-
sponsibility have made an admirable beginning, and the AMA in its Journal has
likewise spoken out against the insanity that impels nations to dance on the edge of
this volcano. Health care professionals will have to rethink their obligations: when
asked, as they were a few years ago, to help “prepare” for nuclear or other war, they
are put before a difficult ethical choice. On the one hand, physicians and other health
care professionals may feel impelled to help in such preparations in order to try to
ameliorate (if that is possible) the effects of such a holocaust. On the other hand, by
helping in such preparations, health care professionals not only give tacit approval
but also help to lull the public into the belief that preparing for nuclear war is, in fact,
a viable alternative.

The public health role of the physician and other health care professionals ex-
tends beyond the reporting of disease and compliance with public health laws. Phy-
sicians, since ancient times, have been obligated to be teachers (the term “doctor,”
after all, is derived from teacher). As such, their obligation extends beyond the tech-
nical application of specific treatment to specific disease. Physicians must teach other
health professionals (and, in turn, be receptive to their teaching), and all health care
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professionals must teach their patients how to live healthy lives. To the extent that
health is threatened by social conditions, health care professionals are obliged to speak
out. Physicians, while primarily obliged by their occupation to deal with immediate
matters of health and disease, cannot in good faith ignore dangerous social conditions.

When values, obligations, and loyalties conflict, the specifics are all-important,
and no ready, pat solutions are at hand. Safeguarding and caring for patients has a
prima facie claim on the physician’s actions and choices. But safeguarding and car-
ing for patients takes place in a context that, furthermore, has played a dominant role
in fashioning our conception of what it is to safeguard and care. It can therefore not
be ignored. Important as principles and rules may be, specific problems will demand
specific choices and actions made by thoughtful, responsible, and compassionate
people, not the blind application of predetermined rules.

PHYSICIANS AND OTHER
HEALTH CARE PROFESSIONALS

Making patients well (or at least making them better) is generally not a task that merely
involves a single patient with a single physician. Other health care professionals are
almost inevitably involved, and the family, furthermore, plays a critical role. Even
when a patient visits a physician’s office for a relatively minor reason, the physician’s
office staff and more than likely some laboratory workers or pharmacists will explic-
itly or tacitly be involved. Relationships among these actors are critical if ethical
medicine is to be practiced.

Ambiguous relationships not only lead to conflicts of obligation but may also
lead to complete fragmentation of loyalties. Physicians and other health care profes-
sionals share in such dilemmas and, in their everyday practice, must strive to come to
terms with them. Dilemmas occur not only when health care professionals must deal
with problems involving themselves and particular patients. Internal dilemmas both
among members of the same professional group (among physicians, for example) and
among such professional groups (between physicians and nurses, for example) are
frequent and detrimental to the mission of the professional. Consultants who find their
recommendations simply ignored while the now shared patient worsens or the nurse
who finds himself or herself torn among duties to the patient, to the physician, to
colleagues, or to the institution are but two examples. Let us remember, as was men-
tioned earlier, that many of these conflicts are mirrored in the internal conflict moral
agents have within themselves when they must adjudicate between the demands and
interests of often very different beliefs and roles they themselves incorporate.

If serving patients’ best interests as well as serving the communities’ best inter-
ests when it comes to health care decisions is part of all health professionals’ duties,
then maintaining a collegial relationship among all who are concerned with health
care is an ethical obligation. Patient care today requires teamwork; it can no longer
be done in isolation. Unless members of a team respect each other’s diverse and com-
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plementary expertise, listen to one another, show solidarity, and work smoothly to-
gether, their common mission suffers. Physicians, nurses, EMTs, social workers, and
many others who form this team each have a somewhat different and yet overlapping
role and different and yet overlapping expertise. They can and should learn from each
other. When ethical problems in patient care are complex, the different worldviews,
roles, skills, and expertise of each of these members of the team may greatly contrib-
ute to finding a tolerable solution.

In the hospital or nursing home a team approach is increasingly important. Dif-
ferent members of the team have different strengths and weaknesses, have undergone
different forms of training, and are capable of helping each other deal with the prob-
lem at hand. They are truly colleagues whose smooth interaction is critical to the
success of their combined mission. Games of rivalry or one-upmanship are ill con-
ceived and ultimately detrimental. While ultimately someone must have the power to
make a specific decision and while that person is ultimately responsible, deciding what
to do is often a team effort in which a fruitful dialogue can result in a consensus. Since
all feel that they have contributed, all will feel more eager to cooperate and work with
each other toward the commonly decided goal by the agreed-upon means.

MANAGED CARE

A variation of this marketplace model can be seen in the proliferation of managed
care. It is obvious that all care is and always has been “managed.” From Hammurabi’s
time (with perhaps the exception of Greece) some sort of licensure and control over
the practice of medicine was maintained. Medical school, residency, licensing, require-
ments for continued medical education or re-certification all are means of manag-
ing care. What is new in “managing” is not the emphasis to ensure the quality of the
medical care offered, but the emphasis to hold down costs and maximize profits.
Holding down costs in and of itself is undeniably important; much rationalization
can and need be done. But holding down costs and maximizing profit are two quite
different matters.

Managed care as it exists today can be “for profit” or “non-profit.” To what ex-
tent “not for profit” managed care is, in fact, “non-profit” in the competitive market-
place in which it exists today is another matter. Theoretically a universalized “not for
profit” system could easily form the backbone of a national health-care system (see
chapter on macro-distribution). As it exists today it is a competitive system in which
the professional and, therefore, the ethical elbow room of health-care professionals has
been sharply curtailed, in which physicians and other health-care professionals spend
countless hours hassling and being hassled by clerks and other non-professional em-
ployees so as to obtain what they consider essential for their patients’ diagnoses, safety,
and comfort. Often this results in either undue delay or in patients not receiving essen-
tial services either because they are denied or because patients (often unfamiliar with
the system and discouraged by interminable delay before they can speak to a “real per-
son”) simply give up. This, known as the “hassle factor” is said to be a well-calcu-
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lated strategy by organizations out to maximize the profit not of health-care provid-
ers or healthcare institutions but of stockholders and highly paid executive officers.

Health-care professionals feel “locked in” by these institutional demands. Often
they are torn between their ancient obligation of doing the best for their patients
and their perceived obligation to their direct employers. The patient is increasingly
seen as the “customer” of a given health-care organization and the health-care pro-
fessional as its employee or representative. Trust, so critical to the patient–physi-
cian relationship, tends—to the extreme regret of both—to be attenuated and finally
lost. Indeed, even when as is often the case physicians go all out of their way to
secure proper treatment—the very suspicion by the patient disrupts the relationship.
Further, time wise, it is impossible for each physician four or five times a day to
hassle with persons who often do not even understand the basics of disease but, rather,
are obliged to rely solely on a predetermined checklist of approved or disapproved
items. Likewise, job satisfaction, so very important to the health-care professional
and so critical to his or her proper function tends to decrease and be lost—early
burnout easily results.

Beyond this a system of ever-increasing co-payments has made a sad joke of the
concept of being “fully insured.” A chronic and severe illness these days can easily
consume between one and two hundred dollars a month, an amount a well-paid per-
son can but a lesser-paid person (who may have to chose between shoes for the chil-
dren and medical care for themselves) cannot afford. As will be mentioned in the
chapter on macro-distribution, Medicare has carried on the fiction of “adequate” health-
care coverage for the elderly for many years.

Under current laws (laws which are apt to change and which have an interpre-
tation of ERISA at their basis) managed care organizations are not legally liable for
malpractice: hospitals are. This, of course, is to say the least disingenuous. When
organizations permit or forbid diagnostic modalities, therapeutic procedures or drugs
(and even try to direct what dosage can be described) they can hardly be said to be
doing other than practicing medicine! Any unlicensed person trying to make such
decision would most likely be charged with practicing medicine without a license.

If healthcare professionals are to practice truly ethical medicine they must have
the elbowroom to do so and, therefore, must take an active part in securing that el-
bowroom. In this they have traditionally failed. This elbowroom is institutional but
ultimately societal—it is difficult, if not indeed nearly impossible, to practice ethical
medicine in the context of an institution not predicated on ethical principles; likewise,
it is nigh onto impossible to establish a just institution in a society that pays only lip
service to justice. Therefore, the obligation of the individual health-care professional
extends beyond the care of the individual patient. By their efforts and through their
organizations healthcare professionals arguably have an obligation to establish an
atmosphere in which ethical practice is possible.

There are, of course, those who defend today’s version of managed care: in gen-
eral they do not include health-care professionals or patients but those who derive
profit. Managed care has done nothing to ease the main problem of the uninsured (in-
deed it has made it worse—there are now an ever increasing number of uninsured as
well as many more under-insured) and it has not (even though it initially did) lowered
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costs. What it appears to have done is to have restricted access by those who need it,
made the practice of ethical medicine infinitely more difficult, decreased quality, in-
creased the problem faced by teaching hospitals and consequently interfered with good
teaching. It has managed to increase profits for those who have invested their money
in such institutions. Often these are insurance companies—it is well known that these
control vast amounts of money and contribute generously to both of the major politi-
cal parties. It is not, at least in its present competitive and for-profit form, a system
that recommends itself or which, in our view, can last.

CAPITATION

In general parlance capitation refers either to a health professional’s being directly
salaried or being paid a contractual amount by an employer. It may be by giving a
stipulated amount “per head” accepted as “patient”—that is, each patient, no matter
how frequently or infrequently seen, is paid for by a lump sum. Until recently such
has been the case for many health care professionals as well as for physicians em-
ployed by government or some charitable organizations, but for physicians in prac-
tice in the United States capitation has only recently become an increasingly frequent
method of reimbursement

Objections—of an ethical as well as practical nature—have been raised against
this practice. Some of these objections are unsubstantiated claims: for example, that
patients “will abuse the system” or that “physicians will lose their initiative to pro-
vide good service.” Other objections have been of a more serious nature; for exam-
ple, it has been shown that the incidence of coronary bypass surgery, cataract surgery
and other procedures falls sharply when capitation is introduced. If that is the case—
and unfortunately several studies have shown it to be the case—then the implications
are indeed ominous: it indicates that either too many unnecessary procedures were
done before (the motive, rather obviously, being greed) or that now too few necessary
procedures are being performed (the motive here also being greed, but the greed of
third party others who then deny any wrong-doing.

The objections raised that patients will abuse the system have not proven to be
true. Even in a fee for service system (as well as managed care or other HMO arrange-
ments) some patients will be persistent visitors—either because they are hopelessly
neurotic, really do have symptoms which, however, defy current explanations or are
simply lonely and find a visit to the physician an important social occasion. None of
these constitute true abuse but may, in fact, require referral or social intervention. And
some—in any system—are unavoidable. In the final analysis however, few of us equate
a visit to the physician with a pleasant afternoon in the park!

That a physician’s or other health care professional’s initiative will diminish with
capitation payments may, on a very few occasion, be true. Few people enter the health
care professions unless they are, at least to a good part, motivated either by scientific
curiosity, a strong desire to help others or by both. Unfortunately as time goes on, as
unnecessary fatigue ensues, and as institutional strictures supervene, this motivation
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often diminishes or is lost. Be that as it may, intolerable circumstances of employ-
ment happen in any system—doing away with capitation is not the solution: making
it fair, equitable and just and giving health care professionals more of a say may well
attenuate, if not indeed, eliminate the problem.

After all is said and done, capitation is merely another instance of a conflict of
interest in which physicians are, in our view, obliged and well served not only to at-
tend to individual patients but to take some joint obligation for helping to create a
fair system for all.

HEALTH PROFESSIONALS
AND STRIKES

Often it is suggested that it is ethically improper for health professionals to resort to
strikes.57 Such a claim has been made especially with regard to physicians. Physicians,
it is said, hold the lives of their patients in their hands and, thus, to strike would be
equivalent to abdicating their professional responsibility. And, in a time when physi-
cians used to “set their own fees” and their responsibility was directly and solely to
their patients, such a claim may have had considerably more standing. However, in-
creasingly physicians are either employed or involved in contractual arrangements
with HMOs, MCOs, etc. As a result, physicians are now commonly treated like work-
ers in other industries. Increasingly, the new obligations these contractual arrange-
ments entail may come into direct conflict with—and even threaten to re-define—that
traditional fiduciary patient–physician relationship.

Thus, there is a rather severe ethical problem when it comes to strikes by physi-
cians: on the one hand, physicians are still supposed to be committed to their patients’
good; on the other hand, they are expected to behave like good employees. Unfortu-
nately, in the latter, both the good of patients and physicians (not only ethical stand-
ards of practice, but actual working conditions) may be threatened by the demands of
the organization. However, the ability to participate in setting one’s own conditions
of work is one of the things that distinguish free human beings from slaves.58 Wage
slavery may be as real as actual slavery insofar as the worker has little choice but to
accept what is offered or starve. To give up the ability to strike—even if only as a last
resort—makes one no more than the passive tool of another’s interest.57 Unfortunately,
this conflict is readily and, we would argue, knowingly, exploited today by many
managed care organizations.

Besides, there are workers as important to the public’s health as are health care
professionals. The result of a strike of garbage collectors or fire and police personnel
would have far more devastating effects. Teachers striking—while the effect may not
be as immediate—may, in the long turn, be equally disastrous. True, physicians are
bound by an oath that workers in these other enterprises are not (this was pointed out
to me by Dr. Faith Fitzgerald). But such an oath cannot be such that it sells persons
into slavery!
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Physicians, beyond this, are not predominantly engaged in life-saving activities.
Much of what they do today is caring for chronic illness, immunizing patients and a
variety of other things that can usually be safely delayed some days or even weeks. Other
activities—and unfortunately increasingly more—are concerned with administrative and
clerical duties: filling out forms, arguing with representatives of HMO’s or MCO’s, etc.
A collective choice to simply care for patients but refusing to fill out forms, etc. may
go a long was to bringing MCO’s around—one cannot, after all, fire all physicians.

Striking may also be done for a large variety and, more often than not, intertwined
reasons—some to benefit patients who suffer more and more under the rules and regu-
lations MCO’s and HMO’s may see fit to institute. Some may be done because work-
loads have become so excessive as to preclude safe and good patient care—certainly
something, which ultimately benefits patients. And some may indeed be done because
the health-professionals pay and benefits have been reduced to a level felt to be un-
just and not commensurate with their training or workload. There is no question that
many physicians in the past were grossly overpaid and that, especially in some
specialties, they still may be today. But this is becoming a lesser concern, especially
in primary care fields, and, indeed, often the obverse is the case. Strikes are effective
only if they bring inconvenience or discomfort to someone in a position to change
matters. That may be the government, a health care institution, an HMO or MCO or,
regrettably, the public and, ultimately, the patient who, in turn, will bring pressure on
the employing institution.

Strikes can be incremental. The obvious rule not to abandon patients whose lives
would be seriously jeopardized need not be argued for—it is too obvious. But strikes
may start by stopping to do administrative duties thus causing considerable chaos;
they can be continued by stopping to do non-essential other duties thus causing some
discomfort but no immediate danger; and they can finally leave only a skeleton crew
to take care of threatened lives. Ruling out strikes altogether seriously risks making
of physicians and other health care workers mere slaves—and, even more, plays into
the hands of worsening the conditions that caused the problem in the first place.

HEALTH PROFESSIONALS
AND THEIR LIVES

All health professionals besides being professionals have personal lives and individual
interests. They are, no less than bakers or candlestick makers, human beings. Espe-
cially when it comes to dealing with such deeply human issues as birth, death, and
illness, those involved must not allow their humanity to atrophy. Few things can be
more destructive to humanity and humane function than are overtiredness, lack of sleep,
or the continuous and virtually obsessive occupation with only one topic. To be a good
doctor (or nurse, social worker, psychologist, or technician) requires far more than
merely technical expertise in one’s field. Technical expertise is the necessary but far
from sufficient condition of ethical medical function. When physicians allow them-
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selves to work 12 or 14 hours a day virtually 7 days a week and in their “spare time”
peruse only medical journals, their humanity atrophies and they become automatons
of health care—and bad ones at that! When physicians are overtired, harassed, and
sleep-deprived, the patient becomes the “enemy:” the person who keeps them from rest,
sleep, or relaxation and who, like any other slave driver, controls their every moment. If
health care professionals are to be truly human (and if they are to be the good health
care professionals they must be), they must arrange their schedule to allow time for their
personal lives and interests. They have obligations (and can have great joy) from their
family, their friends, their cats, and their dogs; they have personal needs. Reading good
books, listening to good music, and walking in the woods ultimately make a person a
better health care professional and subtly but surely enhance ethical function. None of
these activities—since they are essential to the proper function of health care profes-
sionals—should be looked upon as “non-medical.” In the beginning of this century one
of the great social reformers (an anatomist at the University of Vienna) made the com-
ment that only a good person could be a good doctor. This is a tall order. If physicians
are, above all, expected to keep on the cutting edge of their field and are expected to
have enough leisure to have a fulfilling family and an intellectual life of their own they
above all need time. We end where we start: any medical system that we may construct
needs to consider such factors and allow for them.

SUMMARY

The practice of medicine is a social task in which patient and healer must respect each
other’s personal morality and moral agency. The vastly greater power (real or per-
ceived) of the health-care provider and specifically of the physician puts the burden
of this fiduciary relationship largely (but not solely) on the shoulders of the health-
care provider. While health-care providers cannot—and act ethically—impose their
own personal morality on the patient neither can the patient ask physicians to violate
their own personal morality. Physicians and other health-care providers cannot sim-
ply follow the dictates of their particular HMO, MCO or the rules promulgated by the
government (and may, in fact, be faced with quite unpleasant choices) and blame “the
system.” They carry a heavy responsibility in trying to resist dictates deemed harmful
to their patient. Above all they carry not simply the responsibility of accommodating
themselves or resisting a system someone else builds for them but of playing their
proper part in building a system which is equitable to all members of the community
and flexible enough to change as do circumstances.
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Genetics and Ethics

INTRODUCTION

Good ethics starts with good facts—so let us first briefly review the following “facts”
which are accepted today but may very well prove to be no longer quite so true to-
morrow.1 Many of our fears of dealing with genetics are fears grounded in a substan-
tial lack of facts—our understanding of genetics and the role played by such facts in
shaping individuals is, at best, in its infancy. Our fears as well as our hopes are, there-
fore, largely speculative and can assume an almost science fiction type of complex-
ion. This does not mean that the problems of genetics and genetic changes should be
ignored—on the contrary: it means that with our profound lack of knowledge, under-
standing and, therefore, capacity to make meaningful predictions, the danger of pre-
cipitous, perhaps irreversible and possibly disastrous action escalates and our caution
should, likewise, greatly increase. Above all it means that we must, we think, lengthen
the time between “knowing something” (whether right or wrong) and using that knowl-
edge to develop a technology that is then often immediately and widely applied. The
space between each of these steps has to be widened sufficiently so that enough time
for serious deliberation (and perhaps further experimentation) is available. Above all
we need time to think—and unfortunately we are a society that has little value for
thinking and an inordinate value for doing. We as a human species, and especially we
as a western society, are not a patient people—things must be done at once, reaction
must be immediate. This—socially, politically and scientifically—has not rarely led
to most undesirable results. In genetics these results could not only be unfortunate
but irreversible and disastrous.

All organisms transmit “themselves” to their offspring, in part by means of ge-
netic materials, in part by the way the social setting into which they are born or in
which they are raised shapes them. We must be quite clear at the outset: We are not
saying that this genetic material in and of itself determines what we will be. Nor do
we separate the “intellectual” from the “physical.” What we are saying is that our
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genetic heritage determines the limits of our possibilities, which social factors then
serve to flesh out. We can nurture our capabilities and maximize them, but we cannot
exceed them (at least not yet) In understanding and learning to deal with genetic trans-
mission, we may also learn how we can “push the envelope” and, given a specific
genotype, alter it.

The way we transmit our biological selves to our offspring is (at least in part and
at least as far as our knowledge permits us to say today) by “chromosomes,” the number
of which are specific to a given species. Homo sapiens happens to have 46—two that
determine sex and 44 that determine other characteristics (some, but few, characteris-
tics are “sex-linked”—that is, carried on one of the sex chromosomes). As far as we
know the “chromosomes” are the carriers of heredity, albeit that extra-chromosomal
factors are increasingly thought to play a large and as yet poorly understood part in
fashioning who and what we actually are. Each “somatic” (or body) cell carries a full
complement of two chromosomes (“diploid”) and each egg or sperm carries half that
number (“haploid”). At fertilization the chromosomes from each of the haploid cells
meet, interact and, if circumstances are right, the development of a new organism
ensues. In the process parts of one gene may move to another gene and that in turn to
the donor gene. This process of crossover is one of the factors that serves to develop
new characteristics. Needless to say, the change may be negative as well as positive
and often will, when strongly negative, eliminate itself through natural selection

Chromosomes, in turn, are composed of genes that are made up by DNA and are
located in the nucleus of the cell. Changes in the DNA structure (by mutation or oth-
erwise) may range from a profound effect to little or no effect on the ultimate pheno-
or genotype. The nature of this DNA and the way that it is transcribed (that is, trans-
lated into functional units) with the help of substances outside the cellular nucleus
determine our genetic make-up. Besides the identified genes which are known to play
a role, there is a vast amount of what has been called “junk DNA” which at this stage
of our knowledge serves no known function but which may well prove to have a far
more important role than we assign to it today. The language here is interesting: we
do not know what it is and, therefore, label it as “junk” when, indeed, this “junk”
may be playing a crucial role. Despite having unraveled the human “genome” we have
just begun to scratch the surface of our knowledge in this field—and it is a very small
scratch indeed. The involvement of the mitochondria (so crucial in converting food
stuff to energy) in genetic transmission is but incompletely and poorly understood
and may play a vital role in the process of forming a new organism. We know too lit-
tle—and perhaps we know what we know too soon. One of the facts—and good ethics
must begin with good facts—which we do know is the fact that we know very little
indeed, that what we think we “know” may easily prove to be wrong and that we have
barely begun to scratch the surface. We do not like to admit this, but as a species we
are young, immature, profoundly ignorant and, unbelievably willful…a dangerous
combination.

Each chromosome has a central portion (the “centromere”) that carries the genes
and terminal portions called telomeres. As cells divide, telomeres shorten until at a
certain length cells no longer divide and death ensues. There are some cells that are
“immortal”—so-called because in them such shortening does not occur. This is true
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of germ cells, cancer cells and the cells of some lower organisms like amoebae. An
enzyme called telomerase prevents shortening. It has been possible to use this enzyme
to lengthen previously shortened telomeres.2 The possibilities and the biological as
well as social and ethical problems associated with this are obvious.

Our genetic make-up determines what is called our “genotype”—the way this is
expressed (the way we as individuals actually are) is referred to as “phenotype.”
Genotype determines the range of the possible in which environmental and other fac-
tors then determine what we are actually like. For example, we may have a gene for
tallness but whether we actually reach our potential height will depend upon envi-
ronmental—i.e., nutritional, environmental and social—factors. The same can be said
for intelligence or any other trait. Genetics does not determine what or how we will
be, but it does set the range of the possible that our environmental influences within
these limits can nurture, neglect or suppress. The argument of “nurture” vs. “nature”
then is probably vapid since both are needed to produce an individual and his or her
talents and character. Social circumstances can maximize or minimize the phenotypic
expression or our genetic predisposition. Changing the genetic make-up within a so-
matic cell so as to change an organism’s phenotype is a far different thing from chang-
ing the genetic make-up of a reproductive cell and thus changing genotype: changing
phenotype affects a particular individual; changing genotype affects subsequent gen-
erations. Furthermore changing genotype may change the way we reason about and
therefore understand and are willing to deal with change.

Once the fertilized egg develops it undergoes profound changes. In the very
beginning cell division produces a clump of undifferentiated cells (a blastocoel) called
“omnipotent stem cells”—these, depending upon external forces acting upon them,
can develop into any of the three basic tissues: ectoderm, endoderm and mesoderm.
Omnipotent stem cells can develop into any tissue (including malignant tissue), or-
gan or whole organism. Which occurs depends upon substances (most of which are
ill defined and poorly understood) and circumstances (equally ill defined) that it en-
counters or may encounter. At our current stage of knowledge (or vastly better said
ignorance) we are able to program some of these cells so as to become specific tis-
sues. Such tissues have the great advantage of not being subject to rejection mecha-
nisms as they would be in organ transplants from whole organisms. Likewise they
may have disadvantages that we had never expected or considered—tumour forma-
tion, for example.

Omnipotent stem cells in turn produce pluripotent stem cells that have a narrower
set of options—they cannot develop into whole organisms and can develop only into
a narrower range of tissues. In turn such tissues contain multipotent and even more
differentiated stem cells. Their range of being developed into tissues is even narrower.

It seems possible in the laboratory to “reprogram” pluripotent cells “back” to
being omnipotent. But this solves few of the ethical questions and possibly raises some
serious biological problems. Once such cells are again omnipotent they again have
the potential for being whole human (or other) beings. We have, in other words, gone
back to square one.

We have had the ability to determine sex (by ultrasound as well as amniocente-
sis) and, therefore, the potential (and in some cultures the actualized) ability to abort
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embryos of the “wrong” sex. The ethical questions this raises are profound and the
cultural and social implications enormous. We in the West would condemn the prac-
tice of aborting the sex we do not want—such as happens in some developing coun-
tries in whom females are not desired. Ethically there is no question that this practice
constitutes a prima facie example of gross sexism—but before condemning it “out of
hand,” one should be careful in examining the reason for such practice.

We have had the ability for some time to predict certain disabilities by sampling
either amniotic fluid or some of the chorionic tissue itself. Likewise (and this is not
directly related to genetic prediction) we have been able by ultrasound examination
to foretell certain anomalies. This ability of course has brought with it the ethical
question of what should, if anything, be done about such states. One could proceed
with the pregnancy, terminate it or in some instances perform intrauterine operative
procedures to try and correct it surgically. All of these options raise troubling ethical
questions and have done so for some time. (See later in this chapter as well as the
chapter on beginning of life issues.)

Our ability to predict an increased likelihood of developing certain diseases
imposes some profound ethical questions and raises some very practical problems for
patients, genetic counselors, physicians and ultimately the community. We are now
able to define certain individuals with a greater propensity towards developing cer-
tain diseases—some amenable to prevention by proper measures beforehand, some
amenable to cure and some, at least today, beyond prophylaxis, cure or even amelio-
ration. All of this raises profound and different ethical questions that concern not only
genetic counselors but also physicians in their respective fields.

The last decade has seen an explosion not only in what we know about genetics
but also in our ability to use that knowledge to predict the presence or absence of certain
“diseases” (or our potential towards developing them) in adults as well as embryos
and to manipulate genetic structure. We have been able to clone beings—essentially
to produce an animal (or plant) genetically “exactly” as the one from which a cell
nucleus was taken. This is by no means absolutely true: the environment in which the
being develops (be it uterine or artificial) likewise plays an important role. Not all
animals cloned from a single cloning will even look the same: even their position in the
uterus seems to affect things like the presence or absence of certain changes in their
skin or fur. And although the animal may be “just like the one from which it was cloned”
it will not be the same animal: its milieu, its life experiences and its social setting may
be subtly or radically different. All of these factors are jointly responsible for creating a
new individual many of whose characteristics may be similar but which is in no way
“the same” as the cell from which it was cloned. The idea of producing another Beethoven
or Hitler (or of extending “one’s own life” eternally) is a gross misunderstanding of
how individual beings are produced, develop and eventually turn out to be self-aware
beings who not only are alive but who also develop and have a life.

Furthermore we have for some time been able to take a given gene and intro-
duce it into an organism which does not have such a gene naturally. The introduction
of a gene that causes bacteria (E. coli in this instance) to produce insulin is an exam-
ple. But while few would argue against producing insulin this way, the potential ethi-
cal problem of producing new plant or animal species is formidable.
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The use of stem cells (omnipotent, multipotent and pluripotent) has opened great
opportunities and, not unexpectedly, raised profound ethical questions. Omnipotent
stem cells, using proper environmental conditions, can be directed towards becom-
ing a specific tissue or organ or if in utero may develop into a whole new organism.
The use of placental blood to extract haematological stem cells has been proven to be
of great medical value and has been commercially severely and (in our view) shame-
fully exploited. The use of omnipotent stem cells derived from blastocoels or from
aborted early fetal cells has been a subject of intense ethical scrutiny and often of
acrimonious debate. And it has likewise raised commercial interest and has begun to
be exploited.

The term “cloning” has been used loosely and to indicate many things. To most
in the scientific community the term denotes asexually reproducing an identical copy
of an original. This does not indicate an identical copy of an individual being but may
just as well mean producing identical tissue of any kind. To discuss the ethical issues
we must be sure to be very precise as to what it is we are talking about.

When all is said and done what we know today is rudimentary. Our knowledge
and understanding of the tenuous “facts” we have discovered has been prodigious but
above all it has pointed at two things: first, at the tremendous amount of information
that we do not know and which is crucial to even begin to speculate about many of
these issues; secondly that what we are dealing with has destructive potential beyond
our most dismal understanding. We are like three-year olds let lose to play in a chem-
ists shop or in a gun depository. If good ethics begins with good facts—and we would
doubt that many would dispute this—then we simply lack sufficient facts to make
judgments concerning many of the issues which genetics presents.

THE IMPORTANCE OF LANGUAGE

The language we use in many respects determines how we think about a question and
what we will ultimately do. Unless we have clear definitions, decisions or discussions
about anything become not only difficult but, indeed, impossible. A definition must
not necessarily be “correct”—but for the sake of a particular discussion all must agree
upon the meaning of a given word or phrase. We need not agree that the definition of
a particular word is correct—only that we all understand what, for the sake of that
discussion, we mean by a given word. If we do not share a clear definition, rational
discussion becomes impossible.

In genetics, as elsewhere, the question of what is and what is not considered to
be “normal,” and what is and what is not to be considered “disease” are critical. Nor-
malcy or abnormalcy demands a standard of reference that is socially determined.
Virtually all characteristics (be they laboratory findings or physical characteristics)
have a “range of normal” which, in general, follows a Gaussian (bell-shaped) curve.
Average is not necessarily normal and something that is not average is decidedly not
necessarily abnormal. Determining what is a normal blood value, for example, is done
by taking a requisite number of supposedly healthy persons (which in itself requires
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a prior determination as to what shall count as “healthy” and how many subjects must
be examined)), measuring the particular thing to be determined and then discarding
the upper and lower 5% of values. Thus, if the values in the supposedly healthy per-
sons selected randomly ranged from 55 to 105, “normal” would be considered any-
thing falling within the range of 60 to 100. That, however, does not mean that persons
falling outside that range are “diseased”—and it most assuredly does not mean that
all persons falling within that range are “healthy.”

What is considered disease, what is considered to be sin, what is held to be a
crime and what is considered to be a matter of indifference are socially determined.3

Such definitions are subject to being used for social and political purposes and may
have far reaching consequences. The language of “disease” must therefore be applied
with extreme caution (see also Chapter 6). When we too prematurely or without due
consideration label something a “disease” dealing with it falls within the province of
medicine—it tends to give to medicine power that is not becoming to it, and a re-
sponsibility which is not really medicine’s to discharge. Physicians are not social
engineers. However, because health-care professionals are also citizens, they are not
only entitled but in our view are obligated to participate in the dialogue. They must
inform the public and their decision makers, as citizens who also happen to be ex-
perts in health-care. They are obligated not only to supply “facts” about health and
disease in general but likewise are obligated to advise. Health-care professionals thus
legitimately play a critical role in the public dialogue.

The same sort of language barrier comes up with terms such as “disabled,” “de-
fective,” etc. Such terms carry a baggage of meaning which conditions our attitudes
and responses. To be labeled as “disabled” is, in truth, meaningless: persons who wear
glasses or use a crutch are “disabled” as are people with Trisomy 13 or 18. But their
disabilities are radically different and the ethical questions are (one would hope) like-
wise radically different. We are not willing to consider—as unfortunately some of
the more radical “disabled” organizations would have us do—throwing all such dis-
abilities into one pot. Nor are we willing, from the outset, to consider “disabilities” as
anything that is less than ideal function. The peculiar argument advanced by some of
the more radical organizations of the disabled, (that a “disability” is really an advan-
tage) clashes with the very word (“dis”ability) itself; the argument that members of
a given disability group merely constitute a different “culture” we find completely
unconvincing. That does not by any means mean that persons with disabilities should
enjoy lesser rights (commensurate with their abilities) nor that the community is
not obligated to do all it can to protect the disabled and to try to compensate for
their deficiencies so that they can lead lives as full and complete as others. They did
not ask but were born into our community, are, therefore, members of it and de-
serve the help necessary to give them, within the limits provided by their specific
disability, a decent and fruitful life. How we treat the weak, the disabled and the
powerless among us is a good measure of our civilization and proper attention to
and representation of such persons is a powerful contributor to our solidarity as a
civilized community.

In speaking of genetic defects or of disabilities the question of the “quality of
life” comes up—as it does in so many other instances in ethics. Here we again want
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to re-iterate: the quality a life has can be assessed only by the entity whose life it is.
We can, in more general terms, say that something (pain, paralysis, blindness) ham-
pers optimal quality—but we cannot know what this means for a specific individual.
We can, perhaps and with good reason, claim that persons who are permanently veg-
etative and who lack even an inkling of self-awareness are, by definition, unable to
have “quality” at all and that, indeed, quality is a term misapplied to people unable to
experience. But when a flicker of self-awareness is present and a patient may be said
to have feelings and interests the matter cannot be that easily settled.

LENGTHENING TELOMERES

Using telomerase in some way so as either to lengthen or retard shrinkage of existing
telomeres offers obvious social, political and ethical problems. It seems likely that if
one were to lengthen (or to retard shrinkage) of telomeres, our life span would be
enormously increased, as, in all probability, would our functional capacity. The dis-
tinction is critical: to lengthen being alive without at the same time maintaining the
capacity to have a useful life is a quite different matter than prolonging a life which
is or can be useful and enjoyable. Being able to manipulate telomeres does not seem
to be a pipe dream but something that seems likely to happen and something that we
should anticipate and prepare for. If left to private enterprise it is likely to be a modal-
ity available to those who are well off and out of reach for others. We shall argue that
the equitable distribution of medicine is ethically mandatory—others may argue oth-
erwise but it is a discussion that must be held prior to abandoning medical care to
private profit.

In the problem of lengthening (or retarding the shrinkage) of telomeres there are
various positions one can take. First of all, one can take the position that this ought
not be done and base that judgment on some form of argument which claims that we,
as humans, do not have the right to interfere with God’s plans (as though, if there
were a God, a mere human could do that!). Secondly, one can argue that such an in-
crease in elderly people would have a severe adverse effect on society for a number
of social as well as economic reasons. Thirdly, one can embrace the idea and worry
about its effects when they arise—a way of going about things that we certainly could
not endorse. And fourthly, we could accept such a prolonged life span as something
desirable, examine the anticipated problems carefully and try to deal with them be-
forehand.

A longer life span in which physical and especially intellectual function can be
maintained has certain personal and possibly certain social and societal advantages
as well. As our knowledge increases, as there is more to be learned and more to be
known, training individuals takes longer and at the present time their time to actively
contribute to the community is shortened. Retirement age 65—and in parts of the world
this is mandatory—may not under such conditions be appropriate for all occupations.
It may not be appropriate to throw coal miners—who spend a much longer time work-
ing before they reach 65 and who work physically much harder than do intellectual
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workers—into the same kettle as we do University professors or other intellectual or
desk workers. What is an appropriate retirement age for one may be quite inappropri-
ate to another. Furthermore, people in intellectual activities often reach their peak at
the very age at which we (even today and without lengthening telomeres) force them
to retire. This is wasteful to the community and in many cases not welcomed by the
individual involved. Should we ever be in a position to lengthen useful life span it
would be well to plan ahead. Such planning might very well and very profitably en-
tail training in some new field and having another career that is, furthermore, enriched
by the experience gained in the first.

These considerations likewise are not unimportant today. It may very well be
that retirement age should be differentially set and depend less on age than on each
individual person’s function and capacity. Elderly people—especially in the US—
tend to be thrown on the slagheap, feel no longer socially useful or responsible for
anything and in consequence go downhill rapidly. (See Chapter 11.) They are, conse-
quently, lost to themselves as well as to society.

EXPERIMENTING WITH AND
TRANSPLANTING FETAL TISSUE

Some conditions can be treated (at least ameliorated) by the use of fetal tissues. Fetal
tissues are far less apt to be rejected and are, therefore, often particularly suitable for
transplantation. There seems little doubt that more and more conditions are, at least
potentially, treatable by the use of such tissues. There are, of course, two questions
here: the ethical propriety of using fetal tissue for experimentation, and, ultimately,
the propriety of using such tissues for the treatment of patients. If we decide that us-
ing such tissues therapeutically is ethically impermissible, then, it logically follows
that experimenting is likewise impermissible.

Since fetal tissues are obtained by abortion—and although spontaneously aborted
fetuses are generally not suitable and not present in adequate numbers—much of the
debate hinges on one’s attitude toward abortion (see Chapter 10). Those who oppose
abortion are generally apt to oppose experimentation with and transplantation of fe-
tal tissue. This is not necessarily the case, however. Even those who feel that abortion
is ethically impermissible may argue that it is better to at least obtain some benefit
from an actualized evil than to discard any possible good that might come from it.
Such an argument is a largely utilitarian one. The question here is analogous to the
question of using data from the Nazi, from the Japanese Unit 731 or from the Tuskegee
experiments. Persons who have no moral qualms about abortion are unlikely to op-
pose experimenting with or utilizing aborted tissues.

As long as abortion is a legally permissible and ethically generally accepted
procedure, arguments against using the tissue of such fetuses are somewhat feeble.
The question is firstly one of informed consent (can a mother who has purposely
discarded her fetus consent in its behalf—which implies acting in its best interest?)
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and, secondly, one of how such tissues are to be made available. Again, we are
left with our own metaphysical attitude toward the fetus: can a young fetus (and
a dead fetus at that) be said to have “an interest”? When all is said and done, al-
lowing the mother to make such a decision is not altogether good (for in an in-
duced abortion the mother does not generally—albeit she may have the fetus’ best
interest at heart—but it may well be the best of a number of other, more objection-
able alternatives.

The fear that women may purposely become pregnant so as to utilize their tis-
sues has two versions. In the first, pregnancy and abortion occur so as to sell fetal
tissue; in the second, pregnancy and abortion occur so as to benefit oneself or a loved
one (consider, for example, a young lady with diabetes and early renal damage who
grows her own pancreatic tissue, or one who grows fetal tissue so as to have a father,
disabled by Parkinson’s, treated). What is needed is not either to forbid the procedure
outright or to allow it to go on uncontrolled; what is needed is communal delibera-
tion and action so as to formulate reasonable laws that are respectful of cultural dif-
ferences and that would guard against tissue and organ sales. On a practical level it
would be hard to convince a severe diabetic whose progressive renal deterioration
might well be salvaged by the use of fetal tissue not to grow her own tissue to cure
her disease or to dissuade someone from growing fetal cells to save a loved one from
living and dying with a horrible disease.

GENETIC MANIPULATION

There has been great hesitancy to allow the development of procedures that could allow
genetic manipulation. Many have felt that when man enters the area in which he “cre-
ates himself,” he fulfills the biblical prediction of the devil. “Creating oneself” has
an interesting history: in original Hebraic law the prohibition against the making of
graven images of living things, for example, appears to denote that man should not
assume the position of creating life. Others have felt that even the first step (under-
standing our genome, for example) inevitably will lead down a road that must end up
with the attempt to “improve” the race in the service of some theoretical image of
what the perfect human being should be.

We must differentiate clearly among several issues:

1. Experimenting so as to develop an understanding of the human
genome.

2. Genetic manipulation of lower forms that will enable us to use
them for general benefit: for example, producing colonies of E.
coli that produce insulin or colonies of mice (not quite the same
thing since mice do have feelings and can suffer) that can be infected
with the HIV virus.

3. Genetic manipulation of nonhuman higher animals so as to create,
for example, particularly productive cows or hens.
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4. Genetic manipulation in humans. Genetic manipulation in humans
must be subdivided into manipulation that affects merely the
somatoplasm (which changes the way a particular person is—say,
by correcting the genetic defect of a disease in that individual only)
and manipulation that affects the germ plasm thus producing
changes down the generations. In the latter instance, one must
further distinguish between a manipulation meant to eliminate a
disease (realizing that what is and what is not disease is inevitably
a social construct) and a manipulation intended to change a trait
like skin or hair color, height, or some other “non-pathological”
(again a social definition) attribute.

Unless one were to appeal to some metaphysical “sacredness” of genes (which on a
secular basis is hard to do), throwing all the ethical problems genetics presents into
one pot seems indefensible. Although there have been ethical objections raised against
the genome project (objections that essentially make a slippery slope or “one thing
will lead to another” type of argument), understanding the human genome is merely
another step along the road of understanding our environment. And (pace Professor
Jonas!) it is difficult to argue how a species of knowledge can, by itself and without
its use necessarily following, be bad purely in itself: that is, by existing.4 There may
be some species of knowledge so dangerous that one ought not to pursue them: the
search for an extremely virulent, totally anti-microbial-resistant microorganism or the
production of an explosive device that could destroy the earth can be argued to be
examples of “knowledge bad in itself.” But even here it is not the knowledge but the
fact that the use or potential use of that knowledge can only have destructive conse-
quences. The fact that control is never certain is what makes it so very potentially
destructive and dangerous. A better understanding of our genetic heritage hardly falls
into the same category.

It is difficult to argue against genetically manipulating lower organisms such as
bacteria so that they can produce abundant materials critically needed by higher hu-
man or nonhuman animals. Moreover, as long as animal experimentation (rigorously
controlled) is deemed ethically permissible, it is difficult to argue against genetically
manipulating an organism like a mouse so that it can be used in truly vital experi-
ments. Likewise genetic manipulation to produce more productive cows or hens can
be argued against only by invoking a species of argument that rests on the claim that
one must not manipulate natural process or selection. An argument of this sort is dif-
ficult to maintain when we artificially inseminate or otherwise manipulate the pro-
duction of the type of farm animal we desire, or when we treat diabetes or when we
make it possible for previously sterile persons to have children.

Unless, for reasons similar to those of Professor Jonas4 (see Chapter 2), one
were to argue that such knowledge and its use makes us, in a sense, too God-like
and that it gives us powers we ought not to have (for on the one hand reasons akin
to the slippery slope and on the other hand reasons that are far more mystical), it is
difficult to argue against any and all sorts of genetic manipulation or the gathering
of precise genetic information. Being too God-like as an argument is, in and of it-
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self, problematic. Every time we treat pneumonia, choose the temperature of our
room by setting the thermostat, build a building, or do coronary bypass surgery we
“play God:” we manipulate nature so as to make it serve us and our purpose. All
higher animals survive only by manipulating nature. In that sense, they “play God”
and since doing so must be done within the framework of biological and material
possibility, it is difficult to argue that, in a sense, doing so is not, in fact, “natural.”
The question is not whether we may “play God” or manipulate nature (for we have
no choice but to do so). Rather, the question is what the legitimate limits of doing
so are—and why. The probity of genetic manipulation in humans depends, rather,
on its extent and purpose.

Genetic manipulation may merely affect the somatoplasm (those cells which are
not concerned with the next generation but with the individual in whom these changes
are made) of an individual: such a change affects only the individual treated and does
not affect future generations. Changing an inherited gene so that the patient no longer
has a severe disease would be one example. Of course, as we have said previously,
what is considered a disease is a socially determined fact and, therefore, one could
conceivably define all sorts of things as “disease” that we would have a hard time
accepting. However, that goes equally much for non-genetic treatment. Changes that
affect merely the somatoplasm and that are used to treat “disease” should be viewed
largely as just another form of therapy. Arguments against using this type of therapy
in some respects are reminiscent of the early objections to organ transplantation or, at
times, the creation of an artificial heart. There is inevitably a supra-rational and even
mystical component in such an argument.

Manipulations that affect the germ plasm produce changes in subsequent off-
spring. Such manipulations change not only the treated individuals themselves but
also all individuals who subsequently share their genes. Such changes may be far more
ominous: the possibility of changing a whole race and eventually changing humanity
itself is no longer a mere fantasy of science fiction. And yet it is difficult to argue that
if one could eliminate sickle cell anemia, Tay–Sachs disease, or Huntington’s chorea,
humanity would not be better off for it. Here, however, the slope has become consid-
erably more slippery, and “more sand” needs to be put down: that is, the community
must carefully define what constitutes misuse, and sufficient legal hedges against such
misuse must be constructed. It is likely that at some point a community will find that
the slope is too slippery and that an arbitrary barrier needs to be erected.

Changing human traits and engineering people so that someone’s or some par-
ticular society’s vision of what the perfect human should be is quite another matter. It
is so because it favors and in a sense forces a racially or socially idiosyncratic vision
of humans that many within such a society as well as most outside such a society
would reject. Therefore, this type of manipulation is ultimately divisive. In that it
shatters solidarity (national, and at least equally importantly, the solidarity so neces-
sary for world survival) it ultimately threatens the survival of all. Such an argument
does not speak against exploring the human genome or trying to better understand
genetic process. In our view when fundamental changes are actually contemplated
is the time that barriers and strictest regulation to the point of downright prohibi-
tion are in order.
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There are many other and perhaps far more profound ethical problems than the
use of stem cells or genetic counseling associated with the use of our expanding knowl-
edge of genetics—our capacity to affect changes not only in existing individuals but
in affecting individuals far into the future as well as in modifying existing or even
creating new species, thereby affecting the course of natural evolution. The ability to
do this has imposed a heavy ethical burden. Once made, such decisions may not be
reversible. And as matters stand now we truly do not have the foggiest notion of what
we are doing or what consequences our actions might have.

The fundamental question of what we consider to be “health,” “disease,” “nor-
mal” or “abnormal” has been discussed elsewhere (see Chapters 2 and 6)—our ten-
dency throughout history has been to call those things we do not like “illness.” Once
we start down this road there is little to stop a bloodless, aesthetically inoffensive and
virtually invisible holocaust. We can define being white, black, yellow or green as a
disease and eliminate persons falling into that category by eliminating their genes—
there are genes which control whether we happen to be black or white (albeit there
are certainly none for being Jewish as Hitler believed!). In so doing we give medi-
cine power it is neither trained to handle nor should. Furthermore, because intelli-
gence depends, in part, on one’s genetic make-up we can go about creating an elite
ruling class and a class of people whose intelligence suffices to be labourers and little
else. Thus we can create a stratified society in which social mobility is unlikely if not
impossible and in which innovation and progress is slowed if not indeed halted. De-
mocracy under such conditions is a farce. Diversity—which, at least in our view, does
much to further human progress—slowly grinds to a halt. More frightening still—we
may create a class of people docile enough to allow such a state and thus prevent what
we today would consider social progress altogether.

The problems of genetics are not confined to the animal species or to humans.
Manipulating the genetic make-up of plants (or of dairy cows) may have profound
effects on the ecological system. It may produce a plant that produces more of a given
crop and is more resistant to certain diseases. On the other hand such seemingly de-
sirable consequences may have hidden and quite dangerous consequences as well—
with such a change, for example, other changes that are destructive to the ecological
system may occur. Are we at our state of knowledge ready to assume the responsibil-
ity which interfering with the natural course of evolution entails? Often it is argued
that we could feed more of the world’s hungry by such engineering—except for the
fact that for commercial and business interests we today have often destroyed excess
crops or food rather than send them abroad, such an argument might be a rather com-
pelling one. It seems likely that the interest in genetic engineering of crops is moti-
vated far more by business than by humanitarian interests.

GENETIC COUNSELING

Genetic counseling has become a well-recognized part of medical practice. Indeed, it
is not entirely new.5 The heredity of diseases like sickle cell anaemia, Tay–Sachs, or
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Huntington’s chorea have been well known for quite some time, and predictions about
couples contemplating having children could, although less accurately, be made. What
has changed is our capacity by various manipulations (amniocentesis, intrauterine
biopsy, etc.) to accurately predict the presence or absence of certain diseases as well
as the sex of the developing fetus. Parents can then be counseled appropriately and
may choose to abort the fetus. Logically, such procedures with their attendant risks
can only be justified if the parents are willing, at least under some conditions, to take
appropriate steps. Such appropriate steps are generally but not always an elective
abortion—not always, because some parents who know that their child will be afflicted
with a disability may want to prepare for such an event or consider intra-uterine sur-
gery. However such reasons are relatively unusual.

Determining sex and then aborting a child because it is not of the sex one wishes
seems a particularly unsavory thing to do. If, however, one subscribes to a stark au-
tonomy model and also believes that abortion up to a certain age should be a matter
entirely up to the mother, it would be hard to argue against it. In some Third World
countries, daughters, if they are to have acceptable lives, must eventually be given an
appropriate (and often, considering the family’s circumstances, an enormous) dowry
and sons are needed to provide for parents in their old age. Thus having more than
one or two daughters may wreck such persons’ lives. Here, as is so often the case,
changing the unduly coercive social conditions that cause parents to feel compelled
to make such choices must be dealt with first.

We want to be clearly understood: we are not making an argument for the appro-
priateness of abortion because of sex bias. We think that doing so is at the least unsavory
and probably, since it creates an inevitable imbalance in a society in which parental
desires are biased culturally in one or the other direction, biologically highly unde-
sirable. Ethically it is an expression of a form of prejudice that any reasonable system
of justice would reject. Abortions for sex selection are ultimately racist (or sexist—
simply a species of this type of world view) and, furthermore, threaten the species’
health. Since the species’ health is one of the necessary conditions for having a fu-
ture, such procedures as abortion to eliminate a fetus of an undesired sex are, at least
in our society, arguably immoral.

What we wish to point out is that (1) a stark autonomy model in which we only
have an obligation not to directly harm other persons cannot simultaneously argue
against a person’s right to determine the sex of the offspring simply does not work
and (2) like all else, sex selection must be seen in the context of a given culture and a
given set of circumstances.6 Sex selection through amniocentesis and subsequent
abortion in developing countries—which is what is often mentioned in the literature—
is, in fact, an activity few in such countries could afford. What we should (besides
disallowing abortions for reasons of sex selection in the Western world) strive to do is
to eliminate the conditions and thus ultimately change the attitudes that underwrite
such a course of action in “underdeveloped” nations. Decreasing poverty, striving to
eliminate gross inequality and, perhaps most importantly, promoting sound educa-
tion and not resorting to law or ethical imperialism, are what can ultimately eliminate
this evil.

The ability to test for chromosomal defects is not an ultra-recent development.
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By means of amniocentesis or chorionic sampling many of the characteristics of the
developing infant can be accurately foretold—thus Down’s Syndrome, Trisomy 18,
Tay–Sachs and many other such syndromes can be known at a stage at which abor-
tion can be a viable option—and this then becomes a matter of the personal morality
of the parents. Furthermore, the gender of the fetus can be accurately known—a fact
that raises profound ethical problems. Also—and neither decisive but also hardly
trivial—giving birth to a severely handicapped child whose life span may be only a
few pain-filled weeks or months, which may completely disrupt a family with other
children and, furthermore, cost the community hundreds of thousand of dollars does
enter into the equation.

The ethical problems here are manifold. First of all, what is “normal” or, perhaps
better said, what is within the range of the acceptable? And yet, this still does not help
us since the “range of the acceptable,” in turn, raises the issue of to whom it is accept-
able: the afflicted individual, the parents or caregivers or the community. Secondly, what
should be done about the particular developing being in question: should the pregnancy
be continued undisturbed, should it be terminated or should it be subject to intra-uter-
ine operative procedures which are difficult, often fall into the gray zone of experimen-
tation and are immensely costly? Thirdly, of course, is the problem not so much if as
how to tell the prospective parent. Are genetic counselors or obstetricians to serve merely
as informants who also present patients with options or are they entitled to advise? On
the one hand, advising inevitably involves presenting such options colored by the pre-
senters values; on the other merely dispassionately laying out the options as neutrally
as possible leaves the patient with information, but with no counseling in what can be
a more meaningful and pragmatically useful sense of that word (see also chapter on
autonomy). Fourthly, are healthcare providers entitled to perform a procedure carrying
inherent risks merely to inform a patient who has—should the results be adverse—al-
ready ruled out all interventions beforehand? Fifthly, and not as simple a matter as it
sounds, gender selection is a problem which, because of its profound cultural and eco-
nomic aspects cannot simply be dismissed as one “merely” of prejudice.

The questions as to what is “normal” and what is disease, sin, crime or of no
great matter at all have been discussed elsewhere (see Chapter 6). What is an accept-
able state of disability is a somewhat different matter. To consider—as some radical
societies of disabled persons claim—that a disability is not a negative deviation from
an ideal physiological state (or to consider it merely another culture) is something we
a priori reject. It is linguistically odd, to say the least (being “dis”-abled cannot be an
advantage and having such a disability does not produce a different culture as that
term is commonly understood), and any further discussion is beyond the scope of this
book. That is, however, quite different from considering it not to be obligatory—for
both communities and individuals—to ameliorate the effect such disabilities have on
the individuals concerned to every reasonable extent. Giving the learning impaired
every possibility to learn is one thing; having people who are obviously barely sen-
tient hauled daily to schools at great public expense and with no evident profit to them
quite another. Some of these issues will be discussed in the chapter on problems at the
beginning of life. In genetic counseling it is the mother carrying a defective embryo
and her family who, ultimately, will have to live with the situation—even with com-
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munal support such children may or may not pose a severe complication to the family
and one which some parents depending upon the disability the child has, may be will-
ing (or able) to take and others may not. It seems that such a decision at an early stage
of gestation is a decision that the person carrying the child and her family should, with
adequate social support, be entitled to make themselves. Absolute opponents of abor-
tion are, of course, free to carry such a pregnancy to term but they are not ethically
entitled to enforce this same choice—the result, after all, of their own personal mo-
rality—upon others.

Intra-uterine surgical procedures—when they have, as is often the case and de-
pending upon the condition, not become an established procedure—are experimental
and consequently fall under the same ethical guidelines as do any other experimental
procedures. The difference here is that the result may be devastating for the life of an
unborn and the family and community who (one hopes) would be prepared to accept
and care for the consequences of failure. Whether experimental or not, the informed
consent of the mother (and perhaps father) and some assurances that the as yet un-
born would be adequately cared for if the attempt fails and a severely impaired indi-
vidual results must be most carefully obtained.

The problem of informing and advising patients has dimensions far beyond preg-
nant women. When a person age 25 is found to carry a gene putting them at high risk
of an incurable disease or making the onset of a devastating condition virtually inevi-
table (say a gene for Huntington’s chorea) at age 40 or 50, should they be informed of
their condition? If they are or are about to be married or to enter some other perma-
nent relationship are their spouses entitled to this information? If one argues on the
basis of beneficence an argument (in our view slender) could be made for withhold-
ing such information—slender because not informing is inevitably based on the par-
ticular worldview of the person who could, but chooses not to, tell. If one argues on
the basis of autonomy then no argument for withholding information can be made. In
many ways the results of such a test are like the results of any other examination:
When we have a secret only we know about, only we can tell another. When it comes
to medical information (genetic or not) the question of “secrecy” comes up. In gen-
eral a secret is something I know about and am or am not willing to share with se-
lected others. Here—while it is a secret—it is a secret about myself known by another
but not known by myself. When it comes to medical information I need an interme-
diary (the physician) to discover it—but when all is said and done it remains my se-
cret and legitimately my right (which I may refuse) to know.

Sometimes patients wish to have invasive tests but state that they would under
no circumstances ever agree to an abortion. Amniocentesis or chorionic sampling is
not without risk. Here we again encounter the problem of autonomy and the relation-
ship of healthcare provider to patient in yet a different guise. Is a physician or other
health care provider compelled to do a possibly risky procedure in order to satisfy a
patient’s curiosity when nothing substantive will be done about the findings? The
fiduciary responsibility of physician to patient would seem to argue against this—
physicians must try to balance the harm they do with the (hopefully) greater good.
When the only good appears to be satisfying someone’s curiosity, the balance would
counsel against doing such a procedure.
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STEM CELLS
Modern technology has raised the hope that omnipotent stem cells can be programmed
to become virtually whatever tissue we desire. Such programmed cells could then be
introduced into the body of severely ill patients to build new functional tissue. Pre-
liminary experiments at the very least look hopeful. At this point we are not at a stage
were such procedures are clinically useful—but we are at the point where research
and experimentation may confirm or deny this hope to us. Such procedures offer great
hope for a diversity of diseases—Parkinson’s, Alzheimer’s, diabetes, myocardial fail-
ure and many others. People have raised a great deal of objection to the use of stem
cells for research—objections that are quite similar to those made by the absolute
opponents of abortion.

Most stem cells these days are obtained from embryos created during in vitro
fertilization (IVF). In the course of IVF invariably more embryos than are ultimately
used are produced; those left over are either frozen, discarded or frozen and even-
tually discarded. They are not created for the purpose of stem cell research but, rather
than being discarded, are utilized for such research. The argument against the use
of such cells rests on the fact that they have (among other things) the potential to be
human beings and, therefore, deserve the full protection of actualized human be-
ings. They are—according to some beliefs—“ensouled” at the time of conception
and from that time on are of equal value with any other actual person. (See the chapter
on the beginning of life.) Outside of religious grounds, this is a hard argument to
sustain.7

An argument to the effect that because the superfluous embryos would perforce
have to be discarded IVF is morally illicit, is one that (while we do not agree with it)
can reasonably be made and is logical within the context of some belief systems. But
the argument that IVF is a morally acceptable procedure but it is morally preferable
to discard rather than to use the superfluous embryos for the good of another is logi-
cally, at the very least, peculiar. Equating the use of stem cells with the Nazi chil-
dren’s euthanasia program or with the holocaust is not only ridiculous (the persons
who were murdered certainly were self-aware and were very much interested in be-
ing alive) but obscene—especially when made by the very same Church who (except
for some outstanding individuals to the contrary) remained silent during both the so-
called euthanasia program and the holocaust.

There is little doubt that stem cell research will be done. The possibilities for
curing or ameliorating devastating illness are too vast to permit wasting this opportu-
nity—and, unfortunately, the danger of commercialization and the lure of profit is too
strong to permit the use of such possible treatment modalities without strict supervi-
sion. Stem cell—as other medical procedures—are for the public good and, in our
opinion, ought as such to be kept out of the hands of those who seek to make profit
out of the misery of others. If health care is an important and perhaps even vital, so-
cial good—and we believe so, wishing to avail ourselves of the reasonable opportu-
nity range that a society has to offer8—then those things needed to maintain good health
and function are not properly viewed as commercial but as public goods.

Public goods may be viewed as those things humans need to meet biological and



157Genetics and Ethics

social essentials. While social goods are variable depending upon time, place and cir-
cumstance, biological needs (such as the need for water, food, shelter, etc) are univer-
sal. Thus, some social goods are necessary if one is to enjoy what Norm Daniels calls
a “reasonable opportunity range.”8 In our industrialized, modern western world such
things as education and health care meet this requirement; in other civilizations other
goods may be considered to be necessary social goods (see section entitled “What are
needs?” in Chapter 8). Health-care to maintain life and restore function and educa-
tion in our society fall well within the range of being necessary social goods.

Stem cells other than omnipotent stem cells have been routinely used in some
diseases. Pluripotent stem cells garnered from placental blood are used successfully
in treating certain blood dyscrasias.9 This technology is currently being used com-
mercially and has raised certain, and in our view severe, ethical issues. Until recently—
at least in most cultures—the placenta, after being examined by pathology is discarded.
Suddenly it has become valuable: valuable to those who stand in need of such cells
and valuable to those who stand to make financial profit out of the procedure. Moth-
ers before the birth of their child are often asked to pay for having such blood col-
lected and frozen so that should the child later come down with leukemia a bone
marrow transplant using its own stem cells might be done.10 In truth this is an empty
promise: first of all the chance of any one child coming down with leukemia is a bit
like its chance of being struck by lightning. Second, there is no factual basis to this
promise (it has never been done). Third, there is a serious question as to the advisabil-
ity of transfusing the very same cells that we know, in the future will, once again,
became leukaemic. What is needed is careful and thorough experimentation, not com-
mercialization. Banking pooled cells may well be a viable option and might profit
many—it, as any other medical procedure, is a public good and not a private whim
for someone’s profit.11–13 Our experience with blood transfusion—where commerciali-
zation has been largely forbidden—may well serve as a model.14 Some cultures value
the placenta and within their belief system need to perform certain rites or bury the
placenta in certain ways. Informed consent is, therefore, necessary so as not to violate
an individual’s deeply held beliefs—but respecting another culture’s belief system is
quite a different matter than tolerating commercialization.

It can, of course, be argued that the pharmaceutical industry as well as the manu-
facturers of other medical devices are for profit-based enterprises and are not nation-
alized in any health-care system. That is undoubtedly true and it would be most difficult
to change this state of affairs. It is, nevertheless, peculiar, that the cost of the same
medication manufactured by the same international concerns differs vastly from coun-
try to country. The novelty of advertising prescription drugs in lay magazines and on
television has added further pressure to prescribe costly (and not necessarily more
effective) drugs than would have been prescribed otherwise. While it is probably im-
possible, practically speaking, to nationalize the drug industry, some greater modi-
cum of public control could well help stabilize costs.
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DESIGNER BABIES
It may well become possible to choose to have babies with certain but not other physical
or mental characteristics. This “opportunity” when actualized would present a severe
ethical problem. Aside from the fact that it would be extremely costly for a health
care system to provide and would, therefore, in most probability be available only to
those who are well off, it seems unlikely that parents would choose very differently—
this could have serious ramifications for the future health of our gene pool. Moreo-
ver, it carries considerable potential for being socially destructive. It seems likely that
most potential parents would want highly intelligent, sturdy, well built and athleti-
cally capable children—and one can go on naming characteristics we all admire and
would want our children to have. If “designer babies” became a real possibility and
actually were to be “made” we would end up with a society in which the rich and well
born would be able to dominate not only—as they do now—by virtue of their greater
political power (they can buy the candidates) but by virtue of engineering their prog-
eny so that they could continue to maintain and expand their power. Social mobility
would—at the very least—be severely slowed down and democracy would suffer
severely. But, more importantly, the natural course of evolution, promoted as it is by
diversity, would be severely constrained.

GENETIC INFORMATION

Once we have genetic information about individuals, rather undesirable consequences
may follow.15 There are many ways in which such information might be used unfairly
to advantage or disadvantage individuals—such as screening for prospective employ-
ment, insurance and in many other ways. It seems that stringent laws restricting ac-
cess to such information are essential and, perhaps, laws forbidding the release of such
information even if the prospective employee or insured were to sign permission. It
would be easy to coerce people into signing such wavers—“if you do not sign we
cannot consider you for….”—quite easily overcomes the intent of such a law.

Patients may or may not want to know such information about themselves—liv-
ing with the knowledge at age 20 that one will have Huntington’s chorea at age 40
may not be something an individual desires. That does not suggest by any means that
such information should be withheld, but it does suggest that patients need to be asked
beforehand (and before the test is done) whether they do or do not wish themselves or
their family members to be privy to such information. Furthermore, although the in-
dividual may not wish to know, his or her prospective spouse may very much want to
know. Whether the community has a right to prevent such births is a very legitimate
question.

Laypersons read more and more in the popular press about medicine’s ability to
predict disease by genetic examinations and consequently often besiege physicians
to be tested. While this desire to be tested for every conceivable disease is, perhaps,
understandable, patients have to be fully aware that some diseases are, while others
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are not, worth testing for in various population groups. There is, for example, a very
high percentage of breast cancer in certain Ashkenazi Jews in whom testing may, in
fact, make a lot of sense. There are other population groups in which it makes little or
no sense. Like all other medical procedures genetic information must be gathered and
used with discernment. In the final analysis, it is not the physician’s duty to do merely
as the patient wants but to practice reasonable, compassionate medicine.

THE DANGER OF NOT
PURSUING KNOWLEDGE

We have spoken largely of the dangers which pursuing knowledge may bring—espe-
cially knowledge which, when transferred into action, can have irreversible and dev-
astating results. There is a flip side to this coin. Deliberately not pursuing knowledge
freezes us inevitably into the status quo and leaves us without a method for determin-
ing whether what we know is, in fact, correct. As a species, humans are curious about
their environment. Finding out more about our make-up and ourselves becomes dan-
gerous only when we blindly translate our knowledge (which is and always will be
incomplete) into action. The temptation to convert what we know into action is ad-
mittedly great and once knowledge is generalized we are in constant danger—the best
laws not withstanding—that someone will do so and start an unstoppable cascade.
Our only hope lies in a thoroughgoing education of all—not indoctrination, not reci-
tation of what are supposedly facts, but real education so that people think for them-
selves and are willing to discuss such issues with each other seriously. Such a dialogue
will happen only when all who are capable of participating are assured the basic ne-
cessities of life, are given an adequate basic education and are shown that learning
can be fun and that the discussion of serious topics is an enjoyable and fruitful expe-
rience. Only when something can be shown to be relevant to the daily lives and fu-
tures of peoples and only when engaging in such discussions is seen to be at least as
enjoyable as engaging in what so many consider “fun” will this happen. But when all
is said and done—educating people, eliminating economic, class and racial barriers
and learning to have mutual respect for one another are the only things which can
hope to address the ethical problems of today and of tomorrow.
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Problems of
Macro-allocation

A “system”a political, economic, or cultural system insinuates itself between my-
self and the other. If the other is excluded, it is the system that is doing the exclud-
ing, a system in which I participate because I must survive and against which I do
not rebel because it cannot be changed…I start to view horror and my implica-
tion in it as normalcy.

Quoted in Barnett V: Bystanders: Conscience and Complicity during the Holocaust.
Westport, CT: Praeger Publishers, 1999

INTRODUCTION

Problems of macro-allocation (see also Chapter 3 and Chapter 6) have become in-
creasingly important today. It is not just that resources are shrinking, as has been so
often said; rather, as technology develops, the resources needed for the care of pa-
tients have escalated, and this escalation promises to continue. Further, the popula-
tion here and abroad—especially in technologically underdeveloped countries with a
population justly clamoring for a share of the good life—is increasing markedly, in
part as a result of changes brought about in and by the medical and social sciences.
Not only is the population increasing, but the number of elderly living on retirement
has also increased at the same time as a much greater length of time is needed to pre-
pare many of the young for their life’s work. This has altered the traditional relation-
ship between those in and those not in the actual work force and it has raised questions
about retirement, retirement age and the utilization of the experience and talent which
many of the elderly could easily bring to the community. There are more persons justly
expecting to share in the available resources, a change in the resources needed and
relatively fewer involved in actually producing needed resources and actively par-
ticipating in the working of the community.

The human community shapes individual ethics. It is the fundamental context,
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the necessary stage on and in which our actions unfold. Community, just like being
and nature itself, therefore, is considered to be of “prior worth”—the necessary con-
dition for all else (see Chapter 3). Communities, like individuals, have their needs. In
a smaller and a larger sense we inhabit a commons that we all share. Preserving this
commons necessitates placing limits on its members so that they cannot pursue un-
bridled personal gain mindless and often to the detriment of communal good. “Free-
dom in a commons brings ruin to all.”1

The medical commons, no less than the greater commons we inhabit, shares in
the inescapable fact that absolute freedom for many courts the destruction of all.
Medical resources are not unlimited, and limiting their use for patients, as well as
equitably making these resources available to all members of the community who may
still benefit, is one of the problems of contemporary society.2

In order better to understand the problems associated with the macro-allocation
issue, one can use Rawls’ veil of ignorance (see Chapter 3) as a heuristic device to
choose among three goods. Such a veil of ignorance allows us to know what goods
and services a society may offer but does not allow us to know our own condition.
We must choose not knowing how old or how young, how intelligent or how stupid,
how sick or how healthy, how poor or how wealthy we are.3 Let us, under these con-
ditions, choose among three goods, only two of which we could have guaranteed to
us: (1) that all your biological needs would be met; (2) that your ability to develop
your interests and talents (i.e., your education to the fullest) would be assured; and
(3) that your healthcare needs would be met. The prudent chooser would in general
and for the most part be inclined (even if regretfully) to leave healthcare to luck or
chance: Surely one needs to have one’s biological needs met and surely without the
capacity to develop one’s talents one’s life most probably would not be worth living.
One might, if one is lucky, not need much healthcare, but one cannot go without food,
shelter, warmth, and the ability to educate oneself. Our thesis is not that healthcare is
unimportant; rather, it is that a civilized community that has the capacity to do so is
obligated to supply all three in adequate but not necessarily opulent amounts. So as
to make such a goal possible, a balance between and among social goods must be
struck. Not everyone (neither patient not health professional) can, it turns out, have
everything.4

Macro-allocation (as we have said in Chapter 3) deals with the ways in which
groups of people allocate resources rather than concerning itself, as micro-allocation
does, with problems on a one-to-one basis. Problems of the latter kind (problems that
deal, for example, with discontinuing or starting dialysis for a specific patient) neces-
sarily follow a different set of moral rules and have a different history from the prob-
lems of the former kind (problems that, for example, concern the funding of dialysis
programs). Necessarily, problems of macro-allocation (in which lives are, by and large,
unidentified lives) must follow a utilitarian calculus: Decisions here must attempt to
promote the greatest good for the greatest number. We must, however, be aware that
these “unidentified” lives (unidentified only because we ourselves happen not to know
them personally) are very much identified and personal lives to themselves and to
others. Micro-allocation issues cannot be tackled in quite the same way as those of
macro-allocation or distribution. Problems in which people deal with each other on a
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one-to-one basis (in which lives are identified lives) cannot aim for the greatest good
of unspecified others but must be attentive to mutual need and historical context.
Physicians, for example, in dealing with their patients must, at least in the context of
our current and historical vision of the patient–physician relationship, be mindful of
their patients’ good above all else. Patients for millennia have expected and still ex-
pect today that their physician will pursue their best interests—should physicians
primarily feel themselves to be agents of their particular health-care institution, man-
aged care organization, HMO or state plan, then the public, at the very least, has to be
aware of this. We, for our part, think that this change in traditional focus is not what
the public wants or would agree to.

Ethical reasoning, when it comes to the care of a particular patient by a particu-
lar physician, follows a much more deontological line. Problems of macro-allocation
or distribution where one deals with groups of largely (by oneself) unidentified lives
must perforce try to bring about the greatest good for the greatest number of these
lives. Using rational compassion when it comes to dealing with identified lives (not
allowing one’s compassion to degenerate into sentimentality, a form of behavior ul-
timately aimed at indulging one’s emotional self rather than at improving the situa-
tion) and compassionate rationality when it comes to dealing with unidentified lives
(so as to preserve and promote our common humanity) may help us forge more equi-
table (but undoubtedly still difficult to attain) solutions (see discussion later in this
chapter).5,6

Macro- and micro-allocation issues are inevitably linked. Ultimately, macro-al-
location allocates resources so that micro-allocation can take place, and micro-allo-
cation, of necessity, takes place in the context provided by macro-allocation. Since
this is undeniably so, the interface between the two has to be carefully scrutinized.
To claim that these two concerns can each follow its own unique set of rules without
inevitable conflict is to wear blinders. Analogous to a unified field concept in phys-
ics, some unity of law must exist if two systems are to operate smoothly in the same
time and space.

In this chapter, problems of macro-allocation can merely be introduced. They
are complex, and the literature dealing with such problems (literature that, of neces-
sity, encompasses many fields: economics, law, sociology, medicine, ethics, to name
but a few) is necessarily vast. Here, we will examine (1) problems of justice and of
rights; (2) a definition of “need;” (3) types of macro-allocation decisions and the com-
munity’s role in macro-allocation; (4) the physician’s role in macro-allocation and
physicians as gatekeepers; (5) distributing scarce resources to individual patients,
looking at various approaches such as market, social value judgments, lottery, and
“first-come, first-served;” (6) age as a consideration in rationing; and (7) the ques-
tion of making healthcare available to all members of a just community, the role of
the market, and various ways of building healthcare systems. We shall rely heavily on
the section dealing with viewpoints of community in Chapter 3.
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JUSTICE AND RIGHTS
Justice (see also Chapter 3), central to issues of macro-allocation, is often spoken about
as one of the mainstays of ethical behavior. And yet, justice, if it is indeed to “give to
each what is his or her due,” is ephemeral and subject to specific definition. A defini-
tion of what is “someone’s due” is not something that will be easily agreed upon. It is
here that ethics and politics (as Aristotle remarked again and again) are no longer
separable. Habermas in his groundbreaking works suggests that rules of ethics (and I
think he means specific rules—things we refer to as personal morality) can never be
agreed upon by consensus but that basic rules of justice (among which we would in-
clude rules of general ethics) can.7 Justice would involve participation in such a dia-
logue by all members of the community—that is, by all those humans living within a
community and by those who are weak (disabled, children, the elderly, etc) receiving
special protection. This, of course, pre-supposes a functional democratic process—
more than merely a political one (see below).

 We conceive of doing justice in necessarily different ways when we deal with
groups (in which lives are statistical or, at least by us, unidentified lives) or when we
deal with the individuals within such groups (which are now identified lives or, at
least, lives we identify). In dealing with individuals in a one-to-one setting (physi-
cians, for example, dealing with their patients), justice, while necessary, is often not
sufficient. At the bedside (if by justice is meant conserving resources for others by
not giving them to another who is in need of them) it is, in fact, a frequently inappro-
priate or, at least only a minimally helpful, concept.8 Justice, for example, stands, in
a sense, opposed to generosity: A generous act is not a just one, and a just act is not a
generous one.9 To be generous is to be more than just; to be just is to be less than
generous. And yet beneficence (together with technical competence)—an essential,
if not, indeed, the most essential, historical component of medical practice on a one-
to-one basis (and of crucial importance when individuals deal with each other in
whatever setting)—implies more than mere cold justice. The use of compassionate
rationality (in which compassion tempers reason) and of rational compassion (in which
reason tempers compassion) can help one with many of these problems, as can the
realization that, whether we deal with identified or with unidentified lives, individual
lives eventually are affected.

Rational compassion is necessary if good solutions to problems involving iden-
tified lives have to be found. Our compassion is easily aroused (at least if we have
not suppressed what Rousseau calls our innate sense of pity or compassion with the
suffering of other creatures10) when we are confronted with another’s problems, es-
pecially but hardly only when we know that person well. We can, as it were, feel their
pain. Such compassion, however, if it is to truly help, must be tempered by reason:
Healthcare professionals, for example, cannot afford to let their compassion for the
suffering of their patient stand in the way of doing those things (even when they are
painful) necessary to save a meaningful life a patient desires to be saved; those charged
with allocating scarce resources cannot simply abandon their well-worked-out scheme
to accommodate the idiosyncratic demands of particular patients they now happen to
know.5,6
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Compassionate rationality, on the other hand, is most useful when we need to
deal with unidentified lives in which our compassion is aroused only by our imagina-
tion. When we deal with problems of justice (or in the medical setting with problems
of just distribution), especially with problems of justice in the healthcare setting, our
purely rational approach to theoretical problems must be tempered by our compas-
sion. Curiosity urges us to look about us and discover a problem that may not be our
own immediate one, imagination allows us to see the theoretical problem fleshed out
in its human dimension, and compassion forces us to understand that another’s prob-
lem or suffering could very well be our own and prompts us to translate our feelings
into consequent action. Thus we begin to see the theoretical problem as one that in-
deed, down the road, has flesh and blood, and to understand that eventually our solu-
tion will affect lives that, while not identified to us, are identified to others.5,6

Whereas compassion alone (whether used for dealing with identified or uniden-
tified lives) easily leads to sentimentality, reason untempered by compassion can lead
to quite cruel and inhumane solutions. The interplay of both is needed if equitable
and humane decisions are to be made. An ethic without reason is an ethic of either
reflex or pure feeling and one that denies rationality to moral agency. In that making
ethical choices is, in part at least, an activity of our capacity to reason, an ethic with-
out rationality misses the point of the entire enterprise and is not one that could be
easily defended. An ethic without compassion, on the other hand, likewise misses the
point: If it is to strive for humane solutions and actually help people, ethics cannot be
conceived as a sterile exercise of pure reason. Ethics should be viewed neither as a
game of chess nor as an exercise in hand-wringing.4–6

Justice, then, plays an important, but of necessity different, role in both macro-
and micro-allocation. In macro-allocation it is the fundamental concept underwriting
proper distribution of resources: Here the groups dealt with are dealt with as groups,
and the individuals within the group are unidentified strangers. In micro-allocation
issues, in issues in which individuals deal with other individuals, justice acts as per-
haps a fundamental consideration but not as a satisfying condition of that interaction.
The individuals, far from being strangers, are no longer faceless but are identified and
known. Dealing merely justly with our patients leaves that interaction cold, austere,
and devoid of its necessary human content. Prima facie duties, compounded in part
of obligations arising out of individual relationships, deal with notions other than
merely those of justice.11

Our conception of the standards of justice is rooted in the social context in which
men find themselves. Our view of social contract and the resulting viewpoint of mutual
obligation we develop decides how we choose to define what is and what is not just
in a given society. Justice as a formal standard—externally applied and neither inter-
nalized nor adjusted to its social context—makes justice an immutable and unchang-
ing concept. It therefore cannot evolve or adjust human needs or to human experience.
Such justice is empty and therefore no longer justice in the sense that humans usually
think of it.12

Our view of justice conditions our response to what we consider unjust and what
unfair. If by justice we mean, by Aristotle’s ancient formula, a virtue that gives each
his or her due, we are left with the question of what that due is. Justice can, for exam-
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ple, be seen as a Kantian “perfect” duty; i.e., that not to be just cannot be universalized
and that it essentially violates logic because willing injustice cannot be logically sus-
tained as a “law of nature.” To remedy unjust situations thus becomes a perfect duty.
Indeed, according to Kant, justice and law are concerned with “perfect” duties to oth-
ers, leaving the “imperfect” duties more optional. Unfortunate situations, on the other
hand, appeal to a duty of beneficence, a morally “imperfect” duty, i.e., while it is
logically possible to conceive a principle of non-beneficence, willing that such a prin-
ciple everywhere should be a law would represent a contradiction of the will (see also
Chapter 3). 13,14

Duties of beneficence concern the welfare of others. If community is a free as-
sociation of individuals united by more than duties of refraining, then these “others”
are members of the community whose welfare is at stake. While justice and, say,
beneficence stand in opposition to each other in one sense,9 they are both due mem-
bers of a community conceived of as such an association. If justice is conceived as a
dynamic and evolving concept in communities that hold both freedom and benefi-
cence to be incumbent upon themselves and that view the ethos of such communities
as resulting from an interplay between these two principles, then the laws deriving
from such a vision of justice cannot be seen to emerge from a regard for freedom
alone.15

Duties of justice can be seen in many ways. If viewed consistently in a minimalist
way, one model emerges; when, on the other hand, community is seen in a non-
minimalist fashion, another model suggests itself: (1) The minimalist view sees in giv-
ing what is due purely a duty of noninterference (“autonomy-based justice”);16, 17 (2)
the broader view sees in giving what is due more than merely noninterference with
personal freedom. What is due encompasses issues of beneficence (“beneficence-based
justice”), and, therefore, such communities see ensuring minimal standards of basic
needs to be, at least, an ideal for which they must strive.

The relationship between the requirement of respect for personal freedom and
that of serving communal needs has often been painted as a dialectic: Two opposing
forces, each seeking their own goal, reach tentative compromises the result of which
are expressed as the ethos of a given community. The libertarian insistence upon ab-
solute individual freedom stands in opposition to the needs and goals of the commu-
nity. It is a constant struggle in which each strives to get as close to their own goals as
they can. Capitalist communities tend to value personal freedom much more highly
than communal needs; “communist” communities tend to value the needs of the com-
munity far above respect for individual freedom. The two extremes end up with quite
similar problems: communities in which large numbers of unhappy and dissatisfied
individuals find it difficult to lead fulfilling and satisfying lives.

Seeing these two apparently opposite drives as in conflict instead of viewing them
as being in a homeostatic balance may be a mistake.5 A homeostatic balance (a con-
cept current not only in biology or physiology but equally used in psychology, soci-
ology, and ecology) is quite different: In a homeostatic balance diverse forces balance
and modulate (not compete with) each other so as ultimately to serve the common
goal of survival, learning, and development. Communities cannot develop solidarity
and continue to prosper without respecting and developing the needs and talents of
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their individual members; individuals, on the other hand, will find it most difficult to
achieve full lives outside a communal context. The myth of the asocial being (as
Jonathan Moreno so aptly calls the belief that individuals are essentially free-stand-
ing and not necessarily enmeshed in a social context) is a most destructive myth.18

These various points of view can only be briefly sketched here (see also Chapter 3).
In such communities justice and mutual obligation cannot be conceived as merely at-
tuned to the perfect duties of mutual non-harm but must pay more than lip service to
the more optional visions and obligations of beneficence. It is only when justice is
conceived broadly enough that great disparities among the destitute and the opulently
wealthy are prevented, that solidarity and ultimately survival of such communities
and of the individuals within them are possible.

Justice, as John Dewey pointed out, is not an end in itself.19 It is a means that
facilitates communal life as well as personal opportunity. As such the content of jus-
tice will vary as history and societies evolve and change. Justice, like all human ac-
tivities, must be adaptive and must support survival. If justice does not do this, it is
inapplicable to the human condition. It will, therefore, wither, die, and in its dying
exact a heavy toll. Justice, like all other human activities, is biologically grounded in
a common framework—man’s perception of the good.5,19

Our understanding of the standards of justice arises out of the social context in
which persons find themselves. Justice as a formal standard—externally applied and
neither internalized nor adjusted to its social context—makes justice an immutable
and unchanging concept. It therefore cannot evolve or adjust to human needs and
human experience. Such justice is empty and therefore no longer justice in the way
humans usually think about it.20 Justice, as Dewey sees it, is an instrumental good:
one that serves to promote social good, not a cold absolute whose requirements (what-
ever they may at a given time be held to be) must be blindly followed. Dewey, in-
deed, puts this very well:

Justice as an end in itself is a case of making an idol out of a means at the expense
of the end that the means serves. The means is organically integrated with the end
it serves. There are means that are constituent parts of the consequences they bring,
as tones are integral constituents of the music they serve.19

Our notion of “rights,” likewise, is inextricably linked with our vision of the nature
of community and justice (see also Chapter 3). “Rights” may be conceived as “natu-
ral” or “God-given.”21–24 Such “rights,” derived from nature or “from nature’s God,”
are immutable, fixed, eternal, and, of course, self-evident. Being self-evident, they
are not subject to proof or disproof, and the concept therefore has an absolutist ring.
If one wishes to dispute such “rights” (say, the right of property), one lacks a logical
appeal to reason and simply stands in violation of God or nature. Such “rights” are
secured to man by God or nature and therefore are not man’s responsibility. In secur-
ing these rights, men are simply the agents of an unquestioned and unquestionable
higher power.

The language of “rights” in and of itself is problematic and laden with a bag-
gage of assumed meaning that at times makes it inflexible and unwieldy. In many



168 Chapter 8

respects, “rights” seen in an absolutist and context-less fashion are meant to preclude
all further discussion.25 When such rights clash, no method of arbitration between two
conflicting absolutes, short of force, is possible. One may scoff at the notion of such
rights and prefer to take a point of view that makes of all rights a social construct,
promulgated and secured by communities.15 Such rights may then be looked at as
“interests” to be adjudicated between the individual and the community. Basic and
fundamental interests (say, freedom) become a societal good of greater or lesser value
in a hierarchy of social considerations that are the result of the interactions of unique
individuals. If one adopts such a viewpoint, it is the community’s and the individu-
al’s duty not only to enunciate but also to safeguard such fundamental values. Spe-
cific decisions, the product of growth, learning, and experience, are not immutably
fixed but evolve over time and differ with circumstance. Analogous to freedom as a
side constraint or freedom as a value, the view we take conditions our further choices.

“Rights,” accepted as God-given, absolute, and inflexible, on the other hand,
necessitate a static viewpoint. Eternal concepts adapt poorly to new and unforeseen
conditions. If rights are looked upon as interests enunciated and secured by commu-
nity, fundamental values are not, therefore, taken lightly or easily negotiated away.
Rather, such a point of view affirms that what is a fundamental value is not writ large
in the stars but is writ small and with much human effort and pain.18 Persons who not
only treasure their fundamental interests but also are held responsible for enunciating
and safeguarding such interests will maintain a higher level of vigilance and care in
the discharge of their social responsibilities.

WHAT ARE NEEDS?

Inevitably when physicians and other healthcare professionals decide to use or not to
use a given intervention or when communities choose whether or not to allocate re-
sources, the language of “needs” is invoked: We do such and such or allocate so and
so because it is “needed.” Often “need” is the key word, and deciding what to do hinges
on its definition.

The concept of “needs,” as Daniels has so aptly pointed out, is a slippery one.26

In popular language a need can be almost anything: a passing fancy (I need to take a
look in this store window), a desire (I need to go to concerts), or a condition of my
existence (I need air!). In any case, and derived from its root of necessity, a need implies
the necessary condition to a predetermined end. My need to look into the shop win-
dow can reasonably be expected to satisfy my curiosity as to what it contains; my
need to satisfy my love of music is necessarily served by going to (the relevant kind
of) concerts, and my desire to live requires air as a necessary condition.

Using the term “need” does not indicate the importance of that “need” in a hier-
archy of values. It merely indicates that having or doing a certain thing is a necessary
condition if a given goal is to be attained. In order to attain a goal, no matter how
lofty or how trivial, certain things (or actions) are necessary. Their being a necessity
depends not on the importance or value of the goal but on the importance of the means
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(the needed things) to reach the goal. In that sense the term “need” in and of itself
does not indicate anything about the nature of the goal. It is somewhat like the “ought”
in a hypothetical: It is an “ought” that must be fulfilled if the indicated goal is to be
reached. As such, the term “need” (as the term “ought” when hypothetically used) is,
in and of itself, essentially value neutral. It can be applied equally to the despicable
(if you want to kill Jones you need—ought—to use poison), as it can to the commend-
able (if you want to save that child you need—ought—to give it food).

If needs are the necessary condition to desired ends, they may still not, by them-
selves, be sufficient to attain those ends. Food, for example, is only one of the neces-
sary conditions for sustaining life: Without it life does not long continue. But food
alone does not suffice; other conditions to sustain life are needed and together consti-
tute the sufficient conditions to sustain it. Biological human needs exist in a social
setting, and goals are social goals. If modern man is to live in an acceptable manner,
rather than merely exist in a biological sense, conditions other than those of strict
biological need must be met. Such needs are socially defined.

Saying that healthcare (or basic nutrition) is or is not a “need” demands further
definition. In a sense, going to the opera is a “need” for many, and having at least a
little pleasure in life is a “need” for all. But these are different kinds of needs. They
are different because sub-serving them satisfies a basic desire to make life worthwhile
rather than sub-serving life itself.

When we speak of “basic needs,” we essentially will mean one of two things:
(1) a first-order necessity, something required to sustain primitive biological exist-
ence and its goals—air, food, warmth, and shelter are examples; or (2) a second-order
necessity, something required to sustain acceptable existence within a given social
context so that its reasonable individual goals can be met—healthcare and education
are examples. In the state of nature (H.T. Engelhardt’s by now famous Ba Mbuti are
an example16) first-order necessities are presumably the crux of the matter, and the
second-order necessities, taken for granted in the modern industrialized world are
either unknown and unimaginable or of little use in realizing the reasonable indi-
vidual goals peculiar to the Ba Mbuti. Other socially structured second-order ne-
cessities take their place. In modern industrialized societies (for better or worse
hardly in a state of nature) first-order necessities, or even the second-order necessi-
ties of primitive tribes, cannot suffice to permit a realization of reasonable individual
goals. Second-order necessities that are far different than those in primitive socie-
ties, become essential.

In delineating “needs” beyond first-order needs, then, the social context becomes
all-important. Even for the Ba Mbuti living their traditional life, there are “needs”
beyond those of merely sustaining life; but their needs are obviously different from
those of highly organized and industrialized societies. To realize access to a normal
opportunity range consistent with the pursuit of an array of life plans that reasonable
persons are likely to construct for themselves26 among the Ba Mbuti (or among the
ancient Greeks, the medieval peasants, or the 25th-century inhabitants of Greenland)
is a different matter than from doing so in Moscow, New York, or Tien-tsin today.
Although “first-order necessities” remain essentially stable throughout those socie-
ties, it is the social context that fashions the things we legitimately may want to call
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“second-order necessities” and those to which we may deny that standing. Except for
the biological needs of first-order necessities, other needs and their prioritization are
a social construct and not one that can be settled for all times or all places.

This leaves unsettled what to include and what to exclude among this category
of basic “second-order needs,” a category meant to include those things required to
sustain at least minimally acceptable existence within a given social context so that
reasonable individual goals can be met. The definition hinges on what is acceptable
or reasonable as a goal within a given context. And what is or is not acceptable within
a given context is ultimately, and in a changing and ongoing fashion, determined by
the community. Education and healthcare certainly are legitimate second-order ne-
cessities in our industrialized world: but how much healthcare and how much educa-
tion (and how they are to be come by) are not answered by labeling them as “needs.”
Further, there are socially accepted second-order necessities depending on individual
aspirations and talents. Aspiring musicians may justifiably claim the use of a piano
among their second-order needs, medical students a dissecting kit or stethoscope, and
carpenters their particular tools. Each occupation or profession will have second-or-
der needs peculiar to itself, second-order needs that are socially legitimized because
they are critical to the attainment of a fair opportunity range.

First-order needs, as we have pointed out, are purely biological. They are needs
because they underpin bare biological existence. Unless they are met, biological ex-
istence cannot continue, and such basic first-order needs are determined by our par-
ticular biology. They change from species to species: Essential amino acids for one
species are not, for example, essential amino acids in another. Basic second-order
needs, on the other hand, are basic needs because without them our lives are not ac-
ceptable: Without them we are unable to avail ourselves of the legitimate opportunity
range prevalent in our particular communities.26 They are, therefore, socially deter-
mined. Like amino acids, which vary from species to species in being or not being
essential, the “basic” nature of second-order necessities changes from social struc-
ture to social structure. Without meeting second-order necessities, first-order ne-
cessities are empty; second-order necessities, on the other hand, are meaningless
without initially satisfying those of the first order. One has to be alive to enjoy a
social order, and one has to have a fair opportunity within one’s social order if life is
to be meaningful.

MACRO-ALLOCATION AND
THE ROLE OF THE COMMUNITY

Macro-allocation issues are, as we have said (see Chapter 2), divisible into three parts:

1. The larger community (the state, for example) allocates its funds to
segments within it; thus, communities, by whatever means, choose
to allocate resources to education, defense, health care, social
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services, etc.
2. At the next level, these different enterprises take the funds allocated

to them and distribute them to their various subdivisions. At this
level, for example, the funds allocated for health care are divided
among hospitals, public health facilities, nursing homes, etc.

3. In the last of these levels, specific institutions—hospitals, for
example—decide how much to spend for birthing units, operating
rooms, ICUs, or outpatient departments.

Each of these levels is interconnected with the others so that the higher, in some ways,
maintains at least some control over the disbursement at the lower level and so that
the lower level, in turn, may bring its arguments for more funds or for a different al-
location of funds to the attention of the higher level. Communities may, for example,
allocate resources to medical care with an understanding that these funds will be spent
in certain ways but not in others. Still, the lower level invariably maintains a certain,
even if not complete, autonomy over its own budget.

Basically, a utilitarian calculus is followed at all of these levels: Communities
will allocate funds according to their vision (rightly or wrongly) of what they per-
ceive to be best for the greatest number of their constituents. If they fail to do this,
accusations of pandering to special interest groups and of betraying communal inter-
ests are sure to be heard.

Basic to such considerations are fundamental communal definitions and deci-
sions:

1. What are the societal goods (and, therefore, institutions) that merit
public support, and how are they defined? What, for example, is
healthcare and how does it differ from or intersect with social
support? Are nursing homes social or healthcare institutions?

2. What are properly seen as subdivisions of a given public good or
institution?

3. What particular department within a particular institution merits
support?

Such decisions are, we have and shall argue, decisions that must be made by a demo-
cratic process within the particular corporate unit making them. Deciding what are
social goods is thus a societal task; deciding what the proper subdivisions of a given
social good or its executing institution is a task that must be made within the context
of such an institution; and deciding what the proper departments are must be estab-
lished within the institution itself. Nevertheless, such definitions and decisions are
not isolated enterprises but are all made within the larger society that makes their
existence possible and that will therefore have the ultimate say. Society may, for ex-
ample, decide that all hospitals must have certain facilities to merit their approval.

Communities of various sorts and in various ways make the decisions that ul-
timately result in macro-distribution at all levels. Decisions here, of necessity, are
political in that they are prone to the same decision-making process as are other com-
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munal decisions. They therefore accommodate themselves to prevalent political
usage. Decisions made in the Greek polis, the Roman Empire, a New England vil-
lage at the time of the revolution, or the United States today do not follow the same
mechanisms, even though they remain communal decisions arrived at by political
means. That is not to say that all political process is equally valid or that all deci-
sions are justly made: It is to claim that decisions, however arrived at, ultimately
must be, at the very least, not entirely unacceptable to the community, and that they
are, in that sense, communal decisions. When communities strongly disagree, deci-
sions within any political construct cannot long endure. Communities, it is true, may
make wrong decisions (or decisions perceived to be wrong); that, however, speaks
merely to the particular choice and does not invalidate the necessity and the right of
communities to make choices. Decisions, made by communities today, furthermore,
may not be reasonable as future contingencies change. It is, therefore, essential that
such decisions are reviewed and adapted as the need arises. There are few fields in
which this is truer than in health-care.

As communities have developed and as individuals have become better educated,
more persons have become aware of the fact that they can shape their lives. If commu-
nities are to make just decisions, they ought to be acceptable to a broad consensus of
individuals within them. The least that justice can demand is fair process. In today’s
society, fair process implies that all ultimately affected will have a say in decisions that
affect them and that those who are effectively voiceless are maximally represented. Such
fairness of process necessitates some form of democratic interaction.

To have meaningful democratic process, however, implies far more than merely
political democracy. Without the necessary conditions for political democracy, po-
litical democracy itself becomes a sham. If all concerned are to participate effectively
in the political process—that is, if a real and effective instead of sham and often inef-
fective democracy is to come about—certain preconditions must be met. At the very
least, political democracy requires (1) personal democracy in which individuals will
listen to and respect each other’s right to an informed opinion, (2) economic (Dewey
calls it “industrial”) democracy in which all are assured fair access to the basic neces-
sities of life, and (3) educational democracy so that all have a chance to be fully edu-
cated and informed. Only with these preconditions can a true political democracy exist
and thrive; without these preconditions it is easy for some to gather sufficient power
to deprive others of a meaningful choice between significant alternatives.27–30

Political democracy—so that some of the issues brought forward can be equita-
bly decided—specifically requires that various coalitions and points of view receive
an adequate hearing, a fair chance to present and discuss their concerns, and a decent
opportunity, should they be able to persuade a sufficient number of their constituency,
to participate effectively in the political process. It cannot function when the ability
to do this hinges on the private wealth of candidates or their ability to “sell them-
selves” (often literally!) to various wealthy organizations or interest groups. Personal,
economic, and educational democracy, together with a fair chance for divergent points
of view to receive a hearing and a method of funding candidates divorced from per-
sonal private or corporate private sources, are at least some of the necessary pre-
requisites for a viable political democracy in which communities can be truly said to
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choose. When we speak of communities choosing, we have in mind communities that
have such a foundation. A reasonable approximation to such communities is not a
Utopian vision.29–31

In granting communities the right to make macro-allocation decisions, the method
of arriving at such decisions is crucial. Fair process in a democratically functioning,
informed, and interactive community is essential. Whatever the political underpin-
nings, communities in arriving at such decisions will be well advised to employ mul-
tifaceted and expert advice. In a world that has become as complicated as ours has
today, a certain reliance on “experts” and on their guidance is essential. If such guid-
ance is to be accepted, mutual trust must underpin it. Such trust is possible only when
persons do not feel themselves disenfranchised or ill-equipped even to understand the
advice given. This, of course, gets us back to where we were before: the necessity for
a viable political democracy firmly founded on a basis of personal, educational, and
economic democracy. The specifics of communal decisions, furthermore, like all other
judgments, must be adaptive to changing conditions and must vary as technology and
communal worldviews change. Justice, together with the community in which a par-
ticular notion of justice finds itself, in that sense, evolves and changes. Communities
must decide the type and limits of their institutions—and they are likely to get (within
the limits of what they can afford) those they deserve.

RATIONING, RATIONALIZATION
AND HEALTHCARE: WHO KEEPS THE GATE?

First of all we must be clear that resources must be understood as constituting more
than merely money. Resources, at least as importantly, are time, skill, effort, love and
many other things beyond merely (or even most importantly) finances. Financial re-
sources are the necessary but hardly sufficient resources needed to further any project.
When it comes to the allocation of resources, we must be aware of what economists
call “opportunity costs”—that is, what we spend for “A” in a closed system cannot
also be spent for “B.” In other words: the community cannot spend what we spend for
health-care for other social goods it considers necessary. Secondly we must differen-
tiate between rationalization and rationing.

Rationing and rationalization are two concepts that are often conflated with one
another. Rationalization in essence refers to the elimination of waste occurring within
a system: five people used to change one light bulb might be an example. The prob-
lem is that what is “superfluous,” while often evident, is more often an arbitrary de-
cision. Many of us would argue that every patient complaining of a headache does
not need to have an MRI done and that doing so is wasteful of resources. Others might
not. The time a patient should spend in the hospital following a given procedure not
only is not fixed but medical opinion varies and changes. Questions like this are—in
part—answered by outcome studies and so-called “evidence based medicine.” But
such studies can merely provide guidelines within which individual practitioners must
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be able to follow a different justifiable course in individual patients. While the repair
of a hernia may in most patients require but a brief hospital stay the matter may be
quite different for an 80-year-old patient who lives on the third floor in a house that
lacks an elevator.

There is, nevertheless, no doubt that there is much waste within our system.
Curiously enough this waste partly occurs because the physician’s time for a thor-
oughgoing history and physical has been so curtailed that “tests” are often substituted
for thought. The result is not only expensive and wasteful but is “bad medicine.” Like-
wise, waste occurs when administrative costs are allowed to escalate—costs that ini-
tially were instituted to save money often have led to more expensive care and care
that is of lower quality. The hodge-podge of arrangements we call a medical system—
which in fact is not a system but various systems competing with one another—has
led to an overall state of affairs in which waste is rampant and care of decreasing
quality. Only when we have reasonably rationalized—that is, eliminated as much waste
as possible while leaving physicians free to make proper medical judgments—should
we begin to think about rationing.

Like it or not, resources are limited, health care is only one of many social goods
and eventually some rationing is inevitable. Not everyone can have everything. And
in fact we have been rationing all along. Although this statement has been denied, it
is, call it what you may, the case. It is not, true enough, overtly done, but it is done.
Rationing by ability to pay (by private means or by insurance), by race (the Indian
Health Service), by disease state (the “end-stage renal disease” funding program), by
age (Medicare), or by geographical region (benefits differ from place to place) is very
much part of our daily lives. We have been rationing healthcare while often calling
that process something else.20,32–35

Physicians are often charged with two seemingly irreconcilable obligations. On
the one hand, they are charged with doing all they can for their patients regardless of
other considerations; on the other hand, they are expected to conserve resources. We
do not have in mind here performance of unnecessary tests, giving of useless treat-
ments, or unnecessary lengths of stay in hospitals. Such things are by definition use-
less or unnecessary, and therefore illogical. They are, in fact, “bad medicine” and are
what would fall under the rubric of rationalization when it comes to cutting cost. Rather
than being done to serve the patient’s “good” (a “good” that can obviously not be
served by non-efficacious means), they are done thoughtlessly or are motivated by
other considerations. When physicians, however, have a fair chance of serving their
patients’ actual “good,” they cannot, within our current vision of the physician–pa-
tient relationship, be held back by considerations of costs, societal considerations, or
the needs of others.36

That is not to say that considerations of cost or societal needs are trivial; in-
deed, they may and probably must in certain situations and under certain circum-
stances preclude the use of life-saving resources for some if not for all. There is no
doubt that, from a purely technical point of view, physicians are in the best place to
make such decisions. Ought they not, for that reason, be the ones to make and en-
force such decisions in the context of their special knowledge of each case? Cer-
tainly a strong argument for the physician’s role as primary gatekeeper can be made.35
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To say that physicians caring for individual patients should give preference to
the good of society or to the finances of their institution rather than to their patients’
“good” is to do violence to our current vision of the physician–patient relationship.
Expecting physicians to continue to embrace the traditional vision of the patient–
physician relationship in which physicians as a first priority must serve the possible
good of a particular patient and simultaneously to ration healthcare for reasons of cost
to these same persons is a contradiction in itself. 37 Physicians in this situation cannot
be expected to serve both of these masters simultaneously. But resources somehow
must be used wisely, and decisions must be made.

If one accepts the premise that communities are empowered to make macro-allo-
cation decisions, some of these conflicts may be resolved. Physicians can only dis-
burse what is made available to them; resources not made available by the community,
or made available only under certain conditions, are not available for distribution
by the physician enmeshed in the obligations of the physician–patient relationship.
A marginally effective and horrendously expensive modality may, for example, be
made unavailable (except, perhaps, under restricted experimental circumstances),
or a modality may be precluded for certain groups within a community (for exam-
ple, communities may decide not to make ventilators available for infants under a
given gestational age, may decide no longer to sustain permanently vegetative or
comatose patients, or may decide to preclude the transplantation of organs into con-
victed murderers).

Healthcare professionals are not only expert at dealing with health and health-
care. They are also citizens of the community (see also Chapter 6) and as such they
must (if they are to fulfill their obligations as citizens) participate in communal
decisions. By virtue of their expertise, when it comes to healthcare, they are better
equipped than most to advise communities. In that role, in which healthcare profes-
sionals are no longer dealing with identified lives to whom they are directly obli-
gated, they can help give expert advice about such decisions without any fear of
violating their and their community’s vision of the physician–patient contract. Here
they are advisers only, advising on medical efficacy and advisability. Their input is
crucial to the final decision, which, however, must be compounded of many other
factors and to which experts from many other fields must contribute. A healthcare
professional under such circumstances serves as adviser to the community, which
is the ultimate gatekeeper. When it comes to individual decisions made within the
context of the professional relationship, healthcare professionals are then free to
treat patients within a recognized framework set by the community. They cannot be
expected to make available to their patients resources that are not made available
by the community for their distribution.

Other models have been employed. In England, physicians function as primary
gatekeepers with individual patients. They have learned to say “no,” and they usu-
ally frame their denial of further treatment under the rubric of “medical advisability.”
Such models may work if work is defined as saving resources. But such models en-
courage (if not, indeed, force) physicians to participate in a basically hypocritical
charade: The procedure is denied not because it would not be efficacious (dialyzing
otherwise well-functioning elderly uremic patients certainly is “efficacious,” if by that
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is meant returning them to what the patient, his or herself considers a meaningful
existence) but because it would be too expensive. And often enough it is said that it in
many ways depends upon who you are: one of the authors (EHL) is certainly over
sixty-five and would, we feel quite certain, be dialyzed if he were lecturing in Eng-
land and became uremic. The ethical dilemma faced by physicians in such situations
and the danger that such a method will lead to capricious decisions and ultimately
erode our current vision of the professional relationship seems obvious. Further the
danger that this sort of institutionalized hypocrisy will make hypocrisy in other mat-
ters more acceptable—will create an atmosphere in which hypocrisy is accepted—is
readily at hand. Communities can and should make such decisions democratically and
openly and should be ready, as facts and experience change, to adapt or change these
decisions. So that such a process can function well, the advice of the health profes-
sionals as “experts” is critically important.

Physicians in their arrangements with many HMOs stand to profit from work
not generated. In such HMOs profit depends on not doing too many procedures, hos-
pitalizing too many patients, or doing too much investigational work. Under some
plans the physicians who are responsible for such savings share heavily in the profits
they helped generate. In others they are rewarded for doing less. The pressure to do
as little as possible—a pressure that may, for that matter, not even be consciously
acknowledged—is ever present (see also Chapter 6).

The role of gatekeeper is, however, not always one of limiting access. Many
hospitals need patients rather than, as was the case a few years ago, being short of
beds. Physicians at times own or, at least, have financial interests in laboratories, free-
standing X-ray and surgical units, and other medical installations. They generate the
work done and simultaneously stand to gain from the work done by such institutions.
Here, as contrasted to the situation in an HMO, the physician profits by doing more.
In that capacity, physicians serve as positive gatekeepers.37

Before one can justifiably limit medical expenditure because of limited resources,
gross waste has to be eliminated. The healthcare system in the United States is the
most expensive in the world: Despite the fact that about 20% of the population is
uninsured, and at least another 50% or more underinsured, the costs of the system are
between 14% and 14.9% of the gross national product. We must realize what we are
saying when we speak of being “fully insured” here in the US—when co-payments
are expected for each visit, medication, procedure, hospitalization, etc. one cannot
speak of “being fully insured.” One of the authors (EHL) who happened to become
ill had over $ 8,000 of co-payments in the last year: something he can—but many other
workers cannot—afford.

More of the so-called healthcare dollar is spent on administration in the United
States than in other industrialized countries. Outcomes, furthermore, are certainly not
the “best in the world.” Mortality rates (especially for the poor, for infants, and for
minorities) are far higher than in some other countries, and longevity is less. The
American healthcare system (if the current hodgepodge in the United States can be
called a system!), which was but a few years ago the “best in the world,” has decid-
edly fallen behind.38,39 We have—and with our own hands—transformed ourselves
from being the flagship of health care in the world to being the coal tender!
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The costs of the system are, of course, multi-factorial. Without a doubt one of
the main contributing factors is the rapid proliferation and use (most of us would feel
excessive use) of technology. In the United States there has been a notorious overuse
of technology: More technology is used in making simple diagnoses, more coronary
bypass surgery is performed in dealing with coronary artery disease, and so forth, than
is done in the rest of the industrialized world. And yet: The results are no better here
than there! To take an example: Most U.S. hospitals today own and heavily utilize
machines for magnetic resonance imaging (MRI). This technology—which consti-
tutes one of the greatest technical advances of the last few decades—can, when ap-
propriately used, add much to a physician’s ability to diagnose and ultimately to treat.
But it never is, and never can be, a substitute for thinking. Although hardly needed
for dealing with most ordinary problems, it has more and more tended to be used in
such a way. As of several years ago, the city of Peoria, Illinois (population about
125,000), was said to have more MRI scanners than Norway, and the city of Chicago
more of these machines than can be found in all of Australia!

The explanation for such over-utilization is to a great part the market control of
the medical system. Healthcare institutions as well as freestanding units compete with
one another (why competition and the market are believed inappropriate to healthcare
will be addressed shortly). Hospitals and other healthcare institutions advertise in the
media and will often base their advertising on various claims for having the “best,”
the “newest,” or the most “advanced” device in town. As a result, other institutions
purchase a new and fancier unit. Once bought, these expensive devices need to be
amortized and, therefore, subtle and not so subtle pressure is exerted on the medical
staff to order such tests. The word spreads in the population and patients come to see
proper medical care as using such tests.40 It isn’t long before even physicians con-
sider it “standard practice.”

Another important factor to the inflated costs of the healthcare system is the
emphasis on crisis intervention and the neglect of preventive measures. Such pre-
ventive measures may be hygienic: proper diet, not smoking, the use of moderate
alcohol, exercise, etc. But such preventive measures also include attention to social
conditions that increase the incidence of illness: poverty, overcrowding, poor edu-
cation, safe food and water, adequate prenatal care with proper nutrition, and de-
cent conditions during the puerperium as well as ready early access to a healthcare
system both for preventive care and early in the course of an illness.

Managed care was allegedly introduced as a solution to the rapidly escalating
costs of medical care. Indeed costs tended to go down initially although of late costs
have again steadily increased. Furthermore managed care (see Chapter 6) not only
has not addressed the problem of the uninsured but has, in fact, made it worse—
their numbers are steadily rising. In addition the co-payments extracted by these
insurance companies have made the concept of being “fully insured” illusory. Man-
aged care has become the principle layer in the distribution of resources—a player
who calls the shots and with whom health-care professionals end up wasting untold
amounts of time which (since time is one of the most critical and limited resources),
in turn, they cannot spend taking care of patients. It has attempted to supervise closely
(depending on the particular system) referrals, the use of certain technologies, pro-
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cedures, prescriptions and—perhaps most importantly—has directly and/or indi-
rectly attempted to limit the time physicians can spend with patients.

 It is a system whose only profiteers are the stockholders and the excessively
paid administrators. Furthermore—since these systems differ from and are in com-
petition with each other—they have substantially altered the health-care profes-
sional–patient relationship. Patients—and rightly so—have begun to lose trust in
their physician and feel less sure than before that physicians are primarily commit-
ted to their good and often suspect—and understandably so—that the physicians’
primary loyalty is to the institution which directly or indirectly employs him or her.
The time spent with each patient is often strictly limited as is the choice of physi-
cians. A patient frequently finds that the physician who knows them best, with whom
they have become familiar and whom they have come to trust is not—or is no
longer—a member of the MCO (managed care organization) their employer cur-
rently provides.

The way in which most managed care organizations operate these days is that
approval for various interventions, consultations or procedures must be given before
what the physician deems proper can be done. Furthermore, a clerk, generally with a
high school diploma and quite certainly without medical experience or training, gen-
erally gives such “permission.” Cases can, of course, be appealed. But the length of
time for physician and patient to go through this process assures that many will sim-
ply give up and forego the recommendation in question. This—quite openly—has been
called the “hassle factor” and saves the managed care organizations thousands of
dollars. How many lives it costs or stunts is unknown.

One could easily comprehend a single tiered managed care system that is one
system for an entire society and in which physicians are free to practice medicine within
the limits set by the system. Over usage could be retrospectively examined much as
chart review is done today. Physicians may be told that they routinely overuse a given
modality—but such criticism would be retrospective and not at the time the physi-
cian is dealing with a given patient.

Under the system as it exists, persons who are uninsured will find it virtually
impossible to obtain proper medical treatment for mild or moderate illness. When such
persons are ill they utilize emergency rooms since, under the law, they cannot be turned
away but must be seen and “stabilized.” What is meant by “stabilization” is an elastic
concept and the fact of the matter is that, all too often, such patients are poorly treated—
or not treated at all. Only when the illness has become critical (and when it is most
difficult and expensive to deal with) will the patient be admitted. Then no costs will
be spared so as to return him or her to the very environment responsible for having
caused the problem.

The real problem, in the view of many, is that competition and the market are
not appropriate vehicles for the distribution of medical care. They neither assure bet-
ter quality nor afford lower costs: That much the American experience ought to have
taught us! When used in areas appropriate for it, the market can indeed assure us of
better goods at a lower price. Briefly put, however, the market philosophy rests on
the following assumptions:
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1. Consumers must have sufficient funds to enter and participate in
the market and to choose among various goods and classes of goods;
that is, they must have sufficient money to buy pears, vacation trips,
or, perhaps, if they wish instead of a vacation trip, a new car.

2. Consumers must be well informed about what they wish to buy:
They must know what for them is a good pear, a good automobile,
or a fine vacation trip—including what it would be like to forego
any, or all, of their options.

3. Consumers must have time to “shop around,” to compare and to
reflect on their options: They must be able to go to various
supermarkets, car dealers, or travel agencies and then deliberate.

4. Consumers must not be coerced: They should not be stampeded
into making a choice.

5. If they choose unwisely, such a choice should perhaps be regrettable
but hardly fatal.

Medical care does not satisfy any of these conditions:

1. Most patients lack enough funds to buy healthcare for themselves.
Generally their “purchase” is through employer-chosen insurance,
and what is delivered is frequently at least in part decided by their
employer as well as by insurance carriers. And employers who
must choose among various offerings by insurance companies will
(understandably) emphasize the costs to themselves rather than the
quality of care for their employees.

2. Laypersons (or those laypersons who ultimately decide what policies
to buy for their company) are not informed about the details of
technical medicine. They cannot know what “good medical care”
in fact is: Persons know that they would like to be well but the
means of attaining that goal are not means that they can knowingly
choose.

3. Patients who are ill or worried do not have the time and leisure to
“shop around”: Even if they knew what means were appropriate,
they could only occasionally “comparison shop.”

4. Sick patients are not normal persons “with the knapsack of illness
strapped on their back.” They are in pain, worried, and troubled.
Their autonomy is reduced, and their pain, worry, and fears are a
form of coercion.

5. Persons who choose wrongly in the medical arena and who are
seriously ill may well end up dead or seriously compromised.40

Libertarians will, of course, deny all of this. To them, not only is the market the proper
way of distributing everything—including medical care—but entrepreneurialism is
touted as the legitimate basis of ethics: medical and otherwise. Such a point of view
is predicated on the libertarian notion of a world of “moral strangers” (briefly reviewed
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in Chapter 2) in which freedom is the condition and not merely a high value of the
ethical life and in which beneficence has only negative moral standing. Within such a
framework, only a free market for the distribution of medical care is possible.41 (See
the discussion of various ways of conceptualizing and arguing for various ways of
forming a healthcare system in Chapter 11.)

SOME WAYS OF DISTRIBUTION

When we must decide to allocate resources to individual patients or choose groups of
patients to whom resources should or should not be allocated, we have several op-
tions of choosing. In general, the choices of macro-allocation will be made prior to
micro-allocation: The decision to provide or not to provide funds for renal dialysis is
an example. There remain decisions that, although individual decisions for identified
lives, nevertheless introduce a severe quandary. When, for example, medical condi-
tions have been met, there still may not be enough organs to serve all who may ben-
efit. Decisions made at the communal level (decisions, for example, that would exclude
axe murderers from being considered as organ recipients42) may not suffice. A resi-
due of eligible candidates clamoring for an individual scarce resource (the notorious
last bed in the ICU example) will inevitably persist.

While no firm answers can be given, ways of proceeding with such allocations
need to be examined. Briefly, five methods of allocation (or a combination of these)
have been suggested: (1) “need” and chance for benefit; (2) a market approach; (3) a
lottery; (4) the queue or first-come, first-served, often (and, we believe, erroneously)
lumped together with the lottery; and (5) social value judgments or “judgments of
merit.” The market approach, in which resources would be for sale to the highest bid-
der, has often been suggested and has lately seemed to gain in popularity. If commu-
nity is seen as constituted of individuals united merely by a duty of refraining from
harm to one another and in which beneficence is not an obligation (see also Chapter
3), an argument for this can certainly be made. Freedom, in such communities, is an
absolute condition, and market price alone may control availability. Though note,
parenthetically, that what this entails in conditions of scarcity is that the unfettered
freedoms of the stronger will necessarily and always trump the allegedly unfettered
freedoms of the weaker. If, however, communities are conceived as cemented by
obligations of beneficence, this may not be the case. We—as individuals in a com-
munity—owe the less fortunate among us those things reasonably necessary to main-
tain life and to strive on as level as playing field as possible for the good things in
life.

A modified market approach (one that makes resources not necessarily avail-
able to the highest bidder but precludes them for those who cannot bid at all) is, in
fact, largely the way that medical care is distributed today.38,39 Persons who lack inde-
pendent funds as well as insurance may have no way of entering the healthcare sys-
tem until it is too late. It is not only the indigent (for often the indigent are at least
theoretically “covered” with Medicaid) or the elderly who find themselves in this
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position; it is, above all, the underemployed or minimally employed (the rent-a-cop,
checkout clerk, or domestic). In living the fiction that life-saving care is, in fact, avail-
able to all and in generally insisting on the truth of this fiction, the community tacitly
expresses its sense of obligation even as it fails to discharge it.

Intuitively we feel that making vital resources available only as an expression
of market forces violates the duty of respect and caring that beneficent communities
owe their members. Introducing an auction approach for resources in which resources
are either available to the highest bidder or unavailable to those who cannot bid at all
reduces allocation to a “trial by combat” in which the weapons are economic.42

Using “need” and chance for benefit is not as simple as it seems. It is obvious
that persons who “need” a given intervention to return them to useful function must
constitute the pool of possible recipients. Moreover, it seems obvious that those with
the most urgent need should have preference over those whose need is lesser. Like-
wise is it obvious that a patient who has a 90% chance for long-term improvement
would be chosen over one who only had a 1% chance. To that must be added the pre-
sumed length of benefit: Should a person (generally younger) who might benefit for
25 years from a given intervention take precedence over another (usually older) who
might benefit for only 10 years (or 1 year or 1 month)?

Consider two candidates for a heart transplant: One, age 20, will die within hours
or days if no organ is found but—in part because of a long waiting period—he al-
ready has severe damage to other organ systems making survival far less likely than
without such a complication; the other, 55 years of age, is not quite as critically ill—
he or she could perhaps wait a bit longer but would, during that time, run a substan-
tial risk of severely damaging other organ systems and lessening their chances. In
clinical medicine cases are difficult to compare: The variables are too vast. Such cases,
within a general framework set by the community and a specific framework set by
the particular institution and its staff (both of which should be publicly known) will
have to be individually (and, undoubtedly, never to the satisfaction of all concerned)
adjudicated on a case-by-case basis.

The lottery approach has often been suggested as a “fair” method for giving to
one what cannot be given to all. It is the method by which occupants of lifeboats tra-
ditionally choose those who must be jettisoned in order to save the others. Leaving
allocation to a lottery may be fair in the sense that choice has randomly fallen and
that the decision to choose in this way was made prior to the time that anyone could
possibly predict the outcome. Refusing to make a choice prior to exhausting all pos-
sible avenues of seeking out entitling differences is, however and in fact, making a
choice. It is a choice that favors caprice over reason and says either that all reason has
been exhausted and that no reasonably pertinent or relevant entitling characteristics
remain (a rare situation and one in which only a lottery or force remains) or that we
have deliberately chosen not to trouble ourselves to make the agonizing choices that
we must if we are to live up to morality in the human condition. To hold that all rea-
son has been exhausted and that no relevant entitling characteristics exist in many if
not most instances violates common sense; to choose not to trouble oneself denies re-
sponsibility.42 There may or may not be relevant (or apparent) entitling differences among
passengers in a lifeboat situation, but the same is rarely true in the medical setting.43
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Queuing—a first-come, first-served approach—has often been equated with the
lottery.43 In this approach, allocation decisions for groups have been previously made,
and claimants who present themselves are the only eligible ones. Those queuing are
within the groups. If physicians must do all they can for the identified lives under
their immediate care, they cannot reasonably be asked to defer their present patient’s
good for the potential good of a possible (or even probable) later one. Objections to
queuing that say that the time of queuing is often a social factor (since the more so-
phisticated and more affluent patient usually presents earlier than the untutored or
the poor) are unquestionably true but fail to provide a solution: Moving the poor qua
poor ahead is just as morally wrong as giving preference to the rich.42

Social value judgments, judgments that hold different individuals to be of dif-
ferent social worth, are underwritten by the belief that values can be judged as better
or worse by some acceptable standard.44 Such judgments obviously empower the al-
locator (or the community if the framework has been socially set) to superimpose his
or her standards on others. On an individual basis and when dealing with identified
lives, such judgments are an obvious violation of our current vision of the profes-
sional relationship; they are bound to be arbitrary and to lead to capricious abuse.
They are, however, quite different from the making of such judgments by communi-
ties for groups of their members. Communal judgments of this sort are, at the very
least, judgments made for groups of people by communal (rather than by personal)
standards, and they are made by communities of which the claimants are a part and in
whose values the claimant more or less share. Such communal judgments, while far
from being non-problematic, are less likely to be capricious and arbitrary than are
individual decisions. (See Chapter 9 for a discussion of social value judgments.)

The community might, for example, decide that convicted felons or felons con-
victed of particularly heinous crimes will not be entitled to have organ transplants
unless superfluous organs are available. As things stand now, convicted persons lose
their freedom and certain civil rights but are promised food, shelter and medical care.
Under such conditions denying transplants to convicted murderers, for example, vio-
lates this promise. While it would not serve as a deterrent for crime it would spell out
what a convicted felon can and what he/she cannot expect and not leave such deci-
sions to the caprice of individual institutions or physicians.

A special case of social value judgment is the judgment that would penalize
persons held to have “caused their own illness.” These, it is said, do not merit care as
much as those not implicated in their own illness. While there can be no doubt that
habits and lifestyle have a profound influence on sickness and health, translating this
fact into allocation judgments is quite a different matter. If we hold persons responsi-
ble for knowingly choosing their own lifestyle, we may be left with the conclusion
that such persons are largely responsible for their own fate. We may, then, end up
blaming the victim and washing our hands of much previously assumed obligation.45

Our answers here will depend on the vision of the natural lottery and of community
(see Chapter 2) as well as on our perception that causality is not so simple or so easily
defined as one might think.

Persons are born into communities and therefore into situations not of their own
making. Values of their family and of their community, their schooling, and their life
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experiences condition them to do certain things in certain ways. Free choice in the
context of self-causation is a complicated thing. The external forces that tacitly con-
dition our choice of lifestyle are too complex to be subsumed under “personal choice.”
Social forces and advertising, to name but two evident forces, are too powerful to
ignore. Further, self-causation is too indistinct a concept to be useful. Where do we
draw the line: smokers, drinkers, eaters of excess salt or fat, drivers of fast cars, the
sedentary, those who fail to air their houses or to get enough sleep?46 Social value
judgments of this sort, although enticing, seem too complex to be useful.

AGE AND RATIONING

When we speak of rationing healthcare, we can think of such rationing as rationing
by types of procedures or interventions (say, limiting the use of extremely expensive,
exotic, and marginally effective interventions) or rationing by some other criterion.
Rationing by such other criteria is largely what we do today. Some have proposed
that rationing may be by age, social utility, etc. Some of these have been proposed
not only as a last resort but also as a first line. Age—a simple and easily determined
criterion and therefore one that has a great deal of appeal to many and especially to
bureaucrats—has been proposed as a proper way of proceeding.47, 48

Age has been used because as people live longer they not only consume more
resources but also consume resources in whose production they no longer participate.
The amount spent on healthcare has, in part, increased because people live longer.
Some feel that there is a “natural life span” beyond which no healthcare other than
the minimal ought to be provided. They base their argument on a perception of what
is and what is not a “natural” lifespan and would limit access to medical care based
on an arbitrarily fixed cutoff point.47 Others, who also are inclined to conclude that
age might well serve as a limiting factor, reach this conclusion from a Rawlsian type
of argument: They argue that behind a “veil of ignorance” most of us when given the
alternative, would choose to spend our resources earlier in life, thus assuring for all
at least a reasonable life span, rather than providing the chance of having more life at
the end.48

Many (including ourselves) are uncomfortable with both of these arguments. In
the first instance those who oppose age as an independent variable in medical deci-
sion making feel that using age in this manner is a statistical artifact and does not
speak to the individual and his or her needs and capacities. One 85-year-old is not
like another 85-year-old in intellectual or physical capacities. A natural life span for
a species is not necessarily a natural life span for an individual organism within it.
The fact that many persons at age 85 are beyond enjoying their life, are, perhaps, senile
and bed-ridden or incapacitated by other illness, does not speak to the individual. Many,
indeed most, at that age live vigorous, enjoyable, and productive lives. Throwing all
into one pot merely because an arbitrary length of time has passed seems capricious.

Furthermore, it is impossible (at least at this stage of the game) to say what is
and what is not a “natural life span.” Even if this could be determined for the species,
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individual variations in all species are profound enough to make one hesitate in im-
posing what is again a statistical fact on an individual consideration. Even if one could
determine a “natural” life span, there remains the question as to why a “natural” life
span should constitute an ethically relevant fact. All of human activity, in one way or
another, has involved adapting and, at times, extending the apparent framework that
nature has provided. Prior to effective therapy, the “natural” life span associated with
a variety of disease states was short indeed: yet we do not deny patients a treatment
that would, often dramatically, change it. After all and among other things, that is what
medicine is all about! Persons with “early onset” diabetes died prior to the discovery
of insulin—their natural life span was limited indeed! Does that mean that we should
not use insulin and thus change their “natural” to an unnatural but productive and
meaningful life?

The fact that many aged persons are permanently vegetative, comatose, or so
severely impaired that their current or future capacity to recognize or communicate
with their environment is virtually nil is beyond dispute; so is the fact that many more
persons at age 90 than at age 40 find themselves in such a condition. But what mat-
ters, ethically speaking, about Ms. Jones, who is ill, is not that many like her are per-
manently vegetative, permanently comatose, or incapable now or in the future of
meaningful interaction. What matters, no matter what her age, is Ms. Jones’ diagno-
sis and prognosis. Persons who are self-aware, and not merely are but “have a life”
are members of the human community who, by virtue of that fact, are entitled to its
benefits.

Those who oppose the “veil of ignorance” argument do so for a number of rea-
sons. First of all, the young can and do have little conception of what they would want
or not want at a more advanced age. To a 20-year-old person, age 60 is an advanced
age and not quite imaginable. The veil of ignorance, those who are uncomfortable
with this argument feel, is too thick to allow informed choice. Secondly, it is not at all
certain that prudent choosers would make this choice if given sufficient facts. If
healthcare to prolong life at a more advanced age were to be juxtaposed to having a
facelift at an earlier age, many would hesitate. Healthcare, it seems to many, is too
broad a concept to be easily encompassed under one umbrella—especially an um-
brella that would “shield” against it!

One note of caution: Age, like any other physical fact, has to enter into the equa-
tion when it comes to deciding the prognosis for critically ill persons. There is ample
evidence when one looks at various empirical data, for example, that triple organ failure
in persons beyond a certain age today has no measurable chance of being reversed
whereas such does not appear to be the case in those who are considerably younger.
When one must make patient care decisions, the disciplined use of such data is not
only ethically acceptable but is, indeed, as mandatory as not ignoring some other rel-
evant piece of data.

To limit access to healthcare for the elderly—rather than for those of whatever
age who can no longer benefit from it—seems an arbitrary decision and one that, among
other things, would clearly deny equal protection to an arbitrarily chosen group of
people. A decision to limit care for all the elderly above a certain arbitrarily deter-
mined age should not (ethically speaking) even be considered before what constitutes
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waste is not communally defined and, as far as possible, eliminated. Society would
be hard put to defend a decision to support young permanently vegetative or coma-
tose patients (or to buy and use more than the medically essential technology) but to
deny therapy to functioning persons merely because they had attained a particular
chronological age.

BUILDING A HEALTHCARE SYSTEM

A system is something that has some sort of internal coherence and controlling ele-
ments. The cardiovascular system or the educational systems are examples. In the
health-care system as it exists in the United States today the only internal coherence
and the only controlling element is a theory of the free market—and not even that is
entirely carried into practice. Before we can even speak of building a health care sys-
tem, certain basic concepts, terms and language must be agreed upon. Many terms
are loosely used and need to be defined. What follows is an attempt to define some of
these terms.

The term “socialized”—since it is bandied about rather freely—must be under-
stood. Socialism, first of all, is a term often equated with communism. This is untrue
and inaccurate. Communism denies the right to private property; socialism recognizes
the right to private property but insists that the fruits of labor ought by right go to
those whose labor it is—i.e., the worker—thus worker ownership of, for example,
United Airlines or the Saturn Car Company are, in a sense, a form of socialism. So-
cialism (and this is where the term “socialized medicine” comes in) furthermore, and
most importantly, holds that certain goods and institutions essential to the commu-
nity should be owned and controlled by it. Persons are persistently taught that de-
mocracy necessarily entails capitalism and that capitalism furthers democracy. Nothing
could be further from the truth. Capitalism is an economic and socialism a political
system and, while economic and political systems should preferably fit together, they
are not synonymous. Capitalism or socialism can exist in a monarchy, a dictatorship
or a political democracy. The philosophical basis of capitalism is the freestanding,
largely asocial individual whereas the basis of socialism as well as of democracy is
shared community. Social democracy is a democracy that emphasizes democratic
process and accepts social responsibility; democratic socialism is a system in which
the means of production are predominantly in the hands of those who have a part in
creating the product and in which decisions are made in a democratic fashion. In demo-
cratic socialism, private capital exists but the community controls those things basic
to communal life (things like health-care, education and public utilities).

Most national health care systems are not “socialized.” A socialized system is
one in which the state from general taxation creates, maintains and operates a health-
care system. Many, if not most, systems in the industrialized world that provide at
least basic health-care to all citizens do not meet such a definition. They are operated
by and through various usually government supervised insurance schemes; but they
are not, in the true meaning of the word, socialized.
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If one is thinking of creating a health-care system one first of all must decide
whether such a system should be single- or multiple-tiered. Although the two terms
are often used as though they were synonymous, a single payer system is not synony-
mous with a single tiered system. In a single payer system there is one agency (by it
government or private) which pays out “benefits”—conceivably this could be a large
insurance company selling different policies to different persons: i.e., one payer but
with different payment arrangements for different persons.

Various countries have adopted a variety of health-care systems. In all of these
countries there is one common denominator—they all provide at least basic health-
care coverage to virtually all residing within their borders. The United States, as has
been said, is unique in not doing this. The Scandinavian countries differ among them-
selves but have two important features in common: they are exclusively publicly
funded and they use primary care physicians as gatekeepers. German, Austria and to
some extent Switzerland are funded via mandatory employer/employee contributions,
have a strictly regulated (but becoming less strictly regulated) insurance system and
provide insurance for those who would be otherwise uninsured. The United King-
dom has a multiple-tiered, nationalized system with the national health care sector
publicly funded. In that sense, albeit multiple-tiered, it is socialized. Canada’s sys-
tem is single-tiered and nationalized with public funds distributed among the prov-
inces. France has a mixed system.

Different systems spawn different ethical problems. A system in which, as is
generally the rule in the United States, the same physicians care for their patients both
inside and outside the hospital, has somewhat different or at least differently shaped
ethical problems than does a system in which ambulatory and in-hospital care are
strictly separated. A capitated system offers different incentives from one that is fee
for service. Physicians who must deal with private insurance companies face differ-
ent ethical problems than do physicians who are paid directly by the government.

The language we use conditions the way we think and often determines the way
we feel and act. In the last few decades there has been a gradual shift in language that
has both caused and been caused by these other changes in physician–patient rela-
tionships. Physicians have become providers; patients have become first clients, then
consumers and now, even worse, customers. Often they are, in insurance jargon, sim-
ply spoken of as “lives,” or even worse, “units of care!” This shift in language (one
fairly unique to the United States) is, in our view, by no means accidental or trivial—
it is a shift at the very least encouraged by those who stand to gain by the disruption
of an ancient relationship. It is one health-care professionals buy into at their peril.

Although our media would equate them, “single-payer systems” are not neces-
sarily single-tiered. Single-payer system simply refers to the fact that there is one source
of payment, be it the government, an insurance cartel, or whatever. Likewise, as we
alluded to before, there has been a tendency to equate “democracy” with “free-mar-
ket capitalism” and to equate “socialism” with a form of government that of neces-
sity is not democratic. It bears emphasis, once again, that democracy is a political
system; the free market and socialism, on the other hand, are economic systems. Al-
though economic and political systems must, so to speak, be compatible with each
other, they are not identical. Democracy is ultimately founded on a strong belief of a
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need for a well-functioning community and a respect for all individuals within it; the
crasser forms of capitalism, on the other hand, are predicated on a philosophy of stark
individualism in which lip service is paid to the individual “free” to starve or succeed
merely by his or her own devices. A form of democratic socialism in which a homeo-
static process aiming at survival, learning, and growth adjusts the goals of the individual
to the needs of the community and sees the needs of the community as necessitating the
prosperity of the individuals within it is, despite of all that is said against it, an emi-
nently reasonable and viable choice.4,5,15

When we look at healthcare and healthcare providers in America today, we are
seeing a system and a profession in transition.49 In former times, physicians and hos-
pitals were far more ready and far more able to offer care to the indigent than they are
today. Resources needed to provide care were fewer. Obligations, furthermore, could
be met by charging paying patients sufficiently more so that caring for those who could
not pay was not as burdensome (sometimes called the “Robin Hood principle”). That
is not to say that the poor invariably received proper care or that conditions were
necessarily better than they are now. Rather, it is to make the obvious statement that
society has undergone critical changes and that the delivery of healthcare is merely
one of these.

Poverty in America is one of the realities of life.50 It is well known that 20% of
our people—many of them fully employed—are beneath the poverty level, that one
out of three children goes to bed hungry, and that at least one out of seven persons
(many of them children and half of them employed) lack access to medical care.50,51

About 25% of children go hungry a significant part of the year. Under such circum-
stances, the question of whether communities are obligated to provide a decent mini-
mum of necessities to their members takes on new urgency. Healthcare is felt by many
to be such a need, since without it individuals cannot “maintain normal species func-
tioning” and thus maximize the full range of opportunities.48 Those inclined to this
point of view will feel that the provision of healthcare is a basic necessity in today’s
world and that the lack of access to such healthcare constitutes a serious flaw. Others
may argue either that healthcare is not, in today’s world, a basic necessity, or that
communities are not obligated to provide at least a minimum of basic necessities to
their members.

Our viewpoint toward the idea that a decent minimum of healthcare (or of other
necessities) is a human “right” in a just community depends, of course, on our prior
viewpoint of community and of justice (see Chapter 3). If one

1. Believes that the “natural lottery” operates in selecting who will
and who will not be ill and that it is the working of blind chance

2. Holds that the definition of community entails no necessary duties
of beneficence

3. Maintains that “rights” are “natural” or “divine” and are therefore
to be discovered and not constructed, and

4. Sees freedom as the sole necessary condition of communal life and
not as a value to be traded on the marketplace of other values, one
will hold that communities have no obligations to provide healthcare.
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If, on the other hand, one

1. Believes the results of the “natural lottery” confer obligations on
the members of a community because (a) the undeserved misfortune
of a member of the community automatically confers such
obligation or/and (b) that the “natural lottery” is, to a significant
degree, a social construct.

2. Holds that the definition of community entails not only duties of
refraining from harm to one another but likewise powerful
obligations of aid to one another.

3. Maintains that “rights” are not discovered and therefore “natural”
or “divine,” but, rather, the product of human choices and values;
and

4. Sees freedom as a fundamental value of a just society but not as the
necessary and absolute condition of their existence, then one will
affirm that just communities have an obligation to provide a decent
minimum of essential needs for their members. They will do this
because their view of what is just—what it is to “give each his or
her due”—is grounded in these assumptions.

Most of us today would want to pay at least lip service to a view of obligation and
community fashioned on some version of the latter model. Even those committed to
a thoroughly individualist or libertarian philosophy will hedge their bets and hold that
it would be meritorious or “nice” to help the unfortunate, even though without “cre-
ating a straightforward obligation on the part of others to aid those in need.”41 In a
sense, we all feel committed not to let our neighbor starve or go without medical care
(even though many of our neighbors do, in fact, starve, and even though at least one
in five do, in fact, go without medical care). And having said this, many would feel
compelled to provide at least a decent minimum of essential needs to all members
of our community. That leaves notions of “need,” “decent,” “minimum,” and “es-
sential” undefined. Such definitions will vary from society to society and from com-
munity to community depending on time, circumstances, and values. Definitions,
therefore, can be seen not as immutably fixed but as evolving and changing. They,
like many of the specifics of ethics, reflect the values of the community by which they
are constructed.

There are two ways of looking at “entitlements.” One can adopt what has been
called a “poor law philosophy” in which entitlement is the result of belonging to some
particular group within a community (say the poor, those with end-stage renal dis-
ease, etc.), or one can adopt what has been called a “welfare philosophy” in which
entitlement is the result of being a member of a given community.51 In truth all com-
munities are a blend of both: All of us (at least theoretically) are equally entitled to
police or fire protection, but only some of us are entitled to food stamps. Just as there
is not a community built entirely on a libertarian or an absolute communitarian model,
there is none that does not have a mixture of these ways of allocating entitlements. In
general, communities that lean toward the libertarian way of thinking will tend more
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toward having entitlements follow a “poor law” than having entitlements provided
from a “welfare” point of view.

When all is said and done there are three possibilities of fashioning a healthcare
system:

1. A so-called single-tiered system in which all are provided with a
certain level of healthcare and none can buy more. Such a system
will not make it possible for the wealthy to “buy” different
physicians, different staffing of hospital wards, different
instruments, different drugs, a different waiting period, or any other
services that make a direct contribution to outcome. In such a system
it is quite possible that one would be able to buy “luxury” items
that do not affect outcome: a private room with pretty curtains, a
gourmet meal, a bottle of wine at dinner, etc.

2. A multi-tiered system in which “basic services” are provided to all
members of the community and those so inclined (or affluent enough
to do so) are free (through insurance or out of their own pocket) to
buy more.

3. A strict market system in which consumers buy (or receive, as part
of their employment benefit package) various types of insurance.
Such a system, in fact, is what is currently used in the United
States—with the lowest tier getting nothing at all.

Except for the United States and South Africa, there is no nation in the developed
world that lacks some sort of healthcare system providing at least basic healthcare
coverage to all its citizens. Many of these nations (Great Britain, Germany, and Aus-
tria among them) have some sort of multi-tiered system; others (Canada and the
Scandinavian nations, among others) have single-tiered systems. The United States
today has one overwhelming advantage among other nations: It is so far behind that
it could and should learn from the experience of various types of healthcare systems
and then attempt to adapt the best and avoid the worst of all of these systems for its
own conditions and culture. Obviously, one can no more easily “transplant” a health-
care systems into a culture into which it does not “fit” than one can transplant organs
into a host not ready to receive them. The social or physical immune system of the
nation or the organism would reject them.

Those who argue for multi-tiered systems generally argue in the following way:

1. Although basic healthcare should be supplied to all, purchasing
healthcare above this level ought to accord with the values and
plans of the individual being covered.

2. Persons should be able to express their values by freely choosing
among diverse goods: more elaborate healthcare in case of severe
illness, expensive cars and vacation trips, or a plusher lifestyle.

3. Persons who have worked hard, lived moderately and saved
properly should be able to use such savings as they see fit. Why
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should such persons pay for more than basic healthcare for those
who have been lazy, lived extravagantly or refused to save? At first
blush, such an argument has much to recommend it. After all, free
people ought to be able to express their own values in the way they
choose and allocate their income as they see fit. Respect for persons
would suggest that this is true.

When one examines this argument more closely, several obvious fallacies are evident.
Persons whose jobs do not give them a large income but who may be working very
hard, living frugally, and saving as much as possible (and often that is nothing at all)
would not be in a position to buy additional insurance, let alone pay for services out
of their own savings. They may have a very high value for healthcare but of necessity
have a higher value for providing sufficient basic necessities and sufficient education
to themselves and their families. For such people, medical care above the “basic” would
go begging. Furthermore, should a person, even one who was lazy, wasteful, or who
failed to save, be punished by not having a life- or function-saving procedure when
their neighbor can? Should such a person’s child or other dependent be punished?
Would we, as a people, conceive as just a society in which life was “for sale”?

The British system gives a perfect example of a multi-tiered (and socialized)
system in which a great disparity among services for the generally covered and for
those with private insurance exists. And that has had a distinct influence on outcome.
In one study, the time from tentative diagnosis to cardiac catheterization and then the
time from positive findings to surgery was measured in two ways: What was the case
at the time measured (1988), and how had this waiting time changed over the last
decade? The time from diagnosis to catheterization and the time from confirmation
to surgery were both about two weeks for the private sector and almost a year for the
public. Moreover, waiting time had remained stable in the private but sharply increased
in the public sector.52

This should come as no surprise. Inevitably persons who have the greatest might
in a society make laws. Members of Congress or Parliament do not generally come
from the poor. They are usually in the class that could well afford to buy supplemen-
tal insurance or to pay for some care out of their own pocket. Ultimately it is the bet-
ter off who will be paying for the healthcare of those who cannot afford it. It is in the
interest of the wealthy (and, therefore, of the powerful) to consider “basic” to be as
little as possible.

A single-tiered system is one in which everyone gets the same things (affecting
outcome) and no one can buy more. It is the system largely in use in Canada, the
Scandinavian nations and in many respects Holland. Arguments for such a system
are largely based on the idea that we as a community owe those things available and
needed to sustain life as well as adequate function to take advantage of the opportu-
nities a given society may offer to one another. While in a single-tiered system all
members of the community have equal access to those things that affect outcome this
does not mean that all will, in fact, avail themselves of that opportunity. But it is there.

We shall (if we end up with any organized system within a foreseeable time at
all), most probably, end up with a multi-tiered system in the United States. Such a
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system in an extremely individualistically oriented culture can probably be safely
predicted—at least, one hopes, as a first step. It is not, in truth, the system we, the
authors, would advocate, but there is no doubt that it is better than nothing.53 The prob-
lem is that healthcare systems, like all major institutions, are basically difficult to
change once they are put in place. In building a healthcare system for our country it
would be well to sit back, consider, and think. First of all, being clear about where we
are (our resources, our possibilities, and our problems); secondly, being clear about
our values, goals, and hierarchy of needs and interests; and thirdly, interconnecting
this by an appropriate means, would be a first step. In a well-functioning democracy
such a decision ultimately is a political one. But a process of deliberation in which
experts from diverse disciplines (the health-care professions, hospital managers, so-
ciologists, economists, ethicists and so forth) work together free from political pres-
sure should occur prior to the inevitable and necessary political decision. From such
a process a variety of possible options could emerge, only then to be decided upon by
the political process. Those of us who would or could be affected should all have a
voice and those who cannot participate (some disabled, children, etc.) are repre-
sented—in a democracy through a political process but one that is informed and truly
representative. Thus it would seem essential that in building such a system commu-
nal dialogue plays its part. From such a process a variety of possible options could
emerge, and then to be decided upon by the political process.

Such decisions should be made by a well-informed and interactive public well
advised by appropriate experts and transmitted to their elected officials and then in-
evitably acted upon and subjected to the political process. It is a complicated task and
not one that can be accomplished by relying on gut feeling or rhetoric. It is in forging
such critical decisions (whether they involve the creation of a decent healthcare sys-
tem or the accomplishment of some other vital communal task) that the value of a
true and the failure of an inadequate democracy manifest themselves. One cannot
expect a nation that lacks the underpinnings of genuine political democracy to per-
form these tasks well. Moreover, decisions of this sort are decisions that must be made
in view of the “opportunity costs” which allocation necessarily presents us with. These
are hard choices which must be made by the community and translated into actuality
with compassionate rationality: compassionate so that all can and do envision them-
selves as affected and as possibly—even if they are not now—affected at a time of
greatest economic and personal vulnerability; rational because the facts and possi-
bilities need to be clearly seen and dispassionately examined.

Medical costs have escalated. There will be no easy solutions. But solutions can
and must be found. We have a plethora of examples in the form of other nations. These
cannot, of course, be simply imported but must be fitted into a particular culture and
into its particular needs and values. But we can and must learn from these other expe-
riences, from their successes and from their failures.

The health-care system in the United States is the most expensive, the most in-
equitable and the most bureaucratized in the world. As good as the care of critically
ill patients is in the United States even that is no longer the best there is. In the United
States today we have become very skilled at remedying crises we could, with a modi-
cum of foresight, have easily prevented. Often we remedy an acute crisis only to send
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patients out into the very same situations that have produced the crisis in the first place.
Not only is this ethically problematic—it is, in the long run, economically unwise.

The most erudite discussions of the finer details of justice or the professions of
despair by the medical community at the number of uninsured are pointless without
political action. This is not a new observation: Aristotle long ago saw politics and
ethics as firmly entwined. Questions of ethics ask questions directed at courses of
action—action which when it comes to systems can only be modified within a politi-
cal context. It is our thesis that those persons associated or concerned with the ethical
practice of medicine have an obligation which transcends that of the ordinary citizen
to take an active role in creating a system in which ethical practice can take place.
Such an obligation is one which (and with particular force) ethicists who are suppos-
edly the most concerned about ethical practice should eagerly embrace. Doing one’s
job as well as one can—including teaching the finer point of ethical theory—is point-
less if the constraints of the system force one to practice in a way that one readily
recognizes as being ethically problematic.

GENERAL AND
ECONOMIC PROBLEMS

In speaking of the problems of health-care ethics, of new knowledge in genetics or
biochemistry, of advances in diagnostic modalities or in therapy or in developing new
technologies we must be aware of one of the main ethical problems we are facing
today: a problem we try to sweep under the rug and one that remains largely un-
mentioned. These new advances benefit a small fraction of this earth’s population.
We in the so called “developed nations” are developed in good part because of our
systematic exploitation of vast areas we today please to condescendingly label as
“underdeveloped” or as “third world” countries. Even in our so-called “developed”
world there are large areas of poverty—often the result of exploitation and the abuse
of resultant power. As we develop new scientific and medical advances we tend to
forget that many of our fellow-citizens lack access to any but capricious health care
and are dependent on charity while most of the rest of us are really inadequately in-
sured: severe or prolonged illness can extract more in co-payments than many can
afford and long term care for the elderly is a national scandal. The question before us
is quite simple: do we as a community have the right to expend our resources on de-
veloping new and exotic means of treatment for the few who can afford it or are we—
as fellow humans and as those who exploited and gained—obligated to use these
resources to level the playing fields and bring at least basic health care to all of our
fellow humans? Millions die of quite eradicable diseases—malaria and schistosomiasis
are examples. Infant mortality (including infant mortality and unnecessary premature
births in the United States) is unnecessarily high. Overpopulation and under-educa-
tion aggravate these problems progressively. The Dickensian specter of Christmas
future and the two children, whose names are want and ignorance threatens us still
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and, population growth, if not vigorously and rather immediately addressed, threat-
ens to engulf the whole world.

We are not suggesting that our research into genetics or into new methods for
treating disease should be stopped or that high technology medicine should not be
used. But we are suggesting that a part of the monies used to support this “rich man’s
medicine” be used to fund massive programs of development, of education and of
birth control in the nations which we have had a hand in impoverishing. Clearly most
of us alive today are not culpable for slavery, exploitation or imperialism yesterday;
but clearly we benefit from this past. Our comfortable and, compared to the rest of
the world, opulent life style is possible only because of severe social injustice in the
past, just as the miserable conditions in the lands and peoples we have historically
exploited are our doing. We are, however, suggesting that part of the resources used
to finance these advances be set aside to begin to level the playing field and to speed-
ily bring about at least basic social and medical changes. The basic assumption un-
derpinning these statements is quite simple: we are all human beings whose status,
place of birth, sex or race are matters of “moral luck” and whose social standing is at
least in part also attributable to the same “moral luck.” We, if we are to maintain soli-
darity within our human community and together strive for the good of all, need not
only to stop exploiting but, indeed, to help those whom we as a society have histori-
cally exploited. And we need to do this, among others, for self-serving reasons for
without solidarity our future will be one of perpetual war of all against all.
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Organ Donation

INTRODUCTION
AND BRIEF HISTORY

In the latter half of the 20th century, the possibility of transplanting organs has become
a reality. It has been made possible not only by advances in transplantation technol-
ogy but especially by new insights into immunology. Transplantation has been helped
along the way with the introduction of the concept of brain death as the point at which
death may, officially, be declared. The propriety of arbitrarily redefining death so as
to make organ retrieval more easily possible is only one of the many ethical questions
that have arisen since organ transplantation has become feasible.

The issue of transplanting organs from newly dead or from living donors may, if
our hope in growing organs from omnipotent stem cells materializes, be relegated to
the dustbin of history. Regrettably at present this is not the case. It is, therefore, likely
that some patients critically in need of certain organs will meet certain, agonizing and
perhaps unnecessary death.

At this point in time, some of the earlier ethical objections and quandaries, such
as whether organ or tissue donation is ethically permissible in the first place or whether
selections made by groups of people (called because of their function “God squads”)
were a legitimate option, have largely become irrelevant, either because funding, sci-
ence or public consensus has resolved them. Some very critical ones remain—but these
deal more with issues of allocation than they do with the substantive question of the
probity of transplantation in the first place. Among the most important to be dealt with
today are questions dealing with allocation—not to individual patients per se but al-
location to centers which, in turn, allocate to individuals.

Despite the fact that death in most of our western societies (a problem to be dis-
cussed more fully in the “end of life” chapter) has been legally equated with death of
the whole brain (instead of, as heretofore, with the cessation of heart action), serious
obstacles remain in the way of utilizing transplantable organs as fully as possible.
The problem is examined from the following perspectives: (1) a brief history; (2)
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organs as public resources; (3) objections raised to organ transplantation, and their
counterarguments; (4) possible instruments of donation; (5) the donation of organs
from live donors and the ethical problems of using either relatives or strangers as
donors; (6) allocation to transplant centers; (7) allocating organs fairly and the use of
social value judgments in transplanting organs; and (8) the practice of organ sales as
a method of distribution, and the sale of organs by poverty-stricken persons in under-
developed areas. The ethical question of making brain death equivalent to legal death
is addressed in Chapter 11, which deals with end-of-life issues, and the related ques-
tions of transplanting fetal tissue and of using anencephalic infants as organ donors is
discussed in the chapter dealing with questions at the beginning of life (Chapter 10).

HISTORICAL CONSIDERATIONS

The idea of transplanting organs is not new, even though the reality of doing so is.1

The miraculous transplantation of organs was spoken about in medieval times, and a
16th-century picture by Fernando del Rincón, hanging in the Prado, shows a sacris-
tan, whose leg had become gangrenous, receiving the healthy leg of a black man,
presumably a slave (the instrument of consent and the outcome of this venture, are,
unfortunately, not revealed!). A probably apocryphal story speaks of Pope Innocent
III’s being transfused in 1492 with the blood of two youngsters conveniently sacri-
ficed for this purpose.2

There is no clear-cut evidence that tissue transfer took place prior to the 17th
century, when Richard Lower of England first transfused blood from one animal to
another.3 Shortly thereafter, Denys in Paris transfused animal blood into man, but a
failure of one such procedure and a suit brought by the patient’s widow (who, it was
later found, had murdered her husband and blamed the physician) soured physicians
on this procedure.4 No further attempts were made to transfuse blood until Blundell
in 1818 at Guy’s Hospital first transfused blood from man to man. From then on, trans-
fusions (tissue transplants in their own right) have been carried out with variable suc-
cess—and their not infrequent failure made them a measure of truly last resort or one
not even attempted. It was not until Landsteiner in 1900 described blood groups (and
until he and Wiener further refined our understanding by finding the Rh factor some
decades later) that at least some of the disasters that not so rarely befell recipients
were understood and could now be avoided.5

Successful skin grafting and early transplantation awaited the late 19th and early
20th centuries. Ullman in Vienna and Alexis Carrel in New York first successfully
transplanted the kidney of one animal into another in 1902, and occasionally successful
experimental transplantation of other organs from animal to animal soon followed.

Transplantation of kidneys from one identical twin to another was first done in
the middle of the 20th century. Successful transplantation from identical to identical
twin became a successful operation but one which was only rarely available. Suc-
cessful transplantation in humans from non-identical-twins, other family members or
from non-related donors awaited a better understanding of the immune process and,
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where needed, its relatively safe but still difficult, expensive and long-term suppres-
sion. Tissue transplants other than those of the cornea (not usually subject to rejec-
tion) and blood (transfusable with relative safety since the development of blood
grouping) have become a viable but still problematic option only in very recent times.

In speaking of “organ transplantation” we are, in fact, speaking of a variety of
tissues. Blood transfusion is a form of organ transplantation different in its being re-
newable and in the fact that it is given as a stop-gap until the patient’s own bone marrow
can again produce blood. It also, unless an error in matching occurs, is not associated
with any form of the rejection phenomenon. Transfused red blood cells maintain their
function for approximately 100 days: in that sense they do not “implant” the way other
tissues do. In considering organ or other tissue transplantation one must differentiate
among: (1) paired but not renewable organs or tissues of which one can be taken from
a living person without necessarily causing them grave harm (kidneys, for example);
(2) unpaired and not renewable organs or tissues that are essential for any persons
survival (the heart, for example); (3) renewable organs or tissues that will regenerate
in the donor after some of the organ or tissue is removed; (4) tissues or organs whose
removal (a) is associated with little short-term danger or serious discomfort, (b) is
associated with considerable immediate danger or discomfort, and (c) can be a threat
many years after and (5) the use of placental stem cells.

Thus, transplanting corneas is one thing, kidneys another, and hearts or heart–
lung transplantation a quite different matter. It had formerly been thought that removing
a kidney from a person whose kidney function was excellent posed slight immediate
but virtually no long-term risk. This has, unfortunately, not been true, and this fact
has subtly changed the way we look at the ethics of using live donor kidneys.6,7 Blood
and bone marrow can be taken from a donor with little discomfort (more discomfort
with bone marrow with which anesthesia is required than with blood, however) and
with virtually no associated short-or long-term risk. Lately it has been shown that when
pieces of liver are removed from a live donor the organ will regenerate and the por-
tion of transplanted liver will, if the transplant is successful, form a new and func-
tioning liver in the recipient. Here there is substantial immediate risk for the donor:
inevitably much blood is lost, and many transfusions are needed.8,9 Since, however,
the organ fully regenerates, the long-term risk is probably slight.

Using fetal stem cells (omnipotent or pluripotent) has opened a new avenue of
transplantation. In that it is or could be in large supply and in that risk of rejection is
minimal, the use of pooled hematological stem cells has become a reality that—largely
because of the question of “ownership” and of commercial exploitation—has become
a practical, social and ethical problem in its own right. It will be alluded to here but
more fully discussed in the chapter on genetics. Furthermore some of the scientific
questions (“how long can such cells be maintained in a frozen state” or “are, if that is
possible, a person’s own stem cells useful in treating the later onset of leukemia in
such a person?”) remain unsettled.

In the case of harvesting corneas, much more time is available to harvest the eye
than there is for the harvesting of other tissues. Storage for a reasonable time is pos-
sible, and rejection is rarely a problem. Kidney transplantation is unique in that dialy-
sis, as an alternative to transplantation and as a stopgap when rejection occurs, is readily
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available. On an individual basis this makes the problem less immediate and makes
rejection less devastating than rejection would be with liver, heart, or lung. Organs
for transplantation are best obtained from patients whose physiological homeostasis
is maintained up to the time of harvesting and when permissible storage time is brief.
In other words, organs are removed during biological (albeit entirely artificially main-
tained) life. Rejection is very much a problem here. Heart and heart–lung transplants
must likewise be harvested while the organ is functioning, and time from harvest to
transplantation is even more constrained. These technical differences elaborate sub-
tly different ethical questions.

ORGANS AS PUBLIC RESOURCES

Organs are a different kind of resource than are, for example, ventilators, drugs, or
ambulances. First of all organs or tissues are, in our current state of ignorance, not
resources we can supply at will or by investing more funds, a fact which, if stem cell
research proves to be clinically useful, may well change. In live donation, donors are
truly giving of their very self and this has practical as well as symbolic value. Ca-
daver organs, likewise, have overtones that we intuitively feel make them different
from all other resources. There is, rationally speaking, good reason for this. Cadaver
organs, among other things, differ from other resources in that they (1) like live do-
nor organs cannot be renewed (although they could most certainly be made more
available); (2) are of vital use to persons whose organs they are but, except under most
unusual circumstances, are of no use to anyone else (except, perhaps, as articles of
food!); and (3) are not, once a person is dead, the property of any specific person except,
perhaps temporarily, for purposes of burial or organ donation.

Besides these essential differences cadaver organs very recently were an organic
part of a living, breathing, thinking member of some human association, who was loved
(or hated) by others, and cadaver organs are, therefore, of symbolic value to others as
well as peripherally, to the community at large.10 While the newly dead whose organs
are suitable for transplantation have symbolic worth to those who knew them as well
as to the larger community, they are of critical secondary (or material) worth to other
members of community in need of a transplantable organ. Organs from the newly dead
are thus different in being not only un-renewable but also in having been the func-
tioning part of a person connected in fact and in symbol with the community in which
such transplantation occurs. A legitimately greater communal as well as familial con-
cern for the proper fate of organs exists than for renewable and potentially (given
sufficient funds) plentiful objects that were never the actual body parts of persons.11

Organs voluntarily donated by the living are somewhat different. Many are un-
renewable (kidney, for example) but others like bone marrow or liver—will regener-
ate. Organs are an integral part of and use to a person who has socially recognized
ownership rights at least for his or her own person. Such “use” may be a real need (as
in heart or lung) or the loss of such an organ or piece thereof may be a nuisance and,
at times, a small risk, In either case; when transplanted they constitute something that
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morally rightfully “belongs” (if anything does) to that person and which that person
(for whatever reason) can ethically and legally only voluntarily surrender. The vol-
untary and free donation of such organs by the living to the living is thus an example
of altruism and is, ethically speaking, a supererogatory act. The donation of such or-
gans must be hedged by considerations dealing mainly with issues of free consent.

OBJECTIONS TO TRANSPLANTATION
OF ORGANS AND COUNTERARGUMENTS

The thought of transplanting the organs of the newly dead into the living makes some
people uncomfortable. As the practice has proliferated and proven to be often highly
effective and as religious objections have largely been put aside, objections have tended
to be not as much against the practice as against associated problems. Transplant-
ing organs from the living donor into the needy recipient often meets with other
objections—objections that are concerned with risk, discomfort and the possibility
of subtly—or even not so subtly—coercing the donor. Many of the objections to
transplantation in the past were enmeshed in a not unreasonable fear of technoc-
racy and today of the philosophy so prevalent that says what can be done must and,
therefore, ought to be done. A sustained religious tradition, which endows the physi-
cal remains with mystic qualities beyond the symbolic, often also underpins some of
these objections.12

Among others, three main philosophical objections have been raised: (1) the fear
of “mutilation” and of disturbing wholeness; (2) the concern that making body parts
between individuals interchangeable might serve to make individuals looked upon as
organs of the community to be disposed of at will (in Kantian terms, using one as
mere means to another’s purposes); and (3) the misgiving that diluting the respect for
natural symbols will weaken a necessary communal respect for symbols.13 A practi-
cal objection has likewise been raised: the fear that critically ill but not yet brain-dead
persons may have the type of care they are given influenced by their being potential
donors. As a result, it is feared that attention may shift too early to preserving organs
rather than to sustaining the ill person.14

The first objection, the argument from wholeness, essentially takes the follow-
ing form:

1. Capriciously removing a part of an organism (say, my hacking off
my ear merely for the sake of doing this) not only is irrational15 but
is “mutilation” and unacceptable. Persons are their body’s stewards
and compelled not to treat their bodies in injurious ways. (A hidden
premise, beyond the rational, is often a religious one: that persons
are ultimately the property of God and that treating one’s body in
an injurious way is damaging what one ultimately does not own
and is, therefore, offensive to God.)



202 Chapter 9

2. Persons, since they are merely stewards of their body, are justified
in removing a part of their body only if by so doing they preserve
the integrity of the whole. If, however, a part is removed so as to
preserve the integrity of the whole, then, in the context of
stewardship, such “self-mutilation” is not only permissible but,
since it ultimately promotes wholeness, mandatory.

3. Mutilation of the body by removing a part is impermissible for any
reason, even that of helping one’s neighbor, other than to preserve
the integrity of the whole body of which it is a part (this, again, has
religious rather than rational roots).

4. The idea of totality to be preserved intact when man dies persists
(this, of course, hearkens back to the religious issue of resurrection).

Allowing the invasion of one body for the sake of another, according to the second
objection, creates a society less mindful of individual rights. It is connected with the
argument from wholeness and takes the following form:

1. A person’s wholeness may be disrupted only for the sake of
preserving that individual’s own personal integrity.

2. Communities and their members relate to each other in ways
substantially different from the relationship of individuals to their
parts.

3. Although one might hope for more, individuals and their
communities are bound together merely or at least predominantly
by negative duties of refraining from harm to one another and not
by any other duties, such as the positive duties of beneficence, or
doing good.

4. If one allows persons to be invaded for the sake of other persons or
of the community, one is apt to produce a state of affairs in which
the individual becomes merely another organ of the community
and is disposable for the needs of the state.

The newly dead serve, among other things, as symbols for the living. A decent re-
spect for symbols is one of the things that unite communities and make them what
they are. The fear, here, is that customarily salvaging tissues might lessen communal
respect for other symbols and, hence, for the reality they portray.12,13

Some physicians have expressed the fear that customarily salvaging organs may
make the healthcare team tend to look at critically ill patients more as organ donors
whose organs are to be preserved at all costs than as salvageable patients to be healed.
Efforts may, therefore, be bent to do things calculated to preserve organs (giving large
amounts of fluids, for example), rather than doing some very different things to save
patients (restricting fluids in cerebral edema, for example). Customarily salvaging
organs, so the argument goes, produces a mindset that would favor salvaging organs
from a possibly, but not yet certainly, moribund patient rather than making every ef-
fort to save the patient. Presumably, by creating a conflict situation for the attending
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physician and tending to jeopardize the patient, making organ donations routine is
inimical to the traditional vision of the professional relationship.14

The counterarguments to these objections often fail to meet them entirely be-
cause many of these objections are underpinned by religious or quasi-religious (and,
therefore, supra-rational) feelings. They predicate themselves, for instance, on the
concept of “wholeness” as a totality to be resurrected or the body as, ultimately, the
property of the Deity. Justifying objections by an appeal to a supra-rational system of
beliefs excludes these objections from rational argument. That does not, by any means,
make these objections trivial. In a pluralist society, respect for other belief systems
underpins the possibility of peaceful coexistence. But it does mean that the persua-
siveness of such an appeal is limited to a specific moral enclave and to a form of per-
sonal morals that cannot, therefore, be rationally translated to the wider community.

Many of the arguments opposing organ donation (especially donations from the
newly dead) are couched in terms of symbols. Symbols come into being as epipheno-
menona of a reality that they come to represent. Symbols, wherever found, relate to
reality. They may outlast it, or they may be distorted and hard to recognize. Neverthe-
less, symbols must either represent our perception of reality or, occasionally, be de-
rived from yet another symbol, itself ultimately grounded in such reality. Symbols
comfort the bereaved and allow the abrupt transition from life to death to be softened,
and, in a sense, they mitigate the moment of loss. They are thus important to our dis-
cussion—even if we think we cannot allow them the same standing as we give to the
reality they represent. Confounding symbols with the reality they represent, or hold-
ing them to have the same, or even higher value, ultimately sells out reality. When
symbols rather than the things they stand for assume primacy, honest sentiment is
replaced by mere sentimentality.11,15 Exercising compassionate rationality (that is, tem-
pering our compassion with reason) may help us along the way.

Not surprisingly, many of the objections to organ salvage are couched in lan-
guage that expresses a conclusion while posing a question. Speaking of “mutilation”
introduces a repulsive metaphor that inclines one against the act; it carries unwarranted
and unnecessary connotational baggage. People facing gallbladder surgery do not think
of themselves as being “mutilated,” and even amputation is not generally couched in
such terms! “Wholeness,” on the other hand, which “mutilation” is said to disrupt,
carries a pleasing sense and one that one generally would not wish to disturb. Once
again, as in so many other issues, the language in which we frame an issue or situa-
tion determines how we see a problem and, consequently, what we count as solutions.

The practical objection, the fear that critically ill patients who may be potential
organ donors may be treated primarily as organ donors rather than as sick patients, is
a fear grounded on the possibility of a very real conflict of interests. Such a conflict
of interests, however, can be largely avoided. Under established protocol, the team
treating the patient must be distinct from the team dealing with transplantation. There
is no doubt that even with two teams operating there is bound to be some overlap: it
is unrealistic to claim that the treating team is entirely unaware that they are treating
a potential organ donor, and it is unlikely (indeed, it is impossible) that no contact and
consultation or at least conversation between the two teams takes place. Neverthe-
less, it is the treating team’s obligation to treat fully and completely until the patient
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is indeed “brain dead.” This argument, moreover, confuses the newly dead (or, at least,
those who have been declared “brain dead”) with the not yet newly dead (or those not
yet declared “brain dead”). Treating the not yet newly dead (or not yet “brain dead”)
as though they were newly dead (or as though they were “brain dead”) is not only a
category error. It is, in fact, malpractice and, therefore, subject to the same controls
and sanctions applied in all such cases. Abandoning practice because, occasionally,
malpractice may occur, does not seem an altogether wise move!

The fear in using what has come to be called “beating heart donors” (a prac-
tice in which an otherwise organically dead patient is sustained until time of or-
gan removal by artificial means and purely for that purpose) has raised similar
problems and given rise to a variety of procedures, protocols and instruments of
consent which seek to minimize such risks. One of the conflicts—and one that
seems obviously not an ethically viable option—is that sufficient analgesics be
withheld so as to have “more perfect” organs. Well worked out protocols, differ-
ing teams and continued surveillance should do much to reduce (if not entirely
obviate) this new problem.

Most faiths today have accepted organ transplantation as a legitimate medical
practice. Some few religious groups continue to have a lingering distaste for organ
transplantation, and a very few sects would forbid it entirely. In terms of secular eth-
ics, our duty to the newly dead (who, since no longer capable of being harmed or
benefited, are no longer of primary worth) is one of respect for what has been and for
the value that others place in them. Largely, then, the newly dead are of secondary
(symbolic as well as material) worth. Our main ethical obligation now is to others:
family, loved ones, members of the healthcare team, and others in the greater com-
munity, both those who may stand in critical need of viable organs and those who
don’t. All of these others have legitimate interests for whom arguments can be made,
and such arguments will need to be adjudicated. However, our respect for the living
who may, by proper transplantation, regain health and function must weigh heavily
against an appeal to sentimentality. In a sense, it is a clash between symbol and real-
ity: the symbolic standing of the newly dead may, at times, conflict with the actual
standing of persons who are very much alive and likely to be kept alive if a success-
ful transplant can take place. Instruments of donation become an essential part of this
discussion.

INSTRUMENTS OF DONATION

Communities may decide that the needs of the living properly preempt the rights of
the newly dead and of their families.16 In such communities, instruments of donation
will not be thought necessary and routine salvage of all available organs will occur.
Salvaging organs routinely, presupposes that (1) a dead person can no longer own
anything; (2) while persons can will some of their possessions to others and while
testators then own this property, organs are a different matter; and (3) a society that
freely uses the organs of the dead to benefit the living is a more mature, generous,
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and humane society than one that does not. However, the routine salvage of organs, in
our current society, is intuitively felt to violate the dignity of the newly dead and of
the family with its still poignantly close connection to the deceased. Respect for per-
sons, we often feel, demands that we acquiesce to, facilitate, or at least, not hinder
autonomously made rational decisions. Treating the newly dead merely as a means to
another’s end and ignoring the family’s expressed wishes offends that respect. Some
means of attaining the goal of maximizing the salvage of organs while maintaining a
decent respect for others must, we feel, be possible.

The other available option is some sort of voluntarism in which either consent
for or refusal of donation is presumed. A distinction is currently drawn between
voluntarism that establishes refusal as the norm (“presumed refusal”) and voluntarism
that makes consent a norm (“presumed consent”). Both of these subscribe to the es-
sentially voluntary nature of donation: merely the presumption differs as to what
persons would wish to have done.

In much of the United States today, refusal is the presumed norm. Individuals prior
to death, or families after the death of the next of kin, must specifically give their con-
sent so that the retrieval of organs may proceed.17 Those inclined to find the entire en-
terprise of organ transplantation more or less distasteful will, in general, support this
type of volunteerism since it is, indeed, hedged with the greatest number of safeguards
against removing organs without iron-clad consent. Further, as Ramsey argues, this type
of voluntarism affords an opportunity for expressing human generosity. The impulse
for generosity, he feels, would be thwarted by other methods of donation.13

In theory, it is the will of the newly dead that controls even if the family is op-
posed. Unfortunately in our view and perhaps legally challengeable, donation does
not proceed unless the family also consents. In the 50 states today, there is no legally
valid reason why a legally executed donor card should not have priority over the fami-
ly’s opposition. As things stand, few hospitals, even in the face of a legally valid donor
card, will proceed to harvest organs over the objection of any family member. And
while the fear of litigation drives such a hesitation to comply with the deceased’s clearly
expressed wishes, one could argue that allowing families to override the clearly ex-
pressed wishes of the deceased violates an implied contract. But, ethics aside, this
does not necessarily solve the question of litigation: it is not inconceivable that a family
member, outraged because the clearly expressed wishes of the newly dead were not
honored, could bring suit.

Stimulated or encouraged consent actively promotes the signing of donor cards
and encourages the active solicitation of organs from suitable donors and from their
families. Indeed, in some states physicians by law must certify in all suitable cases
that an attempt to gain consent was made. Recent legislation in many states has made
requesting organ donation mandatory. When patients who might be suitable donors
die, health professionals are required to ask the relatives for their consent but still often
fail to do so or do so in a perfunctory manner that ensures that consent will be with-
held. One of the problems, of course, is that the concept, “suitable,” can be very loose
indeed. Objections to such laws are quite similar to the objections raised against pre-
sumed consent—especially the objection that this would convert possibly viable pa-
tients into premature organ donors.
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Objections of this sort are, as Caplan has pointed out, largely wrong: “In enact-
ing required request legislation, our society has indicated its collective desire that
people routinely be given the option of organ and tissue donation.” Required request
laws thus are, as Caplan points out, an alternative to presumed consent statutes and
“reflect a sensitivity to the key values of voluntarism, altruism, and informed choice.”18

At the present time, and with current instruments of consent, however, only 10% to
15% of suitable donors ever become actual ones, and even these rarely end up donat-
ing fully. Donation is looked at as a supererogatory act.

In some other parts of the world as well as in an increasing number of states within
the United States, voluntarism takes a different form.19 Called “presumed consent,”
this form of voluntarism presumes that most persons, when the chips are down, will
be inclined to donate an organ useless to themselves to another who critically needs
the organ.1, 20,21 Under such rules, persons or, should no prior wishes by the patient be
extant, their surviving relatives have a right to refuse donation, and they must be ex-
plicitly given that chance. In the absence of such refusal, however, organs are taken.
In presuming that when given the chance most, in fact, would be willing to donate
their useless organs to a neighbor in critical need, presumed consent makes of organ
donation a species of beneficence with all the ethical overtones that this implies. Far
from thwarting a generous impulse, presumed consent presumes that individuals nur-
tured by generous communities that take the obligation to help their neighbor as an
implicit norm will themselves act generously. Instead of decreasing the impulse to be
generous, presumed consent makes generosity the implicit norm and fosters it. Coun-
tries in which implied consent is the norm, incidentally have a much higher salvage
and transplant rate than do others.

A recent proposal would link the chance to receive an organ (or, perhaps, blood)
to one’s own willingness to donate after death. Persons would be free to donate or
to refuse to donate any or all organs and tissues. Such a willingness or refusal would
have to be expressed by a stipulated age—say, 25 or 30. It could be recorded on the
driver’s license, in newly emerging medically available computer banks or by some
other suitable legal instrument. The request of those who refused to donate would
be honored, but a person who refused to donate would, should the need arise, not
be eligible to receive the type of tissue or organs they themselves refused to do-
nate. It is a proposal that has a certain symmetry and inasmuch as it demands
universalizability (I cannot expect another to do something for me which I under
the same circumstances would refuse to do) has a certain amount of conceptual
appeal.22

No matter which form of consent is used, problems with staff cooperation per-
sist.23 Suitable potential donors are often victims of sudden illness or accident, and
only rarely succumb to a chronic process where death is expected. In such cases an
advance directive stipulating that its carrier wishes to have their organs donated is, of
course, most helpful—and unfortunately rarely present. Such sudden events often
occur in outlying hospitals in which transplants are not performed and in which the
staff lacks the stimulation of an ongoing and evidently successful transplant program.
Healthcare professionals in such institutions do not see the survivors of transplanta-
tion leading happy and productive lives: To them they are unknown, strangers whom
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they had never met and would otherwise never have met. In such institutions healthcare
professionals merely see the newly dead and the bereaved. Not having personal expe-
rience with the benefits of transplantation makes it even more difficult to approach
the family engulfed in grief, a grief in which the staff shares and one that is inevitably
compounded by a sense of failure. Therefore, organ donation often goes by the boards.

When all is said and done, we are still confronted with the problem of wasting
as little tissue from the newly dead as possible, while meaningfully showing respect
for the symbolism so dear to members of our community. Wasting tissues and thereby
wasting lives or function that might otherwise easily be saved is in itself a troubling
ethical question. Designing instruments of consent that strike a proper balance be-
tween the needs of the community and the peculiar interests of the individual is, there-
fore, a pressing concern. Thoughtful communities make such decisions aware of their
priorities, values, and history. They are, like most things, not issues that lend them-
selves well to ad hoc decisions nor issues that can be settled once and for all.

LIVE ORGAN DONORS AND
STRANGERS AS DONORS

In the last few years (and since the first edition of this book was written) live organ
donors—including non-next-of-kin donors—have become acceptable in most centers.
According to transplant policy today, live donors are acceptable only if (1) their con-
sent is freely given and the implications of their act are, as fully as possible, under-
stood by them; (2) the donor’s state of health allows donation; and (3) there is a good
chance for a successful outcome.24–27

The first requirement, informed consent (the cornerstone of presupposing au-
tonomous action) is necessary if we are to speak of “donation” rather than of piracy.
The second requirement, demanding that the general health of the donor permit safe
donation, is similarly clear. Only if freedom were considered an absolute would a
community allow donors to seriously jeopardize themselves by donation. One would,
furthermore, be unlikely to find physicians within the current vision of our patient–
physician relationship who would consent to take such a risk. The third reason—a
successful outcome—is more problematic. Surely no one would quibble with not trans-
planting a kidney from a healthy donor into one whose chance of success was almost
nil. The problem of “where to draw the line,” the problem of what constitutes a “good
chance,” remains. What if a parent wishes to donate to an already severely neu-
rologically damaged child in need of a kidney when the possibility of success is only,
perhaps, 50%?

There have been serious international organ donation problems. Using persons
executed for some criminal act (and what that act is varies from country to country
and, it is not unthinkable, may be readily adjusted to economic or other convenience)
has become a serious problem in some nations—notably, it is said to occur in China.
The ethical problem is not only that of the country involved or the practice of sched-
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uling executions to fit the convenience of recipient, institution or transplant team. The
problem is also that of the recipient who, fully well knowing the circumstances, en-
gages in what amounts to a commercial transaction that sacrifices one life to save
another—it is understandable but ethically problematic. Likewise the problem arises
for physicians in the recipient’s home country who must feel compelled to continue
the treatment of donors under such circumstances.

There are other problems for healthcare professionals: the prospective donor is
not ill (in point of fact, according to the criteria for allowing such a donation, he or
she must be quite healthy) and any intervention the physician makes can only serve
to put the patient at risk of harm. May physicians together with other healthcare pro-
fessionals play a necessary role in permitting a patient (for the donor too is now a
patient) to take a serious risk? This, of course, presupposes that “risks” or “benefits”
are entirely physical or at least that a physical risk outweighs a psychic or emotional
benefit. Donors benefit by being donors: whether they donate to a loved relative or
friend whom they thus play a part in saving or whether they contribute to the salva-
tion of a stranger they are given the opportunity to discharge an altruistic impulse.
That much has been empirically shown. In fact, physicians are constantly “helping
their patients take risks.” Many sports events are associated with not inconsiderable
risk and require a prior examination by a physician; physicians regularly examine
inductees into the Army (an activity that, at least in wartime, is not without risk) as
well as coal miners and other workers whose work includes the taking of calculated
risks. Although there is, as always, a serious question of how much risk one may
cooperate in causing, taking an organ from a healthy and willing patient to give it to
another who has a high chance of meaningful benefit from such a transplant should
not represent an insurmountable problem to a conscientious physician.

Finally, we need to keep in mind: transplanting a kidney differs materially from
transplanting a liver, a heart or a heart and lungs. There are methods for substituting
for kidney (dialysis) or pancreatic (insulin) function for a considerable length of time.
That is not the case for heart, liver or for heart and lungs. Furthermore, while paired
organs may be transplanted from live donors; there is consensus (another assumption
we will not argue for or against) non-paired organs such as hearts or hearts and lungs
may not. Although we readily accept the sacrifice of one life for another in war, we
fail to condone such practices when it comes to donating organs. In terms of being
obtainable from live donors, livers are more akin to kidneys than to hearts. Parts of a
liver may be transplanted from donor to recipient because regeneration of an adequate
liver in both donor and recipient is most likely to result. Again there is a difference
here: the short-term risk to the donor of harvesting a kidney is minimal; the long-term
risk may be a bit greater. In liver transplantation the opposite pertains: the immediate
risk to the donor is by no means trivial but the long-term risk is extremely negligible.
Such background information is essential.

Of late there has been some interest in what is called “the beating heart” donour.
These are persons artificially sustained, on a ventilator and with no hope of any re-
covery. When the decision to use them as a donour is made, they are kept alive with
the main interest being the preservation of organs for a recipient. This has raised a
rather understandable debate. Medication is given or withheld so as to preserve the
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organ about to be donated, not because the still “living” patient would benefit but
because it optimizes the chances of a good outcome in the recipient. One of the prob-
lems and serious concerns—rarely addressed—is that whatever else is started or
stopped and even though the presumption is that the patient no longer feels anything
the donour must, in case of the slightest doubt, be given sufficient analgesics and
narcotics up to the time of their legal death.

ALLOCATION
TO TRANSPLANT CENTERS

Organs to be transplanted are scarce resources. But they differ from other scarce re-
sources in that they are (no matter how much one might be willing to spend) not re-
newable: in many cases the decision to give to one person precludes giving to another,
another who may by that decision very well be doomed to death. They are also differ-
ent in that they were once a part of another being and, therefore, have not only a material
but also a very important symbolic value.11

In addressing any ethical problem (whether it is at the bed-side or whether it is
about policy issues) we tend to ask what shall we do? We would suggest that this, as
a first question, is the wrong question. It presumes that we who are concerned about
the proper answer are entitled to make such decisions. In truth, the proper first ques-
tion is procedural: not what should we decide but who, within a given set of circum-
stances, is entitled to decide and how shall such a decision be translated into praxis.
We have generally evaded this question and have tended to fall back on expertise or,
quite bluntly, on strength. We have made ethical decisions at best for and not with the
weak, the sick, the disenfranchised. It is little wonder that most of our concerns in
ethics have been directed towards the problems of what one of us (EHL) has else-
where called rich man’s ethics, the ethical questions we, who are lucky enough to
have good access to medical care, trouble ourselves about.

Before we can decide how organs should be allocated (whether allocation in-
volves micro- or macro-allocation) we need to be clear about who legitimately should
decide. It is not obvious that experts make such decisions best. Certainly transplant
physicians must be involved. But transplant physicians by themselves (or even the
transplant team) are hardly legitimate decision-makers. After all and quite legitimately,
transplant physicians and their program have their own financial as well as personal
and professional vested interests. Transplantation is a complex enterprise involving
many areas of expertise. Among others, transplantation involves transplant physicians,
economists, psychologists, social scientists, social workers, ethicists and many oth-
ers each of which have some corner on a specific and essential piece of knowledge.
One could conceive of constituting committees of such persons and allowing them to
formulate criteria that in turn would serve as a basis for discussion. Such criteria would
then be publicly discussed and through elected representation become law.

Allocation has been done locally, regionally and nationally. There is no ethically
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compelling reason why our considerations of community should stop at a given (and
often arbitrary) border be it local, regional or national. The first consideration (as
always good ethics starts with good facts) is the viability of explanted specific or-
gans and the ease with which such organs can be transported from one to another
region. Viability differs among the various organs and likewise changes over time.
As better methods of preservation are developed, viability is lengthened. In the Euro-
pean Community a joint program for sharing organs among the various EU (and some
non-EU) countries is in place. In the United States there has been and is a brisk dis-
cussion as to the priority to be given to local over regional over national needs.

The decision as to how organs are to be distributed (the question of macro-dis-
tribution) would logically seem to be the first order of business. Before we can allo-
cate fairly to individuals in need of organs, we must first create a way of supplying
organs to various transplant centers and regions. All of us would agree that such dis-
tribution must be fair and equitable. Our disagreement stems from the definition of
these terms. In order to establish a base of fairness it would seem an elemental re-
quirement of justice that all those affected have a fair say in what, after all, may criti-
cally affect them. All of us are potential organ recipients and all of us, therefore, have
a vested interested in seeing that the procedures established and the way they are
implemented supports our conception of what is fair.

Currently in the United States the vested interest of diverse transplant programs
has tried to keep distribution on as much of a local level as possible. Various propos-
als have been made, enacted, modified and re-modified generally with a great deal of
pressure exerted by local programs eager to assert their own parochial interests. Great
inequities have resulted.23 Waiting times differ enormously from location to location.
In some areas patients who are less critically ill or who have only a slim chance of a
successful outcome are transplanted so as not to lose a transplant for a particular pro-
gram. This has resulted in a number of social inequities. While we pay lip-service to
the idea that lives must not be measured in terms of money, our health-care system
and with it our transplant programs have shown the opposite to be the case. In the
United States one gets what one can (out of pocket or by insurance) pay for—those
without insurance lack fair access to basic health care, not to speak of access to trans-
plantation. But even those fully insured do not fare equally: if one can afford to reg-
ister with various transplant programs, one’s chance of expeditiously receiving a
transplant is greatly increased. Registering with several programs, traveling there and
incurring all of the other out of pocket expenses associated with such a venture is a
very expensive thing to do. It is not something an ordinary worker on an ordinary
income can readily do. Until a public which has good cause to be interested in the
way organs are distributed engages in a brisk dialogue and translates its will into leg-
islative action by its representatives, inequities stimulated by vested interests will
continue to occur.

It remains to decide how to define a “community” in practical terms. Are we
speaking of cities, towns, counties, states, nations or a world community? In part the
answer to this is technically determined—it depends on organ viability and ready
access to rapid and reliable means of communication and transportation. As the length
of viability increases and as transportation becomes more reliable the affected com-
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munity grows. We have—as a species—moved from polis to metropolis, from nation-
state to economic community and will, if we endure and prosper, move to a truly multi-
cultural community whose possibilities embrace the world. For now we are still within
a national borders frame of reference—albeit that transnational arrangements are more
and more the order of the day. In practical terms today we see decisions in the United
States as being on a federal level and eventually perhaps extending to neighboring
states. For now realizing that we are indeed a community within this nation and not a
loose association divided by petty vested interests will be a step forward.

ALLOCATION TO RECIPIENTS
AND SOCIAL VALUE

The problem of allocating organs fairly, while somewhat different from allocating
renewable resources, nevertheless falls under the same rubric and has been discussed
in Chapter 8. Here, however, a discussion of social value judgments is in order. The
question of social value judgments entering into the distribution of scarce resources
has been debated for many years. When recipients are selected on medical or “tech-
nical” criteria a large a number of potential recipients remain. Many will not receive
a transplant and many will, in consequence, either die or be forced to live consider-
ably stunted lives. Technical judgments, furthermore, are problematic in themselves:
not only do they change with further data and leave yesterday’s decisions “wrong,”
but they are also themselves informed by an often tacit web of assumptions and val-
ues (for example, the decision not to transplant hearts into patients beyond a certain
age is not made on technical grounds alone). Tissue typing is, of course, important.
But it is by no means certain that the elaborate tissue typing done today in search of
the near-perfect match contributes much to organ (or patient) survival. Indeed, some
transplant surgeons feel that in a sense it represents an elaborate (and rather expen-
sive) lottery.

The attempt to hide criteria of social worth and call them prognostic, psycho-
logical, or environmental is an ever-present danger. To decide that some people are
less socially desirable than others and to allocate life-saving resources on the basis of
“social worth” has justifiably been in disrepute. Not only do such judgments disre-
spect all notions of primary worth, but they also easily open the door to arbitrary value
judgments in which national origin, race, religion, and social class become determin-
ing factors.28,29 In Kantian terms, all persons by virtue of being persons deserve abso-
lute respect. If we allow social worth criteria to protrude into our medical judgments
when it comes to the allocation of scarce resources, we are indeed violating the re-
spect for sentient beings that forms one of the cornerstones of contemporary ethics.
But does that totally and completely eliminate all social value judgments?

Arbitrary value judgments are just that—arbitrary. They allow the next step into
the evidently impermissible (race, religion, sex, etc.) that much easier.30 Slippery slope
argument have, of course, much to recommend them. But slippery slope arguments,
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as important as they sometimes are, are in themselves questionable. Most everything
we do or refrain from doing may lead to our doing or not doing something else. Hav-
ing a superb dinner may be the first step to gluttony; having a good bottle of wine, the
first step to drunkenness. In real-life decisions, we are constantly confronted with what
could be rather slippery slopes. When we encounter such a slippery slope in our daily
lives we resort to two things:

1. Realizing that the slope is slippery, we put down sand—that is, we
exercise particular care and take careful precautions before we
utilize that piece of road.

2. If the road is steep or slippery enough, we erect a barrier or choose
not to use the road at all. Slippery slopes counsel great care, but the
fact that doing something is a slippery slope without knowing the
particulars cannot stand as a sufficient reason not to proceed at
all.31

If an escaped and multiply convicted rapist or axe murderer arrives in the hospital at
the same time as a well-respected member of the community and both need a given
intervention (say, a ventilator, blood, or an organ) when only enough for one patient
is available, we have to make a choice: we can utilize a lottery or flip a coin and let
“fate” decide, or we can make a social value judgment. While at first glance, flipping
a coin might seem to get us off the hook it is, in fact, evading our ethical responsibil-
ity to choose compassionately and wisely, to make clear distinctions, and to take re-
sponsibility for them. The decision here would not seem to be too difficult: one of the
choices is clearly socially destructive (which, granted, is a judgment made within the
context of communal values—but aren’t all judgments?), while the other is, at least,
not destructive.

There is already a problem with what “destructive” is: it is, unfortunately, a so-
cial decision made in the context of a given society and it may prove to be highly
problematic (Are prostitutes “destructive”? Are Socialists or those who have not ac-
cepted Christ as their personal savior ”destructive”?). Such a choice is bad enough,
but the problem becomes far more critical when it is a problem of choosing among
degrees of merit. The slope is slippery enough when it comes to judging “destruc-
tiveness” that we may have to either put down sufficient sand and proceed with the
greatest of caution or to stop making further such judgments altogether. Most of us
would feel that judging degrees of merit is socially so very dangerous that it should
not be done. While those who have been destructive are persons and are deserving of
respect, they nevertheless have forfeited the additional respect we give to members
of the community who have not been destructive.

Such considerations come up with the very grave problem of transplantation in
our prisons. Prisoners have been deprived of their freedom of action. In return we as
a community have promised them a number of things: food, shelter, safety (unfortu-
nately a promise poorly kept), and medical care. It must be a decision made by the
community how far such care should go, and the limits of such care should be clearly
known and shared by all. For example, a community may decide not to offer trans-
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plantation to certain types of incarcerated criminals, a decision that, from then on,
would be known by potential criminals and would constitute a part of their expecta-
tions. It is not that this would act as a deterrent to crime—but it would be known
beforehand and not constitute and evasion of an implicit promise.31

In allocating organs (as distinct, for example, from allocating kidney machines),
the uniqueness of organs must be borne in mind. Not only are they irreplaceable (which,
given sufficient funding, kidney machines or any other manmade devices are not),
but they were also the organs of a member of the same community enunciating their
values. Criteria in organ donation must, first of all, be criteria of medical acceptabil-
ity. Such criteria, inevitably laden with value judgments, must be kept as free as pos-
sible of at least the coarser elements of such judgments. Once these changeable and
difficult criteria with all their problems of arbitrary cut-off lines are satisfied, groups
using other criteria must be enunciated. Ethically speaking, only when all other at-
tempts at solving problems are exhausted may considerations of social worth finally
and still hesitatingly be factored in. Such criteria may be just or unjust, but their jus-
tice or injustice is at least determinable by and appeal-able to the recipients’ commu-
nity, whose values they know and, at least to some significant extent, share.

In making allocation decisions, physicians and others rightfully involved in
making such decisions, will, within the current vision of the health care professional–
patient relationship, do the best they can for each individual patient regardless of a
particular patient’s social qualifications. This “best,” however, is the best possible
within an array of possible options determined by the social community in which health
care professionals operate: they can only offer that which is made available. The
choice—what should be made available—is a choice a democratic community guided
by their health professionals and informed by communal values must make prior to
allocation by physicians to individual patients. When, however, communities make
allocation decisions, social value judgments may have to intrude into macro-alloca-
tion decisions that offer to practicing physicians the array of possible options they
can use (see a discussion of this in Chapter 8).

SELLING ORGANS

Most nations do not permit organ sales. In some areas blood can still be sold, but that
practice (which used to be routine a few decades ago) has for ethical and practical
reasons been largely abandoned.31 Yet allocating organs in the marketplace still finds
some who recommend it, and organ sales are known to occur in other parts of the
world and have become a grave problem.32–33 The issue deserves to be examined closely.
In condemning organ sales as they appear to exist in the poverty areas of underdevel-
oped nations are we condemning (1) the practice itself; (2) the person selling the or-
gan; (3) the person buying the organ; or (4) the economic conditions that cause such
sales to be made?

At first blush allowing autonomous persons to sell a kidney (some libertarians
would go as far as arguing even their heart) or their bone marrow would simply be
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another freely entered commercial transaction: their consent has been “freely” given.
If one assumes a libertarian perspective, envisioning a world in which our obligations
begin and end with not limiting another’s freedom and scrupulously adhering to freely
entered contracts, such an argument has moral force. If, on the other hand, we assume
other obligations, if we acknowledge that free action among other things necessitates
a lack of coercive material conditions and takes place in the embrace of a particular
community and of its social values, a quite different answer will emerge. Whether
one finds the practice of selling organs morally acceptable or not depends on one’s
fundamental worldview of our obligations to one another.

There is no doubt that a person who does not have sufficient means to support
his or her family, let alone send even one child beyond mandatory education, will be
not only sorely tempted but, indeed, coerced (and some, we would argue, morally jus-
tified if not indeed obligated) to sell a kidney in order to have the means to sustain
their family and perhaps enable one to receive sufficient education to have a life worth
living. In such a situation, speaking of “free consent” is a sham. One could even make
an argument that a person unwilling to sell an organ to save his family is failing to
discharge an obligation.

On the other hand, there is evidence that organ sales have brought little benefit
to those selling them. In a recent paper the authors state that: “Average family income
declined by one third after nephrectomy (P < .001), and the number of participants
living below the poverty line increased. Three fourth of participants were still in debt
at the time of the survey. About 86% of participants reported a deterioration in their
health status after nephrectomy. Seventy-nine percent would not recommend that others
sell a kidney.” ... “Among paid donors in India, selling a kidney does not lead to a
long-term economic benefit and may be associated with a decline in health. ...”34 The
issue is unclear but what is not unclear is that a system that may coerce people into
selling an organ or body part is ethically indefensible because it advantages the wealthy
and disadvantages the poor in a way destructive to communal solidarity. Blaming the
seller is blaming the victim of a pernicious social system. It is, we believe, the system
that perpetuates such deplorable practice and not the practice that ethically stands in
need of change.

Persons who vitally need an organ so as to live a full life are likewise under
considerable pressure. While it is easy enough to blame them for buying an organ on
the marketplace, it is an “armchair” type of condemnation made by those not in criti-
cal need. One could argue that buying an organ from a poverty-stricken person ena-
bles that person and their family to work their way out of an intolerable situation.
From this perspective, condemning the person buying the kidney is again a form of
victim blaming.

What is left is a condemnation of the economic conditions that have caused this
entire problem. Although some individuals or nations are immensely wealthy while
other individuals or nations are abominably poor, this problem is the result of histori-
cal and ongoing exploitation of the weak by the strong. The problem of organ sales
from the poverty-stricken to the wealthy is not one addressable by condemning the
victims. It can be addressed only by recognizing that, in cases such as these, the vic-
tims are the very poor themselves and the aggressors are those nations and individu-
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als who by their exploitation have brought this problem about. At least one ethically
sound answer is to work toward redistributing the goods of this Earth in a more equi-
table and fairer manner.
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Problems at the Beginning
of Life

INTRODUCTION

For a number of reasons, questions dealing with ethical issues at the beginning of life
are often viewed differently from questions at life’s end, even when such issues deal
with analogous problems. Unconsciously we tend to associate youth with hope and
with unfulfilled but fulfillable opportunities, whereas we associate old age (or often
just older age) with decline and hopelessness. We invest the young with a range of
symbols (youth as a symbol for innocence and future) and metaphors (youth as spring-
time and hope) quite different from the symbols and metaphor we use for later years.
Such symbolism and metaphor easily get in the way of rational thought. When we
encounter the anencephalic infant, the young child who has become permanently
vegetative after an accident, or the child with Werdnig–Hoffman disease, youth is not
the question: the absence of cortical function or the fact that life span is severely lim-
ited is. We find the absence of cortical function or the hopelessness of illness intoler-
able in one so young. And often, and against all reason, we tailor our ethical judgments
accordingly. Even when we deal with patients later in their lives (say, with a 30-year-
old lady dying of breast cancer), youthfulness, against all reason but consistent with
symbol and metaphor, obtrudes into our ethical judgments. Having a devastating and
necessarily fatal illness and being young (even very young) does not alter the medical
facts as the necessary facts on which ethical judgments must be based; it merely makes
the situation far more tragic and far more difficult to cope with psychologically.

PROBLEMS OF ABORTION

This issue is made troublesome above all because of its religious overtones and be-
cause of the emotive response it brings forth in many people. No attempt is made here
to deal with the issues of religious morality: i.e., no effort is made (or, in fact, reason-
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ably can be made) to apply reasoning to religious strictures (see also the Preface and
Chapters 1 and 3). In what follows, we will examine the history of the problem, out-
line some of the points made about abortion by secular ethics, and briefly address the
troubling and separate issue of legislating moral codes that are peculiar to specific
enclaves to entire communities.

The opponents of abortion under any and all circumstances (even if the presence
of the fetus threatens the mother’s life) are persons who hold the life of the mother
and that of the developing fetus to be of equal worth. Therefore, and in order not to do
anything that might be immoral, they knowingly fail to intervene at a time they could
have. There are, of course, at least two apparent fallacies of such thinking: first of all
when one fails to act when one could have acted one has, in fact, acted—that is one
has become a link in a causal chain which leads to a particular outcome: in the case
above a (probably but not certainly) living fetus and a probable dead mother. Sec-
ondly, especially early in pregnancy, they fail to distinguish between being alive and
having a life: for surely the mother is and has a life, whereas (at least early on) the
fetus is alive but (at least as yet) does not have a life.

Historically, our attitudes toward abortion have varied. Law and usage have, at
times, prohibited abortion for three reasons: (1) to protect the mother’s life, (2) to
protect an unborn life for its own sake, and (3) to protect the community or state. As
technology has progressed, protecting the mother’s life by prohibiting abortion has
made no sense. Under modern circumstances, protecting the unborn is the usual rea-
son given. Nations plotting war (Nazi Germany, as an example) often have an interest
in creating as many able-bodied men as possible and, therefore, have an interest in
protecting and in fact in creating the unborn. Not surprisingly abortion was illegal in
Nazi Germany and even, for a time and for the same reason, in the Soviet Union. At
other times, the interest of the state in protecting the lives of its members is appealed
to. Such an appeal, however, begs the question, since it fails to stipulate criteria for
the kind of “life” entitling its bearer to such protection. The interest of the state in
protecting all life is obviously far from absolute. States arm their police, prepare for
or wage war, and execute criminals.

Among the Greeks, the father’s right to decide his children’s fate was upheld
throughout the “golden ages.”1 In the Hippocratic tradition, physicians were enjoined
against performing abortion just as they were prohibited from “cutting for stone.” This
prohibition probably resulted from the profession’s fears of discrediting the profes-
sion itself (the main interest of the Hippocratic code seems to have been that; see
Chapter 1) by causing the death of the patient by a hazardous procedure (or, in the
case of cutting for stone, of causing sterility), or it may be part of an essentially Py-
thagorean “right to life” viewpoint that informs so much of the Hippocratic oath.
Abortion done by midwives was not prohibited. Most physicians in ancient Greece,
furthermore, were not Hippocratic physicians nor were they bound by an oath that
apparently only a few took.2,3 The practice of abortion, done by midwives or by phy-
sicians, appears to have been widespread3 despite the fact that prior to an understand-
ing of sterility or infection and prior to a solid understanding of anatomy, abortion
was a very hazardous procedure indeed.

The influence of Aristotle on subsequent attitudes toward abortion in as well as
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outside the Christian church has been profound.4 Briefly speaking, Aristotle felt that
the embryo was initially “vegetative” (none-animated) and only later became “ani-
mated” as it was entered by the soul. Killing the non-animated fetus was an act of
destroying life but not murder; killing the animated was an act of murder. Aristotle
equated animation with “quickening”: a criterion that has since been appealed to per-
sistently but one that, with today’s understanding, is no longer viable.

Aristotle’s concept informed the early Christian church. The critical question—
“When does the soul enter the body?”—was usually answered along Aristotelian lines.
Today’s question—“When does personhood begin?”—asks the same question in secu-
lar terms. A very few early theologians (in the third century Tertullian, for example)
felt that the soul entered at conception, but they were in the minority. Most theolo-
gians agreed with St. Augustine (fifth century): Killing the ensouled was murder;
killing the un-ensouled was not. In the 13th century Pope Innocent III decreed that a
priest who had been “party to a miscarriage” after quickening must refrain from serv-
ing mass but one involved beforehand could continue to do so.

In the 13th century, St. Thomas Aquinas reaffirmed what is still the Catholic view
today: Killing an ensouled fetus is murder. What has changed is the view of ensoul-
ment: The Aristotelian view that the soul entered the body at “quickening” (i.e., when
movement is first felt) was, until recently, a view commonly held in Catholic Church
circles. Pope Clement VI in 1708 fixed the date at which Mary’s soul entered her body
as being 9 months before her birth date, but abortion prior to quickening was not of-
ficially condemned. In 1854, in fixing the date for the feast of the Immaculate Con-
ception, Pius IX reaffirmed that the soul of Mary entered her body at conception and
in an 1869 pronouncement the distinction between the ensouled and the un-ensouled
fetus was removed. All souls entered at conception and, therefore, abortion was mur-
der. The fact that papal infallibility was promulgated the same year complicated the
issue.

The technical advances of the 19th and 20th centuries, the greater understanding
of infection, anatomy, and the control of hemorrhage as well as the development of
safe anesthesia, enabled abortion to become a practical alternative rather than a des-
perate last move. The risk of abortion to the mother when done in a proper medical
setting could no longer serve as an excuse to outlaw abortion. Abortion was practical
and safe, but was it ever morally permissible and, if so, when, where, and why? Laws,
both in Europe and America, created a situation in which the well to do and well-con-
nected had relatively easy access to safe abortion services; the poor and ignorant con-
tinued to use painful, dangerous and often fatal methods on themselves, or when
financially able used back-alley abortionists or they were forced to carry to term un-
wanted children they often could not care for. Death or the desperate illness of the
mother or the abandonment or neglect of children were the frequent consequences.
“Oversleeping”—that is the mother “accidentally” asphyxiating the child lying next
to her—was a not at all uncommon practice up to the end of the 19th century. Many
were the sermons held against it. Gradually, laws and attitudes changed and today
abortion under certain circumstances is legal in virtually all western nations.

Since “rights” are usually held to be virtually absolute, since they are usually
regarded as “trump cards” of moral reasoning, and since, therefore, an appeal to such
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“rights” is meant to settle the question, turning to “rights” of mother or fetus in argu-
ing the ethical stand of abortion does not help. If, however, instead of trying to adju-
dicate claims to clashing “rights,” we look at “interests,” a more flexible point of view
results.5 A flexible point of view, of course, is the very thing that those who oppose
abortion under all circumstances would contest. Flexibility is not possible when ab-
solute positions are taken. (For a more thorough discussion of “rights” and “justice,”
see Chapter 3.)

In the view of those absolutely and completely opposed to abortion under all
circumstances, the “right” of the unborn child (no matter how unformed) is inalien-
able. There are, in fact, not many who would hold such an absolute view. When con-
fronted with a situation in which a 12-year-old girl’s life is threatened by a pregnancy
that was the result of incestuous rape and who now carries a fetus known to have a
dominant gene for a psychiatrically devastating and horribly painful condition, many
of those who previously affirmed their absolute opposition would falter. But absolut-
ism of this sort does not permit faltering: The moment an exception is granted, the
edifice of the “absolute” falls. For the purposes of this discussion, we shall assume
that an absolute opposition to abortion under all circumstances cannot be justified
except by an appeal to the religious principle of a particular group of believers—in
other words to a species of personal morality which, as discussed before, may satisfy
all who are believers, but will fail to persuade non-believers.

In most pregnancies the interests of mother and fetus coincide; only in the unu-
sual case does a conflict of interests exist. Such conflicts, then, are in need of moral
adjudication. Making the interests of either binding under all circumstances settles
by arbitrary fiat rather than by moral deliberation. Interests may clash in two ways:
(1) the mother may wish to terminate the pregnancy “against the interests of the fe-
tus,” or (2) the mother, for whatever reason, may refuse to terminate a pregnancy when
its outcome would be “against the fetus’ interests.” This latter situation, which has
led to “wrongful life” suits, presupposes that persons have a legitimate interest in being
born unhampered by serious and often tragically devastating congenital defects.6 The
view that persons have a legitimate interest in not being born as terribly damaged beings
is a view based on the further belief that, at least under some circumstances, it is bet-
ter not to have been born than to live with a devastating defect. In a sense, such a belief
is analogous to the belief that it is better to be dead than to be forced to live life in
certain ways.

Wrongful life suits and the ethical ideas that underlie them (and here we do not
speak of a wrongful life suit brought against a physician for negligent management
of a pregnancy but for suits which are brought by severely crippled children against
their parents for not having been aborted) are difficult to grapple with. The idea of a
non-existent person having any interests is an internally difficult one to envision un-
less one argues the whole matter on a symbolic level: An interest is only something
that one who exists can have. Does the severely handicapped who brings such a suit
now have “an interest in not being alive”—many others in the same position would
say otherwise. How is one to predict such a thing? Beyond this, a person who really
wishes not to exist has other options.

The question could be formulated otherwise: Do pregnant women have obliga-
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tions toward their developing fetuses that not only include obligations of not causing
them damage but also include obligations of not sustaining potential beings whose
future would most likely be one of intense suffering? This is a problem we shall dis-
cuss later on when we briefly deal with maternal obligations. (For a discussion of
maternal responsibility as well as a brief discussion of the wrongful life issue see the
relevant section later in this chapter.)

In dealing with the ethics of abortion, two polarized views form the boundaries
of the argument:

1. The fetus is not an instance of human life but is merely a part of the
mother’s body (no more than “a wart on the nose,” as some would
have it) and may therefore be dealt with as such without any moral
concerns.

2. The fetus from the moment of conception is, under all circumstances,
of equal intrinsic value as the mother and its destruction is, therefore,
murder.

The argument that the fetus is not biologically human life does not hold water. The
chromosome count and DNA are right and a sufficient number of other criteria for
both “life” and “human” are met to leave no doubt as to this. Likewise, the argument
that the fetus is merely a part of the mother’s body to be disposed of without moral
concerns is flawed: By virtue of its potential, the fetus is uniquely different from other
body parts. Distinct from other body parts, it has a potential for being that merits
concern; the colon, lacking this, does not. Wanton destruction of the colon may harm
its host; wanton destruction of the fetus concerns both the host and, in an as yet in-
choate way, the fetus. There is therefore a legitimate, and growing, prima facie rea-
son for not destroying the fetus that does not apply to other body parts.1 Moderate
positions are often drowned out by the ensuing rhetoric and are further threatened by
a stridency that threatens to enshrine personal morals as universal law.

But, as in dealing with end of life issues, we must differentiate two senses of
life: (1) “being alive”—a biological condition and one that necessarily is the founda-
tion for (2) “having a life”—a psycho-biographical state in which not only is the sub-
ject alive but he or she is also the knowing subject of that life.7 (See also Chapter 11.)
Merely “having a life” is, however, insufficient to invest an entity with primary or
even secondary worth. A tissue culture of colonic mucosa growing in an incubator
meets similar criteria for human life and yet could not sanely be considered inviola-
ble. It is therefore not just life (we kill animals and eat spinach) and not just human
life (we throw out tissue cultures) that some would hold “sacred.” What, it seems, we
hold as having prima facie rights against wanton destruction are entities endowed with
having either primary worth (those of value now or in the future again to themselves)
or secondary (symbolic) worth, or prior worth (those of value to another in themselves,
those of value as representative of something held to be of value, or those things like
community and being necessary for the very process of valuing itself). (See also the
chapter on Ethical Theory.) Fetuses, therefore, certainly have both material and sym-
bolic worth to their parents and to the community. But such a value can be negative as
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well as positive (a pregnancy carried by a rape victim often does not have positive
value). And, undoubtedly, fetuses are potential (but as yet merely potential) persons
(see later in this section).

The second point of view, that fetal life is of equal intrinsic value as the life of
the mother and that its destruction is therefore murder (and that such a murder is the
moral equivalent of murdering the mother), rests on several premises:

1. The fetus is human life and therefore “sacred.”
2. The fetus is “innocent” and therefore deserving of full protection.
3. The potential of being a person (the potential for being of primary

moral worth) endows the fetus with the same rights as if it were a
person (or of actual primary moral worth).

The concept of something as “sacred” is frequently appealed to. However, as a reli-
gious term, how it is applied depends on the particular religion we are speaking about:
Cows in some parts of the world are “sacred;” humans, in ancient times, were offered
as a “sacred” sacrifice; and human life is “sacred” in some other views. Why one type
of “sacredness” should trump another remains unclear. And, in fact, religions that speak
of the sacredness of human life seem not necessarily to oppose other forms of coun-
tenancing unnecessary death: war, capital punishment, hunger, and starvation—to name
but a few. In general, the appeal to the “sacredness” of human life is a most uncon-
vincing argument.

The argument from innocence is a more straightforward one. The term “inno-
cent” is a technical term first used by the Catholic Church in sorting out “justifiable”
reasons for killing. Early Christianity saw all killing (at least all killing of humans) as
wrong—even killing in war, as punishment, or in self-defense. The Roman Empire
certainly could not countenance the right of citizens to refuse to fight in its armies. If
Christianity was to be fully accepted and if it was to become, as it ultimately did, a
state religion, that problem had to be solved. The language of “innocence” was in-
voked: “Innocent” persons could not be killed; those who were not “innocent” could
be. Only those who were not engaged in fighting in an unjust war or those who had
not broken a just law (“just” being, of course, in either case defined by the state) could
be held to be “innocent.” Killing the non-innocent was, regrettably, a permissible act.7

Curiously enough the interdiction against killing in self-defense persisted up to the
time of Augustine. When, therefore, “innocence” is invoked in the abortion debate, it
inevitably carries this historical baggage.

Moreover, the term innocence as applied to a fetus is a peculiar concept. In gen-
eral, innocence as opposed to guilt implies either that (1) desire and/or opportunity to
do something existed but was not put into action; or that (in a far more obscure sense)
(2) something was never done because there had been no opportunity. I can be inno-
cent of murdering my wife, for example, if despite opportunity and desire I have failed
to do so; or, I can be innocent of murdering Charlemagne since I never had the oppor-
tunity (or desire) to do so. The first example of innocence might hold me exempt from
punishment; the second would make even the idea of guilt or the thought of punish-
ment ludicrous. The fetus, in the first sense, lacks either opportunity or desire, and in
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the second would seem to have failed to earn special rights. (In a religious sense as
“being innocent by virtue of being free of original sin,” the fetus is no more free than
is the infant, the difference, of course, being that the infant has, for the Christian,
hopefully, been baptized.) In its original Church meaning, as not having broken an
unjust law or not fighting in an unjust war, the fetus is “innocent,” but it is innocent
by virtue of lacking the opportunity (and being incapable of having a desire) and not
by virtue of having made a deliberate choice. Innocence seems to add little to a fetus’
moral standing.

The argument from potentiality (resting, as it does, on the zygote’s probability
for being) is noteworthy.8 The human zygote most certainly is a form of human life
with the potential for being of primary moral worth (in the usual case, it is of second-
ary and of symbolic moral worth because of the immense value to the parents, but
when abortion is the issue this is not the case). It is, in that respect, similar to an acorn
that has the potential of being an oak. But, as Thompson has pointed out, “It does not
follow that acorns are oak trees or that we had best say they are.”9 In real life we do
not treat the potential as though it were actualized: We do not give students of medi-
cine the right to write prescriptions or perform surgery. Residents in training are not
full-fledged specialists, but as training proceeds we progressively begin to treat them
as though they were. The closer the potential approximates the actual, the more “re-
spect” (and the more obligations) due the actualized do we give it.

Zygotes, among other things, have the potential for being spontaneously aborted
or for being malformed, as well as for becoming villains or saints. One cannot know
whether the developing fetus might be another Martin Luther King, Schweitzer, or
Beethoven or whether it might become a Hitler, a Stalin, or a Pol Pot. Chances are
that it will become a normal and reasonably happy and functional member of a com-
munity, but those are chances that depend upon circumstances, environment, and luck.
Although a zygote has a high potential likelihood of becoming a normal child, it might
with less likelihood but quite possibly develop into a chimera: two or more fertilized
eggs resulting in multiple persons.10 The potential to be, then, is the potential for be-
ing many things, and it is unknowable. Potentiality (that the fetus has the potential for
being of primary moral worth is, it seems, beyond reasonable dispute) certainly car-
ries more moral weight than does the lack of that potential. The obvious question,
however, is whether such moral weight is as entitling under most circumstances as is
that of an actual entity unquestionably endowed with primary worth.

Comparisons between the fetus and an anesthetized or temporarily comatose
patient are sometimes made because in both sets of circumstances a potential for sen-
tient being exists. The difference between these two situations is that in the
anesthetized or temporarily comatose, new sense experience will be integrated into
preexistent memory and old values and goals will be unchanged or integrated into
new experience, in the fetus, prior to function of the neo-cortex at least, no preexistent
memory exists. Anesthetized or comatose persons can be said to have had a preexist-
ing vested interest (a stake) in resuming their life with its rich biography, its unrealized
plans, hopes, and aspirations and therefore in their recovery, which fetuses do not.
Anesthetized or comatose persons have an identity beyond the spatio-temporal con-
tinuity of the physical body: Their identity concerns continuity and connectedness of
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personality, memory, and other mental phenomena.11 Anesthetized or temporarily
comatose patients “have a life” in addition to “being alive.” In fetuses, this is not the
case.

If the right (or interest) of the fetus not to be destroyed is seen as a prima facie
right (or interest), it must be adjudicated against other claims. The force of the fetus’
claim, as well as the force of the mother’s, depends on the existential status of the
claimants. The claim of the fetus gains in force as the central nervous system (CNS)
develops. This is the case because until sufficient development is present, the notion
of present benefit and harm (the notion, that is, of being currently of primary moral
worth) cannot rationally be upheld. At 8 weeks, brain waves begin to develop, and it
is here, some suggest, that a life worthy of protection emerges.12 The emergence of
brainwaves, however, does not denote the possession of faculties but, rather, the physi-
cal potential for their development. Thus there seems to be a slowly growing force to
a claim for life that reasonably starts at conception as a rather weak prima facie con-
dition against being frivolously destroyed, and grows especially after the CNS pro-
ceeds to function. The CNS and its function form, according to that point of view, the
necessary condition for the emergence of primary worth but do not constitute it. In
other words, primary worth cannot be reduced to mere biology. As the fetus grows,
ever-weightier reasons to set aside that prima facie right would seem necessary.13

Logically, the child a day prior to delivery is morally hardly of less concern than
it will be a few minutes after birth. An infant at birth has no sense of personhood: It
cannot dissociate itself from its environment, is entirely dependent on the constant
nurture and support of others, and has not yet come to recognize itself—biologically
or psycho-socially—as an entity in its own right. That comes a few months later. An
infant at birth is what Engelhardt calls—with some justification, we think—a “per-
son in a social sense:” that is, we have arbitrarily decided to endow such a being with
full moral standing at that particular point in time.14 We want to be clearly understood:
We are hardly arguing that infanticide should not be condemned morally. We are ar-
guing that the moral standing from fetus to birth is a continuum of ever-growing fetal
interests and that we have justifiably but nevertheless arbitrarily endowed such a be-
ing with full moral standing at birth.

If one examines the issue, one is forced to come to two alternative and mutually
exclusive conclusions: either (1) abortion under all circumstances is morally wrong,
or (2) there are instances in which abortion (albeit it still is far from being a praise-
worthy act) can be clearly seen to be the lesser of two evils. If one subscribed to the
second alternative which, in fact, most persons do, what remains is to enunciate those
conditions under which maternal interests are weightier than those of the fetus. One
can, for example, retreat from an absolutist position and permit abortion only when
maternal life is threatened. Such a stand is already a concession to the point of view
that there are circumstances under which abortion is not only morally defensible but,
indeed, the lesser evil of two unsavory alternatives.

Attitudes toward the ethical permissibility of abortion will vary depending on
the person making this judgment. If one is to look at the matter in a non-absolutist
way, denying that either the mother’s right to control her own body at all times or the
infant’s claim to have the right to live is absolute, one will be forced to apply certain
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criteria. As with end of life issues, one will have to differentiate between being alive
(a biological statement) and having a life (a biographical statement denoting a capac-
ity for hopes, aspirations, and social interconnections). Furthermore, one will have to
acknowledge that while fetuses certainly are alive, they, at least early on, do not have
a life (although they potentially do). Early on, at the very least, fetuses are not of pri-
mary moral worth (although they have the potential to be of primary worth) but preg-
nant women are. The moral worth of fetuses inheres in (1) their potential to be persons,
(2) their secondary worth (which may be positive or negative) to the mother and per-
haps to others, and (3) their symbolic worth as future members of humanity.

Whether abortion is, at least under some circumstances, considered ethically
defensible and whether a given health professional feels morally entitled to partici-
pate in performing an abortion are two different questions. Deciding to participate or
not to participate in an abortion becomes a personal balancing act in which such con-
siderations must be weighed and sifted. Patients as well as health professionals are
moral agents who must have the freedom to act within their own moral framework
and cannot be forced to violate their own ethical beliefs, or to superimpose them on
each other. Given the power potential which inevitability exists, physicians are once
again in a gray zone in which their personal moral chastity vies with the patient’s
unquestioned moral agency. Remember also that failure to act (by counseling, abor-
tion or refusing to refer) is indeed a form of acting—acting in the human condition is
inescapable.

An important issue remains: Can communities, or majorities within them, enun-
ciate a moral position outlawing abortion and, accordingly, promulgate binding laws?
Should abortion, in other words, be a political football subject to the rule of a (possi-
bly slim) majority or, perhaps, should such decisions be left to private conscience?
And is such private conscience to be given free reign at every stage of pregnancy or
only at certain times or under certain conditions? This question goes far beyond the
issue of abortion. Ultimately, generally agreed-upon moral propositions are enshrined
in law: laws against murder, theft, and the breaking of contracts are examples. There
are, however, many generally accepted moral propositions that have wisely not been
codified into law: Laws were initially made to “keep the peace” and things like mur-
der, theft, etc.—in that they led to private revenge, feuds, etc—disturbed that peace.
Thus laws must do more than merely stipulate accepted and unaccepted ways of be-
having because a consensus exists—they likewise must threaten what initially was
called “the King’s peace.” It is, for example, generally agreed that lying to one’s wife
about having been out with one’s mistress is not a morally defensible act. Yet it is not
illegal. The ultimate decision has to rely on moral consensus: not a slim majority, not
unanimity, but a broad (and that is admittedly hard to pin down quantitatively but is
nonetheless quite real) moral consensus, as well as on the potential disturbance of the
peace within a community.

The argument that outlawing abortion is analogous to outlawing slavery (that is,
that abortion at any stage of pregnancy is an evil that is clearly enough an evil as well
as ultimately a threat to communal peace) has often been made. Some argue that since
many within a community felt slavery to be morally permissible, outlawing slavery
has a similar standing to outlawing abortion. Abolitionists and anti-abortionists are
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seen to be similarly concerned with advancing moral views and with safeguarding
individual “rights.” Slaveholders, or those who would leave abortion to individual
choice, are likewise equated in this calculus. On the face of it, the argument has logic:
If we equate the black man or woman with the embryo, the conclusion follows. But
the argument is flawed. The basic assumption equating the status of slaves with those
of embryos begs the question and, thus, cannot withstand closer scrutiny: Slaves have
actual, rather than merely potential, primary moral worth; fetuses (at least early on)
do not. Slaves (or disadvantaged persons) can suffer. They actively feel the whip (or
sense the discrimination against them), and they know the pain and fear of slavery or
disadvantage; fetuses do not. Slaves, furthermore, are part of the community that holds
slaves: They are enmeshed in a social nexus of family, friends, and community. They
do, in fact, have the immediate ability to participate in judgments but are artificially
and arbitrarily disenfranchised. They stand mute—but not because they cannot speak.
The muteness of the fetus is of a different order.

Outlawing slavery is necessary to safeguard actual others who may come to harm.
It is of the same order as laws against speeding, spitting on the sidewalk, or murder-
ing teenagers. Outlawing abortion, on the other hand, is predicated on a unique and
not demonstrable belief system that claims actual value for potential attributes. It is
of the same moral order as going to church, keeping the Sabbath, or having sex with
another consenting adult. Enforcement of such matters within particular moral en-
claves or religious persuasions belongs legitimately within the social sanction of spe-
cific groups or belief systems. The community that enforces such belief systems in
legal form arguably disrupts its own peace.

SEVERELY DEFECTIVE NEWBORNS

Some years ago a child with Down’s syndrome and pyloric obstruction was born at
Johns Hopkins Hospital. The parents, after considerable agony, refused surgery. Con-
sistent with their wishes, the baby was not given nutrients or fluids and was allowed
to die.15 Similar cases in future years—some with Down’s syndrome, others with far
more severe mental and/or physical deformities and with various degrees of hopeful-
ness or hopelessness—became ever more troubling issues. The recommendation that
such decisions should be jointly and solely handled by physicians and parents16 not
only confronted communal sensibilities but also ran the severe danger of being capri-
cious or arbitrary; the attempt of the government, essentially by “dumping” all such
defects into a single pigeonhole, to settle the issue by fiat likewise proved to be even
more unworkable and extreme.17–20 It may be of interest that the pediatric resident as-
signed to that case was so troubled with it that he became one of our great and hu-
mane ethicists specializing in pediatrics, one who died at a young age and who is
thoroughly mourned.

This issue is indeed one exacerbated, if not indeed created, by modern technol-
ogy. Until fairly recently, most children with severe defects either succumbed to their
primary defect or died as a result of a number of relentless and untreatable inter-cur-
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rent illnesses. Today’s technology has made many of these conditions treatable with-
out in any way affecting the underlying basic problem. Settling such problems by
developing dogmatic formulas on the one hand (and thus to reduce moral decision
making to a cookie cutter approach) or, on the other hand, purely on the whim of those
immediately concerned without reference to guidelines (and thus to leave such weighty
decisions to a process in which the benefit of the patient may be given short shrift) is
superficially tempting but begs the question. A middle course more conducive to find-
ing just answers needs to be developed.21

The problem has at least several presentations:

1. Those in which children are mentally presumably normal but suffer
from severe (albeit, perhaps, partially correctable) physical
handicaps (neural tube defects are the main example).

2. Children with a life threatening defect as well as a permanent
irremediable handicap (Down’s syndrome with duodenal atresia
would be an example).

3. Infants born who appear normal, but are inevitably destined to die
of a relentlessly progressive degenerative condition with or without
severe discomfort long before reaching an age of more than a few
years. Such infants may maintain normal mentation throughout their
period of decline (as, for example, those with Werdnig–Hoffman)
or may be fated to have their initially normal mentation as well as
their physical state deteriorate (as, for example, those with Tay–
Sachs).

4. The severely premature, hopelessly respirator-dependent newborn
with, perhaps, severe intra-cerebral bleeding (and there are several
sub-varieties of this condition).

5. Newborns with little or no higher cortical activity (the anencephalic
or the near-anencephalic child).

At first glance, there seems little in common among these considerations. In all of
these cases the prognosis is bad, but it is bad in different ways and for different rea-
sons.

In the first instance, unless complicated by other cerebral conditions, the prob-
lem is almost purely physical. But at times the physical part cannot be ameliorated
without prolonged, often severe, and persistent suffering—severe, prolonged and
persistent and often without success. Chances for leading a normal life range from
slim to fair, depending on the particulars of the condition encountered. It is, however,
a severe and persistent suffering that those of us who are lucky enough not to be af-
flicted with may often tend to exaggerate. There are many such persons who, surviv-
ing into adulthood, would far rather be alive as they are than dead. Quality of life
judgments made by one person for another are notoriously dangerous judgments to
make. To ask ourselves what such a child would want is useless; to ask what it would
surely not want may bring us a bit further.

In the second case (Down’s syndrome with, say, duodenal atresia), the prognosis
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of the underlying disease is quite acceptable provided the rather easy-to-repair defect
is, in fact, repaired. In such cases, one may be left with a near normal child, with a
child able to feel pleasure and pain even though not at a level we are wont to consider
“normal” or we may be left with a severely mentally impaired child. Unfortunately
the condition is quite variable and virtually impossible to predict at the time of birth.
There can be no question that many such children, since they are capable of being
benefited and harmed, are of primary moral worth and that considerations of their
secondary worth (their value to others) must take a backseat. Furthermore, a decision
not to repair an eminently repairable lesion is what ultimately will cause death: The
life or death of such an individual would then depend on the accidental coexistence
of another lesion. In such a case the parents’ responsibility to refuse a procedure
needed to sustain the life of a defective child is, at the least, questionable: In our
society, however, the parents are the ones inevitably left with the ultimate problem.
When such a repair is done against the family’s wishes, it seems ethically question-
able to then saddle them with the outcome of a procedure they did not want. Once
again, it is difficult to deal with this problem on an individual basis out of context
with the society in which the problem exists: If, when families were unable or un-
willing to assume the long-term care of such a child, communities were able to of-
fer such children adequate support, the decision to allow parents to decide might
very well be different.

In the third example, infants are initially mentally normal but either mentation,
their physical state or perhaps both will rapidly and relentlessly decline until they die.
While both Werdnig–Hoffman and Tay–Sachs children will die an early death, chil-
dren with conditions like Werdnig–Hoffman will be able to feel pleasure or, at least,
pain, and will maintain primary worth up to the very end, while children with condi-
tions like Tay–Sachs will not. In effect, children who maintain their mentation up to
the very end must, for that reason, be considered quite differently from those who do
not. When the ability to feel pleasure and pain is maintained, parents stand in place of
the child in helping to determine what is in the child’s best interests (in other words,
they act as surrogates and the child’s best interests remain central); when, however,
the ability to be benefited or harmed is no longer present, the “best interests” of the
child assume symbolic significance.22 Arguably, parents and the best interests of the
parents and of the rest of the family now move much more into the center stage of
ethical decision making.

In the fourth instance, encountered all too often in the neonatal nursery, an in-
evitably hopeless condition often with little or no mentation is present. There are gra-
dations of this condition. When the ability to feel pleasure or pain in adults is severely
and permanently limited in the face of little chance for physical recovery, attempts to
maintain their existence are seriously questioned and are often abandoned (see Chap-
ter 11). In children, emotive and symbolic considerations in analogous cases often
sway us to make starkly different (and, at times, difficult to defend) judgments.

A variation on this theme is the vexing problem of low-birth-weight infants. It is
handled somewhat differently in different Western countries. In the United States there
has been generally a cutoff point (often 500 g) above which all and below which no
treatment has to be provided. In other cultures there may be other cutoffs and, above
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all, there may be a lower, an upper, and a gray zone area: Above a certain weight, all
infants are treated; below a certain weight they are not and between these two cutoff
points treatment is optional and decided on an individual basis. Low-birth-weight
infants are, furthermore, prone to have severe inter-current problems: generally ei-
ther intra-cerebral bleeding or an immaturity of the lungs that will make them into
permanent and sometimes permanently ventilator-dependent pulmonary cripples. No
strict rules can be argued for: Empirical data have to help guide the ultimate decision.
There is, however, a hardly negligible problem. Such infants will spend months and
sometimes years in a neonatal ICU at a cost of about $1,500 per day. When seen on a
national level, this is a vast expenditure. Further, many of such disasters could have
been prevented by good prenatal conditions and care. Mothers living in poverty or
unable to afford decent medical care are especially at risk. Ms. Jones’ low-birth-weight
infant who was born to a poor mother lacking adequate prenatal care cannot be en-
tirely separated from the social conditions that caused the birth.

In the fifth instance (that of the anencephalic infant), there is no hope for physi-
cal survival and no mentation. Such children, in our terminology, lack primary moral
worth albeit that secondary and symbolic worth endures. A situation analogous to
that of the vegetative state exists (see Chapter 11). Dealing with such infants differ-
ently merely because they are infants is rooted in emotive and symbolic considera-
tions. (The problem of using such infants as organ donors is briefly addressed in
Chapter 9.)

In dealing with problems concerning impaired infants, then, a number of prob-
lems exist. First of all, such infants cannot give or withhold consent: Decisions are
made by surrogate judgment (in which the parents, acting as surrogates, speak for the
children) or by substitute judgment (in which health professionals or the courts sub-
stitute their own judgment). In adults, there is a sharper differential between surro-
gate and substitute judgments: Surrogates, by virtue of acting as surrogates, are felt
to have closer ties with the patient’s prior world view, and such surrogates therefore
would be more likely to judge through the eyes of the patient’s values. Substitute judg-
ments, perforce, are based on the judgment of strangers who inevitably will choose
through their own values. The infant’s values and worldviews are inchoate, unknown,
and unknowable; their probable judgments are opaque. The difference between sur-
rogate and substitute judgments, therefore, is more blurred and tenuous. Neverthe-
less, such infants will, at least in their early years, have much the same values as their
parents. It seems likeliest that a parent can therefore speak more accurately to what
“the child would wish” than could an outside agent. This does not preclude that such
parents would do well to counsel with healthcare professionals, clergypersons, ethi-
cists, or an ethics committee, but in the final analysis choices that are far from clear-
cut and that are, as it were, in the “gray zone” should be up to the parents to make.

Secondly, when judgments are made for infants they are embodied in a set of
preconceived emotional and symbolic considerations quite different from those that
operate in adults, especially in elderly adults. It is often difficult to keep the disease
and the patient’s actual condition and prognosis, rather than the age of the patient, in
mind and to judge accordingly. Again, emotion cannot be allowed to substitute for
reason; reason alone cannot be allowed to make judgments entirely bereft of compas-
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sion. A process of compassionate rationality in which one supplements, corrects, and
is in conversation with the other must come into play.

Thirdly, the calculus between risk and benefit is even more obscure: We tend to
judge benefit or pain from our own vantage point. Pain, on the one hand, may be easier
to endure by virtue of being understood; for the infant or young child, lack of ability
to understand and therefore terror may also enter the equation (see also the section in
Chapter 11, on limiting treatment in demented patients). On the other hand, children
are far more “elastic,” and once pain and suffering are over are far more apt to put
pain and suffering aside.

Fourthly, defining and ultimately even predicting success or failure is extremely
difficult in the neonatal period. Viability varies as technology changes, and the defi-
nition of what is and what is not “viable” is, in itself, a difficult one. If by viability is
meant biological survival, it is one thing; if by viability is meant biological survival
permitting an acceptable life, it may well be another. Here more than in most other
places, the “ethics of uncertainty” must be taken into account.22

There is one other factor, speculative though it is since we have no direct empiri-
cal data. As the work of Damasio, LeDoux and Roth have shown very early emotional
memory is laid down in infants and remains virtually permanent. The psychological
effect of what is done or not done to such an infant in that early period may (we do not
know this) have far-reaching consequences that need to be considered.

 The so-called and now largely defunct (at least on the federal level) Baby Doe
regulations were historically first made to prevent arbitrary non-treatment of defec-
tive newborns. Initially, such regulations forced the treatment of all defective infants
no matter what the defect and for as long as treatment was technically possible. The
wishes of the parents or the opinions of health professionals were quite irrelevant.
Hospitals were forced to post the telephone number of a “hotline” and anyone was
encouraged to report the “mistreatment” of such an infant. Flying squads were set up
and hospitals could, at any time, be inspected and their routine disrupted by federal
officials. The results were disastrous and the courts eventually declared this venture
to be unconstitutional.

The regulations today have been somewhat modified.22 Instead of being tied to
civil rights considerations, they are now tied to federal funding and controlled by the
states: States that wish to participate in funding must comply. At the present time there
is considerable option, although there is still the danger of unwarranted intrusion: In
making decisions, neonatologists in many states ostensibly may not consider the child’s
probable future impairment and quality of life.22 Neonatologists, in general, have been
very sensitive to this issue. In a recent large-scale survey neonatologists felt that the
regulations even today not infrequently result in unwarranted, useless, and, at times,
even cruel treatment.23 Quality of life issues and considerations dealing with the fu-
ture impairment and function of such children, far from being prejudicial, are largely
the essense to the cases being judged.
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ANENCEPHALIC CHILDREN
The issue of using anencephalic infants as organ donors has recently been raised. In
part this interest is due to the greater success that transplantation in more mature hu-
mans has had; in part it is due to the perceived necessity of extending our frontiers of
knowledge further; in part it is due to parents of such prospective children wishing to
see at least some good resulting from their tragedy; and in part it is because of the
publicity that the media have given to this issue. Using such infants has been hailed
by some as providing more badly needed organs and thus saving lives but decried by
others because of the alleged affront to human dignity of extending the biological
existence of a newborn merely for the sake of harvesting organs. The battle has been
joined when infants of this sort actually began to be used for this purpose.

Using infants (or other humans) who are actually brain dead as organ donors offers
few problems to most people today. Such (previous) persons are legally and ethically
acknowledged to be dead, and only those who would object to organ transplantation,
cadaver usage, or the temporary preservation of biological process until organs can
be harvested would object. And those objections are a different story.24 Anencephalic
infants offer a problem because criteria for brain death under a week of age are not
firm25 and because some persons are affronted by keeping such infants on a respirator
merely to harvest their organs. (See also Chapter 9.)

The anencephalic child is not, in the sense the term is used legally today, brain-
dead: To be brain dead requires death of the entire brain. The anencephalic infant,
however, is bereft of the necessary substrate that is acknowledged to underwrite any
possibility of perception or self-awareness. Anencephalic infants, now and in the fu-
ture, lack the capacity for experience, and preserving such a life as a condition for
experience is therefore futile. In many respects their condition is analogous to the
permanent vegetative state or perhaps to permanent coma. They have a functioning
brainstem, albeit the function of that portion of the brain for reasons that are poorly
understood will function for only a brief time. Such children, in other words, lack the
capacity to suffer and, therefore, lack “primary worth” or the potentiality to develop
“primary worth.” (See Chapter 3.)

As noted before, a large body of experimental evidence indicates that the capac-
ity to suffer is intimately connected with the presence of a neocortex. It is the neocor-
tex that in those biological organisms known to us underwrites thought and memory.
It is memory (the ability to recognize and to have sustained perception) that under-
writes thought, here defined as the integration of external or internal sense perception
into memory. And it is, among other things, the capacity to suffer, underwritten by
the neocortex that endows entities with primary moral worth, that makes them fitting
centerpieces for the physician’s moral consideration. Anencephalics lack the most
primitive condition necessary for suffering. They do, however, have great secondary
worth: material value as potential organ donors and symbolic value to parents, fami-
lies, caregivers, and ultimately the community.

Communities, which value anencephalic and brain-dead persons in a symbolic
way, also include those members of the community who are in need of organs to sus-
tain their existence. Since anencephalic infants cannot be harmed or benefited in them-
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selves, since by our definition they are not of “primary worth,” the ethical question is
not as much concerned with such infants as it is with the benefit or harm that our doing
or not doing things to such infants has for others. In the first instance, this would be a
question of parental values. When the parents, however, freely agree to the use of their
child’s organs (and in some instances at least perceive that some good for another may
come out of that tragedy to themselves—a perception that can be of great solace to
them), communal values come into play. Communities, which ultimately must judge
the morality and legality of using such infants, now must decide whether they will
value symbol or reality more: the symbol of humanity represented by the anencephalic
child, or the reality presented by members of the community who may live because
of that symbol. Valuing symbols more than the reality they portray can lead to a dan-
gerous undervaluing of reality and, ultimately, to its distortion. (See Chapter 9 for a
further discussion.)

When we deal with anencephalic infants, however, we are not dealing with the
brain dead as we do when we harvest organs. These infants have a rudimentary brain-
stem and have some reflex activity. Inevitably and rather rapidly, however, they dete-
riorate until they can be supported only by artifice. In general such children often and
indeed usually must be maintained on ventilator support so that their organs can
develop sufficiently. They are, in other words, being treated at that point merely as
means and not as ends in themselves. Since they are not actually brain dead, it is
not quite the same as maintaining the brain dead. Or is it? In both cases our deci-
sion not to support by artifice is grounded on the conviction that such artifice serves
only to prolong a state of being that, by no reasonable measure, now or in the fu-
ture, can be considered to be self-knowing, self-realizing, and, therefore, to have
the capacity for suffering.

In such cases, what is being maintained is a highly complex and intricate tissue
culture bereft of those things that give it, itself, meaning. What meaning there is, is
meaning for others who themselves are self-knowing and self-realizing. Anencephalics
cannot, now or in the future, experience suffering or joy; they lack “primary worth.”
To fear that maintaining such infants by artifice until donation can be done is using a
person deserving of respect purely as a means and not also as an end to conflate sym-
bol and reality. Such infants do have value, but it is a value expressed by others (the
parents as well as the community) who value. Such infants, in themselves, cannot be
benefited or harmed: Only the valuers can be. The parents, the community, and the
person desperately in need of an organ to maintain life or restore function form the
legitimate centerpiece of our concern when it comes to the disposition of such infants.

Members of the community, those with and those without a need for organs, form
communities because they share an underlying set of values. Among these values are
the symbols they cherish, the conventions they adopt, and the regard they have for
each other’s weal and woe. The value of living persons whose life may be extended
or made more tolerable by transplantation of needed organs must be contrasted with
the value of the symbol that the anencephalic or the newly dead represent. Neither
anencephalics nor the brain dead are entities of primary worth, but neither are they
without any value at all. It is valuing done by others that gives anencephalic infants
both symbolic and secondary worth: The valuing done by the parents and the com-
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munity gives symbolic worth; the valuing done by those in desperate need of trans-
plantable organs gives them material worth. If those for whom the anencephalic has
symbolic worth are willing to use this symbolism to help another member of the com-
munity, the community can have no reasonable objection.

Some have argued that anencephalic children as children have a particular moral
standing since they are of such immense symbolic significance. Our heart goes out
(or at least it is argued that it ought to go out) to such a child, and using that child as
an organ donor is an inhumane and ultimately callous thing to do.26 It is claimed that
infants have (or ought to have) special moral standing by virtue of being infants. But
this, among other things, conflates healthy with anencephalic infants—almost a cat-
egory error. This argument is specious and points out the difficulties with what is called
the “care ethic:” Caring decides the issue, and there is no way of arbitrating among
various ways of “caring.” Parents who are willing to see the organs of their anen-
cephalic children used are said not to be caring appropriately—a curious statement
since it is the parents who bear the actual brunt of the tragedy! In this issue, where
doing harm to the infant is at most doing it symbolic harm, parents ought to be free to
make such a tragic choice.27

There is one other troubling, and perhaps more important, issue that has, per-
haps, not been sufficiently raised: the question of using newborns, healthy but for the
adequate function of a single vital organ, as experimental objects under these circum-
stances. Where a reliable human track record exists or, at least, where a comparable
animal model has been shown as workable, doing such procedures may be justified.
Even here, the problem of surrogate informed consent may be a troubling issue. Where,
however, a track record is lacking and where animal models are not sufficient to light
the way, such experiments are highly problematic. It is clear that no absolute certainty
exists and that progress depends on a careful forging ahead into the unknown; but
reasonable, careful progression of experimentation must and should precede the ex-
tension of a procedure to patients. Innovation without this seems ill conceived. That,
to us, is one of the central problems in transplantation from the anencephalic. Experi-
mentation must not be conflated with therapeusis, no matter how devoutly effective
treatment is hoped for. (See the following section on experimentation.) The psycho-
logical benefit which in some parents may accrue by the use of such organs—their
realization that at least some good may have come out of their terrible experience—
may help them along the road of recovery. Far from being callous, they are compas-
sionate, generous and receive some gratification from knowing that at least some other
or others have been or could be helped and, perhaps, even given a life.

EXPERIMENTING WITH AND
TRANSPLANTING FETAL TISSUE

It is probable that some conditions can be treated (at least ameliorated) by the use of
fetal tissues. Fetal tissues are far less apt to be rejected and are, therefore, often par-
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ticularly suitable for transplantation. There seems little doubt that more and more
conditions are, at least potentially, treatable by the use of such tissues. There are, of
course, two questions here: the ethical propriety of using fetal tissue for experimen-
tation, and, ultimately, the propriety of using such tissues for the treatment of patients.
In some—but not in all respects—the ethical issues are similar to those for the use of
omnipotent stem cells (see chapter on genetics)

Since fetal tissues are obtained by abortion—and since spontaneously aborted
fetuses are generally not suitable and not present in adequate numbers—much of the
debate hinges on one’s attitude toward abortion. Those who oppose abortion are gen-
erally apt to oppose experimentation with and transplantation of fetal tissue. This is
not necessarily the case, however. Even those who feel that abortion is ethically im-
permissible may argue that it is better to at least obtain some benefit from an actual-
ized evil than to discard any possible good that might come from it. Such an argument
is a largely utilitarian one. The question here is analogous to the question of using
data from the Nazi or from the Tuskegee experiments. Persons who have no moral
qualms about abortion are unlikely to oppose experimenting with or utilizing aborted
tissues.

Shall we use—or would it be more proper to use—data obtained by clearly ethi-
cally unacceptable experiments or should such data be ignored or discarded? This is
a question which antedates the Nazi experience—much of what we know and knowl-
edge we routinely use in the practice of medicine was obtained by means we would
today find impermissible: no informed consent, coercion, bribery and the use of
unanesthetized animals was the order of the day. If we foreswore the use of data ob-
tained by such clearly unethical means our entire structure of medicine would col-
lapse. The fact that we would have to forego all knowledge gained in this way and
that this would almost completely hamstring medicine in no way excuses previous
practice. It does make it all the more necessary to have clearly defined criteria for and
supervision of experiments with living organisms—but it cannot, in a very pragmatic
sense, willfully put us back hundreds of years and, thereby, allow many existent lives
to be wasted.

As long as abortion is a legally permissible procedure, arguments against using
the tissue of such fetuses are somewhat feeble. The question is first one of informed
consent (can a mother who has purposely discarded her fetus consent in its behalf—
which implies acting in its best interests?) and, secondly, of how such tissues are to be
made available. Again, we are left with our own metaphysical attitude toward the fetus:
Can a young fetus (and a dead fetus at that) be said to have “interests”? When all is
said and done, allowing the mother to make such a decision is not altogether good,
but it may well be the best of a number of objectionable alternatives.

The fear that women may purposely become pregnant so as to utilize their tis-
sues has several versions:

1. Pregnancy and abortion occur so as to sell fetal tissue.
2. Pregnancy and abortion occur so as to benefit oneself (consider,

for example, a young lady with diabetes and early renal damage
who grows her own pancreatic tissue.
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3. Pregnancy and consequent abortion is done to have a father, disabled
by Parkinsonism, treated.

4. In another version tissue is sold by a poverty stricken family (say
in a “developing” country) which would allow that family to escape
hunger, homelessness and perhaps help in providing a future for
the other children of that family.

What is needed is neither to forbid the procedure outright nor to allow it to go on
uncontrolled; what is needed is an understanding of the different cultural contexts and
situations and communal deliberation and action so as to formulate reasonable laws
that would guard against what society would define as abuse. Furthermore, if one is
to abolish tissue and organ sales in poverty-stricken nations or by poverty-stricken
people the reason for their evident need has to be dealt with.

MATERNAL OBLIGATIONS: FORCED
C-SECTION, FETAL ABUSE, AND

WRONGFUL LIFE

There has been a recent trend to attempt to control the behavior of pregnant women
during their pregnancy in order to “safeguard” the fetus. These attempts have ranged
from enforced C-sections in which women, by court order, are forced to undergo C-
sections to which they object to charges of “fetal abuse” against women who either
are felt to have contributed to the damage done to a fetus during pregnancy or refuse
to abort a clearly and severely defective fetus, thereby bringing it to term and then,
presumably condemning it to a miserable life.

In one such case a woman dying of metastatic cancer and carrying a possibly
viable fetus was forced to undergo C-section. This was done on the basis of a court
order issued at the hospital’s request despite her own, her husband’s, and her doctor’s
vigorous objection. The patient as well as her offspring died.28 Throughout the coun-
try, court-ordered C-sections have become increasingly more frequent.29 In another
case, a pregnant lady delivered a brain-dead infant. She was charged with fetal abuse
because she had allegedly not followed her physician’s advice: She had taken am-
phetamines, had intercourse during late pregnancy, and had delayed coming to the
hospital when she began to have some bleeding. That case was eventually dismissed
on a technicality, but the possibility of bringing other cases of this sort has been very
much discussed.30 Newborns who at birth are already severely damaged because of
substance abuse by the mother (especially cocaine, but alcohol and tobacco can like-
wise be severe problems) are becoming frighteningly frequent. This is especially true
in the United States but is currently also on the rise in other nations.31 What are the
moral and legal implications?

First we want to re-state that a given course of action may be considered ethi-
cally improper but nevertheless not the kind of issue properly adjudicated by law.
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Likewise we must guard against giving too great power to either the medical profes-
sion or the state to intrude into our private lives. There are, as in everything else, fads
in medicine. The current prohibition against even a single drink in the course of preg-
nancy is, among others, such a fad.

Obstetricians formerly felt that their professional relationship was with the
mother. The child, except perhaps to those physicians who under no circumstances
would ever abort the mother, was an important, but not a prime, consideration. Some
of these feelings have changed today. Obstetricians often feel as much (and some-
times indeed more) concern for the fetus than they do for the mother. In a question-
naire to the heads of maternal–fetal medicine at 57 institutions, 46% thought that
“mothers who endangered the life of the fetus should be detained in hospitals or other
facilities so that compliance could be ensured;” 47% thought that the precedent for
enforced cesarean sections should be “extended to include other procedures that are
potentially life-saving for the fetus;”29 and 26% advocated “state surveillance of women
who stay outside the hospital system in the third trimester.” The obstetrical literature
reflects the concern of practicing obstetricians. The forceful delivery of patients by
operative intervention (or even coercing them to do “as the doctor orders”) is becom-
ing more routinely considered and, at times, done. The tendency to consider the mother
primarily as an incubator for her developing infant is growing.30,32–35 In some states
(California being one of them) pregnant women lose their right to decline interven-
tions like CPR or blood transfusion—thereby becoming virtually little more than state
chattel.

In looking at these issues, there are two problems. The first deals with whether
or not it is unethical for a mother who had decided not to terminate a pregnancy but to
carry it to term to jeopardize the fetus by doing or neglecting to do certain things. The
second deals with the rights of communities to force women to do or not to do things
to their own bodies during the course of pregnancy. These are different questions: The
first clearly deals with personal morality; the second with the community’s right to
enforce on its members its own vision of personal morality. There are clearly instances
(murder, for example) when communities do, and we feel should, enforce such vi-
sions; there are other instances when such visions are not sufficiently clear. Enforce-
ment, under such circumstances, becomes quite a different matter. (See also the
discussion of abortion elsewhere in this chapter.)

Women who are pregnant sometimes have the opportunity (but not always: we
think here of the many states that refuse to fund Medicaid abortions and the women
whose insurance and personal finances make abortion practically not possible) to ter-
minate their pregnancy. When women choose not to terminate their pregnancy, they
voluntarily choose to take on at least some responsibility for a developing other.36 Mem-
bers of a community have an obligation to help, or at the very least not to harm, other
members of community no matter what vision of community they may share. Such
obligations are arguably strengthened when certain relationships are freely assumed:
those of physician to patient, professor to student, or husband and wife are examples.
Pregnant women who choose not to abort would seem to share in such a relationship
with their developing infant. That does not mean that every moment of their life or
every action of their body must be devoted to this enterprise any more than that
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healthcare professionals, professors, or spouses must devote every moment of their
lives to those to whom they are at least in part responsible. But it does advance the
claim that some responsibility—at least responsibility not to harm—exists and that
totally ignoring the good of the offspring is basically an irresponsible thing to do. The
extent of this responsibility is, to a large degree, a social as well as a personal vision,
and one that will show considerable variation from community to community and from
individual to individual. But that there is some responsibility is hard to deny.

There is, furthermore, an aspect that indeed concerns the community. As a com-
munity we cannot afford (in terms of money as well as in terms of time, devotion,
love, etc) to allow the unnecessary creation of persons who will be disabled and reli-
ant on their care upon the community. If a person’s “life-style” seriously threatens a
developing fetus it is a concern not only of that person but also of the community which
will, inevitably, share in caring for it.

When women do have an opportunity to abort an undesired pregnancy but de-
cide to carry it to term, their obligation to a fetus they are carrying is undoubtedly
increased. When one has chosen a role (be it that of physician to patient, professor to
student, or husband and wife), one’s obligations in that freely chosen role are quite
different from what they would be if such a role were a forced one (say, if one were
drafted into the army without the possibility of conscientiously objecting, or if one
had to do an odious job under duress). But that does not mean that persons who did
not choose their role, but nevertheless were saddled with it have no obligations at all.
At the very least we have an obligation not to bring harm to another person—and the
developing fetus of a substance-abusing mother, if pregnancy is allowed to continue,
risks becoming a damaged person.

On the other hand, the obligations women have to their offspring are not entirely
analogous to those of healthcare professionals to patient or professor to student.
Healthcare professionals do not have the obligation (at least we have never heard
this argued!) to consistently do things to their bodies (other than to get fatigued,
perhaps) in order to promote their patient’s welfare. No one would seriously con-
sider it a doctor’s or a nurse’s duty to donate blood or to undergo a surgical proce-
dure for the patient’s good. Healthcare professionals who give blood (or kidneys) to
their patients are considered to be doing a supererogatory thing. When women are
held to have obligations to their developing offspring, these obligations inevitably
must be translated through their own bodies. In the view of some, pregnant women
must follow their obstetrician’s instructions to the letter even if this means a radi-
cal alteration in their lifestyle: They must take, or refrain from taking, certain drugs
or foods, must exercise or not exercise, must undergo or not undergo certain proce-
dures, etc. And they must do this not only because it is “good for the baby” but also
because their obstetrician has decided that it is, in fact, good for the baby. Under
such conditions, the patient’s physician for the duration of the pregnancy becomes
the patient’s master.

Arguing that an obligation toward the developing fetus on the part of the mother
exists is not the same as claiming either that this obligation is absolute (that, in other
words, women must follow their obstetricians’ dictates to the letter) or that such an
obligation can or should be legally enforced. The law, under ordinary circumstances,
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cannot compel persons to do things to their bodies that they do not choose to do.29 I
cannot be forced to go to bed or not to go to bed at certain hours, cannot be forced to
undergo bypass surgery or be forced to surrender a kidney or even blood. Communi-
ties can force me not to take illicit drugs but the right to privacy that I enjoy modifies
their power, even in that respect. Debatably, it may be immoral for me not to take a
medication that would enable me to be gainfully employed and by so doing (or not
doing) deprive my family of a decent livelihood, but legally forcing me to do this is
another matter. Some analogies exist to the issue of “self-causation” when we invoke
the patient’s responsibility for their own disease.37 On the other hand, the number of
damaged children being born has become an overwhelming social problem and one
with which the community must in some way deal. Likewise and not entirely without
connection, the abuse and neglect of children appear to be on the rise. Recent attempts
have been made to force women who are offenders to choose between alternative
courses of action: go to jail (child abuse as well as drug abuse is a criminal act, and
unnecessarily giving birth to damaged infants is, it can be argued, a species of child
abuse) or have a hormone that prevents conception implanted under their skin.38,39

Such a procedure does, of course, restrict the personal freedom of the woman and
has therefore been strongly contested by groups that tend toward a libertarian type
of ethic.40 Again we are confronted with the problem that actions that threaten to
destroy a community (and having a large number of defective children, or abusing
one’s children, well might) are a threat to the community’s prior worth. Well-in-
formed, democratically operating, and interacting societies will have to grapple with
such problems and in an ongoing manner evolve appropriate solutions. Safeguarding
individual freedom requires a context that enunciates and then safeguards the freedoms
it decides to give. Without this context (the community) individual freedom itself can-
not long exist.

Thus far we have briefly discussed the issue of maternal obligations toward their
developing offspring, offspring who would, were it not for the mother’s action or
failure to take action, have the opportunity to be “normal,” “healthy” persons. If
mothers as well as fathers have an obligation to prevent harm that might befall their
developing offspring, do they likewise have an obligation to prevent the birth of a
severely defective child? The problem (sometimes one, rather quaintly, called “wrong-
ful life”) really has two parts. On the one hand, if a person (mother or father) knows
that they carry a dominant gene for a disabling illness, should they be morally free to
procreate at will? If the gene is not dominant but the chance is large that the offspring
will be affected, are their (moral) procreative “rights” limited? On the other hand, if
a woman (be it by amniocentesis or otherwise) discovers that her fetus will be born
severely defective, is she (morally) compelled or at least advised to abort it?

The underlying proposition—and one that because of space we shall not argue
at length—that all humans as far as that is possible should have the best chance of
leading happy, productive, and fulfilling lives is not one that many of us would quib-
ble with. That, however, helps very little. Let us take two extreme cases. On the one
hand, it is known that the fetus will be born with a condition leaving it totally crip-
pled, immobile, in severe pain, and unable to communicate meaningfully with its
environment; on the other hand, it is known that the developing fetus will be affected



239Beginning of Life

with a club foot, a poorly functioning left hand, or diabetes. Both cases represent
“disabilities” or “abnormalities.” The point I am trying to make is obvious: At what
point is disability disabling enough to counsel (from an ethical perspective) against
procreation or for abortion? At what point is the notion of life being wrongful justifi-
ably to be considered “wrongful”?

A Kantian approach, counseling respect for all who are capable of making ra-
tional choice or who have human form, will not do: “Respect” could, one may argue,
consist of aborting or not aborting depending on the prior assumptions one makes. A
utilitarian approach calculating pleasure and pain (or utility) likewise runs into the
very same problem, and the notion of primary worth (while possibly helpful) is like-
wise in itself insufficient. There are no easy absolute answers to such problems nor
are there ready-made formulas or rules that one could with any degree of justification
apply. But there are dialogue, education, and a decent respect for personal choice made
with rational compassion within a framework of communal values and points of view.

INFORMED CONSENT AND CHILDREN

Although the validity of parental consent for children has been taken for granted,
absolute parental freedom to make final judgments for their children has been found
to be increasingly problematic. If, of course, one were to presume that parents in-
variably choose in their child’s best interests, if what constitutes “best interests” in
a variety of situations and circumstances were agreed upon, and if, under such
circumstances, one were to allow the parents alone to define that interests, no severe
problems would exist.

But do parents always have their child’s best interests at heart and do they al-
ways know what those interests are? What if parents have their own agenda (if, for
example, they stand to benefit from a life insurance policy on their child’s life or, far
more subtly, if they have to make judgments that must balance the interests of a se-
verely impaired child against those of other normal children)? Should the interests of
a severely impaired child be allowed to trump those of normal children in the family?
What if the parents see it against the child’s best interests to be transfused (because in
the parents’ viewpoint such transfusion spoils the chance of Heaven for their child)
or see it concordant with their child’s interests to allow the child to become a subject
of non-therapeutic experimentation? 41

Last but not least, is the problem of how to define a “child” and how to adjudi-
cate the child’s proper role in deciding what should and should not be done. The legal
question (“When is a child a child?”) is only feebly connected with the growing au-
tonomy of developing adults. Looking at autonomy in the 3-, the 10-, and the 15-year-
old in the same way is patently ridiculous. The “mature minor” rule, a rule that permits
medical treatment without parental consent under certain circumstances after age 15,42

and other statutes covering “emancipated minors” (which vary from jurisdiction to
jurisdiction), provides only a partial solution for what is inevitably an arbitrary cutoff
point but otherwise begs the question. Maturing, it would seem, is neither an all-or-
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nothing proposition nor altogether predictable by age. Ethically, the best that we can
do is judge individual situations on their own merits using arbitrarily fixed groupings
merely as statistical guideposts on our way.

The law in most states provides that a minor who has delivered an infant is there-
fore “emancipated” and has, among other things, parental control over her infant and
over her own and her infant’s destiny. Such a law, in our view, affronts all logic and
has often led to disaster. What it does is to reward irresponsibility (getting pregnant
when one cannot care adequately for the needs of a child) and, backhandedly, to pun-
ish those who have acted responsibly by not becoming pregnant (by continuing to treat
them as minors).

Rights are virtually never absolute. Property rights, for example, are modified
by culture, circumstance, and the nature of the property. While I am at liberty to take
an ax to my table, I am not at liberty to take an ax to my dog. Parental rights over their
children are likewise far from absolute: Parents are not at liberty to destroy, maim, or
neglect their children. The interest of the state in protecting individuals does, at least
as far as physical abuse is concerned, act to safeguard children. The question, “Can
anyone give proxy consent for another that is not in that other’s best interests?” is not
easily answered for it leaves the interests of that other necessarily undefined.43

While parents, in our society as in most, are not at liberty to destroy their chil-
dren, their power over such children nevertheless goes very far. Parents, for example,
can have their children operated on for religious reasons alone (circumcision, although
it also has proper “medical” reasons, is perhaps the most frequent example in our
society, and what is called “female circumcision” and often, in fact, is severe mutila-
tion is still practiced in other societies). Parents are free to inculcate their children
with rather injurious points of view and teach them rather devastatingly destructive
things. For example, parents can bring up their children as flagrant racists or sexists
and teach them the gentle art of handling submachine guns without running the risk
of community interference. As always, it is a problem of balancing communal and
personal obligations. It is, however, a problem with a twist: A third, helpless party
and one that is as yet unformed and whose future depends on that shaping is involved.

When it comes to making determinations for infants or for very young children,
“interests” as viewed in our community must conform to societal norms. Parents are
not at liberty (legally, at least) to abstain from consenting to clearly life-saving proce-
dures. A difference between the right to assent to a procedure clearly for another’s
benefit (transfusion or appendectomy, for example) and the right to refuse such a pro-
cedure for another and risk, or bring about, certain death has been made. Physicians,
when confronted with situations in which a child’s parents refuse to permit a clearly
life-saving procedure in very young children, have historically been able to obtain a
court order or, if a pressing emergency exists, to proceed without a court order until
such an order can be obtained.44

A child’s refusal to permit life-saving treatment—especially when that child is
of more mature years and has been further matured by experience, when the illness
itself is not reversible, or when treatment has only a slim chance or is excessively
burdensome—is an agonizing one. In the adolescent, the decision is properly one in
which the patient maximally participates;44–48 in younger children, it is often one in
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which participation becomes more and more problematic. One must, furthermore,
remember that circumstances affect maturity: In the 17th and 18th centuries, children
of 16 were quite mature. When children have been chronically ill or when they are
living under severely adverse circumstances (in a ghetto or as a Jew under the Nazis),
they will mature quite rapidly. Those who fail to mature under such circumstances
are, in fact, unlikely to survive. Children with chronic or relatively longstanding ill-
nesses likewise tend to mature faster, and their decisions tend to take on more of the
attributes we expect from much older children or from adult persons. Assessing a given
patient’s maturity, understanding, and decisional capacity is one that health profes-
sionals with the advice and counsel of child psychologists and social workers should
make. Here, as in all other pediatric issues in which children able to express them-
selves coherently are involved, the decision is, at the very least, a communal one in
which the child is a partner in the communal enterprise of decision making and not an
inanimate object to be acted on by others.46–48

Experimentation in children is even more problematic. Ramsey49,50 has argued
that “consent as a canon of loyalty” precludes the use of children for experimentation
unless, all other means having failed, such experimentation can reasonably be expected
to result in direct benefit to the child. Ramsey includes “offensive touching” in the
course of experimentation (drawing blood, for example) in this interdiction. Others
have taken a more moderate view in which minimally risky and minimally offensive
procedures may be permissible, whereas others may not.51,52

Experimentation in children, obviously, must first of all conform to the ethically
acceptable principles of research.53,54 Beyond this, and since children, together with
prisoners, the mentally defective, and at times the elderly, are particularly vulnerable
to abuse, further safeguards are essential.55–58 Unfortunately, some research, research
that is often of the greatest importance to future generations of children, can only be
performed on children. Recognizing this, the National Commission for the Protec-
tion of Human Subjects came up with specific guidelines in such circumstances.55

Guidelines included the requirements that (1) risks must be minimal except in cir-
cumstances in which the subject itself (having no viable alternative treatment) would
have a fair prospect of benefiting; and (2) permission of parents and, where possible,
assent of the child is free and informed. Such guidelines fail to answer the moral ques-
tion in many if not most particular cases. Like all guidelines they are helpful but can-
not be conceived as mindless rules to be applied in cookie-cutter fashion, and they do
require a further analysis and definition of “risk” as well as of “free consent.” If taken
as guidelines instead of as substitutes for moral reasoning, they may begin to serve
well.

SURROGATE MOTHERHOOD

Surrogate motherhood—the procedure by which one woman is hired by another to
bear children that the first, for whatever reason, was unable to conceive or carry—has
become a practical reality and an ethical problem.59–62 It is a problem because the in-
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terests of the surrogate and the mother may strive for the same goal initially but later,
due to a great part to the influence of biological, emotional, and social forces, may
diverge dramatically. Payment, it has been shown, plays a significant role in most
persons’ decisions to be surrogates.63 Inevitably, it is the wealthier who can and do
afford to rent the uterus of one who is poorer. It has, furthermore, become a problem
not only because to begin with there are enormous associated ethical, cultural, and
religious questions at stake, but also because a rather large and profitable industry has
grown around it—an industry from which many healthcare institutions, profession-
als, attorneys, and others profit. This fact makes the problem even more difficult to
discuss dispassionately. And yet the fact remains that renting out one’s uterus, no matter
how one feels about contracts, is not the same as renting out one’s garage or even
one’s time and skill to do a job. A good deal more than that is at stake.

“Surrogate motherhood,” at least in one of its manifestations, is, furthermore, a
misnomer.64 “Surrogacy” is used in at least two different ways:

1. The “surrogate” is artificially fertilized with the sperm of the father,
carries the pregnancy, and then surrenders the child to the biological
father (and, presumably, his spouse). “Surrogacy” here is
indubitably a misnomer: The mother, in every sense, is the biological
mother.

2. The “surrogate” may have another’s ovum artificially or otherwise
inseminated by a male implanted in her uterus. She then carries a
fetus in whose genes she does not share. In the sense of not having
contributed to the genetic makeup of the offspring, strictly speaking,
she is not the biological mother; but, because she is carrying the
pregnancy and, inevitably, becoming biologically and, perhaps,
emotionally involved, she is, in some sense, fulfilling that role.

Here we shall refer to the “surrogate mother” in either instance but caution that the mis-
application of the term in the first, and the possible (or at least partial) misapplication
of the term in the second instance must be kept in mind. As in many other instances,
the language in which we frame problems plays a significant role in their final ad-
judication.

If one views communities as united merely by duties of refraining and sees in
freedom an absolute condition (see Chapter 3), one will have little problem seeing in
surrogacy a purely personal concern. On the other hand, if instead of subscribing to a
purely autonomy-based justice, communities include beneficence as a necessary ethical
condition, such contracts may be more suspect.

Two views of “surrogacy” are then possible. The one bases its justification on
the right of consenting adults to control their destinies as long as they do not impinge
on others. Such a view holds that surrogacy falls into such a category: Persons have
knowingly contracted together; the contract is valid and is no one else’s business, and
that’s the end of it. Contract laws, here to enforce valid contracts, can be invoked.
The other view sees surrogacy as involving far more than merely a contract that is no
one else’s business. While it is a contract between consenting adults who do have a
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right to control their own destiny, such a right is enmeshed in a social matrix of val-
ues and not, therefore, inevitably no one else’s concern.

Persons who oppose surrogacy do so because they feel that (1) mothers, during
pregnancy, inevitably have a surge of hormones and undergo other changes that more
often than not result in their bonding with the child they carry. When such children
must then be given up, severe hardship and, therefore, battles likely to be socially
disruptive may occur; (2) having one woman (almost inevitably poorer) carry the child
of another (almost invariably considerably more affluent) is an act of social conde-
scension likely to be communally disruptive; and (3) the use of resources to create
more life instead of taking care of existing life is ill-advised. There are many infants
and children in need of adoption who will never be, and perhaps first ought to be,
adopted. Many, furthermore, feel that often a racist agenda motivates the desire to try
surrogacy instead of adopting a child in need of a home.

Under current laws, women are not allowed to sell their babies or, at least, to do
so outright. The restrictions against this are made not only for the good of the infant
but, ultimately, to safeguard the community. Those who feel that the sale of infants
should be forbidden generally feel that organs, blood, and children are different from
cars, houses, and even one’s labor and that therefore they ought not simply be for sale.
Surrogacy is, perhaps, not quite the same thing. In a community that puts a high value
(let alone an absolute value) on personal freedom and choice, especially when it comes
to the use of one’s own body, making rules that restrict such contracts between well-
informed and freely consenting adults is, at the least, problematic. Those who argue
for surrogacy largely rely on such an argument. Contracts, on the other hand, exist
within the embrace of a social milieu and, at the very least, have to be mindful of it. In
communities that put a high value on freedom, making such contracts and enforcing
them may not be morally precluded; if, however, such contracts are socially disrup-
tive or if by making such contracts resources that could be otherwise be put to better
use, such contracts may be unwise enough to be ethically problematic.

ECONOMIC CONSIDERATIONS

As with end of life issues, economic considerations cannot be the primary ethical
motivating force when it comes to decisions between physicians and patients. In other
words: physicians and other health-care providers are not entitled to decide that a given
patient “deserves” and another does not deserve a given course of action. Physicians,
utilizing those resources made available to them by the community, must use them
when they are indicated to further a commonly agreed upon goal. It is the community
which must decide what interventions, medications, laboratory or x-ray examination,
etc. will and which will not be available for general usage and leave physicians free
to decide when and were these are in the patient’s best interests and most likely to
reach a commonly agreed upon goal.

This statement is historically grounded in our current vision of the physician–pa-
tient relationship (see Chapter 6 on the patient–physician relationship). The obligation
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of health professionals to their patients, however, does not exist outside the social con-
text and cannot be unmindful of it. Economic considerations are necessarily part of
the framework in which health professional and patient must interact. At the very
least, doing expensive and useless things at a time when resources are sorely needed
to accomplish interventions that are desperately needed and rather modestly priced
is problematic. (See the section on futility in Chapter 11.) Ways must be found to
accommodate the evolving vision of the professional relationship in its social nexus
without radically dismantling either one or the other. (See Chapter 8 on macro-al-
location.) Physicians together with other healthcare professionals, in today’s soci-
ety, must serve as advisers to the community as well as professionals concerned with
individual patients.

There is a further problem beyond this. While we in the industrialized world gen-
erally have access to sophisticated, expensive and sometimes exotic ways of dealing
with our illnesses, the vast majority of people all over the earth do not even have ac-
cess to the more primitive and basic forms of medical care. Historically our relative
prosperity rests and in part continues to rest on the exploitation of people in what we
condescendingly refer to as “the third world” or “the underdeveloped world.” It is
difficult to deal with this problem—but it is a problem that in decency we must deal
with (see Chapter 8).
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Problems in the Care
of the Terminally Ill

Herr, lehre Du mich, daß ein Ende mit mir haben muß, und daß mein Sein ein Sinn
hat eh ich davon muß, eh ich davon muß

Brahms – A German Requiem

Oh Lord, teach me that my life must come to an end
And that, ere I depart, my existence must have had aim and purpose

Translated EHL

INTRODUCTION

While caring for the terminally ill or those in the last phase of life occupies a lot of
the time and thought of health care professionals, clergy-persons and the public at large,
it is probably not the main ethical concern that faces those in the heath care profes-
sions or even the public at large today. More prominently—even if much less loudly—
the concerns of everyday practice and of equitable access to non-end of life health
care are, in fact, a much more common problem for many today. While this chapter
will be devoted to ethical problems at the end of life, it is essential not to forget that
the “end” generally forms only a small part of the whole and unless one is aware of
this, the “end” cannot be properly examined or dealt with.

Caring for the terminally ill frequently requires a reshaping of at least some cher-
ished contemporary medical values and a reexamination and reordering of a tacitly
accepted hierarchy of medical goals. Concerns for prolonging life will often have to
be modified, will lose their rank in the hierarchy of values and goals, and will yield to
concerns for bringing comfort or, at the very least, for ameliorating suffering. To cure
occasionally, to alleviate sometimes and to comfort always remains an ancient pre-
cept of medicine we all too often forget about in an age in which people tend to be
viewed predominantly as altered patho-physiological states. In ordinary practice to-
day physicians, while they try to avoid causing pain, do not see the avoidance or
amelioration of pain and suffering as their prime concern. The primary mission of
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medicine, under ordinary circumstances, is to heal patients and to return them to use-
ful and enjoyable life.

Issues at the end of life bear a resemblance to issues at the beginning of life in
that we must deal with what we think life is and with what we believe its purposes
are. Why, for example, is killing or purposely letting people die wrong? This is a sim-
ple question and one that we are apt to wave aside as silly. The answer to the question
seems obvious: It is wrong to kill people or to let them die unnecessarily because by
so doing such persons end up dead, and few of us would want to be dead. Such an
answer, however, is facile and insufficient, for some of us do, in fact, want to be dead,
and others, we may feel, are best served by being dead. There must, then, be more to
this answer than meets the eye.

As Rachels has so aptly pointed out, killing people (or letting them die unneces-
sarily) is seen as wrong not because it ends life itself but because it writes “finis” to a
“biographical life” with its capacity for hopes, aspirations, and social interconnec-
tions.1 It is the difference between “being alive” and “having a life,” the former a
necessary condition for the latter though not, by itself, sufficient.

The problem is at least in part one of language. The Greeks have two words with
rather different meaning for what we in English, French, or German call “life.” (This
is similar to the Eskimo’s many words for snow: a different term denoting a rather
different type of snow.) They distinguish between “zoe,” which is said to denote the
biological presence of life (that which would cause a biologist to claim that life ex-
ists), and “bios,” which denotes a biographical condition, one of self-awareness about
knowing and acting. The former is what we call “being alive”; the latter what we term
“having a life.”2

When physicians and other healthcare professionals deal with critically ill or
dying patients, their own philosophy of life and death tacitly informs many of their
actions. When patients deal with their own death, similar concerns inform the patient’s
hopes, fears, choices and, ultimately, actions. Often the worldviews of physicians and
patients differ, and such differences form the basis of many, often poorly understood,
conflicts. It is helpful to examine the ways in which death is generally viewed when
dealing with death and dying issues: issues dealing with any aspect of death but espe-
cially those dealing with suicide, euthanasia, allowing death to occur, or even ques-
tions of how we talk about the fact that death may be imminent or that a prognosis is
dismal. In examining these ways of looking at death, we are emphasizing Western
and largely omitting Eastern points of view, not out of disrespect for Eastern viewpoints
but because of a lack of emotive and experiential understanding of Eastern culture.

ATTITUDES TOWARD DYING
AND BEING DEAD

In the Western world in the last two millennia attitudes toward death have undergone
great changes. A few examples will make this clear. Until the last few hundred years,
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persons feared sudden death. Sudden death meant that one was incapable of perform-
ing the social and religious rituals of death and dying that were felt necessary to hav-
ing had a successful life. One could not say one’s good-byes, ask for and offer
forgiveness, etc. Until the Middle Ages, the catholic church did not provide burial in
sacred ground to those who died suddenly—even when they were murdered! The
ancient and modern practice of blessing and giving absolution to those going into battle
(a strange practice, indeed) may have originated in this. Odd as it seems, persons of-
ten seem to have chosen their own time of death, prepared everything for the occa-
sion and then, having apparently done all this in fair health, lay down and died. A person
who died suddenly (just as one who was murdered) was suspect and, for a time, burial
in hallowed earth was not given to persons who died suddenly or to those who were
the victims of violence. Death was a communal affair just as was living; the over-
whelming importance of the individual is a rather recent development.3

Man has always feared dying alone. Dying alone, without loved ones and with-
out any human companionship, is something most persons have always viewed with
horror and, where possible, avoided. When patients died at home, dying alone was far
less likely and rarely happened. Obviously, our place of dying has often changed:
Depending on our culture, we are apt to die in a hospital or nursing home rather than
in the embrace of our family and home. This difference, however, is highly culture
dependent: In Austria and the United States most persons die in a hospital or nursing
home; in Holland, most die at home. This tradition of dying can significantly affect
the issues of medical ethics with which we will be dealing.

Throughout history persons have not only feared a lonely death but have like-
wise feared being buried alive. In former times (and not so very long ago), the risk of
being buried alive was far more real than it is today, and dying alone occurred rela-
tively rarely. Today live burial is almost unthinkable, but in all too many cultures dying
alone has virtually become the order of the day. When we die in the hospital (or in the
nursing home), we often die surrounded by instruments, connected to tubes and cath-
eters, unable to communicate our feelings and wishes effectively, totally dependant
on strangers—and in human terms we often die quite alone. Recently and perhaps in
revolt against the stark loneliness and mechanization of institutionalized dying, there
has been a movement toward dying at home or in a hospice (a far more homelike and
only minimally mechanized setting). The hospice setting has done much to amelio-
rate this problem of loneliness and the fear of abandonment or isolation. Hospice can
be either in the patient’s home with hospice workers helping the family care for the
patient (external hospice) or in an institution. But hospice, as will be discussed, has
its own ethical problems.

The problem of dying can be addressed from a number of vantage points. We
can inquire what the criteria for death are, we can examine the dying process, or we
can concern ourselves with what we envision the state of death to be. Criteria for death
are a largely technical issue in which tests to a state previously philosophically de-
fined are applied (“criteria for” a particular thing are not that thing but only describe
how a thing whose essential nature was previously determined can be recognized).
Likewise, the dying process deals with a number of technical issues (pain, psycho-
logical changes, etc.) and, although these are crucially important and help formulate
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our final attitudes, there is a prior concern when we consider attitudes toward death.
The prior concern is the way in which we envision the state of death: how we

think that being dead is. This often tacit and generally unarticulated prior concern is
critical when we deal with dying patients, especially patients whose life we may shorten
by failing to treat inter-current illness or pain or patients who request of us the means
for ending their own life. Although, as Freud has pointed out, none of us are capable
of imagining ourselves as dead, we nevertheless, deep in our bones, know that death
occurs and that, ultimately and relentlessly, we too must die.

There are, as Carrick has pointed out, four ways of looking at the state of being
dead:4

1. The Homeric tradition, also approximated in Egypt, sees death as
terrible, unconquerable, and basically as a strange twilight stage in
which little of interest occurs. The dead are shadows, morosely
wandering through the underworld. The chthonic (from under the
earth) religions see immortal persons (not only their souls) as
spiritless, pale, and eternal wanderers:

Oh shining Odysseus, never try to console me for dying. I would
rather follow the plow as a thrall to another man—one with no
land allotted to him and not much to live on—than be a king over
the perished dead.4

2. The Orphic-Pythagorean and later Christian (albeit quite different
and varied among Christians) concept is that of immortality of the
soul as conceived by Plato and Socrates.

3. The genetic survival (“species survival,” as Carrick would have it)
concept of Aristotle in which we live on through our offspring and
fellow creatures.

4. The personal extinction of the Stoics and Epicureans accepts death
as a true end of all existence.5

There are, furthermore, variations on these themes. The personal extinction view and
a belief in the immortality of the soul are, for example, not inconsistent with a simul-
taneous belief that our genes or our works survive. Except for the chthonic view, which
has largely lost currency, these basic points of view of what it is like to be dead con-
tinue to influence us. Understanding the function of these concepts in our everyday
lives, and the linguistic and conceptual symbolism of these ideas, is critical if we are
to understand not only our own but our patients’ attitudes toward the very practical
problems of life support, physician assisted suicide, active euthanasia, and suicide
itself. Inevitably, as we deal with dying patients, our notions of what it is like to be
dead produce feelings ranging from extremes of fear and revulsion to envy.

The Pythagorean and ancient Greek model sees in the continuation of the soul
an uninterrupted continuum. The soul, freed of the body, continues on in another ex-
istence. Socrates, certain of this in his own mind, drank the hemlock and calmly waited



253Care of the Terminally Ill

for his own soul to be freed. Christians—at least the early Christians and many to-
day—see the immortality of the soul differently. At death, the body and soul die (or
the soul lies dormant) and later (on the Day of Judgment) the soul (and in some be-
liefs also the body) is resurrected.6

Depending on the specific sect or church, Christianity today has varied (and, at
times, no set) views of immortality. Some conceive of the immortality of the soul as a
continuous and uninterrupted process; others affirm that resurrection is a function of
God’s grace, which may, or, in some views, may not, be mediated through our actions
on Earth. Hebrew thought, by no means clear or uniform on this issue, differs in view-
ing the relationship of man with God as one of covenant in which each must do his or
her part. Life here on this Earth, in the traditional and orthodox Jewish viewpoint, is to
be valued above all else and therefore to be preserved at all costs. Until relatively recent
times (partly arising from the Eastern ghetto experience and its contact with orthodox
Christianity), a belief in life after death played no great role in Judaism. Today, Judaism
is split into various factions (from Hasidim through Orthodox, Conservative, Reformed
and even secular), and the beliefs vary with faction as well as with the individual within
that faction. In general, life, not death, is the central theme of Judaism.

Islam has a set belief in the afterlife, and Muslims believe in resurrection and
heavenly judgment. Many eastern religions, moreover, subscribe to some form of
reincarnation—in some, a reincarnation that continues until perfection is attained.
Healthcare professionals (themselves the bearers of their own peculiar belief) are
profoundly affected by this mélange of cultural assumptions and must be sensitive to
them as they go about dealing with patients from a variety of cultures. Religious or
not, the ideology of our culture plays a dominant role in tacitly forming and shaping
our individual consciously or subconsciously held beliefs.

Genetic or “species survival”5 (as Carrick calls it) is the scientific answer to
immortality. Our gene pool, our DNA, survives and is passed on as long as there is
life. One may extend this and subscribe to a chemical survival in which our building
blocks survive as building blocks for other and, perhaps, even different forms of ex-
istence or life. While this is, in a sense, a mechanistic and material adaptation of a
belief in reincarnation, it is hardly bereft of symbolism and can be of great comfort to
the dying as well as to the bereaved. It, however, differs sharply from a belief in a
conscious survival.

Personal extinction—the “when I am dead, I am dead” philosophy—rooted in
Epicurean and Stoic belief is ostensibly shared by many today. Many of those who
enunciate such beliefs will still find it difficult to believe that their own ability to feel
and know will be no more. We can, only with difficulty, imagine a world in which we
have not existed, but we find it almost impossible to conceive of a continuing world
in which those we know and love act without our participation. Indeed, we may find
it difficult to believe that those we love (or hate) are distinct from that love (or hate)
and not, somehow, contingent upon it. Our deep-seated Cartesian dualism—which
allows our body as the res extensa to perish—does not allow us to conceive that our
knowing self, our res cogitans, will vanish.

Both the “species survival” and the “when I am dead, I am dead” view are bereft
of personal satisfaction except in the negative sense: if no personal “I” persists, then
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when that “I” can no longer know or feel, no further evil can befall it. What matters,
the Epicureans, Stoics, and those who share their belief today agree, is to live honorably
and well. In this belief one does not live honorably and well because one fears pun-
ishment or hopes for reward, but because as a human being and a member of a com-
munity one shares in a set of values and obligations with others. Life, then, is viewed
as the necessary condition of experience rather than as a freestanding value. When
the possibility for positive experience is no more and the future holds only negative
experience, ending life no longer seems an impossible or immoral choice to make.
Indeed, the Stoics (and to some extent the Epicureans) believed that there comes a
time of life when suicide is advisable and beneficial.

Such views profoundly influence the way in which healthcare professionals deal
with their critically ill or dying patients. Our own unexamined philosophy of such
things can become a stumbling block when it runs across the patient’s equally
unexamined and often quite different philosophy. Misunderstandings are then bound
to occur. Physicians and other healthcare professionals are well advised not only to
speak with their patients about symptoms, signs, and illness, but also to recognize their
humanity by speaking with patients about more personal attitudes and beliefs. If
healthcare professionals assume the responsibility to grapple with the “Ought I to do
this?” as well as with the “Can I do this?” questions, such conversations become an
essential component of such decisions. And they bring relief to both patient and fam-
ily who often hesitate to approach health care professionals or “to take up their time”
(yet such conversation is often more important than prescribing yet another medica-
tion!)

We cannot assume that others are just like us: that they share our basic attitudes,
beliefs, and values. While especially true as one deals with patients from diverse cul-
tures, such an assumption is also often erroneous when one deals with a neighbor whose
culture is similar (but hardly identical) and whose experiences may be radically differ-
ent from ours. One word of caution: Talking with patients about their beliefs (a “talk-
ing” that most fruitfully is really mainly allowing them to talk about their beliefs, hopes,
and fears—and listening) must not entail proselytizing or in any other way attempting
to change another’s belief. Under these circumstances, as in any circumstances of the
healthcare setting in which healthcare professionals interact with patients, an attempt to
proselytize or change a patient’s personal belief system is a gross, unprofessional and
ethically abhorrent abuse of power. Unfortunately, it still does occur.

STAGES OF DYING

Kübler-Ross has outlined five stages through which patients who do not die suddenly
but live with a progressive fatal illness for some time prior to death (say, when they
are dying of cancer) generally pass. Briefly put, these five stages are denial, anger,
bargaining, depression, and, finally, acceptance.8 It is helpful to know that such stages
exist and that many—but by no means all—patients will pass through them. Such stages
must not be (and were not meant to be) used in a cookie cutter fashion. Individuals do
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not pass through these stages lock step. Some may skip a given stage, pass through it
quickly, or undergo a quite different sequence of events. Dying, like living, occurs in
a setting of communal, cultural and personal values and expectations and has wide
variations. Ultimately, it is something we experience alone. These five stages, then,
are not and must not be what “good patients” can be expected to “comply with.” At
times healthcare professionals get frustrated or even angry when patients fail to be-
have as expected or skip a stage altogether. Making of death and dying a mechanical
and predictable act that all “good patients” (if they are to deserve that name) would
be expected to pass through defeats the very intent that motivated the study to begin
with: to understand a process better so that patients could be helped more. Understand-
ing these stages can help us deal more effectively with dying patients—but it can also,
when misused, get in the way.

During the first stage, patients will often convince themselves that the diagno-
sis, biopsy, tests, or other critical information are wrong: “It can’t be me!” At this stage,
they may change physicians, seek an unreasonable number of consultations, and oth-
erwise barricade themselves against the truth. Kübler-Ross states that this stage is
especially pronounced in patients who have been informed abruptly or without due
regard for their readiness to know. Revealing information is more than merely inform-
ing. It takes time, skill, sensitivity, compassion, and proper timing.

The second stage (anger) follows when denial can no longer be maintained: The
truth has come home. Why does it have to be me? What have I done to deserve this?
Why couldn’t it happen to someone else, someone older, someone with fewer respon-
sibilities, someone who has led a less virtuous life, etc., etc.? Often that anger is di-
rected not only towards acquaintances and strangers but also at family members and
healthcare professionals. Patients at this stage tend to be hostile, resentful, and diffi-
cult to deal with. It is, however, an understandable attitude and not one limited to the
knowledge of having a fatal illness. Why did I have to get fired? Why not George?
What did I do to deserve becoming ill? (Illness, hearkening back to primordial times,
still crops up as a punishment by someone for one’s failure.) At this stage, patients
are irritated (at times to the point of being infuriated) by those who are healthy or at
least not dying. Anger eventuates into resentment. And in religious patients, anger
sometimes turns against God.

The third stage, or state of bargaining, follows from the second. Instead of ques-
tioning why he or she is being “punished,” the patient tries to be rewarded for “good
behavior.” If I promise something (God, fate, or whatever), do something, or behave
in certain ways, my fate will be changed. Such bargaining is not limited to dying. How
often in life have all of us, despite all reason or rationality, been tempted to engage in
similar activities? The religious person (the nonreligious too, but in different ways)
has bargained or tried to bargain to prevail. In a sense a compulsive neurosis (“if I do
not step on the cracks in the side-walk everything will be fine,” for example) is a quite
similar phenomenon.

In the fourth stage, the patient becomes depressed. It is a stage of grieving or
loss. Not only those left behind grieve the loss of their loved one; the dying person
also grieves for the loss that he or she is experiencing or about to experience. After
all, those left behind are losing one person; the dying person is, in a sense, losing
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everything—or at least everything here on Earth. Often symptoms worsen and more
surgery, more treatment, or more medication becomes necessary, and the patient be-
gins to experience and to prepare for loss. Suicide is not apt to occur during true de-
nial or during a time when bargaining is still believed to provide a way out.

The final stage, acceptance, is one in which—often with help in working through
the previous stages—patients neither rail against their fate nor are unduly depressed
by it. At that stage, patients give up the struggle and bow to the inevitable. Patients
make their peace and can, generally, talk about what has happened and what is about
to happen.

It is critically important to realize that these five steps are not the steps all pa-
tients go through or go through in that order. That does not make them “bad patients”
but rather unique persons whose work of art simply does not follow such rules. When
these stages are applied mechanically and when we “expect” patients to comply with
them (“Now he or she should be in stage # 3!”) we violate their innate dignity and
their (contingent) right to choose.

At times, giving patients “permission to die” may be an extremely important fac-
tor. In our society today, one simply doesn’t die—it is considered, in a way, “bad form.”
Often it is seen as a sign of weakness, sometimes as punishment and often as some-
thing that, if one only had the strength, one could resist. Telling a patient bluntly but
compassionately that dying is “all right” may, in certain instances, be most help-
ful—this is true of family members as well as health care professionals. A spouse
telling the patient “I shall grieve for you, I shall miss you but I shall be all right” or
a physician saying something similar to a long-term patient may bring great relief
and result in a more peaceful and accepting death. Our colleague, Dr. Faith Fitzgerald
has often related such stories about her patients and first made us aware of this im-
portant phenomenon.

Throughout these stages, hope is a common thread. It is, however, hope for dif-
ferent things. At first it may be hope by denial, then it is hope that anger or a clever
bargain may prevail over fate, and finally, even in depression, there is some (even if
terribly little) hope. Depression is not despair. Ultimately when patients come to ac-
cept their fate, it is hope (and often here their basic belief system qualifies that hope)
that they may “go to their eternal reward,” “meet their loved ones (at the time of death
or later),” or be able to live what is left of life with as little pain or suffering as possi-
ble. Hope, furthermore, has to be for something remotely realistic. When physicians
say that telling the patient the truth “removes hope” they are falling prey to this fal-
lacy. Hope may be re-directed—it may be shifted from cure or prolongation, to not
being abandoned, to having their pain controlled, to making the last days still worth-
while, and even, depending upon the belief system, to being helped to die peacefully.
Hope is never something that cannot be provided.

In our personal experience, the possibility of committing suicide may present a
way of effecting hope, of having the power to choose one’s time or to avoid a worse
fate. It may be a part of what we shall be calling “orchestrating death.”
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ATTITUDES TOWARD
MAINTAINING LIFE

To the vitalist, all (or at least all human) life is an unconditional good regardless of
anything else. It is “sacred”—that is, untouchable or not to be interfered with by (mere)
humans. The vitalist, therefore, is committed to supporting life (or at least human life)
at all costs and under all and every circumstance. When it comes to saving or pro-
longing life, vitalists do not concern themselves with whether life is or is not worth-
while. If life is held to be a primary or “intrinsic” good (one that is good in itself and
not only as a means to an end), the question of its being or not being worthwhile is
incoherent. Being alive—pure biological existence—rather than having a life, is what
concerns vitalists.

Those who speak of the sanctity of life sometimes blindly appeal to the vitalist
stance. Few persons even among the “right to life” groups, however, truly adhere to
such a position. If one holds all life (or at least all human life) to be sacred, then a
tissue culture (of any imaginable human tissue one may choose) shares in that un-
touchable sanctity. After all, such tissue has the right number of chromosomes as well
as the right DNA to be human, and has those biological attributes we require to call
anything life (this of course, has a great deal of similarity to the stem cell debate, which
is discussed elsewhere). Yet, if one is to be consistent, then tissue cultures could not
be destroyed. There are, of course, some Eastern sects that do hold all life as sacred.
The Jaines of India not only are vegetarian (and generally eat only things like fruits
and nuts, which can be taken without destroying life) but often will carefully sweep
their paths so as not to step on insects. Although he did not go quite that far, Albert
Schweitzer felt a like reverence for all life.

The non-vitalist position, on the other hand, denies that human life itself, just
because it is human life, is necessarily “sacred.” Instead, it holds that life, far from
being a good in itself, is merely an instrumental good: a means toward an end beyond
itself. This position either sees life as a condition for experience and life’s being or
not being worthwhile as dependent upon the nature of the experience or sees life as a
bridge to eternity. Attitudes differ from very rigorously supporting life as long as the
slightest possibility of again experiencing “good” (or working for salvation) remains
to being more ready to abandon support where that possibility seems slim. But life, in
the non-vitalist’s conception, is a means and not an end in itself.

Many, but by no means all, healthcare professionals today have abandoned (if
they ever shared) a strictly vitalist position. Nevertheless, this position is often un-
thinkingly invoked and, at times, this attitude still lingers when the healthcare team
continues to treat in hopeless situations. More frequently the team gets so involved in
the complicated business of correcting chemical imbalance, reversing acidosis, or
maintaining sinus rhythm that the goals of correcting chemical imbalance, reversing
acidosis, or maintaining sinus rhythm are forgotten. Technology often becomes its own
raison d’être: A thing is done because it can be done, and in a sense technology be-
gins to drive itself. This in no way is meant to fault the necessary and careful atten-
tion to the patient’s biomedical needs nor to underestimate the primary importance of
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technical competence. It is, once again, to point to the inescapable fact that biomedi-
cal competence, if it is to accomplish its mission of serving the true and self-selected
good of its patients, must serve a purpose beyond itself. Biomedical competence is
the necessary, but quite insufficient, condition of responsible medical practice.

Those who presume that life is a condition for experience and not an end in itself
will, of course, have difficulty determining when that experience is, or is not, worth-
while. Concerns with determining whether the nature of the experience is worthwhile,
often called “quality of life” issues, are of extreme importance. The threat that the
quality of one’s life will be determined for us by another is the hidden danger in such
situations. Here, as in most other areas where such judgments must be made, every
attempt to make such judgments on the patient’s and not on the health professional’s
terms are in order if crass paternalism is to be avoided and a decent respect for per-
sons is to be maintained. Only when patients are clearly incompetent to make such
judgments and when their will is unknown and unknowable are substitute judgments
acceptable. Health care providers (and even, disturbingly, persons close to the patient)
do not have more than a “flip of the coin” chance of making such estimates on the
patient’s terms. (See Chapter 5 on patient autonomy and Chapter 13 on decision-
making.)

Quality of life judgments not made by the person about himself or herself under
acceptable conditions are problematic. Inevitably my judgment of another’s quality
of life is filtered through my own values. It has been shown that when physicians judge
their patients’ quality of life, they are very likely to be wrong.9 Judgments of this sort
made for another are, as Pellegrino and Thomasma have convincingly argued, think-
able when “life no longer has any possibility of satisfaction to the patient,” as in the
terminally ill patient in pain. Continuing treatment under such circumstances repre-
sents “a kind of therapeutic belligerency.”10 But under all circumstances judgments
of this sort need to be carefully hedged. The question of last resort when we truly can-
not know is not “what would the patient want?” but rather “what would a person in
such circumstances not want?”—an easier to answer, because more universally hu-
man, question. It is a question we fail to ask often enough.

NO-CODE AND OTHER
NON-TREATMENT DECISIONS

When physicians decide to treat, they do so under two presuppositions: (1) a techni-
cal judgment that treatment has a reasonable chance of being technically successful
(i.e., that a given intervention is likely to ameliorate the patho-physiological condition
for which it is instituted), and (2) an ethical judgment that treatment has a reasonable
chance—on the patient’s terms and consistent with the patient’s self-determined goals—
of bringing about a desirable, or at least tolerable state.

Cessation of treatment is done under the converse presuppositions: (1) a techni-
cal judgment that treatment does not have a reasonable chance of technical success
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(e.g., that restarting the heart is useless because it cannot, given current knowledge as
reflected in the literature, continue beating), or (2) an ethical judgment that, even if
there is technical success, the patient’s ability to profit (as defined by the patient or
by his or her legitimate surrogate) from this treatment is nonexistent or, perhaps, that
prolonging life would lead only to suffering (e.g., that restoring the heartbeat might
be successful for a given length of time in a hopelessly ill patient. In such an instance,
restoring the heartbeat could either result in intolerable suffering or be irrelevant to a
permanently insentient patient. Moreover, it could prolong a life the legitimate deci-
sion maker did not wish prolonged).

In the first instance, when treatment is technically almost certain not to be effi-
cacious, treatment is not only unnecessary but is also, in fact, a logical contradiction.
Treating the untreatable makes no sense. Doing so is ill advised and, in some institu-
tions and states, obtaining consent to withhold resuscitation under such circumstances
does not require consent. While in such instances, writing a “do not resuscitate” (DNR)
order does not necessarily involve obtaining consent, healthcare professionals are
certainly well advised to inform those involved. (See the section on futility later in
this chapter.) Saying to the patient and family, compassionately and sincerely that,
unfortunately, no aggressive, cure-oriented treatment is possible and that regretfully,
therefore none will be given, is the best that can be done.11 Writing a DNR order un-
der such circumstances is a judgment made on technical grounds that such treatment
is useless. It is not a moral choice that such treatment, while technically possible, is
inadvisable in a given patient.

In writing DNR orders physicians need to guard against slipping their own value
judgments in under the guise of technical judgments. For example, when a heart could,
in fact, be restarted but health professionals believe that doing so would only result in
a few days’ sentient life, the judgment to write a DNR order is made on ethical and
not (as some would argue) technical grounds. The judgment that life is not worth liv-
ing is a judgment that only the person who has that life (or, if need be, surrogates
speaking for the patient) can make. What follows concerns itself with the more fre-
quent ethical quandary of not resuscitating in situations in which resuscitation is tech-
nically feasible.

Writing DNR orders has become a daily reality in our hospitals. In former days,
most of us died in the midst of our families, friends, and loved ones, or we died alone.
Dying, as it were, was a private process. Today, however, deciding to withhold treat-
ment is no longer a matter that concerns merely the patient, the family, and the phy-
sician. Dying has become institutionalized and therefore public, and it is consequently
supervised and hedged with a multitude of restrictions. Deciding to allow a patient to
die peacefully and to withhold treatment or support is far less easy. Under ordinary
circumstances, hospitals are properly seen as institutions here to preserve life by all
available means, and the burden of proof is, properly, on the person who would re-
frain from using all possible means to sustain life. Here, as always, proper documen-
tation giving good and coherent reasons for such a judgment—which can be quite
brief—must be given.

It must be remembered that cardiac resuscitation was developed in a rather spe-
cific and quite recent, setting and circumstance: i.e., to reverse cessation of cardiac



260 Chapter 11

action in the face of an acute cardiac event and to give the underlying process a chance
to heal. Most orders written in a hospital setting are positive orders directing other
members of the healthcare team to do something. Only when “doing something” (such
as giving a patient fluids or nourishment) is the norm is an order not to do that thing
necessary. After it was shown that in certain instances resuscitation could be effective
and could restore some patients to a meaningful life, resuscitating virtually all patients
who underwent a sudden cardiopulmonary arrest became routine. It became routine
for a quite proper reason: When patients arrest, there is no time to deliberate. If resus-
citation is to be successful, literally every second counts. Therefore, a specific order
not to resuscitate is needed if the properly conditioned reflex of the hospital team is
to be over-ridden.

The primary goal of clinical medicine as conceived today is, at least to the de-
gree possible, the restoration of health and the saving of life. All too often the ancient
goals of alleviating suffering (which far preceded the saving of life) are forgotten,
neglected or done in a perfunctory manner. Leaving aside the fact that this was not
always the case (see Chapter 1), abandoning what has come to be considered the tra-
ditional goal of clinical medicine requires justification and the delineation of new goals.
When we write a DNR order, we acknowledge either that resuscitation is not techni-
cally feasible or that there is consensus between the health care team and the legiti-
mate decision-maker(s) that the circumstances of the case would make the prolongation
of life unwise.

The duty to relieve suffering, a much more ancient duty of medicine than the
duty to prolong life12—and one much more enduring—moves into the foreground of
obligation when decisions not to resuscitate are made. Once a DNR decision is made,
comfort measures properly become the primary goal.13 This is an important point: All
too often patients who have had a DNR order executed on their chart are avoided by
their physicians and other members of the healthcare team. Essentially, this is aban-
donment. It is ethically improper because it is not really the case that nothing can be
done. Rather, the something that can (and must) be done is to bring comfort (to the
patient as well as to the loved ones) rather than to sustain life. In the last weeks, days,
or hours, human contact and comfort are, perhaps, especially important. In many if
not most cultures “touching” is very much a part of this and the tendency to turn care
over to machines or other mechanical devices is to be deplored. Physicians have the
obligation to make sure that all concerned understand the intent of a DNR order fully:
Far from counseling neglect or saying that “nothing can be done,” the goal of DNR
orders is to shift the goal to comforting and caring, often a much more time-consum-
ing task and one that often requires just as much skill. It may be advisable, in case of
doubt, to append to the DNR order a statement clearly emphasizing that all possible
comfort measures must be taken. (See the section on orchestrating death later in this
chapter.)

In most instances in which resuscitation might be technically successful but ethi-
cally and humanly problematic, decisions to write DNR orders should be made jointly.
Patients, family members, close friends whom the patient and family have treasured
and all members of the team should be involved. The alternative—acting without the
consent or knowledge of the patient or of others who are concerned—violates the basic
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respect due others and is crass paternalism. When patients are still capable of making
medical decisions, discussing the matter only with the family merely widens pater-
nalism. Much as wives, husbands, or other loved ones are needed in the process of
reaching such decisions, they are not entitled to make decisions for competent patients
who have maintained decisional capacity and who wish to be involved. Families prop-
erly help and support patients in their decisions, but they should not speak for them
unless they have been asked by the patient to do so (see also Chapter 4).14

There are, of course, rare cases when conscious patients cannot be consulted. But
here the burden of proof (why such patients should not be involved) is on the caregiver
who fails to consult the patient. Such a course of action falls on the previously dis-
cussed and usually highly challengeable category of “clinical privilege” and, at the
very least, requires careful proof and documentation. The belief that discussing such
matters is burdensome to the patient has been shown to be a fallacy.8 Not only are
most patients not burdened by having such issues discussed, but they generally will
also be relieved by the prospect of discussing such matters and by no longer feeling
obligated to partake in a complicated game of charades with health professionals
and their own families. At this stage of life, a direct and honest approach is gener-
ally the most successful and the least cruel. Patients who are ready to hear will hear;
those who are not will quite readily signal this to those speaking with them; or, at
times, they will simply not hear. (See the section on speaking with patients later in
this chapter.)

Often, and preferably, decisions about “how far to go” will have been made long
ago when, perhaps, a formal or even informal advance directive had already been given
by the patient and discussed with the caregivers. Making decisions beforehand is pref-
erable because it provides an optimal opportunity for the patient to make an autono-
mous choice (see Chapters 5 and 6) especially, because it allows an early dialogue
among healthcare professionals, patient, and family that permits a squaring of moral
views. During such a dialogue, healthcare professionals can and must make sure that
patients really understand the consequences of their choices, and are given the oppor-
tunity to make such choices with as much unbiased information as possible. It is here
that a discussion of what it means to be on a ventilator or what it means to be defibril-
lated is not only in order but essential. In this day and age, laypersons, often condi-
tioned by the media, frequently have warped ideas about such matters. On the one
hand they have been sold on the power (in truth, often relatively puny!) of medicine;
on the other hand, they have been warned of its tendency (often overblown) to inflict
unnecessary suffering. The fear of being on a ventilator, for example, may be grounded
on gross misunderstandings—that once this device is used it will be permanent or that
it is necessarily associated with great suffering.

When decisions as to how to deal with end of life matters have not been made
beforehand, and when circumstances are such that patients might reasonably have
doubts about the prolongation of their life, a compassionate discussion about such
matters is one of the physician’s obligations. It is the physician’s obligation because
the alternative of substituting his or her own, or the family’s, judgment for the pa-
tient’s is a crass exercise of paternalism and disrespects the basic autonomy of an-
other. In discussing such issues with the patient and the family, the physician should
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call on the active help of nurses and other members on the team. Beyond this and
importantly, hospital chaplains and often also the patient’s own clergyperson may be
of immense help to all concerned. It is here that, for a religious patient, a clergyperson
well known to the patient and not associated with the institution can play an impor-
tant role—as can a close friend who has no religious association.

When possible, families and close friends should be involved in such critical
decisions. The role of the family or of close friends is properly to advise patients or to
act as their sounding board. Families or friends may support or disagree with a view-
point or decision; family members and friends may counsel, advise, cajole, and ar-
gue. But normally the family and friends act through and not for the patient. Unless
patients are unconscious and previous choices in such circumstances are unknown, or
unless patients are clearly incompetent, the patients must make the final decision. When
patients clearly lack decisional capacity, are unconscious, and when no prior wishes
are known, the family is involved in such decisions because it is assumed that they
are most familiar with the patient’s world view and that they truly have the patient’s
best interest (defined largely on the patient’s terms) at heart. “Family” here is used in
the broadest sense: not merely kinship but any others closely associated with the pa-
tient and, therefore, likely to have the patient’s best interest at heart and to be most
familiar with his or her worldview. Judgments as to what ethically (not legally) con-
stitutes “family” in that sense are judgments that physicians and other healthcare pro-
fessionals will find most troublesome to make but that, nevertheless, they will have
to make to the best of their ability. The decision made and the reasons for it again
need to be briefly but clearly documented.

These days resuscitating patients has, on the one hand, lost much of its original
appeal and, on the other, been mindlessly applied even to cases in which doing so has
not the slightest chance of success.11 Often our enthusiasm to restore the heartbeat or
to support respiration even in cases in which success is possible is tempered by the
fear of “creating a vegetable.” This unfortunate fear is largely based on essentially
anecdotal experience. At the very least and, yet, most importantly, resuscitation “buys
time” for deliberation. Part of this fear of “creating a vegetable” is grounded in a be-
lief that once a heart has been successfully restarted, health professionals will be com-
pelled to continue treatment even when the patient has no chance of regaining
consciousness. The belief that stopping something is different from not initiating it—
and that the law is in essential agreement—is one of many fallacies that are difficult
to eradicate. Meisel has called these beliefs “legal myths.”15 Well-thought-out DNR
orders, including the failure to treat inter-current illness—are a necessary part of medi-
cal practice. But failing to resuscitate a patient who might have lived a few more years
of a full life because of a fear that doing so might result in an irreversible vegetative
state is indeed, an unnecessary tragedy. First of all, as has been amply shown in the
literature, creating such vegetative states is rare.16 Secondly, having tried and been
unsuccessful does not compel one to continue. The decision not to continue treatment
can, in such cases, be appropriately made (see the section on acognitive states in this
chapter). Here, as is so often the case, failure in some cases is the price paid for suc-
cess in others.
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RELIEVING PAIN AND SUFFERING
On the whole the professions’ willingness and capacity to treat pain in terminal ill-
ness (especially in cancer) has greatly improved in the last decade. It is rare that one
hears the paltry excuse that using appropriately large amount of narcotics will “ad-
dict” the dying patient or that doing so will shorten life. In fact, it has been amply
shown that the use of adequate narcotics will, if anything, prolong life—something
not necessarily desired but something which one accepts as the price of relief. And
yet, cases of pain that can be alleviated continue to occur even in the setting of known
terminal illness. With today’s means (pumps, sustained action medications, etc.)
managing severe pain is often a “technical fix” which is not altogether hard to ac-
complish. There continue to be a small percentage of patients in whom relieving pain
remains impossible.

Nevertheless and parenthetically (for these are not dying patients) the man-
agement of pain in chronic as well as in acute situations continues to be generally
ignored or badly done. Often pain—because no obvious physical cause is readily
visible—is simply not believed or, even worse, shrugged off. Dr. Hüseboe—one of
Europe’s leading palliative care specialists—has repeatedly made the statement that
“pain is what the patient says it is”: It is a subjective phenomenon and not one an
outsider can readily assess or quantify.17 Malingering is quite another matter but one,
which an experienced health care team should be ready to deal with—for malinger-
ing, too, is not a “state of health!” Patients with highly painful conditions—rheu-
matoid arthritis is only one example—are inadequately treated with narcotics: despite
the fact that proper pain control will not only not decrease but, in fact, will increase
their capacity to function and to lead a full life and will rarely result in addiction.
Such patients are frequently (to their face and, perhaps worse, behind their back)
accused of showing “drug seeking behavior”—as though it is inappropriate for a
patient in pain to seek relief! In a way it is like accusing a parched person of showing
“liquid seeking” behavior or a hungry person of showing “food seeking” behavior!
This deplorable state of affairs is in part—and only in part—the “fault” of the physi-
cian; more often than not it is a result of inappropriate federal and state regulation
that forces physicians to fill out special forms and subsequently often be questioned
(and indeed harassed) by agents of the government. But here too, unless physicians
and other health care providers play their role in altering such archaic mechanisms,
they fail their patients. It is not that addiction may not be—and often is—a severe
medical as well as social problem, but most of the time it does not originate in the
offices of legitimate health-care professionals but on the street. And it is usually
motivated not by pain but either by seeking some form of escape from a socially
undesirable environment or by a bizarre form of “thrill seeking” behavior that inci-
dentally eventuates in addiction.

One must keep in mind that pain and suffering—even though they often are caus-
ally related—are not the same thing (see previous chapters). The relief of pain by
most physicians (and in complicated cases by experts in that field) can be generally
accomplished—it is, indeed, generally a mere “technical fix.” The relief of suffer-
ing—which may or often may not be related to physical pain—is a far more complex,
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multidisciplinary and often virtually impossible matter (see section dealing with eu-
thanasia). And yet it is at least equally important.

DECISIONS NOT TO LEAVE HOME

Decisions not to leave home are made more and more frequently today.18,19 Under
proper conditions, these decisions represent a reasoned judgment made by patients in
concert with their families and caregivers not to seek hospital care but to remain and
die at home. More is involved here than in other cases in which patients ask not to be
resuscitated. Since patients who decide against institutionalization remain at home,
their families and loved ones are intimately and critically involved. It is the patient
who chooses to remain at home, but it is the family and other caregivers who provide
the necessary conditions by which remaining at home is made possible. Decisions to
remain at home are therefore invariably communal decisions involving a number of
people joined in and working towards a common enterprise. A patient’s wish to die at
home is, given today’s conditions of living, not always one that can be implemented;
but when it is the patient’s wish and when it can without serious disruption to others
be implemented, healthcare professionals ought to be willing to support and carry out
such a choice.

Decisions to remain at home and die are more complex than decisions not to
resuscitate for yet another reason: Although in both of these decisions technical inter-
vention that would not serve the best interest of patients (as determined by patients
themselves) are ruled out, decisions not to leave home are made in a quite different
milieu. DNR decisions are normally made in a milieu in which such a decision is part
and parcel of everyday life and in which the implementation of such decisions is by
persons who are socially accepted as being responsible and accountable for such de-
cisions.19 When patients remain at home, the family, who must ultimately implement
the decisions (by, for example, not calling the emergency medical squad when an
emergency occurs) have no professional credentials to act in such a manner. Families
fear that by not calling for help, even when decisions of this sort are made before-
hand, they will “not be doing the right thing.” They have doubts, feelings of guilt,
and, at times, a fear that social disapproval by neighbors or other members of the
family may follow.19 Helping with such decisions, therefore, requires even more
support and understanding from the health care team than does the decision not to
resuscitate. It is one of the circumstances in which external (i.e., home-based) hos-
pice may help a great deal.

In addition, things are not necessarily quite this cut-and-dried. While in many
instances the treatment milieu of the home may have a lot more to offer to the patient
than does the hospital setting,20 unforeseen circumstances can occur. Patients and
caregivers may, at the time the decision is made, feel that homecare would be best.
Yet patients with advanced cancer or who have for some other reason made such a
decision may be confronted by an unexpected complication. They may, for example,
suddenly develop florid pulmonary edema, break a leg, or have a painful abscess as-
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sociated with sepsis at a time when removal to a hospital to alleviate the severe dis-
comfort of such an inter-current condition seems advisable. Such a sudden event may,
in addition, cloud the patient’s judgment and force caregivers into making decisions
for them. If we are to “re-humanize” dying and make what Stollerman calls “lovable
decisions,”21 temporary removal to the hospital may, in fact, be necessary.20 Decisions
of this sort may be guided by considerations similar to decisions to limit treatment
(see the following section).

HOSPICE—PROMISES AND DANGERS

Hospice, a relatively old concept in new clothes, has been heralded as a solution to
the “cure-oriented” preoccupation of modern medicine. Some of the hype that has
accompanied the rise of hospice in this country is undoubtedly correct and well de-
served. However, as with all effective movements as they become organized on a larger
scale, the delivery of hospice care has not proven an unmitigated good—there are
drawbacks as well as benefits. In this section, we will, very briefly, sketch, in broad
outline, the history of the modern hospice movement, how it currently functions here
in the US, and discuss some of its strengths and weaknesses.

The word, “hospice,” shares the same Anglo-Saxon roots with such words as
“hotel,” “host,” “hospital,” “hospitality” and “hostel.” From early medieval times, the
word “hostel” has denoted a house of sojourn, a place of refuge for weary travelers.
By the 11th century, C.E., a wealthy and powerful religious military order had been
dedicated to the rather curious combined task of tending to the sick and poor and
waging war on the Muslims. The former activity, tending to the sick and poor, earned
them the name, “hospitaliers.” By the 17th century, C.E., the activities of hospital and
hospice began to become more distinct: increasingly hospitals focused on caring for
patients and, if possible, curing them, while hospices ministered the poor, travelers
and the homeless sick, offering food and shelter though not the services of physicians.

The modern incarnation of hospice began in the mid-1960’s with the work of
Dame Cicely Saunders, a London physician, who created an inpatient facility, St.
Christopher’s, which devoted itself to the complex needs of persons terminally ill and
close to death. The growing awareness of Dr. Saunder’s work and the nearly simulta-
neous publication of Kübler-Ross’ Death and Dying22 combined to bring to the pub-
lic’s attention many important findings about the dying person’s experiences and
perspectives. As a result of this cross-fertilization, the rise of the hospice movement
has been rapid and widespread. As of the year 2000, in the US, Puerto Rico and Guam
today, there are over 3200 such programs, though unlike its European counterparts,
96% of all hospice care hours here are outpatient services (in most other countries the
predominant form of hospice remains inpatient, though that does seem to be chang-
ing). Per diem re-imbursements vary according to locale and source of payment but,
since 79% of all patients admitted to hospice claimed hospice medicare and 5% claimed
Medicaid, the Health Care Financing Administration’s per diem re-imbursements have,
in essence, set the standard for re-imbursement. As of 2000, these rates are approxi-
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mately $110/day for routine (outpatient) home care, $645/day for continuous home
care, $120/day for respite care, and $490/day for general inpatient care.23

Since approximately 84% of hospice services here are currently reimbursed by
Medicare and Medicaid programs, the remainder are covered by private charity and,
increasingly, by HMO’s and third-party insurance providers.23 However, reimburse-
ment is tied to very specific criteria that limit care to palliative measures specific to a
patient’s terminal or chronic-declining-to-terminal illness (i.e., progressive end-stage
diseases or disability such as CHF, ALS, end-stage renal disease, etc.). Under Medi-
care and Medicaid, patients must choose a pre-set hospice benefit instead of standard
benefits for the terminal illness that, unfortunately, can result in a denial of coverage
for some patient-specific needs over and above the standard co-payment arrangements
that seem to be endemic to all of medicine these days.

The preliminary summary of the strengths of the hospice phenomenon might best
be articulated by the National Hospice and Palliative Care Organization (NHPCO),
originally called the National Hospice Organization (NHO): “’[H]ospice’ refers to a
steadily growing concept of humane and compassionate care which can be imple-
mented in a variety of settings—in patients’ homes, hospitals, nursing homes or free-
standing inpatient facilities.”

However, there are a numbers of difficulties—both conceptual and practical—
with these claims. While ideally hospice is supposed to be not a place, but a frame of
mind it is, as we described earlier, predominately an out-patient experience in the US
and patients too often find themselves forced to choose between hospice which, be-
cause of the structure of the system and it’s accompanying economic constraints, is
forced to deal exclusively with palliative measures, and traditional medicine which
also, in part, due to reimbursement constraints, is too often aggressively “cure-ori-
ented,” emphasizing a commitment to eradicating the disease or disability rather than
being singularly committed to the needs of the whole patient. Unfortunately, NHO
has done little to improve the situation with its much publicized advertisements of
how hospice allegedly differs from traditional medicine. According to NHO, hospice:

• Offers palliative, rather than curative treatment
• Treats the patient, not the disease
• Emphasizes quality, rather than length of life
• Considers the entire family, not just the patient, the “unit of care”
• Offers help and support to the patient and family on a 24-hour-a-day, seven-

days-a-week basis [italics ours]24

Traditional medicine—the recent preoccupation with cure notwithstanding—has al-
ways had an implicit broad commitment to caring for patients. The most recent ar-
ticulation of this age-old goal can be found in this excerpt from the 1984 edition of
the American College of Medicine’s Ethics Manual: “The primary goals of the phy-
sician are to relieve suffering, prevent untimely death, and to improve the health of
the patient while maintaining the dignity of the person.” Indeed, the traditional goals
of medicine have always included cure—though never exclusively to prolong bio-
logical life, but they also have always included:
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• Relief of pain, symptoms and/or suffering
• Minimization of dysfunction; maintenance or improvement of function
• Avoidance of harm and unnecessary risk to patients
• Promotion of health via preventive education
• Bearing witness for and/or advocating for patients (especially when any or all

of the above are no longer possible)

To insist on claiming the existence of such an arbitrary, unnatural division of labor
between hospice and “traditional” medicine is disadvantageous not only to patients,
but should be quite worrisome to health care professionals and society as well. For
one thing, it puts potential patients in the US (and that means all of us!) in the rather
peculiar position of having to choose between curative and palliative therapies so that,
even if one were able privately to fund both simultaneously—quite unlikely in to-
day’s economic climate—truly holistic care would still be fragmented because the
goals of hospice and the goals of the “cure-oriented” tradition of which the patient’s
original primary care physician is a part can only be reconciled with the greatest dif-
ficulty, if at all. As a result, the original physician of record can begin to feel like an
intruder and the patient may feel ‘abandoned’ to a group of strangers by both the ‘tra-
ditional’ system and a physician with whom they may have developed a quite deep
and trusting relationship. Defenders of the status quo have made the argument that
transferring physicians can always continue to make pro forma visits; he or she will
simply not be able to be reimbursed. Our response is that this is an unrealistic—and,
perhaps, even cynical—expectation of many physicians given, for example, the tightly
controlled economic environment of an HMO practice. Secondly, because of the struc-
ture of reimbursement, third party payers—whether public or private—will ultimately
determine (by willingness to pay) when patients must move from a curative to a pal-
liative mode. Thirdly and, perhaps, most troubling, is that with the rise of this par-
ticular form of hospice, we have created a whole sub-set of health care professionals
who are showing signs of becoming narrowly focused on and dedicated to the dying
process instead of the dying patient—ironically threatening to replicate in hospice
care what was originally so roundly criticized in “traditional” medicine!

Undoubtedly, it is an unfortunate, but unavoidable tendency of all systems to
become regimented instead of organized. With some difficulty, this tendency can be
overcome; but the more serious problem lies deeper than this. The more insidious threat
is that, in the attempt to offer good, effective and efficient patient care—i.e., offering
patients expert biomedical means so that they may continue to pursue their overall
goals (which include, but are not limited to, health), health care professionals can easily
fall prey to a certain idealized view of what we call the “good patient,” in which they
unwittingly superimpose their own view of the patient’s goals and how best to reach
them—a pendant of what hospice rightly has criticized in cure-oriented practice. In-
stead of assuming, as do many cure-oriented clinicians, that the patient’s goals are
identical to their own (i.e., the aggressive pursuit of cure), and that the patient’s
demeanor is (and rightly ought to be) one of passive acquiescence and grateful ac-
ceptance of all the health care team offers, the hospice team assumes the patient’s goals
are identical to their own (i.e., merely palliation), and that the patient’s demeanor
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should rightly be one of passive acquiescence and grateful acceptance of all the hos-
pice team offers—this is clearly an ethically unjustifiable paternalistic tendency,
whether cure-oriented or not! Simply because health care professionals have had more
experience and, therefore, developed a substantial degree of expertise in certain areas
so that they can articulate the range of biomedical possibilities for a given patient does
not give their view of the patient’s good priority. Nor does it give them the right to
label a patient who is brave enough to object to such covert paternalism “difficult,”
“non-compliant,” or simply “not a ‘good’ patient,” as so often occurs.

In the final analysis, there will always be some patients who will be most grate-
ful to accept health care professionals’ assistance in revising their long-term life plans
and goals as well as in choosing the best means by which to accomplish those revi-
sions. However, some patients will never make peace with their impending deaths and
may feel coerced by and resentful of health care professionals who expect them to
live up to some idealized notion of how the “good patient” ought to behave. The best
way for clinicians to avoid this sort of covert paternalism is to strive to establish a
collegial relationship with patients that stresses the importance of interdisciplinary
collaboration between the patient and the various members of the health care team; to
be cognizant of the fact that, in the final analysis and whenever possible, the deci-
sion-maker ought to be the person most relevantly affected—the patient (and if not
the patient, compelling reasons why not!)—and to be ever sensitive to the danger of
making uncritical assumptions about our own or others’ values and goals.

DEMENTIA AND LIMITING TREATMENT

Severe and permanent dementia (in which all reversible causes have been excluded,
in which no reasonable doubt as to diagnosis or prognosis remains, and in which there
is an evident and progressive lack of meaningful thought processes) is a very trouble-
some problem. A sometimes long road separates its early stages from the ultimate,
lingering non-being of the vegetative state. Along this road, various problems and
options will inevitably present themselves and will need to be dealt with. Alzheim-
er’s disease is one of the ways in which dementia most frequently presents itself, but
it is not the only one. It can be an inborn state of affairs in which a severely retarded
person can neither speak nor socially interconnect in any way; it can occur due to
accident or illness. Whatever its mechanism, dealing with permanent dementia is one
of the more frequent and more troubling ethical problems in medicine. For caregivers—
no matter how loving—it often represents a sometimes infuriating challenge which,
in turn, causes them to have severe feelings of guilt. Explaining that such anger and
frustration are not an unusual manifestation of callousness but are, indeed, the com-
mon lot of mankind may help (even if not alleviate) this problem.

Dementia may, but usually is not, unforeseen or sudden. Its onset is not some-
thing most patients are not fully aware of. And it is a matter which must be openly,
frankly and fully (even if painfully) discussed. Patients’ wishes must be ascertained
and these must (when still possible) be re-examined with the patient and the family.
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If advance directives were not executed (as they should have been) long before, they
need to be strongly encouraged now and when they have been previously executed
they must periodically be reviewed.

When patients are mildly demented, are still able to communicate fairly well,
and still have sufficient decisional capacity to make their own choices, no real prob-
lem (other than the problem of determining decisional capacity, a terrible problem in
itself at times) exists. Patients capable of deciding their own good on their own terms
must be given the respect due all persons. Likewise, patients who are no longer capa-
ble of making such choices but who have expressed their wish explicitly (by means
of some form of “advance directive”) or by a tacit or explicit but not necessarily duly
executed understanding with healthcare professionals and family over the years do
not pose an insurmountable problem: Their expressed will, accepted by all concerned,
forms the framework of their care.

When healthcare professionals face such problems in patients for whom no frame-
work of care has been previously established, they are often inclined to obfuscate and
to evade facing the issue. Against their better judgment, health care professionals treat,
but often they treat reluctantly and with half measures.25 Establishing a framework
for the care of such patients is at best difficult, and it inevitably leaves (and probably
ought to leave) a considerable residuum of doubt. Ambiguity is not something we like
to deal with and is often something we deal with badly, but ambiguity is something
anyone in the profession must learn to accept and deal with. Often relatives, by help-
ing physicians understand patients more fully, aid by acting as acceptable advisers
and surrogates.

At other times, relatives may be absent, disinterested, or materially prejudiced
and may, consciously or not, do other than seek the patient’s “best interests.” A sub-
stitute judgment, at best difficult, may then have to be made. Further, and perhaps
more frequently, physicians are asked (and, we believe, asked properly) to guide and
advise on treatment decisions—not only to offer an array of available means but also
to share in formulating appropriate ends or goals. It is helpful if prior to being asked
to guide and advise, healthcare professionals have explored their own feelings and
have begun jointly to discuss the problems, their options, and their willingness to pursue
the various possibilities. Such dialogue is something that healthcare professionals
among themselves should actively pursue at all times.

Often one must deal with cases in which it seems appropriate to limit treatment
but inappropriate to forego treatment altogether. Examples of this are not limited to
adult dementia: the newborn whose illness limits life span to a few months or years
(say, children with Werdnig-Hoffman or Tay–Sachs disease) or the severely mentally
retarded of any age who will never be able to communicate or evince more than the
ability to perceive discomfort, to name but two. The grounds for determining what
treatments are, and what are not, appropriate are often not well delineated, and deci-
sions often therefore tend to be ad hoc. At times, regrettable decisions are made.

In enunciating grounds for making the decision to limit treatment, our obliga-
tion to refrain from causing suffering and to prevent harm (and “harm” cannot merely
be defined as allowing death to occur or allowing a disease to go untreated but must
be “harm” in its broader sense) as well as our obligation to sustain life must be con-
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sidered. In deciding to treat or to forego treating, at least four considerations are ap-
propriate: (1) the immediacy of the threat, (2) the relievability of the suffering caused
by the disease, (3) the suffering entailed in the treatment, and (4) the patient’s ability
for sustained understanding of and cooperation with treatment.26

In general and when no provisions to the contrary have been previously estab-
lished, an acute threat to life is appropriately met by an attempt to reverse the threat.
Among many other reasons this is done to preserve the opportunity for deliberate
choice. Doing otherwise denies that option. In order to minimize suffering, diseases
that impose a serious burden of suffering on the patient and whose treatment burden
is less than the burden of the disease itself must be treated. The goal here is primarily
the relief of suffering; prolonging life is now, if it is a consideration at all, a second-
ary consideration. When treatment itself is severely burdensome, physicians must re-
examine their projected goals and determine whether the burden imposed seems, all
things considered, to be justifiable.

Such decisions must be made in the context of the specific situation. Patients no
longer capable of sustained understanding and, therefore, incapable of co-operation
are easily frightened. Often, in order to accomplish treatment, they must be tied down
or otherwise restrained. Such patients may easily forgive or forget the imposition of
brief and relatively slight discomfort, but may have their last days darkened by fear
and terror when the reason for imposing severe or prolonged discomfort is not under-
stood.26

What then, in a demented or otherwise mentally severely impaired but yet con-
scious patient, is the difference between, say, treating pneumonia or operating for ap-
pendicitis and starting dialysis or doing coronary bypass surgery? Using the criteria
mentioned in this section may help. Treating a severely senile or severely mentally
defective patient for pneumonia (or taking out his or her appendix) may be justified
because pneumonia (or appendicitis) (1) poses an immediate threat at a time when
the patient still has a reasonable short-term ability to profit from life, (2) entails
relievable suffering and because treatment (3) involves little prolonged suffering and
(4) does not require enlisting the patient’s sustained cooperation or understanding to
accomplish the goals of therapy. Starting patients on long-term dialysis (or doing
bypass surgery), on the other hand, may not be justified because (1) the threat may or
may not be immediate, (2) suffering is relievable in other ways, (3) the proposed treat-
ment entails considerable and/or prolonged suffering that, furthermore, the patient
cannot understand, and (4) the patient’s cooperation is necessary for success.

Asking ourselves such questions and seeking to work out answers in community
with others concerned for and with the patient may be troublesome. The alternative
(not asking these questions or seeking these answers or appealing to predetermined
principles rather than using these principles as guidelines along the road to decision
making) has the appeal of simplicity but yields unsatisfactory results if one assumes
that a sense of humanity and compassion is a necessary part of moral medical prac-
tice. In specific situations, specific judgments will depend on an understanding of the
patient, the context, and the community in which such decisions are made.
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ACOGNITIVE STATES
The “acognitive state” is defined as a state of biological existence in which the ability
to think, know, and feel is permanently absent. This definition would include brain
death, irreversible coma, and the vegetative state (see Figure 1). A brief technical de-
scription follows.

The cerebral hemispheres, necessary for perception, volitional motor function,
and thought, depend on the reticular activating system located in the rostral brain stem.
The reticular activating system provides wakefulness and therefore, when higher
centers are intact, allows cognitive function. Without it, coma ensues. The caudal
portion of the brain stem is necessary for respiration. A patient whose entire brain
including the brain stem is destroyed is, therefore, comatose and unable to breathe
without mechanical assistance. According to our current definition, such patients
(whose central nervous system from the cerebral hemispheres to the spinal cord is
permanently destroyed) are termed “brain dead,” a condition that in all states and in
most (but not all) of the Western world is today equated legally with death.

A person whose hemispheres are destroyed but whose reticular activating sys-
tem is preserved will have periods of wakefulness but will lack awareness, percep-
tion, and cognition. Such patients are said to be in a vegetative state. Patients with a
preserved brain stem but a destroyed reticular activating system will be able to con-
trol their breathing but will be permanently unconscious. They are called permanently
comatose.27–30

Taking proper care of patients—especially in the notoriously often poorly run
nursing homes as they exist in the United States today—has become an almost im-
possible task. Our geriatric centers—in which physicians often see patients only at
monthly intervals—tend to warehouse rather than care for people. In some other na-
tions, for example, the development of decubital ulcers (in or out of a hospital or
nursing home) is not merely a medical matter but must be reported to the district at-
torney who in turn must investigate the matter and where needed take appropriate legal
action.

When we speak of “brain death,” death of the whole brain is implied. This, ac-
cording to accepted standards today, is legally considered to be the equivalent of death
in most of the Western world. Without respirator support cessation of all other vital
functions will occur in a very brief time. And at that time, organismic death will en-
sue. Some persons have had philosophical problems with this definition, especially
since this redefinition of death (formerly defined as permanent cessation of cardiac
action) was done for convenience: It was found that such patients were the most suit-
able as “cadaver” donors of organs.31–34 Denmark is unique in not accepting this defi-
nition. After considerable debate carried on through their “ethics councils” it was
decided not to equate death of the whole brain with death. Rather, with proper instru-
ments of donation, organ retrieval is allowed. Since such persons still have measur-
able vital signs, metabolize nutrients and excrete waste products they can hardly be
called “dead.” The Danish approach seems more honest and makes a lot of actual and
conceptual sense.

Attempts to redefine death more broadly so as to include other permanently
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NC: Neocortical Structures
Cognition
Thought
Feeling
Integration
Suffering

RAS: Reticular Activating System
Walking, sleeping
Blinking
Swallowing

BS: Brain Stem
Vegetative functions
Breathing

BRAIN DEATH
Definition: Permanently nonfunctioning neural tissue from the

spinal cord up. It includes the brain stem.

Criteria: 1. Reflexes may continue
2. No spontaneous respiration (ventilator dependent)
3. Frequent sympathetic disturbances
4. Without ventilator, death ensues
5. Lack of perfusion (radioactive)
6. Flat EEG: caution-false positives and negatives

PERMANENT COMA
Definition: Neocortical structures irrevocably non-functioning

(dead); RAS permanently nonfunctioning but brain
stem otherwise generally intact.

Criteria: 1. Clinically determined
2. Reflexes continued
3. Spontaneous respiration
4. Frequent inter-current infections, needed for arti-

ficial nourishment, catheter and bowel care, decu-
biti, etc.

PERMANENT VEGETATIVE STATE
Definition: Nonfunctioning (dead) higher neural centers with

RAS and brain stem preserved.

Criteria: 1. Clinically determined
2. Reflexes continued
3. Spontaneous respiration
4. Presence of waking–sleeping cycles, etc.
5. “On timers”

Figure 1.
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acognitive states are even more conceptually problematic. Setting criteria for some-
thing (death, for example) implies that something has been previously satisfactorily
defined. Such a definition, a philosophical task, should, if we are to respect persons,
be made in an informed and democratic way and should be acceptable to a broad con-
sensus of those concerned. As Hans Jonas has so aptly noted, we can either manipu-
late facts so as to redefine death when, in fact, death has not occurred, or we can
“squarely face the issue of the rightness of continuing solely by our artifice what may
still be called life.”32 The attempt to squarely face the issue is one that optimally we
must try to reach through dialogue and consensus. In explaining the problem and in
grappling with the process, ethicists as well as healthcare professionals can do their
share to help lead; they cannot—and should not—by themselves, resolve the issue.

The vegetative state, consisting of an intact reticular activating system but with-
out cortical function, is one of the most difficult emotional as well as ethical issues to
deal with. Patients here look “so alive”: They frown, grimace, swallow, and blink.
The state is analogous to one’s placing radio, lights, and window shades on various
timers and then leaving the house. Observers outside the house would conclude from
the changing lights, shades, and music that someone is at home. But such is not the
case. In the vegetative state, also, the appearance, but not the fact, of “being at home”
is preserved. Emotively this presents a terrible burden for the family as well as for
healthcare professionals associated with the care of such patients. It is easy to see how
wishful thinking together with the obvious fact that such patients do frown, grimace,
swallow, and blink can lead the family as well as healthcare givers to entertain false
hopes. The permanent vegetative state is, therefore, extremely difficult to deal with.
Hearkening back to what was said about methodology, we first and foremost must
successfully resolve the first question: Many cannot come to terms with “where we
are” and therefore cannot rationally deal with the question of where we are going or
how we might get there (see Chapter 13 for discussion of the importance of these three
questions).

When the reticular activating system no longer functions but the brainstem is
preserved, acognitive patients do not, unless other conditions are also present, require
a ventilator. They are evidently unconscious without signs of wakefulness or volitional
response. Such patients are said to be permanently comatose. The appearance of such
patients, however, is decidedly one of coma rather than one, as in the vegetative state,
of sleeping. The emotional trauma of all concerned, therefore, tends to be somewhat
less severe.

When we consider (permanent) acognitive states other than brain death, we must
come to grips with why it is that life is being maintained. The difference between being
alive (discussion, beginning of this chapter) is critically important in thinking about
this issue and must be compassionately explained to family and friends. If we are to
eschew the vitalist position—if, in other words, we are to affirm that life serves as a
condition for experience and not as an end or a “good” in itself—we will see no ethi-
cal imperative to maintain such an existence. On the other hand, neither will we dis-
cover an ethical imperative to discontinue all life support. Such patients, since they
now lack primary moral worth (since, in other words, they are incapable of being
harmed or benefited on their own terms) are no longer the primary objects of con-
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cern. Their relatives and the healthcare team, for whom they are of secondary as well
as of symbolic worth, and the community (as representing a symbol of humanity) for
whom they are of symbolic worth now move to the forefront of decision-making.
Patients of this sort, patients who may be said to have lost primary moral worth, may
have two other sorts of secondary worth: (1) They may have positive secondary worth
to another in vital need for life or function of transplantable organs; or (2) they may,
by consuming a vast amount of resources, have negative secondary worth.

It is often essential to allow time to pass. Families and loved ones must come to
terms with a situation they had generally not anticipated or refused to think about.
Often anecdotal stories of patients having regained full function after being in what
was considered to be a permanent vegetative state enter into the equation. While these
are often due either to misreporting or to a diagnosis too hastily made they cannot
simply be shrugged off. Here, obtaining further consultation, allowing time and af-
fecting compromise (“let us wait another week and then re-assess”) may help affect
an equitable, honest, ethically proper and acceptable solution. The fear, of course, is
that the pressure of cost and the institutional rules of MCO’s may rear their ugly head.

THE LOCKED-IN STATE

Rarely can a combination of lesions produce a state in which patients are awake, re-
tain the apparent ability to think, but do not retain the ability to communicate in any
way. It is not just that communication is merely difficult; it is quite impossible. In the
usual difficulty, a speech therapist can be of immense help in communicating with
patients: Pointing to letters or nodding and shaking one’s head or blinking an eye and
painfully spelling out words is still communicating, and a patient with decisional ca-
pacity (and to ascertain that may be in itself a difficult task but one that when doubt
exists must be undertaken) has the right to make their own informed decisions. But in
the truly “locked-in state” no capacity for communicating with one another exists. In
the locked-in state patients have intact hemispheres but lesions of the motor pathways
in the pons or midbrain prevent them from speaking, controlling their facial muscles,
or otherwise expressing themselves. They are totally paralyzed; their mentation is
totally disconnected from their ability to act or to make their desires known. Con-
sciousness is maintained since the reticular activating system is spared. These unfor-
tunate persons can think, feel, and know but can in no way express themselves. It is
an extreme example of “freedom of the will” entirely and hopelessly without “free-
dom of action.” Such patients pose incredibly difficult ethical problems. This is espe-
cially and poignantly the case when their previous wishes relating to life support are
not known.

It is difficult for any of us to think ourselves into such a situation. In a way thinking
about the locked-in state is similar to thinking about being buried alive, of which it is
the modern and extreme analogue. We cannot know how anyone would feel once they
became permanently locked-in a place from which there is no return. However, there
are certain things we can cautiously and tentatively assume: Such persons do not want
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to suffer. If they maintain sanity and do not withdraw into a schizoid state, one would
think that they would, at the very least, want to have their pain and suffering mini-
mized. Beyond this, most of us would not want such an existence artificially prolonged.

WITHHOLDING FLUIDS AND
NUTRITION

Even when physicians are willing to write DNR orders or to limit treatment in the
hopelessly ill, controversies about withholding fluids and nutrition continues to ex-
ist. In part, this is because a fundamental (and frequently artificial) distinction between
“caring” and “treating” has been made when, in fact, “treating” is a form of “caring.”
Health professionals may often be willing to stop treatment but find themselves poorly
equipped emotionally to abandon what they perceive to be care. The symbolism of
caring34–39 to many denotes an activity that is more human than it is professional: All
humans care, or, at least, ought to, but only a few “treat.”

Intuitively, traditionally and linguistically, we differentiate between caring (a
human and not necessarily active sustaining) and treating (a professional and gener-
ally active task). Professionals willing to stop treatment are unwilling to divest them-
selves of their basic humanity by, as they see it, stopping to care. Caring, however,
can and should never stop. We “care” for people in different ways and in different
ways at different times:

1. When patients can and wish to be healed or to have their life
prolonged, we “care” for them by skilled technical intervention
tempered by using such skill in as humane a fashion as possible
(my surgeon repairing my hernia and seeing to my being as “pain
free” as possible afterwards “cares” and “cares” in a way appropriate
to the situation)

2. When patients no longer wish to be healed or have their life
prolonged, we care for them by our concern, by our making certain
that their wish is truly their wish, and ultimately by our
understanding.

3. We care for people no matter what their condition when we provide
comfort (that is, when they are able to be benefited or harmed in
themselves and are, therefore, of primary moral worth).

4. At times, we care for persons whom we can no longer benefit or
harm because by so doing we can bring comfort to others to whom
such persons are of value (i.e., the patient, now no longer of primary
moral worth, retains secondary and symbolic worth, and caring for
him or her therefore remains an obligation).

When we care for patients, however, we must be very clear as to what we are about.
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Keeping patients clean, taking care of excreta, washing and dressing them, and pre-
venting or treating decubital ulcers all seem essential.30 It is not that insentient pa-
tients can know or feel the difference, not that they can benefit or suffer. Other
considerations demand such care. Respect for the family, as well as for the patient,
enjoins that the body of their loved one be kept presentable and free from the appear-
ance of suffering. The hygiene of hospital wards or nursing homes requires meticu-
lous standards of cleanliness so that infection does not spread. Symbolic value and
aesthetics insist that the human form not be neglected and allowed to become offen-
sive. Above all, perhaps, respect for oneself exacts this task: We cannot allow our-
selves the inhumanity of dealing disrespectfully with a symbolic representation of
ourselves. But caring includes the notion of concern for the welfare of others and
protection of their interests. It is not a blind obeisance merely for the sake of form.

Nutrition and fluids are certainly essential for biological survival. When patients,
no matter how ill or demented, derive comfort from such measures or are made un-
comfortable by their lack, no one can doubt that the administration of nutrition and
fluids is a moral necessity. However, when patients are acognitive and unable to de-
rive comfort from such measures, the issue is less clear. There is recent good evidence
in the literature that the use of PEG tubes and other methods of artificial nutrition are
not only ethically problematic but in fact do not even serve to prolong life itself,40–42

and may, at times, even be more burdensome than beneficial.
There are some who appeal to an inchoate and atavistic sense of humanity when

they state that under such circumstances these measures are still ethically needed.36–38

They feel that supplying food and water to our fellow creatures is a basic expression
of humanity and love and one that we can ill afford to lose. Furthermore, there are
those who fear that allowing healthcare facilities and healthcare professionals to with-
hold fluid and nutrition from their patients would be socially disruptive. It would dis-
tort the existing relationship between health professionals and healthcare institutions
and their patients and be contrary to “the integrity of the medical profession as a learned
and ethical” one. Such people feel that “in medicine the ultimate value is life,” and
life must be supported.38 Such persons are essentially of the vitalist persuasion, often
if not always religiously and in fact fundamentally motivated. Their belief falls under
the rubric of personal morality rather than ethics.

The way the question is framed and understood makes a great deal of difference
to our ultimate decision in the matter. If we look at fluid and nutrition given by
nasogastric, gastrostomy, or enterostomy tubes as “supplying” basic elements of life,
and if we frame the question as “denying” this, we may obtain a far different answer
than if we frame the question as not “forcing” such feedings. Offering the basic ele-
ments of life to persons who may or may not avail themselves of them is a far differ-
ent matter from forcing helpless patients to accept our ministrations. No one has
proposed that fluids be “denied;” what has been proposed, and what is up for debate,
is the propriety of not artificially or forcefully administering fluids and nutrition by
artificial means to the permanently unconscious or to those terminally ill patients who
no longer wish to receive fluids or nutrition.

Not infrequently patients will refuse nutrition (and sometimes fluids). There is
good evidence that in the last stages of serious illness patients do not feel hunger or
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thirst the way normal or less ill patients do.43 But that is not always the problem. Food
and drink do have a symbolic function—all societies share food and drink in this
manner. Some patients refuse to eat ( or sometimes to drink) because they are forced
to do so by themselves. I vividly remember an elderly lady in a nursing home who
refused all food until one of us suggested that the nurse share her lunch-time meal
with her, whereupon she promptly began to eat and continued to do so even when (as
inevitably happened at times) the nurse did not have the time to do so and explained
this to her.

There is, however, another and more serious problem. Some patients retain some
capacity to experience, but their world is constricted until suffering seems to be their
only experience. Such patients are often called “anhedonic”—that is, apparently quite
unable to experience pleasure (which unfortunately does not entail that they cannot
feel pain). The elderly patient totally demented but yet capable of feeling pain, the
cachectic terminal cancer patient whose movement is restricted by intravenous lines
and feeding tubes, and the terminally ill patient who simply says, “Leave me alone, I
want to die,” are examples. Some such patients lie in their beds in a fetal position and
their only response to stimulation appears to be a groan of pain. Inserting devices to
feed such patients usually necessitates restraining them and evidently causes consid-
erable discomfort. When our attempts to supply fluids and nutrients burden the pa-
tient’s last days, such attempts no longer, in truth, are ways of caring.30,39,44 Instead,
such attempts seem to pervert “caring” into officious and unwarranted assaults. At
the very least, the notion of caring should encompass the notion of not causing point-
less suffering. When our “caring” produces undesired and/or meaningless pain and
suffering, one wonders at whom such “caring” is aimed: at ourselves and our own
feelings, or at the patient whose interests we should (even when it hurts us) be willing
to serve?

Providing nourishment and fluids to the dying can be a human and a humane
duty, a useless obeisance, or an officious assault. When patients are acognitive and
permanently incapable of feeling pleasure or pain, speaking of “maintaining their
comfort” is nonsense—in truth, what we are really doing is maintaining our own! Some
feel that stopping fluids and nutrition under such conditions is morally permissible.45–49

However, even if ethically permissible, it is certainly not ethically or for that matter
legally required. Such patients, now no longer of primary moral worth, maintain a
high degree of secondary as well as symbolic worth to their loved ones as well as to
the hospital context and to the community. When failure to supply fluid and nutrients
seems morally, humanly, or aesthetically offensive to the family, friends, or members
of the healthcare team, there is no reason why support cannot continue until, perhaps
in the fullness of time, opinions slowly change.

Things stand differently, however, when terminally ill patients are burdened by
our attempts to continue feeding them or infusing fluids. In terminal patients, our
overriding duty to comfort and, above all, to refrain from causing pain would suggest
that forcing nutrition and fluids under these circumstances is difficult to defend. There
is no reason why, when support seems cruel or offensive, it cannot be stopped. The
nature of the case and the context in which it is embodied will decide our choices in
specific situations.49
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In the United States and although hedged by a variety of legal precautions the
nature of which depends upon the several states, the withdrawal or not starting of
artificial fluid and nutrition is, according to the Supreme Court in Cruzan, viewed
legally no differently from the withdrawing or stopping any other form of therapy.16

Not starting or withdrawing fluid and nutrition in patients who are either burdened
by or who refuse such intervention or not starting or withdrawing fluids and nutrition
in the permanently comatose or vegetative may affront our aesthetic, religious, or moral
sensibilities; but legally speaking—and with the presupposition that the legal condi-
tions prevailing where it is stopped are adhered to—stopping or withdrawing fluid
and nutrition is legally permissible.

VOLUNTARY DEATH

We want to make certain linguistic distinctions, emphasize some differences, cast doubt
on others, and then briefly discuss ethical problems that may be associated with each
of the following:

1. Suicide is understood as the killing of oneself without assistance
by anyone else (it may be rational, irrational or capricious).

2. Withholding possibly or probably effective treatment for a patho-
physiological state for reasons other than the patient’s direct refusal
(this will only be alluded to here but discussed in another section
of this chapter).

3. Physician assisted suicide will be understood as help rendered by a
member of the health care professions (usually by providing a
prescription which the druggist then knowingly fills) and which
patients may or may not use.

4. “Active euthanasia” in which someone (usually the physician but
at times a close friend or family member) administers a substance
or uses another modality to bring about a patient’s death with the
sole intent (rightly or wrongly) of serving that patient’s good.

Suicide

Historically, attitudes toward both suicide and euthanasia have varied. In ancient Egypt
suicide was clearly proscribed. Those who committed suicide were felt to have cut
themselves off from the gods.50 Yet physicians were not expected to treat the incur-
ably ill. Indeed, morally speaking, treating the incurably ill was felt to be morally ill
advised. Greek attitudes were complex. In the Platonic dialogues there is an evolu-
tion in thinking about suicide and euthanasia until, in the Republic, qualified approval
is given in cases of lingering and hopeless illness. The proscription against adminis-
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tering poisons in the Hippocratic corpus may have been as much directed toward pre-
venting physicians from participating in political intrigues as it was against the kill-
ing of patients.5 Most physicians, moreover, were not Hippocratic physicians, and there
is good evidence that the use of poisons to assist consenting patients to end their lives
was frequent.5 The Pythagoreans (a sect living largely in Crete, with great influence
on Greek philosophy, Mathematics and Ethics) in many respects subscribed to what
might today be called a “right to life stance”—things like suicide, euthanasia or abor-
tion were beyond the limits of their religious morality. Aristotle, in the Nichomachean
Ethics, likewise rejects suicide altogether, while the Epicureans and Stoics not only
decidedly approved but recommended suicide and active euthanasia in cases of hope-
less or painful illness or when “one’s powers were waning.”

Greek physicians were seen as obligated to (1) ameliorate disease, (2) provide
comfort, and (3) desist from treating the hopelessly ill.13 These obligations neither
precluded nor included helping patients to die. The Church firmly opposed suicide
and euthanasia. In the medieval era, when most physicians were priests and when a
physician’s first obligation was to see that patients had been “shriven” (given last rites)
so that their souls were safe, suicide and active euthanasia were, of course, strictly
forbidden. The first departure from this point of view came with Sir Thomas More’s
Utopia, in which this very pious Catholic scholar envisioned a system in which pa-
tients afflicted with conditions entailing hopeless and severe suffering would not only
be permitted but actually encouraged and helped to commit suicide.

In more recent times, attitudes toward suicide and euthanasia have begun to
change. John Locke, himself a physician, still felt that suicide and active euthanasia
were wrong, basing this on the “inalienability” of certain rights. Unlike other prop-
erty, the right to which could be waived, life belonged to God and could therefore not
be taken. On the other hand, Hume—likewise a physician as well as a philosopher—
argued eloquently for the propriety of suicide. Kant categorically opposed suicide.
His rationale—not, one suspects, entirely untainted by his pietistic upbringing—was
that to do so was to give up the possibility of making further rational and autonomous
choices. Furthermore, not committing suicide could, like not killing or lying, be ar-
gued to be an obligatory duty (one can always refrain from doing these) rather than
being an optional obligation (like benevolence, which one cannot refrain from alto-
gether but has a choice of when and when not to discharge). In Kant’s system obliga-
tory duties invariably trump the more optional ones—one can always refrain from
assisting with suicide or performing active euthanasia but even the most benevolent
intention to relieve suffering would be trumped by the absolute duty not to kill.

Act utilitarians’ approval of suicide, PAS and euthanasia is parasitic on their
worldview, which approves actions that bring about the greatest good or, at least, ac-
tions that, all things considered, do the least harm. Newer “interest utilitarians” like
Peter Singer would have the propriety of such an action commensurate with the per-
son’s true interests. What such an interest would, in truth, look like is, of course, de-
batable.

Rule Utilitarians, different from act utilitarians, would have to look upon the
shorter and longer-term consequences that instituting or failing to institute a general
rule might have. In other words, whether legalizing PAS or active euthanasia would
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be likely to have positive or negative consequences in a given social setting would be
the deciding factor. In general rule utilitarians, have not been opposed.

In medicine, the change in attitudes has encountered two opposing forces. On
the one hand, medicine since the 16th century has added the obligation to save life to
its other obligations. Preserving life at all costs has become more and more a modern
obsession.13 On the other hand, as religious thinking has played a decreasing role in
everyday life, as considerations of autonomy have moved more and more to the fore,
and as technology has made things possible heretofore impossible questions about
preserving life under all circumstances have been repeatedly raised and the right of
persons to take their own lives has lost much of its previous stigma. Curiously enough,
some states still make suicide illegal—most no longer do. Punishments, except for
confining persons in psychiatric institutes are generally not meted out— presumably
capital punishment would be inappropriate!

If humans are to be granted an autonomous will and the right to carry out those
actions in accordance with it that do not negatively impinge on others, then taking
one’s life, at least under some circumstances, cannot easily be seen to be morally wrong.
The wrongness of suicide, then, must inhere in the harm that one’s suicide brings to
another. In fact, the harm done to others is generally how arguments in opposition to
suicide have usually been couched. The others at issue may be relatives, friends, so-
ciety at large, those others (students or patients, for example) who depend on us or,
ultimately, God.51

It is not rare that health care professionals are confronted by actively suicidal
patients or by patients who have attempted to kill themselves and are then brought to
the emergency department. At times a person threatening suicide may be desperately
seeking help. There are few persons who wand to die—most simply cannot bear “to
live that way” and see no other way out. In many cases compassionate and active in-
tervention by a skilled health care team can do much to help patients return to a satis-
factory life.

Sometimes patients are dead on arrival at the emergency room and the physi-
cian must decide whether to call or not to call a case “suicide.” In many cultures
and municipalities calling something a suicide casts “shame” on the family. Sui-
cide victims about whom the ER physician knows nothing are brought to the ER
for treatment. At other times, terminally ill patients seeking to end their lives are
brought to the ER and will ask physicians not to interfere or at times even to facili-
tate their failed attempt.

Historically our attitudes toward suicide and toward voluntary active euthanasia
have had much in common. In suicide, persons, for whatever reasons, decide volun-
tarily to end their own life; in voluntary euthanasia, another assists in carrying out the
person’s wish. Common to both is that the person who wishes to be dead and who, if
successful or if their wishes are complied with, ends up dead is the one who makes
the decision.



281Care of the Terminally Ill

STOPPING OR NOT STARTING
TREATMENT IN PAS AND ACTIVE

EUTHANASIA: Differences and Experiences

Introduction

Differentiating between PAS and active euthanasia is by no means clear-cut. In PAS
physicians prescribe appropriate drugs, pharmacists fill the prescription and other
health care professionals and institutions are frequently involved. In active euthana-
sia physicians (or it could be anyone else knowledgeable to do so) inject or otherwise
administer such a drug (usually but not necessarily the same) for patients unable to
swallow or take the medication themselves. When physicians deliberately omit or fail
to initiate a treatment liable to reverse a life-threatening patho-physiological condi-
tion they are, whatever they may call it, aiming at the very same end. The subterfuge
that, in such cases, it was the illness and not the medical team that caused the death is
a slim reed to lean on if not indeed truly disingenuous. At times this may be a danger-
ous delusion—calling things by euphemisms leads to self-delusion, is more readily
and less thoughtfully done and ultimately hinders our learning process as much as it
does our growth as moral agents. There is no doubt that, to the health care team, not
starting, abandoning, directly aiding in death by PAS or actually performing active
euthanasia “feels” quite different, and, since health-professionals are also very much
human, this is hardly trivial. But in its ultimate consequences as well as in its inten-
tion the difference tends to vanish.

The Doctrine of the Double Effect

In many cases in which treatment is stopped or some otherwise ethically problematic
way of going about things is adopted, the doctrine of the double effect has been in-
voked. That doctrine, called the Doctrine of the Double Effect (DDE) briefly stated,
provides that

1. The act itself must be good or at least neutral.
2. The intention of the actor must solely be to intend the good effect
3. If the good effect could be brought about solely without being

associated with the (non-intended) bad effect that route would have
to be chosen.

4. The good effect is not the result of the bad action.
5. There are compelling reasons to accept the bad effect.

Historically this doctrine originated with the Catholic Church in the middle ages and
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has been invoked ever since. It would, for example, justify the removal of a pregnant
and cancerous uterus—the death of the fetus was “not intended.” Although this doc-
trine has been most comforting to many members of the health-care team, we find
little to justify it. Like claiming that the disease (which could easily have been treated)
and not the failure to treat were responsible for the death of the patient, this doctrine
is, at its roots, highly challengeable. Even in the law (in the EU as well as in the United
States) persons are held culpable not merely for the consequences of their action but
likewise for the consequences they could have readily foreseen.

We have neither time nor space to examine this doctrine (which we consider rather
peripheral to the discussion since its use has been so very much cast in doubt); how-
ever, we shall summarize the objections briefly:

1. It is difficult to define the action itself—almost all acting can be
isolated and subdivided into its component parts. (“All I did was
write—or fill, or administer—a prescription”, for example)

2. Intentions are difficult (even for oneself) to be clear about. Rarely
if ever does an effect have only one cause or is brought about by
merely one intention, something we have labeled as the “fallacy of
uni-causality or uni-intentionality”

3. What the “good effect” really is can often be a matter of debate.
4. What counts as compelling reasons can invariably be questioned

and is highly dependent upon the values, goals and worldviews of
all involved.

Health professionals are quite relieved by invoking the DDE—it, so to speak, “lets
them off the hook.” This, however, is the very danger. It permits ongoing self-delu-
sion that, like every other self-delusion is an ethically as well as pragmatically dan-
gerous habit to adopt. The conviction that the health-care team never does a bad thing
(even when it is the least bad available thing) and that, whatever else, their “ethical
virginity” has been preserved is a dangerous delusion.

If, however, we acknowledge responsibility not only for what we directly do but
equally for what we can reasonably be expected to foresee then the ultimate respon-
sibility remains where indeed it belongs—to the person who ultimately decides and
acts. In this case, it is with the physician in charge.

Not Initiating or Discontinuing Therapy

A difference has been ethically sought between knowingly failing to initiate possibly
“effective” therapy in a moribund patient and discontinuing therapy under such cir-
cumstances. In the United States the matter seems to have been legally (but hardly
ethically) settled by the decision of the Supreme Court in the Cruzan case: given the
same documented circumstances there is no legal difference; withholding as well as
not initiating are, under proper circumstances, legally proper. First and above all we
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must be clear that failure to act (or decide) when one could have done so is in fact in
no way different.

But the debate continues—physicians often fail to initiate CPR or other inter-
ventions because they fear that after creating an insentient state they are bound to
continue therapy. The fact that this is not the case seems—probably for emotive rea-
sons—almost ineradicable.

The ethical difference should be dissected out by questions we have previously
raised:

1. Do we—and above all does the patient, whose existential
circumstance it is—have a higher value for life at the price of
suffering or for suffering at the price of longer life?

2. Does the fact that, by not treating, we might feel emotively less
involved in the patient’s death than we would be by treating have
any ethical significance?—again do we really believe that we can
keep ourselves in a state of greater “moral chastity?”

3. Just what do we mean by “refraining to treat”?—not defibrillating?
not treating a complicated uro-sepsis? or failing to perform by-
pass surgery?

4. Where is the physician’s responsibility to omit “treatment” when
patients with decisional capacity and severe suffering ask to have
their lives ended?—for that too is an omission of treatment! And it
may be an omission of the physician’s obligation to ameliorate or
prevent interminable suffering.

The question of acting or refraining to act is by no means uncomplicated. It is a ques-
tion that, above all, cannot be decided outside a careful assessment of the context of
the specific existential situation in which the patient, the friends and family as well as
the health-care team are intimately and inevitably intertwined. And it is a question
that cannot be addressed purely by a resort to reason alone; it is one in which emotion
and even aesthetics will inevitably play their role. Faced with such decisions that ought
to have been, but more often than not have not been previously discussed, extensive
consultation among all concerned (and in the religious and those open to it in the pres-
ence of the person’s clergy-person) should be sought—preferably with all together.
At times an ethics committee or consultant may help think through—but should never
decide—the issue.

Physician Assisted Suicide
and Active Euthanasia

Many if not most physicians have come to accept that there are circumstances when
no further treatment to prolong life is defensible. Under some circumstances when
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life is only a heavy burden (a fact that except under most exceptional circumstances
is one that must accord with the patient’s and not with the healthcare professional’s
feelings about the matter) and no hope for cure, amelioration, or return of function
remains, to continue aggressive treatment to prolong life is to practice what Pellegrino
and Thomasma have so aptly termed a “kind of therapeutic belligerence.”10

When we speak of passive euthanasia, we speak of the deliberate omission of an
act that, under normal and expected circumstances, would reverse an inter-current
condition and prolong life. It is frequently spoken of as “letting nature take its course.”
Allegedly, “the disease, not the doctor, has killed the patient.” Refraining from treat-
ing septic shock in a patient hopelessly riddled with metastatic cancer would be a rather
classic example, but there are many, many more. Often what we are doing is unclear.
When we refrain from resuscitating someone who we think could (technically) be
resuscitated, disconnect a ventilator from a patient whom we know to be ventilator
dependent, or stop supplying fluids and nutrition to a vegetative person, we may or
may not call such an act, or such a failure to act, passive euthanasia. However, what is
clear is that, except for our acting (when it would have been easy to refrain) or not
acting (when it would have been easy to act), the patient might well be alive. To claim
that it is “the disease” and not we that were involved in and, at least in part, caused
death is to leave out a crucial link in the causal chain that ended in someone’s death—
it is, to say the least disingenuous.

Active euthanasia is another matter. As used here, active euthanasia must be
deliberate, the stopping of a life that, without such an action, would have continued.
It must be done under circumstances in which the death of the individual is reason-
ably felt to be inevitable and shortly at hand, in persons whose future offers no choice
except (on the patient’s terms) one filled with relentless suffering and a longer exist-
ence or one in which suffering is abrogated but length of life reduced. Furthermore, it
must be the repeated request of the patient (or, perhaps, upon request of a legitimately
designated and reliable surrogate). Above all, active euthanasia, to be called euthana-
sia, must be done in the interest of the person being killed and not in the interest of the
state or of anyone else in mind. The way the term, euthanasia, is used here (or any-
where else in the civilized world) is not equivalent to what the Nazis called “euthana-
sia” and which was, in fact, murder. Persons were killed not so as to serve such persons’
own (assumed) interest but to serve the interest of the state. The use of the word was
one of a series of euphemisms and hypocrisies that graced that regrettable period and
that has until today deformed our language and affected our ethics.52 Hypocrisy—
something we have consistently felt to be one of the prime ethical evils—leads to the
delusion of others as well as oneself and is one of the real dangers to be guarded against.
It compounds an already evil action.

When active euthanasia is discussed, three different questions must be answered.
The first (and the basic ethical question) deals with the ethical permissibility of any
killing of humans, including their active euthanasia: Is killing a person ever a mor-
ally allowable act? If that question cannot, at least in some circumstances, be answered
in the affirmative, then all other questions are moot. The next (what we have called
“the professional” question) question deals with the probity of involving health pro-
fessionals in such an act: Is there something in the concept “health professional” as
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used in our society today that would make it impermissible for them to participate?
The third question (which is really a social-cultural and legal one) deals with legali-
ties: Is it advisable to legalize such a step. These are separate (even if not entirely
separable) questions.53

As for the first question, it is clear that we countenance the preventable death of
persons. We set speed limits at certain speeds (knowing full well that setting them
lower would save lives), mine coal and build skyscrapers, wage war and (regrettably,
in our view) execute people. Moreover, we know that poverty is associated with a
higher disease and death rate, that many children (about one-third even within our
own country) are hungry, and that many persons go without even the most basic of
medical care. To claim that, as a society, we are life affirming is simply a false claim.
In speaking about euthanasia, we limit the discussion to persons who have met the
criteria set forth earlier in this chapter. Technically there is a difference: Direct volun-
tary active euthanasia (in which the patient speaks for himself or herself) is not quite
the same thing as indirect voluntary active euthanasia (in which responsible surro-
gates are allowed to speak) and quite a different thing from involuntary euthanasia, a
form of euthanasia where some member of the healthcare team, without consultation
with patient or legitimate decision-maker, acts by himself or herself.

Most health professionals have come to agree that in hopeless circumstances,
treating merely to delay what is clearly and imminently inevitable is often not justifi-
able. Treatment decisions of this sort should properly accord with the patient’s wishes
and, preferably, are decisions mutually agreed upon previously among all concerned.
Only when no such arrangements have been made should surrogate or substitute de-
cision-making be considered. Decisions not to treat merely to prolong the life of a
patient who is terminally ill and in pain may or may not be justified. The decision
here is largely a personal one depending on the patient’s values, plans, and goals. A
patient near the end of life and in pain may, nevertheless, choose to prolong life for
personal reasons: say, to see a daughter graduate, a book published, or a son get mar-
ried. Prolonging life here may be a definite part of what I [EHL] have called “orches-
trating death.” Under a similar medical condition, another patient may choose to forego
all treatment. This decision, too, may properly be seen as a part of orchestrating death
(see section of same title later in this chapter). Physicians and their colleagues cannot
properly make these decisions based on the medical condition alone without ascer-
taining their patient’s wishes. At times, healthcare professionals will be asked their
advice and should, under ordinary circumstances, give it as part of their ongoing ob-
ligation. At other times, patients may choose not to make a choice, leaving such a choice
up to the healthcare professionals. While physicians and other healthcare profession-
als dealing with such patients may feel that this imposes a heavy burden that they are
loath to assume, such a decision, when properly made by a patient, nevertheless needs
to be, perhaps with a heavy heart, respected.

Serious questions have been raised about the distinction between active and pas-
sive euthanasia, between what has been called “killing” and “letting die.” Under most
circumstances, physicians will not be faced with the issue of permitting intolerable
pain to persist or ending their patient’s life. In almost, but not all, circumstances to-
day, pain can be successfully obtunded, and obtunding pain, even if doing so hastens
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but does not directly bring about death, is considered generally acceptable, even within
the Catholic church.54 But not all circumstances are circumstances of intolerable pain,
and not all pain is entirely relievable. Persons whose pain is moderately well control-
led but who as a result are nearly obtunded, unable to think, and only poorly able to
communicate may feel that such a life is a life of suffering and is not, on their terms,
worth living. The nagging question remains: “Is it always and under all circumstances
wrong to kill?”

Those who claim that there is always a difference between killing and letting die
base this claim on two things. First of all they claim that killing is quite different from
allowing death to occur because one can always refrain from a voluntary action (kill-
ing) but one cannot prevent all death. Secondly, they claim that simply allowing some-
thing to happen does not hamper others from preventing it while causing it to happen
is a more surefire thing.55 Both of these arguments, as Rachels has pointed out, are
severely flawed.56 In dealing with active vis-à-vis passive euthanasia, the point is not
that one cannot prevent all death but that one has deliberately chosen not to prevent a
specific and presumably preventable one. The question, furthermore, is not that oth-
ers may do what one has neglected to do (for example, institute a treatment that has
deliberately been omitted) but that one has deliberately chosen not to intervene in a
situation which, under different circumstances, might oblige one to do so. By not acting
to prevent a death that could have been (and could perhaps have been easily) prevented
one has, whether one wishes to admit it or not, become a necessary and therefore critical
and inescapable link in the causal chain of death.

Those who affirm that there is a clear moral difference between killing and let-
ting die regardless of context will find that dealing with practical considerations may
be troublesome. Consider, for instance, John, hopelessly trapped under a burning
vehicle and pleading with his friend, who has a gun, to shoot him. Would his friend be
acting more responsibly by allowing John’s agonizing death or would shooting his
friend be a more morally acceptable option? The answer that killing is, under all cir-
cumstances, wrong, is an absolutist answer ignoring interests, intention and context.
If a resolution is sought by trying to find a morally acceptable (“praiseworthy”) course
of action, none will be found; if, on the other hand, one seeks an answer that, in the
circumstances thrust upon us, tries to chart the least objectionable (least “blamewor-
thy”) course of action, a beginning may be made (see also Chapter 4).

Often the way we linguistically and conceptually “stack the deck” determines
whether we call a given act killing or letting die. When we turn off Mrs. Smith’s ven-
tilator or refrain from treating a vegetative patient’s pneumonia, the distinction is far
from completely clear. Consider a patient who under anesthesia is entirely dependent
on ventilator support: If I were surreptitiously to disconnect the ventilator, I doubt
that a judge would have much patience with my plea that it was not I but the anesthe-
sia that caused the patient’s death. When we turn off a ventilator connected to a pa-
tient we know to be ventilator dependent, our claim that it was not we but his illness
that caused his death is disingenuous: Both facts (the fact that illness caused ventila-
tor dependence and the fact of our turning off the ventilator) were causally needed to
produce death, and one without the other would not have done the trick. A prima facie
duty not to cause death remains. Killing patients, under all circumstances, is a wrong
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even if, at times, it seems like a lesser wrong…however, in the human condition, it is
a wrong we cannot always evade.

Moreover, the way we frame a question often goes a long way toward determin-
ing the answer. If we frame the problem as one of “killing,” we may be inclined to
give a quite different answer than if we frame it as “relieving suffering.” And yet re-
fraining from treating intercurrent disease in a terminal and agonizing condition, thus
allowing death to occur, or deliberately giving too much of a drug and killing such a
patient can be viewed in either of these two ways. Euthanasia, performed under the
circumstances stated, is both “killing” and “relieving suffering”—but the latter would
not have been possible without the former. It is a situation in which being alive sup-
ports a life that has ceased to have any meaning for a subject who has, in truth, only
the option to live a bit longer and suffer more or to live a bit less long and suffer less.

Another linguistic maneuver frequently resorted to is framing the question in
terms of “harm,” i.e., that healthcare professionals must “never harm” their patients.
Not harming (or harming as little as possible consistent with achieving a mutually
agreed goal of treatment) is part of the implicit social contract between healer, the
one seeking to be healed, and the community, which ultimately underwrites the en-
terprise. No one will quibble with that. But arguing that, therefore, allowing to die or
at the request of the patient actually killing them is of necessity “harming” merely
begs the question by defining harm and killing or letting die in terms of one another.
What constitutes harm is context-specific; thus harming must be defined on individual
terms: Depending on circumstances, values, and worldview, what is a harm to me may
be a benefit to another. To make the claim that keeping a patient who is suffering (and
has intact decisional capacity) alive against her expressed will is not inflicting “harm”
whereas acceding to her wish and killing her is inflicting harm defines harm in a most
peculiar way—it is especially onerous because it excludes the patient’s own assess-
ment and evaluation of what for her, in these particular circumstances, constitutes being
harmed.

While refraining from treating is, at least in some circumstances, acceptable to
most health professionals, many health professionals find participation in active eu-
thanasia to be reprehensible. The idea of killing under all circumstances affronts their
sensibilities. The issue, as was put in a recent paper, “touches medicine at its moral
center.”57 The feeling that “if physicians become killers, or are merely licensed to kill,
the profession will never again be worthy of trust and respect as healer and comforter
and protector of life in all its frailty” is a cogent and powerful one. Physicians and
other health professionals are dedicated to life and to its preservation. Society in its
contract with medicine presumes this obligation. But physicians and their colleagues
are likewise and with equal force dedicated to relieving suffering and to helping pa-
tients (whose freedom of the will may be intact while their freedom of action is se-
verely damaged) shape what remains of their life. Those who oppose abortion (and
generally—albeit not always—basically do so on religious grounds) will use argu-
ments against the practice that have great similarity to those used against euthanasia.
Since they argue that abortion is likewise a form of active killing, they feel that the
issue likewise “touches medicine at its moral center.” The difference, among others,
is that the one is and the other is not legalized and that the one is and the other has not
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as yet been officially accepted by medical bodies. But neither of these facts speaks to
the ethical questions of the issue.

Not rarely, patients who have terminal cancer or other terminal conditions ask
their physicians for the means of suicide. Physician-assisted suicide (where a patient
still capable of carrying out the act is provided by a physician with the means—be
they specific directions or a specific prescription) has become a rather widely dis-
cussed issue. Some states have attempted to make physician-assisted suicide illegal—
that is, physicians could be punished if found out. In states in which suicide itself is
illegal, this is, at least, not irrational. But to make assisted suicide illegal in states where
committing suicide is legal, however, makes little sense. Logically speaking, how can
it be illegal to assist someone in performing a legal act?

Patient requests to their physicians for help in committing suicide are unfortu-
nately often met by physicians and other healthcare providers with a brusque refusal
or, at times, by an appeal to the law. These are issues that ought to have been carefully
discussed long before the event precipitating the request. It may well be that personal
moralities conflict here and that referral early on to a physician who shares the pa-
tient’s worldview was indicated—early on, because a later refusal may readily be
interpreted by the patient as abandonment. Physicians who believe that suicide or
helping another commit suicide is immoral cannot in good conscience comply with
such a request; but neither can they hold their patients hostage to their own idiosyn-
cratic beliefs. A compassionate approach to such patients (including, perhaps, refer-
ral to another physician whose worldview does not preclude assisting suicide) is
necessary if physicians are to act from more than merely subjective “morality” (i.e.,
based on their own personal belief system.

At times nurses, pharmacists or other healthcare professionals may be involved.
They may be explicitly asked to participate (by filling a prescription or by providing
or helping to provide information) or they may, against their will, become involved
through the actions of their employers or co-workers. When some find assisting sui-
cide to be (for them) morally unacceptable, they cannot explicitly or tacitly, directly
or indirectly, become or be expected to become involved. In helping orchestrate death
(see the following section) the issue of assisted suicide is an important issue for all
healthcare professionals to feel secure about. Realizing that at least some patients will
request such help, healthcare professionals must be clear about their own feelings and
possible courses of action. This is why it is crucial for every healthcare professional
to think about and come to terms with this issue and to let their patients understand
their personal moral point of view well before they inadvertently place themselves in
a position or specialty that has a good chance of conflicting with or compromising
the strongly held beliefs of their own personal morality.

There is one other point connected to allowing patients to have access to an ac-
ceptable means of suicide: It empowers them. Not rarely (and both of our personal
experiences bear this out), empowering patients in this way helps them to persevere a
bit longer than they often otherwise would. Here as elsewhere, allowing patients as
much control over their own destiny as possible is not only ethically proper; but by
giving them responsibility for their fate, it tends to motivate patients to cooperate.

Laws concerning PAS and active euthanasia differ from state to state and from
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country to country. For example, in Germany PAS is not punishable except for one
quaint circumstance derived from another law. In most countries in the EU failure to
render assistance to one in distress is a punishable offensive—one cannot simply walk
by an assaulted or stricken person. When patients following planned PAS lose con-
sciousness no one unprepared to give aid can be present and fail to render assistance
without becoming legally liable. This state of affairs (which we consider an absurdity
much in need of correction) needs badly to be re-evaluated and, in our view, abol-
ished. In Austria PAS as well as active euthanasia are strictly forbidden; in France the
laws against both tend not to be enforced (albeit most physicians would not partici-
pate) and in the Netherlands PAS and active euthanasia are legal, provided certain
stringent criteria are met and retrospective review is conducted. Active euthanasia is
forbidden in all states of the United States and only in Oregon is PAS (but not active
euthanasia) legally permitted—though there are strict criteria which must be met.

Although PAS and active euthanasia have been only recently been permissible
in the Netherlands, a system which allowed the district attorney, providing strict cri-
teria were met, not to bring charges has been in place for some years now. The prob-
lem in the Netherlands is that proponents and opponents of this system have never
agreed on the validity of the data and it is, therefore, difficult to come to any empiri-
cal decision.

Oregon, for the last four years, has had data on which both proponents and op-
ponents substantially agree.58–60 In effect, the numbers of those seeking PAS and re-
ceiving an appropriate prescription has not changed over the years, remaining at about
9 out of 10,000 deaths in the entire state—the claim by opponents that hordes of peo-
ple would seek this way out has, at least to date, not been borne out. Most people who
requested PAS were given substantial doses of short acting Barbiturates (sometimes
with anti-emetics), had few if any deleterious side effects, were asleep in a few brief
minutes and dead shortly thereafter. Pain was not—just as it was not in the Washing-
ton study61—the chief reason for seeking death. Once again the fear of the loss of self-
determination and the suffering brought on by the inability to translate one’s will into
action, to care for oneself or to engage in any of the activities the patient enjoyed led
the list of suffering. Not without interest is the fact that over 70% of patients were
registered with hospice at the time of their death—a fact which either means that
hospices were “doing a bad job” (which they were not) or that good hospice care did
not suffice to eliminate some of the pain and/or suffering. It is also of interest that by
no means all of the patients given prescriptions used them—in fact, many had had
them for some time before their death. Once again—empowering patients (and, by
that very act, making them responsible for it) is of extreme importance.

ORCHESTRATING DEATH

As is sometimes the case, our language in a sense predetermines or at least seriously
affects our answers. When, as we have mentioned before, patients can no longer be
effectively treated so as to restore function, ameliorate illness, or “cure,” we have a
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tendency to say that “there is nothing more we can do.” Attempting to do what “can-
not be done” is seen either as foolish or, even worse, as a waste of time that could be
devoted to something useful. Abandonment easily follows.

In general, when we make the statement that “there is nothing left to do,” we
mean that we can do nothing more to effect cure, restore function, or ameliorate dis-
ease. But medicine has other and at least equally critical obligations: Ameliorating
suffering is, as has been repeatedly pointed out, an historically enduring obligation. It
is an obligation that under the usual circumstances of medical practice is of the great-
est importance. Generally, however, it is a value that is less important than cure, res-
toration of function, or amelioration of illness. Even though good health professionals
will do their best to keep pain to a minimum and to obtund it where possible, health
professionals will not hesitate to inflict some pain so as to attain what is seen to be a
more important goal. When patients are beyond achieving cure, however, or restora-
tion of function or amelioration of their illness, the question of dealing with suffering
assumes primacy. Such dealing with suffering is very much “doing something.” It is
what can be called “orchestrating death.”

Orchestrating death is, in fact, focusing on life.62 Dying is not somehow a state
set apart from living: It is part of life itself and like the rest of life can be lived more
or less well. The emphasis of all concerned with patients should not be on their inevi-
table death (a fact of which patients are generally well aware and that should not be
hidden from them), not really on “preparing them for death,” but rather on enabling
them to live their lives as fully and as richly as their illness and circumstances permit.
It is a time of life when “having a life” can greatly be facilitated by what healthcare
workers do or refrain from doing. Orchestration is a complicated business. It involves
directing the various parts of the orchestra, calling forth the strings here, muting or
strengthening the woodwinds there. Like a good conductor or orchestrator, the leader
of the team (generally the physician in concert with others—and especially the pa-
tient and the family) must be ready to call on various backgrounds and skills to facili-
tate the task at hand. Orchestrating consists of doing or calling in help to do a variety
of things: pharmacological, physical, psychological, spiritual (if the patient is so in-
clined), emotional, and social. By working together, by understanding a patient’s bi-
ography, values, needs, hopes, and fears, life can still be meaningful, pleasurable, and
rich. Indeed, seeing that this is done properly is a difficult, important, and often re-
warding task. It is very much “doing something.”

An understanding of what death means in the patient’s life, what hopes it fore-
closes, what plans it shatters, and what possibilities for the realizing of at least a part
of such plans in the time left, is essential if one is to successfully “orchestrate.” Em-
phasis throughout should be not on the inevitable death, which we can at best (or,
sometimes at worst) forestall; rather, emphasis should be on making what is left of
life richer and more satisfying. Understanding the stages of death that Kübler-Ross
described while not “expecting” patients to necessarily behave accordingly can be of
great help in accomplishing this task.

If PAS or active euthanasia may, in some rare cases, fit in with orchestration will
be debated. The fact remains that (1) suffering and pain are not the same and reliev-
ing pain, as important as it is, does not by any means necessarily remove suffering,
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and (2) most patients in a variety of studies are not motivated to seek help in dying
because of pain but because of factors such as loss of the capacity to care for them-
selves and to translate their willing into action, incontinence, the inability to engage
in activities that they previously enjoyed, etc. Pain invariably is down low on the list.
The use of large doses of narcotics (while often and, at the patient’s wishes, indicated)
may, in fact, cause even greater suffering since it tends to grossly interfere with the
patient’s freedom of action.

Orchestrating death—if it is to be well done—is a complicated skill and one that
must be learned and, therefore and systematically taught. It is a multidisciplinary skill,
has its theoretical underpinnings and a multitude of variable ways of application. In
fact there is not a single college of medicine or nursing specifically teaching this skill
to all students.

TALKING WITH PATIENTS

Physicians and their colleagues in other health professions find talking to patients
whose prognosis is poor or for whom no further therapeutic intervention is possible
very difficult. Such persons, at times consciously but more often unconsciously, avoid
dying patients and, when they must be with them, avoid the issue by resorting to idle
chatter or pointless jocularity (a thing quite distinct from humor). Likewise, the body
language often sends a clear message of distancing to the patient. At the very time
that patients need communication most, communication is cut off. This is not a prob-
lem unique to health professionals. It is a problem that involves the family, who, like-
wise, are loathe to address the problem head-on and who “to be kind” hide behind
optimistic platitudes, half-truths, self-delusion, or outright lies. And yet studies have
shown time and again that patients generally want to be involved, want to share, and
want, above all, to communicate about this issue.8

Healthcare professionals often do not involve patients in critical matters. Often
they fail to tell them the truth about their prognosis, and they frequently fail to in-
volve patients in critical life-and-death decisions.8,63–65 When this happens, the pro-
fessional–patient relationship becomes a game of charades. Often such a failure to
communicate demoralizes all members of the healthcare team. Nurses, asked by pa-
tients who find communication with their doctors cut off, find themselves in a terri-
ble quandary: They can tell the patient the truth, knowing that this may bring about
the physician’s wrath as well as perhaps otherwise “get them into trouble;” they can
join in the game of charades; or they can simply obfuscate and lie to the patient. Phy-
sicians, as the acknowledged heads of the healthcare team, owe an obligation not only
to the patient but likewise to the other members of the team. Open communication
and discussion among all members of the team is of utmost importance.

On the other hand, while patients, because of the respect humans owe one an-
other, ought not to be lied to, telling the truth comes in many shades and gradations.
As one paper has put it so aptly, these conversations are an elaborate pas des deux in
which both the two parties feel each other out.63 Patients can only be told what pa-
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tients are ready to hear; they will turn a deaf ear and literally deny having been told if
told at a time when they are not receptive. I [EHL] well remember a lady who was
told about her diagnosis of cancer at least four times by her physician, and each day
would ask again and simply deny having been told. Sick people are not, as Eric Cassel
put it so beautifully, simply well people carrying “the knapsack of disease.”64 They
are people in whom a whole host of changes and adaptations are and have been taking
place. Simply assaulting patients with the truth is hardly the proper thing to do.

Patients must be gently led to receive bad news. The manner in which this is done
varies with the personality of each patient, each healthcare professional and his or her
role, each situation, and the peculiarities of the specific relationship. It depends on
the assessment of the situation (an assessment that can receive invaluable help from
the other members of the healthcare team as well as from the family) and defies a
stereotypic approach. Human understanding, rather than technical knowledge, is what
is needed, and humor, as always, has its place. Physicians have to be as sensitive to
the patient’s implied wishes as they are to the “letter of the [moral or legal] law.”
Shoving the facts down the throat of a helpless patient who may derive some lasting
comfort from deception is “moral” in no more than a very aseptic sense. The physi-
cian has to “size up the patient” (a comment made by Eric Cassel to Professor Jonas
some time ago32) and deliver a judgment as to the patient’s desire and capacity for
truth.65 Talking to patients who must be given the news that they are hopelessly ill
truly requires compassionate rationality: compassion, so as to be able and willing to
share humanity with one another, and rationality, so that sentimentality does not swamp
the situation.

Often if not invariably it is proper for physicians or other members of the health-
care team to sit on the patient’s bedside: there is little as intimidating as to have a
person in a white coat loom over a prostrate body often tied to tubes. We would strongly
suggest that during such conversations a cup of coffee, another beverage or even food
be shared. The sharing of food and drink has tremendous significance in all civiliza-
tions and it’s importance today—albeit sometimes differently expressed—is as strong
as ever. The main issue is to have such talks as far as that is possible as equals trying
to understand each other’s goals and gaining confidence and trust in one another. The
evident and inevitable difference in power and the patient’s understandable desire to
please the health-care team makes such conversations difficult.

Under most circumstances, most patients must eventually, if they desire to hear
it, be told the full truth. Just as patients have a “right” to be informed, they also have
a “right” to choose not to be informed. Patients, in other words, must have the right to
choose and to have their choice respected. Respect for persons demands as much. In
some cultures patients are traditionally not generally told bad news, a tradition that,
however, seems to be rapidly changing. But even here the physician with the active
help of other healthcare professionals must try to ascertain the patient’s wishes and
act accordingly (see Chapter 5).

When the truth is to be told, however, it has to be gently given. Physicians and
other healthcare professionals involved must allow ample time to share what they
perceive to be the truth, as well as what they know to be their ignorance and uncer-
tainty, with the patient. A hurried approach to patients under these circumstances vio-
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lates the duty of respect as much as does not telling the truth at all. Patients who are
willing to hear must be told the truth, but they must not necessarily be informed the
moment the “facts” become known. Physicians are well advised to defer such con-
versations to a time when they are not pressed for time, not “due at the office in 5
minutes,” and not visibly harassed by conflicting demands. Likewise, other healthcare
professionals need to choose their time to speak with patients, if necessary telling them
that they will return when they have more time and then returning and spending what
time is needed. Sitting at the patient’s bedside, perhaps sharing a cup of coffee, per-
haps touching a shoulder or an arm, all are appropriate maneuvers that can convert
the process from one of mutual pain to one of a sharing of mutual mortality. It is here
that a start can be made at orchestrating the rest of the patient’s life so that it is as full
as possible.

Patients may ask not to be told. This does not occur frequently, but it does occur.
If it occurs, and if it seems to be a truly autonomous decision, the request must be
respected. An ample opportunity for patients to change their minds must be given,
but the patient who in effect “leaves everything up to the doctor” and does so know-
ingly has made a deliberate choice. Physicians who cannot live with such a choice
(and some may not be able to) are well advised to communicate this to their patients
and to reach with them a shared agreement of how to proceed. It may be that the pa-
tient delegates a family member; it may be that the physician may have to obtain con-
sultation or turn the case entirely over to another physician.

On the other hand, relatives may beseech physicians not to tell the truth to their
patients. A wife may “forbid” the physician to tell her husband of his metastatic can-
cer or even threaten suit (the fact that patients threaten suit does not mean that they
will sue, that they, in fact, can find cause to sue, or that, ultimately, they can hope to
prevail in such a suit). They may plead that they know their husband well and that he
“couldn’t stand to know.” In general, physicians are ill advised to follow such coun-
sel. First of all and in most circumstances, who will and who will not be told should
be explicitly agreed upon long before the need arises. Secondly, when circumstances
have made this impossible, the physician’s first obligation is to the patient: Unless
physicians know in individual cases that something about a specific patient makes
the administration of truth ill advised or that the patient has specifically stated that he
or she does not wish to be informed, they are obligated to tell it. Streptococcal disease
is treated with penicillin except in the very unusual case when penicillin is contrain-
dicated because of some special condition (allergy, for example) peculiar to the par-
ticular patient. Truth telling, in the moral sphere, has a somewhat similar standing:
Unless overwhelming reasons to the contrary can be given, the truth must be told. In
general, it is not if but how the truth should be told that is the issue. Physicians must
“size up their patients” (guided, perhaps, by their family but certainly not dictated to
by them) and reach a decision about how much, how quickly, and above all how to
share bad news.

Most of the time, when they are speaking with patients, healthcare professionals
do not have to deal with such vexing and emotionally disturbing matters. It is in the
daily conversation with patients that patients and the professionals caring for them
can feel each other out and get to know each other. And it is these daily conversations
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and this mutual understanding that forms the basis of later, far more difficult conver-
sations. When healthcare professionals and their patients have come to know each other
over time, such difficult conversations become far easier: patients and healthcare pro-
fessionals have tacitly or explicitly come to know, understand, and hopefully respect
each other’s world view. But that is the ideal. Often healthcare professionals and their
patients do not know each other well when illness strikes. Even here, however, the
less emotionally wrenching parts of the conversation precede and it is here, even if
the time is brief, that mutual understanding and trust can be achieved.

Critical to all of this is not so much “talking to patients” as listening to them and
observing as they interact with their families and other healthcare professionals. The
good listener not only must listen but also must gently try to steer the conversation so
that a real conversation rather than (as my father used to put it) “a mere exchange of
meteorological data” results. They must learn what the patient and their loved ones
know, fear, or hope about their illness and about its course and consequences. In other
words, they must try to understand what the disease or illness means in the context
and totality of that patient’s life. The good listener (not the bored or the uninvolved
listener who “simply listens” and fails to engage himself or herself) is the one who
will be able to accomplish the most for their patient when it comes to dealing with
ethical issues or confronting emotionally trying problems.

GRIEF

In dealing with end of life issues the problem of grief becomes an essential compo-
nent. Not only after the patient dies, but during his last few months, relatives, friends
and (hopefully and to some extent) the health-care team are beset with grief. But the
patient, also—and perhaps to the greatest extent—grieves about many things but es-
pecially about the fact that while relatives and friends lose one person (as central as
that person may be to their lives) the person who dies loses everything: friends, rela-
tives, the world. He or she ceases to have a life. One must be attentive to this grief and
by body as well as verbal language make clear that the subject is neither a disagree-
able nor a taboo one. Grief cannot be handled in a stereotyped way, but in a manner
very much authentic for those involved. Re-assurances that “everything will be all
right” are pointless and often very much resented clichés for they preclude all further
communication. Likewise, during the last few months we need to make relatives aware
that one of their feelings will be guilt.

We well remember a lady in her high 80’s who had been a controlling and thor-
oughly obnoxious person. When she obviously had not much longer to live we had a
long talk with the daughter-in-law and quite bluntly told her that she should first of
all not send in her young child to wake up grandma and, most importantly, upon find-
ing her mother-in-law dead would experience an initial sense of relief followed by a
feeling of guilt at that relief. When a terrible problem or burden is removed (no mat-
ter how) there is a part of us that, at least initially, feels relieved. The guilt that fol-
lows can be destructive. The expected happened—the lady died, the daughter-in-law
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felt relieved and was able to deal with guilt involved. In fact, she returned for the sole
purpose of saying “thanks.”

Relatives and friends taking care of patients in the hospice setting and (some-
times likewise in hospital) may likewise feel this sense of relief—inevitably followed
by guilt. Their job (especially in home hospice care) is difficult and burdensome to
the rest of their lives. It behooves the team to prepare relatives for this event.

After the death of the patient—who may, at that stage of the game, not be the
only one treated and, in fact, my be no longer at center stage—it is ethically problem-
atic not to follow through with relatives and friends, assuring them of continued in-
terest and of, when needed, support. One must be careful—many persons grieve alone
and consider obtrusive support to be disturbing rather than helpful.

ECONOMIC CONSIDERATIONS

Ordinarily, and within our current vision of the physician–patient relationship phy-
sicians, when dealing directly with individual patients, cannot put the cost or in-
convenience of a given procedure above their individual patient’s good. The fact
that such a statement must somehow be integrated into the totality of a community
whose resources are not infinite is likewise beyond rational dispute. We address this
troubling issue concerning the possible ways of integrating these two obligations
in Chapter 8.

Because we are such a crisis-oriented society vast resources are often expended
at the end of life. The very same patients who had no access to routine medical care,
who could not afford immunization or often even food and warmth, suddenly become
the object of vast, often heroic, efforts when they are found to be critically ill or on
the verge of dying from starvation or exposure. Uninsured patients in most areas, for
example, will find it difficult to have increasingly severe benign prostatic hypertro-
phy with partial urinary obstruction treated by a relatively simple surgical procedure.
The same patient who has, in consequence of this neglect, become uremic will find
that nothing will now be spared to save his life: hospitalization, dialysis and even, at
times, transplantation.

This is not the place to speak about limiting exotic interventions that may mar-
ginally benefit individual patients. Largely these are issues of macro-allocation that
must and will be addressed elsewhere. There is, however, what most of us would feel
to be a great waste of resources occurring in all of our hospitals. This waste consumes
large amounts of time, effort, and money: It is the use of resources for patients known
to be beyond hope. We speak here of the brain dead patient kept on a ventilator, of the
irreversibly vegetative or comatose, of the infant with extensive and diffuse grade 4
intracranial hemorrhage who will never be able to lead a sentient existence, and of
many more tragic states. The problem is not, as has so often been charged, a problem
of the elderly. It involves all age groups. I do not speak of those who, at whatever
level, retain a capacity to enjoy existence but rather of those beyond hope who are
incapable of being benefitted although, at times, they retain the capacity for being
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harmed. Such patients consume a vast amount of resources in their tenure on earth.
These resources cannot be measured only in money, material, or space. Much more is
involved. Resources include the energy, hope, and love of relatives and friends as well
as those of the healthcare team. Once all hope is gone, it seems morally indefensible
to consume such resources in the empty discharge of an empty duty while others starve
or go without even the most basic health care.

Hardin compares modern civilization to herdsmen sharing a commons.66 As con-
ditions become more crowded, herdsmen seeking only their private good by increas-
ing their herd jeopardize the commons. “Freedom in a commons brings ruin to all.”66

In our commons, consuming limited resources beyond the hope of reasonable gain
seems only questionably justified. Hiatt voices concern for three types of demands on
medical resources:67 (1) those that pose a conflict between the society and the indi-
vidual, (2) those for potentially preventable conditions, and (3) those of no value. Using
up material as well as other resources to maintain patients at the end of life who are
insentient (or who are beset by unrelievable and unending pain and who do not wish
their life prolonged) is, at the least, ill advised and to the detriment of all concerned.

PROBLEM OF FUTILITY

While economic considerations lead us directly to considerations of “futility,” ethi-
cally speaking, they ought not to become the driving force behind what is considered
to be futile and what is not. That is not to say that economic factors may not preclude
making a given treatment modality generally available. One could certainly argue that
a medication costing several million dollars a day, which had to be given over a long
period of time and which had a slim chance of prolonging meaningful life, could not be
made as readily available as aspirin or penicillin. We should be honest about this: Such
a modality should not necessarily be considered to be futile. It might, however, be consid-
ered to be too expensive and therefore not be made available for general use.

The problem of futility, for reasons quite aside from economy, has become an
important issue in medical ethics today. There are several reasons for this. First of all,
unless they are unexpectedly found dead in bed, few patients who die in the hospital
(or even often at home) today die precisely when they would “naturally” have done
so. Almost always, there is something that could be done to prolong life for a few
minutes, hours, days, or even weeks. Even when a “code” is called off, a decision that
“enough is enough” and that to proceed would be “futile” has been made. Patients,
moreover, are increasingly afraid of being insentient captives of a heartless medical
system that, in their view, has allowed technology to drive it. In part this fear is real-
istic; in part it results from the often-contradictory messages sent by the media. On
the one hand a message of unwarranted hope (the “miracles” of modern medicine can
cure “everything”); on the other hand the often-unjustified fears (the “terrible things”
done to patients in hospitals, the terrors of being on a ventilator, and so forth). Time
and again the charge that physicians do things that are futile is heard. In a sense yes-
terday’s fear of being buried alive is alive and well in the fear of having one’s body
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sustained with one’s mind gone (or worse yet, having one’s painful dying needlessly
prolonged). And while economic factors cannot be allowed to be the driver in de-
fining futility, there is no doubt that this prolonged dying has consumed an enor-
mous amount of resources at a time when these resources have been found to be quite
limited.

The problem with using a concept like “futility” is that there is a total lack of
unanimity in its definition. To get on with dealing with the problem, we will either
have to reach consensus in definition or seek for another language in which to couch
a very real problem. Several attempts at definition deserve mention. Nancy Jecker
and Lawrence Schneiderman (two of the pioneer workers in this field) have defined
“futility” in the medical setting as (1) “a treatment which has not worked in the last
100 cases,” and (2) a treatment that “merely preserves permanent unconsciousness or
cannot end dependence on intensive medical care.”68–70

The first of these two definitions (futility in the quantitative sense, as it has also
been called) is based on probability: It hasn’t worked in the last 100 cases and, there-
fore, is unlikely (but not impossible) to work in the 101st. Its validity is statistically
determined and what statistics allow us to presume depends on prior choices as to
precisely what we consider to be “statistical validity.” The second of these definitions
may be based on one or both of two separate judgments. The first is that continuing
one’s existence in a permanently unconscious state or permanently dependent on in-
tensive medical care is not something anyone would desire (also called the definition
of futility in the qualitative sense). The second is (and perhaps with more force) that
one of the goals of medicine historically or today is not exemplified by supporting
such a state. The first of these assumptions is an assumption about how most people
confronted with such a situation would feel about it; the second involves a judgment
as to what the legitimate goals of medicine in fact are. As such, both of these are in-
evitably subjectively interpreted by the parties involved.71–73

Beyond this, Jecker and Schneiderman (1) distinguish between “a treatment ef-
fect which merely alters some part of the patient’s body” and “a treatment benefit which
can be appreciated by the patient and enables the patient to escape total dependence
on intensive medical care” and (2) consider a treatment that merely alters some part
of the body (or its function) without being appreciated by the patient to be likewise
“futile.” These further assumptions, moreover, are based on essentially similar and
“qualitative” judgments: (1) that life lived like this would be unacceptable to most, if
not all persons and (2) that supporting such an existence is not among the current le-
gitimate goals of medicine

As regards treatment considered futile by such definitions, Jecker and Schneider-
man pose three increasingly more restrictive points of view. Such treatments (or, by
inference, diagnostic procedures) could be considered to be (1) ethically neutral—
doing things that are futile is neither ethically proper nor ethically improper; (2) ethi-
cally inadvisable—doing things that are futile is, first of all, foolish and at least ethically
questionable, and physicians should be counseled against doing futile things; and (3)
ethically inadmissible—to knowingly providing therapy that is futile is ethically wrong.
In their papers they argue for the last point of view.

Futility and its concepts, definitions, and ethical implications have been an area
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of increasing concern in the literature. Definitions have varied from the very narrow
(i.e., treatment would fail to reverse a physiological disturbance) to the very broad. In
Care of the Dying published by the Hastings’ Center, the feeling that in order for the
concept of futility to be applied it should be narrowly defined is implicit.75 Unless a
patient’s death was inevitable and imminent, physicians ought not make a unilateral
decision to forgo treatment. Broader considerations have variably included concerns
for the suffering of the patient and considerations of other aspects of the quality of
life as well as considering economic and other social factors.

The Oxford English Dictionary defines futility as (1) incapable of producing any
results, (2) failing utterly of the desired end through intrinsic defect, (3) useless, (4)
ineffective, or (5) vain. Common to all of these definitions is that some goal or end
for which one strives is, by the method used at least, beyond achieving. In the prac-
tice of medicine, then, a futile procedure would be one incapable of achieving what is
considered to be a legitimate goal or end of medicine. Therefore, there are first of all
and before we can go on, really two questions to be addressed: (1) What are and who
defines the (legitimate) goals of medicine? and (2) How in practical terms, once we
are a bit more clear on the first question, do we define what is futile? Beyond this
there are other questions. Are the goals of medicine changeable and if so, how, by
whom, and by what process are they changed? Are healthcare professionals entitled
to use their knowledge and skill to pursue what are not (today) considered to be within
the framework of “legitimate” goals?

Goals are not determined for all time: The ends of medicine are not immutable
but are changeable and must adapt to technical as well as social and historical condi-
tions. The goals of medicine, while in part a product of the work people involved in
medicine do, are not set independently by or in the field. They are ultimately rooted
in their society just as are the persons (physicians, nurses, or other healthcare work-
ers) who perform the everyday tasks. Medicine can no more evolve its goals inde-
pendent of the community in which it functions than can the community evolve these
goals without the advice (and ultimately consent) of those who must perform the tasks
comprising the concept. In a sense this dialogue between healthcare professionals as
“experts” (and “experts” who ultimately must do the work) and their community is a
form of negotiation. Clearly, speaking about medical futility presupposes a clear no-
tion not only of our own or even of “reasonable” values, but also of the social as well
as technical goals and possibilities of medicine itself.

When asked to discuss the goals of medicine, most physicians or students will
name three: dealing with illness so as to restore health or at least bring about better
physiological functioning in the face of disease; ameliorating suffering; and prevent-
ing illness. Medicine, however, is a social art: What is and what is not accepted as a
proper part of medicine not only depends on the judgment of health professionals
themselves but also reflects the values of society at large. Physicians today are ex-
pected to have—and expect themselves to have—far richer and more complex goals
than in the past. After all, physicians work as plastic surgeons improving the appear-
ance of patients (not truly includable among the goals noted before: my ugly nose is
ugly but is hardly a “disease”!), prescribe birth control pills and provide sterilizations
(fertility is a state of health and pregnancy not a disease), and feel obligated to help
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the physiologically and psychologically well families of their patients and not only
the physiologically or psychologically ill patients themselves. Many physicians, fur-
thermore, are deeply involved in counseling; serve in relation to insurance, job, or
other applications; fill out disability forms; and do many tasks that cannot be sub-
sumed under the usual mantra. Even beyond this, and highlighted by the smoldering
debate about euthanasia in many parts of the world, physicians are (in some countries
at least) involved in performing active voluntary euthanasia that, although it can be
argued to be in accordance with the goal of alleviating suffering, is certainly an alle-
viation of a very special kind. Moreover, some have written, and there is in our view
a great deal of merit in this, that one of the physician’s most important tasks is the
restoring of patient autonomy, hardly something intuitively evident from medicine’s
traditional, and traditionally paternalistically conceived, obligations.64

When we speak of treatment as “futile” we need to be most mindful of the com-
plexity and evolving nature of contemporary goals. We agree with the formal state-
ment that physicians cannot be forced (or even expected) to give “futile” treatment
to their patients. But to make such a statement contentful, the goals of medicine as
well as the goals of specific encounters within medicine need to be understood and
fleshed out.

As always in ethical analysis, it may be more fruitful to address this issue by
dealing with the areas that are clear and then working toward the grayer zones. The
generally held first three goals of medicine (eliminating or at least ameliorating dis-
ease and suffering consequent on disease as well as preventing both) form the one
end of the area—an area that we would generally—dependent upon internal defini-
tion (what is “disease,” what “amelioration,” what “suffering,” and what “prevent-
ing?”)—accept as legitimate goals. The other side (those goals we would reject out of
hand as not being legitimate) would be such goals as helping the state torture or
interrogate patients, performing procedures merely to enrich oneself, or addicting
patients to drugs we can then sell to them. These are not proper goals, and their not
being proper goals would need little further discussion. Such a way of proceeding
may be of help by delineating the two ends of the field in which the further discus-
sion takes place, but such a way of proceeding can only begin to initiate the discus-
sion. Is, for example, prolonging the act of dying on one side or the other? And to
which side is it closest?

If we can agree on anything concerning the goals of medicine, it is that the health
professions are among the “helping professions:” that is, that they are constituted and
socially recognized precisely because their function is, in some sense, seen as using
their special expertise to help their clients. Such “help” (the obverse of harm) was
and remains (just as does “harm”) ill defined. Certainly physicians and other health
professionals can be expected to help (or to do no harm) only within certain spheres
of competence. Helping their patients win a case in court, invest their money, or find
a job is not part of the kind of helping health professionals, at least today, are expected
to do. Doing no harm to their patients when patients are competing with them for elec-
toral office or when they are engaged in a boxing contest with their patient is not a
thing from which health professionals qua health professionals are expected to re-
frain. This is the case because physicians and others in the health professions do not
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pretend (“profess”) special competence in these areas, do not use the tools of medi-
cine or the information they have derived in the course of doing things “medical” to
accomplish their task, and because when patients seek out their physician they do not
ordinarily have expectations that encompass such activities. The skills a profession
or occupation claims to have, as well as the expectations society has for the function
of a given profession or occupation, do not define but help shape the obligations pro-
fessions in fact have. The areas in which physicians are to “help” (or the areas in which
physicians are expected to do no “harm”) are largely socially defined. And these ar-
eas at any one time constitute the proper goals of medicine.

In some sense, “helping” means assisting others to attain their goals. Such oth-
ers need not be individuals: The term “helping nature along” implies that it is nature
that is being helped to attain its telos or that which we hold to be its telos. Helping, as
usually defined in the medical setting, means assisting patients to attain their particu-
lar goals within the framework of the skills taught healthcare practitioners. In select-
ing these goals as “proper,” both societal and personal values come into play. In general,
personal values are narrower than are those of the community at large. In speaking of
“community” here, we really have two interactive communities in mind: the medical
community and the larger community in which the medical community is embedded.

It is from an interplay between these two communities that the legitimate goals
and values of medicine properly emerge. A given healthcare practitioner may find that
doing, say, abortions is something they cannot personally be involved with. Since,
however, communal values are broader, healthcare practitioners cannot advance the
claim that doing abortions is not one of the many goals of medicine. (When the phy-
sicians personal morality clashes with general ethics this should—where appropriate
be discussed with the patient beforehand and proper referral made.)

Likewise, in judging what is and what is not futile, the medical profession must
define what is and what is not “futile” within the context of the larger community and
its values. Idiosyncratic interpretations then become just that: values that a given prac-
titioner may not be able to act upon but values that still remain “legitimate” in a so-
cial sense.

Medicine and the society in which it operates have largely failed to grapple
with the problem of futility. Furthermore, as medicine begins to grapple with the
concept it has been apt to conceive it narrowly and in a quite individualistic man-
ner. What is considered to be futile seems in general to be centered merely on one
patient (or decided upon by one group of healthcare practitioners) at a particular
instance in time rather than striving for a wider perspective. Is treatment that was
necessary only because the condition for which it is being given was not prevented
“futile” in a social sense? We do not wish to suggest that treatment for persons who
find themselves ill with an easily preventable condition should not be helped and
helped to the fullest. But we do suggest that the concept has dimensions that tran-
scend the purely individualistic one of helping a particular patient at a particular
time. It may not be futile to treat Ms. Jones’ severe complications of pregnancy that
are due to the fact that she was unable to receive proper prenatal care because of
social and economic circumstances; it may not be “futile” to treat Mr. Smith’s lung
cancer (which most probably is related to his smoking two packs of cigarettes per
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day, a habit at the very least stimulated by and in his social setting). But it may be
truly futile to expend tremendous amounts of energy and resources repetitively giving
last-ditch treatments for such patients while ignoring and neglecting the very fac-
tors that caused them to be in need of such treatment.

Medicine’s frequent claim that these issues are separable simply does not ring
true: They may be separate issues when it comes to treating Mr. Smith or Ms. Jones,
but in being causally connected they are by no means entirely separable. Treating Mr.
Smith’s lung cancer (or Ms. Jones’ eclampsia) needs to be done: By then it is too late
to invoke the concept of futility, and it certainly is not futile as far as Ms. Jones and
Mr. Smith are concerned. But it is futile to expend enormous resources on treating
such patients when nothing to prevent the problem is done (or worse, when the very
production of a harmful substance is subsidized by the government!). Treating indi-
viduals afflicted with these conditions is not futile, but expending great effort on treat-
ing conditions whose causes we ignore may, in the long run, bear some resemblance
to such a problem.

In general, we feel uncomfortable about allowing concerns of cost to enter into
the discussion when it comes to speaking about “futility.” We fear that society may
yield to the temptation of labeling as “futile” things that are merely expensive. Even
if we were to agree on a definition of futility (say, we were to agree that intervening
in intercurrent illnesses or providing artificial nutrition for permanently vegetative
or comatose persons is “futile”), allowing costs to enter the equation might be dan-
gerous: Might we not be tempted to “stretch” such a concept by applying the label of
“permanently vegetative or comatose” earlier than we otherwise would? Labeling
something “futile” that is not futile by social definition merely to save money is a
hypocritical way of evading the responsibility of answering the hard social question:
When and under what circumstances is treatment that might be effective simply too
expensive to apply? None of us like the question and many of us might, at first, be
tempted to answer “never.” Inevitably, however, and since we live in a real and not in
an ideal world, costs will have to enter into our decisions. It is safer to make such
decisions explicitly and forthrightly because of costs rather than to use the concept of
“futility” as a euphemism for cost-saving. A given procedure, treatment, or diagnos-
tic modality may simply be too expensive to allow its general use: It is not “futile” (it
might help someone or might make a diagnosis) but it is, at least today, simply too
expensive. Using it would take funds from something else judged more important.
Communities through their representatives, with advice from their health profession-
als and preferably with sufficient dialogue in the populace at large, not only are enti-
tled to make such decisions but inevitably must make them if they are committed to
an orderly and just system in which all have equal entitlement.

Once goals are defined by the general and by the medical community, the gen-
eral community must be aware that a broad definition does imply enormous costs.
Should the community decide that keeping permanently unconscious or vegetative
persons alive at all costs is a proper goal of medicine, it must be aware that by doing
so they must find the additional monies somewhere or other social as well as medical
goals cannot be met. It must be ready to define what is truly futile as well as what is
simply too expensive and be honest and clear about it. There is another aspect where
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costs and futility inevitably come together. When no real track record exists but when
a given procedure, treatment, or diagnostic modality seems worth exploring, experi-
mentation becomes necessary. One must differentiate carefully between experimen-
tal and therapeutic procedures, treatments, or diagnostic modalities.

Such a process (a social agreement that, however, must allow considerable flex-
ibility in individual cases) will be challenged because of its “looseness.” Rules, how-
ever, are made for general situations: They are not straitjackets but guidelines within
which individual problems must be resolved. As a society we must continue to grap-
ple with an ever-evolving definition.

When it comes to what we shall call “futility in a technical sense” (that is, a
treatment that has zero chance of prolonging a patient’s life), some guidelines may
help. In the intensive care setting (and applicable to other settings) there are guide-
lines called by the acronyms APACHE (for adults) or PRIZM (for children) that
have worked out the statistical chances of recovery under a variety of strictly delin-
eated circumstances. Of late the validity of some of these data have been challenged.
As long as the rules are not “bent” (i.e., as long as these figures are applied strictly
the way they were meant to be), such information is most helpful in dealing with
clinical issues at the bedside.76,77

What are some practical conclusions? Are healthcare professionals obligated to
use treatments judged to be futile? Are they obligated to obtain the permission of patient
or family to withhold such therapy? Once a procedure, treatment, or diagnostic mo-
dality has been labeled as “futile” (i.e., once it has been decided that using it would
not meet what has been socially defined as the ends of medicine), healthcare profes-
sionals should feel no compunction in denying its use to their patients.78 Indeed, if
definitions have been socially made, doing so could be argued to violate an implicit
contract between healthcare providers and their community. To ask whether a proce-
dure, treatment, or diagnostic modality judged futile by such means may be withheld
is arguably ethically inadmissible because it offers an unrealistic choice where, in fact,
there is none, gives hope only to have hope dashed, and suggests that the social con-
tract between healthcare givers and their communities is open for individual bargain-
ing. Individual variations will have to be considered: The social agreement between
healthcare giver and society should not be so narrowly conceived as not to allow in-
dividual variation to accommodate (for a short time) the feelings of patients, relatives,
or friends. Keeping a vegetative patient alive for another three days or applying in-
tensive care measures for a short time so that a patient can see a child born, must be
accommodated within such a definition.72–74

SUMMARY

In summary, there are certain critical considerations this chapter has tried to sketch.
Among these are cultural and historical differences in thinking about death and the
stages of dying; the difference between life as a biological and life as a cognitive, self-
realizing, and self-actualizing state and the ethical implications such considerations
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may have; various forms of acognitive states; problems of limiting therapy and of
artificial feeding; suicide and euthanasia; and problems of futility. Central to all of
these issues is the issue of orchestrating death and in so doing communicating with
patients and with their families. Healthcare professionals—no matter what their role
or area of practice—should seek to have an ongoing dialogue with their patients and
with their patients’ families. If they do this, if they share their fallibility, their human-
ity, and their agony with the patient and with their patient’s families (instead of act-
ing like remote gods), many of these issues will be much easier to deal with than they
often are today.
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Common Problems in
Everyday Practice

The ethical problems of “trivial” or of chronic illness that the physician sees every
day in his or her office are discussed much less than the more esoteric but much more
spectacular and flamboyant ones dealing with euthanasia, abortion or genetic manipu-
lation. In truth, they are hardly trivial and certainly not trivial to the patient afflicted
with the problem. Perhaps, in the sense of being a daily occurrence they would better
be referred to as “mundane.”

And yet these “mundane” problems are the far more frequent and often more
vexing ethical problems that practicing physicians face. They range from truth telling
on insurance or disability forms, to the unwillingness of a managed care organization
to allow a procedure considered necessary by the physician, to dealing with inquiries
about patients by persons the physician does not know, or to being frank with a pa-
tient who has been grossly mistreated by a colleague and now presents in your office
with something which should have been remedied long before. The problems are le-
gion, the contexts in which they appear countless and there are no “good” answers to
most of these questions. They are problems that are often—but by no means always—
problems inherent in the system, a fact that does not imply that they can be shrugged
off with that excuse and without a serious and united attempt to affect systemic changes
that spawn such problems. There are several rules of thumb: the first and perhaps most
essential is that, according to society’s understanding, physicians and other health-
care professionals are, above all (unless there are highly unusual circumstances to the
contrary), committed to their patient’s good. This is not only society’s understanding
but is also a claim repeatedly made by the profession itself. And that claim has, at
least until recently, generally been justified and has formed one of the pillars of the
patient-physician relationship.

That health-care professionals bear primary loyalty to their patients is the case
for a number of reasons: (1) the societal understanding of the role of physicians from
ancient times to the present; (2) the words and actions of physicians who claim to be
primarily interested in the patient’s good; (3) an inevitable imbalance in power which,
under almost all situations, places physicians as the more powerful partner and, there-
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fore, as the partner obliged to use that power with due care. In this sense it is a fidu-
ciary relationship in which I, the patient, knowingly put my trust in the physician.

The long-term relationship which so very often allowed physicians and patients
know one another is becoming nearly extinct. One of the assumptions made in much
of the ethics literature—that patient and physician have had an enduring relationship
over years—is not true today. Having only sporadic interactions between health-care
providers and their patients is already reflected in the language. Those seeking help
who were once called “patients” are now referred to as “clients,” or “consumers” and
by MCO’s and HMO’s as “lives” or “units of care.” Correspondingly, physicians,
nurses and other allied health care professionals have become “providers.” This use
of language is not trivial—it conditions our feelings and, therefore, our approach to
the matter at hand and in the case of health-care tends to remove or attenuate the
warmth, intimacy and trust that a healing relationship entails.

DEALING WITH INSURANCE,
MCO’S AND HMO’S

Physicians who are seeking to use an investigative or therapeutic modality which they
feel is essential for their patient’s good but which do not quite meet the criteria set up
by a particular HMO or MCO are often tempted to “bend the truth” so as to get what
they feel is necessary for their patient.1 To put it bluntly: they are put into the position
of either lying and then being able to do what they believe is indicated or telling the
truth and not living up to doing what, in their professional opinion, would be best for
their patient. A neglected colonoscopy may result in the late detection of a cancer that
the physician who knows the patient suspects on grounds that do not quite meet the
accepted criteria. These criteria are, of course, a gross misuse of the “average” case
applied to an individual. Inventing blood in the stool (when none has been present)
may get permission for the desired test but puts the physician into the position of ly-
ing and undermines the habit of truthfulness. The habit of truthfulness is not peculiar
to health-care ethics but rather is a general and generally accepted principle of ethical
behaviour—no matter what system of ethics to which one may appeal. Being between
a rock and a hard place physicians must choose—and will often choose in the best
interests of the patient. This, while not being a praiseworthy act (lying never is), may
under such circumstances be less blameworthy than neglecting a relationship of un-
equal power based on trust. But such practice forms a habit that runs counter to the
prior habit of telling—to the best of one’s ability—the truth. It is unwise—and in the
long run counter-productive—to weaken one of the basic foundations of all ethical
behaviour. That physicians increasingly feel obliged to violate the basic ethical prin-
ciple of truth telling in order to safeguard their patients ought to be a wake-up call for
any social system.

When it comes to filling out a disability form and back-dating it so that patients
can receive disability benefits for a condition they allege to have had but one which
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was not seen by the physician, it is another matter. Patients who are ill enough and
who know that they will require such illness to be certified are arguably obliged to
communicate with their physician and get his or her recommendation to stay at home.
Barring such contact a physician cannot be expected to lie. Here the imperative of
truth telling is undoubtedly a higher mandate than is that of helping one’s patient—
the mandate of doing things in the best interests of the remiss patient does not ordi-
narily excuse a lie.

In order to get life insurance persons often sign a waiver permitting their physi-
cian to release information to the insurance company. It is not rare that patients will
afterwards beseech their physician to withhold certain information. Physicians are first
of all committed to their patient’s good—that is generally understood as being com-
mitted to their good when it comes to matters directly associated with their sickness
or health. They are not committed to their patient’s financial or other non-medical
good. Omitting or altering information is, in effect, a form of lying. That does not
mean that physicians should volunteer that for which they are not asked. But it does
mean that direct questions—whether the patient likes it or not—will have to be truth-
fully answered.

WHEN PATIENTS
HAVE BEEN IMPROPERLY TREATED

It is not rare—especially in tertiary care centers—that patients referred there have not
been properly investigated or that they are found to have been treated wrongly—usu-
ally in a way that does not reflect “state of the art” practice. Such patients raise a disa-
greeable problem for physicians and the lack of proper investigation or treatment too
often goes unmentioned. If medicine considers itself to be a profession—and it most
certainly (and generally rightfully) does consider itself to be—it assumes the duty of
policing itself which, among other things, implies not sweeping mistakes under the
rug. When confronted with serious mistakes made by physicians, we would argue,
that the profession has at least two obligations: (1) to inform the patient and (2) to
inform one’s colleague in an attempt to teach and prevent similar occurrences in the
future. In rare and crass circumstances informing the medical supervisory board may
likewise be necessary. These obligations rest first of all on the assumed trust within
the fiduciary physician–patient relationship and secondly on the obligation physicians
have to help educate themselves and their colleagues. Informing the patient is often a
very difficult thing to do—physicians, and rightly so, feel a sense of loyalty towards
their colleagues and are loathe being a part of the cause that might foment a malprac-
tice suit. On the other hand—and, we fear, equally if not indeed more importantly—
physicians and institutions hesitate to anger colleagues who refer patients to them,
thereby potentially losing referrals and money. The fear of losing referrals is a very
real and a very powerful one—but when all is said and done, the physicians (or insti-
tutions) financial good must be weighed against truth telling and, above all, against
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the good of future patients who are again likely to be the victims of the same error by
the same physician. The question is not so much whether to tell but how to tell in such
a way that the least possible damage is done.

Consultations could and should be a marvelous means of mutual education. Both
the referring physician and the specialist have the opportunity to learn from one an-
other. It is, we would argue, incumbent upon the consultant to call the referring phy-
sician and explain where things have gone wrong. This is not a pleasant task but it is
a far more pleasant one than allowing misinformation to stand that ought to be cor-
rected. And at times it may well be that it is the consultant who has missed a critical
aspect of the case. Conversing with one another as colleagues and keeping in mind
that consultations and referrals have mutual education as one of their primary goals
can make such exchanges fruitful and not necessarily unpleasant. Indeed, if handled
right, such conversations may lead to a relationship far more fruitful than the sterile
interchange of (usually stereotypic) formal letters.

COMMUNICATION AMONG
REFERRING PHYSICIANS,

CONSULTANTS AND PATIENTS

In medicine today no single physician can know everything, albeit one ought to hope
that at least all share a basic understanding of patho-physiology. Good ethics relies
on good facts—and the good specialist must understand more than merely the func-
tion of a particular organ or organ system to effectively treat the patient in whom that
organ system is located. In other words—referrals often have to be made and the proper
evaluation by the specialist requires good communication. Referring physicians must
—if they are to practice effectively and, therefore, ethically—speak extensively with
the referring physician and learn not only the “medical” but in many cases the psy-
chosocial “facts” as well. It is astonishing—and in our view frightening—how rarely
this is the case; it is even more frightening—and in our experience not uncommon—
how rarely the primary care physician really “knows” the patient beyond his or her
disease history. Good communication—among physicians as well as between physi-
cians and patients—is one of the essential ingredients of good praxis. Yet time and
again the authors have observed that physicians presenting ethically problematic cases
often know little about the patient’s past history, have not troubled to look at readily
available past records and, far more often than not, have failed to communicate with
the patient’s primary care or referring physician.

Consultations at the beginning of the last century still implied a face-to-face
discussion between referring and consulting physician. Today this has become a rar-
ity. In the hospital the consultant leaves a note (often cryptic!) and possibly a few orders
that are indicated from his or her point of view. This problem has magnified greatly.
Most seriously ill patients are seen by a variety of consultants who communicate only
in writing. In ambulatory practice this is likewise the case: a short consultation note
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is sent to the referring physician. In most instances it is desirable that referring and
consulting physicians discuss the case with one another. This is true not only of ethi-
cal decisions but of “medical” decisions as well. One consultant’s recommendation
may be inappropriate in the context of a particular case. Those who argue that such
“consultation” is too time consuming in today’s world are really arguing that practicing
good medicine has become too time consuming! Undoubtedly much of this lack of
communication is one produced by the “system.” But systems can be changed and
one of the ethical obligations of health-care providers is to see that the system within
which they work allows sufficient space for practicing good and ethically proper
medicine. In today’s world most of us are connected by e-mail conversations. Even if
hardly as satisfactory as face to face conversation, it may be one way of re-introduc-
ing true “consultations” once again.

One should not forget that in a medical interaction it is not only the physician or
other health care provider who examines the patient but that, equally important, the
patient examines the physician. Out of such communication an atmosphere of trust
develops or fails to develop—a trust that is essential if cooperation is expected and
healing is to be effected. It is difficult to develop a relationship with a person one sees
rarely and who, instead of looking at the patient, looks at a computer screen. Commu-
nication between patient and physician is a continuing process that ought not to be
relegated to an auxiliary member or—worse yet—done by means of a checklist. What
patients do not say—and how they say what they do say—is at least as important as
what is being said. In today’s world such conversations often do not take place in a
consultation room in which the ambience invites the sharing of information or, worse
yet, it occurs in a small examining room in which the physician sits in front of a com-
puter, types in the information the patient has given and rarely, if ever, truly commu-
nicates with the patient. It is no wonder that a growing number of patients seek out
practitioners of alternative medicine who at least listen to their patients as one human
being listens to another.

In most countries of the world the physician who treats the patient in an outpa-
tient setting is not the same physician who admits him or her to the hospital. Both of
these systems have evident advantages and disadvantages. The main disadvantage to
the system in which the same physician treats in and outside the hospital is that many
community hospitals are without well-trained physicians much of the 24-hour period.
In such a setting and without a team approach mistakes are more apt to occur. On the
other hand, when the physician treating a patient in the hospital is different from the
physician who may have known the patient for years, the importance of good and
extensive communication is evident and a new patient–physician relationship and trust
has to be established. The reality is that the ideal picture of a physician having known
a patient for years is vanishing, thanks to our system—in which the insured has little
choice but take what his employer has to offer. So called “hospitalists” are becoming
more and more frequent and it may well be that this represents a trend for the future.
What we want to emphasize here is that, once again, health-care ethics and its prob-
lems are, to a great degree, system-dependent.2

Medicine is a task in which continued learning and “keeping up” is vital. That,
of course, can be said of virtually all occupations. No physician who fails to “keep
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up” in his or her field can be said to be practicing ethical medicine. Consultations,
therefore, do not merely have the purpose of helping the attending physician deal with
a thorny problem—at least as importantly, they are vehicles of education in which the
attending learns from the consultant and, as often as not, the consultant learns from
the attending. The attending physician asking a colleague for a consultation should,
therefore, not only expect a series of recommendations aimed at a particular patient
but should rightfully also learn more about the problem itself. In today’s medical prac-
tice the use of consultants as teachers is all too often neglected or forgotten.

The optimal time, by the way, to start a dialogue about advance directives is when
patient, physician and the entire team are getting to know one another. Suggesting
that an advance directive be thought about and discussed with family, friends and the
health-care providers may save much time and may permit ethically far more informed
and appropriate action when a patient becomes critically ill and can suddenly no longer
make decisions for him or herself. It is during such conversations that matters like
organ donation or autopsy can also be discussed, thought about more dispassionately
and eventually executed and documented.

FRIENDS AND UNCOOPERATIVE,
ABUSIVE OR HOSTILE PATIENTS

In everyday life there are a few people we genuinely like, some few that we genu-
inely dislike and the mass of people towards whom we generally feel indifferent. In
every-day life we can generally simply avoid the latter two categories. In medical
practice we have obligations towards patients that transcend the obligations we have
towards other casually encountered minimal ethical obligations.3 Sometimes there
is psychopathology on one or the other side.4,5 To deny that there are patients we
dislike is either self-delusion or simply not true. To claim to be friends to and with
everyone is not only absurd but devalues the meaning of “friendship.”6 In one sense
believing that all people are “our friends” means that we do not truly have any friends.
The habit of calling every casual acquaintance by their first name is pathognomonic
of this state of affairs. Medical practice is no different: physicians like a few pa-
tients very much, cannot (for good reasons or bad) stand a very few others and feel
neutral about the vast majority. Patients whom health-care providers like very much
have, over time and fueled by shared interests and world-views, become friends.
Taking care of members of one’s family or one’s friends is a matter of tempera-
ment. Some physicians may be able to separate these two things (being a friend or
family member from being their physician); some may not. If physicians truly can-
not separate these two, then referral to a competent physician or other health-care
provider may be the wisest choice. It is also not purely the physician’s reaction—a
true friend may, and for that very reason, choose to have a physician with whom he
or she has a less personal relationship.

Physicians dealing with close family or friends professionally have a difficult
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decision to make: treat such a person as they would any other patient or help select a
competent physician and support what he or she is doing. Neither of these two choices
is ideal—once again we must choose between unsavory courses of action. That does
not mean that health-care providers do not chat a bit longer with their friends or pay
more attention to their non-medical wants. But it does mean that when it comes to
every-day medical care that may influence the outcome, friend and foe are treated
alike.

The vast majority of patients are people towards whom we are essentially indif-
ferent. The often-stated belief that friendship will provide better care is absurd. As
has been pointed out it may, in fact, be inferior. If there is one thing handed down
through the millennia, it is that physicians are obligated to do their best for each pa-
tient. Deviating from that principle would imply that physicians are doing less than
the best for the majority of their patients. We do not mean that physicians will as a
matter of course chat a bit longer with their friends than they would with the patient
with whom they are not true friends. It does, however, denote that they will order the
same tests and give the same type of therapy to their friends as they would a stranger.
The statement that “I wouldn’t want to do a flexible sigmoidoscopy on Charlie be-
cause he is my friend” in a case in which the physician would do so on other patients
serves as a not infrequent example. The moral tradition of medicine and the expecta-
tion of society is that physicians will do what is in the best interest of their patients.
Any deviation from “the best” (and that because the patient is a friend) is, by defini-
tion, inferior.

Occasionally a particular patient may be one who is disliked (for good, bad or
indifferent reasons) by the physician or by other members of the team. In an emer-
gency, liking or disliking a particular patient is beside the point. But in long-term care,
physicians are wise to refer such a patient to an equally competent—and willing! —
health-care professional. Healing is more than doing the right test, performing the
proper procedure or prescribing the proper medication. It involves a human relation-
ship that cannot be reduced to its technical aspects. Physicians, nurses or therapists
are, in fact, very important therapeutic “tools.” Their very presence and caring can be
the most important aspect of a patient’s relief or even cure.

Very rarely physicians will encounter patients whom they not only dislike, but
whom, for good or bad reasons, they hate. In an emergency there can be no doubt that
physicians are obligated to do the best they can; in a non-emergency it is wise to refer
such patients to someone equally competent. One of the authors (EHL) was trained as
a cardiologist. Soon after establishing his practice he was called to the bedside of a
former SS guard at one of the concentration camps in which (incidentally) his rela-
tives had perished. Since his blood group was tattooed, the author knew at once with
whom he was dealing and it did not escape the patient’s attention who his physician
was. Nevertheless, we were stuck with one another—the patient had a leaking abdomi-
nal aneurysm and a severe cardiac arrhythmia. The physician monitored the patient
throughout surgery and throughout the patient’s hospital course. On the second post-
hospital visit when things were stabilized and going well the patient was told to seek
another and equally competent physician’s care.

It is not rare that patients fail to take prescribed medication, follow their diet or
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fail to cooperate with the physician’s recommendations in other ways. This problem
often starts linguistically—“the non-compliant patient” is a problem about which much
has been written. The language of “compliance” denotes an athmosphere of “obedi-
ence” and tends to set the tone. Patient’s lack of cooperation—a term that lends itself
far more appropriately to such situations than does the term of compliance or lack
thereof—needs to be explored in depth. Often patients may be unable on their income
to buy their medications or follow their diets. And often they are ashamed to “admit”
this. Many patients—and especially elderly patients—are “too proud” to admit to their
poverty and would rather forgo necessary treatment than admit to inability to pay. This
is something that physicians and other health care professionals must deal with with
great tact. Sometimes approaching the problem obliquely by a casual story can help
“open up” a patient and reveal the real source of the problem. At times drug compa-
nies can be talked into supplying such patients’ needs; at other times social workers
or associations of elderly or retired people can be of immense help. But simply pre-
scribing and then labeling as “non-compliant” the patient who, forced to choose be-
tween eating and buying the medicine, chooses food is, in our opinion, not fully
discharging one’s professional obligation towards one’s patients.

Sometimes patients have failed to understand (or have not been given) an ad-
equate understanding of their illness and the function that medication or diet has.
Sometimes (and this is rare but it does happen) patients simply lack either the rudi-
mentary education or basic intelligence to understand. A brief story will illustrate the
point. One of us (EHL) had a patient in his late 50’s are 60’s referred with a rapidly
expanding (and perhaps leaking) aneurysm. At the end of the consultation the patient
was taken into the consultation room and on hand of a blackboard and coloured chart
half an hour was spent trying to help him understand. Analogies like leaking inner
tubes, etc. were used and the discourse was frequently interrupted to ask for ques-
tions. There were none. At the end of this long explanation the patient was again told
that he surely must have some questions. At that point he said “yes, one doc: what’s
that thing pounding in my belly?” At that point he was admitted, asked to have his
family contact us and told that surgery would take place within two hours. This is an
example of soft paternalism: trying to prevent imminent harm from befalling a per-
son who simply did not understand.

There are, of course, steps to be taken before a patient is dismissed from one’s
practice and in a managed care type of setting this may be difficult. It is, we think,
well to try to find out what the patient is “saying” by his or her non-cooperation.
Understanding “where the patient is coming from” may be a most important tool in
handling such problems. Sometimes a blunt question as to “why are you doing this?”
is called for. Some patients may—and sometimes for deep psychiatric reasons—be
self-destructive. If possible we should try to understand the motives. Understanding
does not denote approval nor does it always solve the problem—but it helps. At times
non-cooperation denotes a patient’s fear of losing control. In the medical setting un-
derstanding may help us develop a strategy that allows the patient to feel in control
while cooperating with a therapeutic regimen.

Physicians are humans—not automatons. Dealing with uncooperative patients
is time-consuming and nerve-racking. It inevitably plays a part in the way the next
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patient will be approached. Physicians and other members of the health care team must
not forget that there is an “opportunity cost” (not in terms of money but in terms of
actual patience and understanding in dealing with the next patient)—time spent with
recalcitrant patients is time not spent with another patient who may very well be a
cooperative one. There comes a time when patients must be made aware of this. Phy-
sicians are obligated to conserve their resources and eventually may have to dismiss
such patients from their office. Dealing with the uncooperative patient is an unnerv-
ing experience and may very well detract not only from the care of such a patient him
or herself but may also “set the tone” for an encounter with the next patient upon whom
the physicians wrath is visited. Physicians and their coworkers are certainly obliged
to do what is reasonably possible—but dealing with the recalcitrant uncooperative
patient (who cannot or will not be helped) steals time better expended in taking care
of patients only too eager to cooperate. In a sense this is a profoundly ethical problem
for it robs patients who could benefit by spending time and more time battling with a
patient who has no inclination to cooperate

There is a small group of patients who are incapable of forming a lasting rela-
tionship with their physician or anyone else. These are most challenging patients and
these are the very ones who may “run out of physicians” willing to accept them as
patients and be forced to utilize episodic emergency room care. Nevertheless, physi-
cians and other health-care providers are not obligated (except in an emergency) to
provide care.

PATIENTS DEMANDING
INAPPROPRIATE TREATMENT

Unfortunately it is not rare today that patients present themselves to their physician—
not with a set of symptoms and a vague (and sometimes quite correct) idea of what is
wrong, but come convinced of a diagnosis and demanding a particular type of treat-
ment. At times they are right; often they are not. It is not rare that—after taking a proper
history, doing a thorough physical and ordering appropriate laboratory or other ex-
aminations, informing them of the diagnosis and prescribing a treatment different from
that which the patient wants—the patient demurs and insists on the medication he
wants. The frequent example is the request (nay, it is often a demand) for an antibi-
otic for a viral infection. A careful explanation very often will not convince the pa-
tient. Oftentimes physicians sigh and give in to the patient’s demands—this is done
to save time as well as to avoid losing patients. The general excuse is that “if I do not
do it, someone else will.” While that is undoubtedly true and while it may serve as an
explanation, it most certainly does not serve as an excuse. It is improper medicine
and good ethics starts with good medical practice.

Patients also frequently want to use over-the-counter medications or herbal con-
coctions about which the physician knows little and, in the case of herbal concoctions,
will generally have little luck in finding accurate information. Some of these may, in
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fact, be harmful. Others may not and may, in fact, be quite useful. What is lacking is
a disciplined study of these preparations. Physicians cannot stop patients from taking
these along with the prescribed treatment but they are certainly well advised to tell
their patients that they cannot be responsible for adverse effects and should record
this in the chart.

When physicians are asked to perform procedures (abortions, for example) or
prescribe medication (birth control or “morning after pills” for example) which are
perfectly legal but which happen to run counter to the physician’s personal morality,
physicians have an obligation to inform patients of this and to suggest that they con-
sult another equally competent physician. Many physicians will object even to refer-
ral claiming (not without justification) that referral helps the patient in what they
consider to be an immoral act. As is so often the case in ethics: there is no perfectly
good choice. When it comes to holding a patient hostage to the physician’s personal
morality or referring her to someone else it seems obvious that holding the patient
hostage is ethically the far more unacceptable choice. Indeed, when physicians have
such views, it is morally incumbent to inform the patient of this at an early visit—or
at the earliest opportunity, which ever comes first.

OVERWORKED PHYSICIANS
AND CME—AN ETHICAL PROBLEM

Physicians in general work grueling hours. They are socialized from medical school
forward not only to expect this but also to feel that they are not doing their duty if
they are not in truth overworked. Very few persons would chose to have a pilot who
just piloted a plane across the ocean pilot their plane back again. The decisions phy-
sicians make after continuously working for 12, 16 and sometimes 36 hours are not
necessarily “bad” (although they well may be) but they are not as apt to be as good as
they would be were they well rested. This is not only a problem of residency. It is a
problem that has afflicted medicine in residency and practice (at least in the west) for
well over a century.

Overworking people not only makes them apt to make decisions that are not as
good as they might be it also tends to make them less sensitive to the “non-medical,”
social or ethical problems their patients present. After all, when a person is called out
of bed after a half hour’s rest when they had previously been 20 hours on their feet,
their interest is to take care of the immediate problem and return to bed. Their pa-
tience with exploring values, getting to know the sick person as a person and not just
as a disease is, at that point, limited. Fatigue does not make people kinder—it makes
them, and quite understandably, anxious to get rest. In practice this is often not very
different from residency. A physician may be able to sustain working the entire day
and then being on call at night but he or she will neither do the best they can nor be
encouraged to then spend their spare time reading in the current literature.

It is a commonplace that physicians must keep up with the current literature in
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their field, attend continuing education sessions and remain “up to date.” Peculiarly
in many places continuing education is to be done in the physician’s vacation or other
“off” time. This is unfair—learning new material is at least as taxing as treating pa-
tients—and leads to undervaluing the process and to reducing it to something of a
sham. Many post-graduate courses take place in the setting of ski trips, cruises and so
forth. Two or three hours are spent in actual lectures and presentations and the rest are
devoted to whatever a particular resort has to offer. And often the post-graduate ses-
sions are skipped altogether. If we are to have a good health-care system then we must
begin to recognize that CME is as necessary and as difficult a task as patient care. We
must compensate physicians adequately—just as we do other professionals—for at-
tending proper CME courses and make sure that the courses offer sufficient content
and that they are in fact attended.

Good ethical practice starts with competence in one’s chosen field. Periodic re-
examination of some type would help accomplish such a task. But before we attempt
to make re-certification into a requirement for licensure or specialty practice we need
to carefully assess the questions or methods used to assess “competence.” In some
areas of the world most physicians spend some determined time practicing in some
other setting under strict observation. Thus the family doctor may have to practice in
a University type setting for a few weeks every few years and the Professor of Medi-
cine may be required to work with and under the supervision of a family physician.
This may yield a better understanding of each other’s problems and create a feeling
of collegiality among physicians. Making sure that physicians are and remain com-
petent and that they have an understanding of and for each other’s problems is the
basis for ethical practice. If the United States ever creates a just health-care system it
must also acknowledge the need for CME—and it must do so by reimbursing physi-
cians for post-graduate CME and not, as is now often the case, penalizing them by
taking such time out of their vacation time and expecting physicians to do it at their
own expense.

THE OBLIGATION OF PATIENTS

Throughout this book we have, in one-way or another, emphasized the obligations
healthcare professionals or society at large owe to their patients. We have emphasized
the importance of a team approach and suggested that where possible patients should
be in a partnership relation with health-care providers. Much of the literature of health-
care ethics has emphasized the same thing. Strangely enough, the obligations that
patients owe to the health-care team and others have been severely neglected.

In the little that has been written obligations such as truthfulness, adherence to a
prescribed regimen, etc. are emphasized; however, all such obligations are really self-
serving since proper healing depends on them. We would argue that since proper heal-
ing depends on adherence to these “duties” they are obligations owed to oneself—a
peculiar concept (see Chapter 3, on Theory).

Patients, by virtue of their illness, have not been absolved of all obligations but
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merely of obligations their illness may make difficult or impossible to perform. Fa-
thers, for example, have an obligation to support their offspring—but may not be said
to have this obligation when they are truly incapacitated. They certainly are not ab-
solved of the shared obligations of courtesy or considerateness of others which all
humans share. Patients, by virtue of being patients and expecting “state of the art”
medicine have obligations which, should they be capable, should be clear to them-
selves as well as to their caregivers. Patients—by virtue of being patients—have their
autonomy reduced and at times are loathe to make decisions deferring rather to the
wishes of their healthcare providers. They are not—as Eric Cassell wrote many years
ago—the same person as when well except for the knapsack of illness carried on their
back. But just because their obligations may be attenuated or changed, in no way
implies that they are relieved of all obligation—they will be relieved of some but will
also acquire a different set befitting their role as patients.7

Patients qua patients can be argued to have obligations other than self-serving
ones. They have certain universally accepted expectations of their healers and they
have benefited from the education and experience that their healers have enjoyed. They
expect that their children likewise will get competent and ethically appropriate care.
Patients play a crucial role in the education of physicians. For a patient to refuse to be
“used” by medical colleges to take a history or do a physical examination in the course
of their illness denotes that they want the benefits of rigorously trained professional
health care workers for themselves and their children but are unwilling to contribute
to their learning so as to benefit future others. Likewise in the setting of a teaching
hospital patients will be examined and treated by a hierarchy of residents and fellows.
Patients have every right to insist that such learning takes place under the strict obser-
vation (and, if need be, correction) of those who have become experts in their field.
Patients who refuse to give a history, have a physical examination and, perhaps, ulti-
mately have a procedure done by a closely supervised student or resident are either
saying that they do not value experts for treatment “down the road” (for themselves
and for their children) or they are saying that they expect others to do what they them-
selves would not permit to be done to their own body. If everyone felt this way, medi-
cine would simply cease to exist.

Being in a teaching institution has enormous benefits for the patient—benefits
of which they are often unaware. In a teaching setting numerous people will be exam-
ining, treating and above all discussing the patient’s “case.” When patients are in a
non-teaching hospital, they are taken care of by one physician and errors are far more
apt to occur. Someone in a University Hospital must make decisions that in a non-
teaching hospital are made in solo fashion. That someone making decisions in a non-
teaching hospital is generally their regular physician who has treated them before. As
good a doctor as he or she may be, they tend, like all humans, to believe their own
conclusions. In a teaching setting these conclusions are constantly open to re-exami-
nation and discussion and, therefore, errors are more often discovered, discussed and
corrected and are, therefore, far less apt to re-occur.

Likewise we have learned an incredible amount from autopsies, and having one’s
body used in this manner is a vital part of learning. The main purpose of an autopsy is
to find out not so much what he/she died of but what he/she died with. It is here that
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mistakes may be discovered and, hopefully, corrected for the future. Autopsies are
an invaluable part of teaching and learning. But they are a vital part of learning only
when good communication between the pathologist and the patient’s caretakers
exists. The autopsy, when properly done and properly understood by the team of
physicians who had taken care of the patient, can be a critically important teaching
tool. Teaching physicians to do a better job is, ethically speaking, of primary impor-
tance.

The percentage of patients who die in American hospitals and are not autopsied
has steadily gone up. Part of this is because the attending physician or resident asks at
the most inappropriate time—that is, just after the patient has died. Like advanced
directives this question ought to have been discussed long before the occasion. Bringing
in the idea that the way we suggest treating the patient is a piece of information gleaned
from autopsy data opens the door so that patients feel free to discuss the pros and cons
with their family, friends and physician. When the person asking for permission is
uncomfortable doing so or if they do not “believe” in autopsies for themselves, body
language will soon convey this to the person being asked to sign the permit.

CHRONIC ILLNESS

One of the triumphs of medicine (and we are not in the least being cynical here) is the
creation of chronic disease. In times not so long past, patients with diabetes, hyper-
tension, rheumatoid arthritis, severe congestive heart failure, Alzheimer’s disease as
well as many other disease states would not long survive, but die either of their pri-
mary disease or of some inevitable and then untreatable inter-current illness, usually
an infection. Premature children such as those routinely treated today simply did not
survive and severely deformed children likewise had a bleak future. When an inter-
current illness occurred (generally an infection) patients quickly died. The fact that
this does not occur today—or occurs with far lesser frequency—has brought about a
large number of quandaries many of which are discussed in other portions of this book.

In this brief section we do not wish to re-discuss the problems posed by not start-
ing, stopping, etc. treatment in inter-current illness in patients whose underlying dis-
ease already is only questionably tolerable (to themselves) and who do not have
decisional capacity. Rather we want to look briefly at a difference in the physician–
patient relationship as it occurs in the course of treating chronic illness over years. It
is here that a partnership type of model is the most appropriate. Of course, it is never
a true partnership because a true partnership presupposes equal power. Inevitably—
and no matter how much the patient reads, informs him or herself on the internet or
otherwise comes to know about their illness—they can, in certain ways, never be as
informed about the biomedical facts of their disease and what that implies for them as
is their physician.

This, of course, is an epistemological question: “what does it mean to know?”
Knowing, we suggest, has several components among which “facts” are only one. True
knowing has an experiential component as well as a component that we would call
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“integrative.” Persons may be able to describe coronary disease quite accurately but
nevertheless be unable to deal with it adequately because they lack experience in doing
so and because they lack the knowledge about other organ systems and diseases which
must be factoured in when developing a treatment plan. Furthermore, even physician
patients who are specialists in their own diseases are ill equipped to treat their own
disease: one cannot be objective about an intrinsically subjective matter.

Nevertheless, in chronic disease a well-informed and intelligent patient who is
well aware of his own lack of experience and understanding of other organ systems
or one who has even more understanding by virtue of herself being in that field can
do much to enrich the partnership and deal effectively with that disease. Physicians
are well advised to make this partnership model explicitly clear to the patient. Too
often today speaking to the patient is much underrated as a therapeutic modality.
Despite many of our technical paraphernalia, the relationship between the healer and
the patient contributes much to healing and, when “cure” is not possible (as it is not in
chronic disease), at least as much to well being. It is, therefore, essential that physi-
cian and patient have sufficient time not only to speak with one another about imme-
diate treatment but, likewise, to spend a small amount of time to chat with one another
as humans. Our current system of medicine (see sections on managed care as well as
Chapter 8) makes this nearly impossible. If physicians are truly interested in practicing
ethical medicine—for treating chronic illness ethically requires, above all, time—they
are obligated not simply to throw up their hands and blame the system but to unite
and do all within the power to change the system within which they perforce must
operate.

Patients—especially those with chronic illness—will often be tempted to go to
alternative practitioners or try alternative medicine. Insofar as their use of some herbal
remedy or incantation is not harmful to them, there is no reason why physicians should
not “go along” with this peculiarity as they would with many others. And sometimes
things that we do not understand—acupuncture is an example—may, when delivered
by persons trained in the procedure, be of benefit. When, however, patients wish ei-
ther to substitute such medications or procedures for those that are prescribed or to
take some medication that is clearly not medically indicated, a physician practicing
ethically cannot approve this. When patients demand such treatment the partnership
has failed—probably somewhere long before such a demand has even been made.
Patients often seek alternative care because the alternative practitioner does one thing
that physicians (for whatever reason) often fail to do—talk to the patient as a human
being and not treat them merely as the host of a challenging disease.

It is sometimes useful in groups whose culture is totally different to involve the
“healer” and to accept him or her as colleague. One case will illustrate this—a child
with a Wilm’s tumor (whose prognosis while hardly wonderful is far less bleak than
a couple of decades ago) should have been operated. The parents refused on cultural
and religious grounds. It was suggested that the healer (or shaman) come to a confer-
ence where the case was discussed. He received a white coat and was treated like a
colleague. X-rays, lab work and the results of other studies were discussed and made
clear. At the end of that discussion the Shaman turned to the parents and spontane-
ously said “they can do better than I; go ahead.” The secret here (and we are not im-
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plying that it will always work!) is that the Shaman was treated respectfully and as a
colleague who, after all, had the same goals as the medical team—the survival of the
child. He was not treated condescendingly and the discussion was not allowed to turn
into a power play of battling egos.

Managing chronic illness is part and parcel of orchestrating life. It requires more
than merely biomedical interventions. People with rheumatoid arthritis, for example,
can often be greatly helped by architectural changes (see Chapter 11), diabetic pa-
tients may need not only the help of a dietitian sensitive to ethnic habits and prefer-
ences but often (especially in their ‘teens) the help of psychologists familiar with
treating patients of this sort. It must be, in other words and as is so commonly the case
in medicine today, a multidisciplinary effort.8

Depression—overt or hidden—is a common symptom when dealing with chronic
disease. Often it is a perfectly “normal” response to “bad news;” sometimes it is en-
dogenous and can complicate the diagnosis and hinder recovery. Referral to a psy-
chologist or psychiatrist may be of great benefit. Patients—because of an enduring
hostility towards and skepticism of psychiatry—may feel abandoned by such a refer-
ral. Here, once again, the language is critical. When the physician first speaks of
psychiatry, many patients are convinced that their physician believes that “it” is “all
in their head.” It may be more fruitful to open the conversation by saying “I have a
problem fully understanding your case and this referral will help us sort out whether
any psychological problems in your response to illness may be adversely affecting
therapy.”

MANAGING CHRONIC PAIN

The most frequent reason why patients (other than routine preventive care, eye-glasses
and so forth) come to see their physician is “pain.” It may be slight; it may be de-
scribed as burning, as with peptic ulcer disease, but ultimately it comes down to dis-
comfort, dis-ease, etc. And often it is outright pain. Addressing the underlying disease
can often and most successfully relieve such pain—the pain of peptic ulcer disease,
hernia or bursitis can be well addressed by dealing with the underlying disease in
medically obvious ways. While the disease is being dealt with, however, the fact that
the patient’s complaint was pain must not be forgotten: if relief by taking care of the
specific problem can be expected to take more than a short time and if the pain is truly
troublesome, then treating the complaint of pain while treating the disease should not
be forgotten. That, for medical reasons, may not always be possible; but when it is,
even for a short time, it demonstrates to the patient that the physician is at least as
interested in the patient who has the disease as he or she is in the disease itself.

The patient may enter the hospital because of intolerable pain from bursitis and
during admission a highly interesting (and possible far more important) abdominal
mass may be found. Investigating such a mass must be done if physicians are to do
their job well. But there is no reason to ignore the patient’s chief complaint while
investigating the far more interesting and probably far more important nature of the
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abdominal mass. Indeed, we have seen patients be quite uncooperative (to the point
of signing out against advice) because their pain was essentially ignored.

Many of the chronic problems that the physician sees in his or her office are,
however, pain from an underlying disease for which no specific curative therapy is
possible. Rheumatoid or very severe osteoarthritis, chronic severe back problems not
amenable to surgery—there are many such problems. Often physicians can deal with
the pain of these conditions with agents that are not narcotic, with physiotherapy, or
by helping the patient alter their lifestyle. Simple maneuvers or at times NSAID’s
may bring the patient sufficient relief and allow the patient’s daily activities to con-
tinue. But there are a not inconsiderable number of patients in whom this is cannot be
done and in whom pain is so severe that function is grossly diminished. Often it is a
pain no less severe than that of malignant metastases and yet physicians are often afraid
to deal with this type of pain the same as they would with malignant disease—that is,
by giving an around the clock dose of narcotic agents adequate to treat the pain but
not sufficient to interfere with the patient’s daily life. And yet there is ample proof
that such treatment improves their efficiency and allows them to enjoy a tolerable
quality of life. Adjusting the medication is an art that, in the usual case, is not a diffi-
cult one to learn and in the more complicated case sometimes deserves referral to the
pain clinic. But a large number of physicians (and this despite the fact that it is well
known in the literature) will not prescribe “opiates” which in many cases would be a
most helpful thing to do. Physicians’ opiophobia can have a number of causes: a fun-
damental misunderstanding of narcotics, pain and addiction or the fact that govern-
ment agencies have made the prescription of adequate narcotics for legitimate purposes
at times more difficult than obtaining “street drugs.”

An experiment done within the last few years ought to be a lesson: A group of
persons had their mental capacities and response to threatening situations while driv-
ing rigorously tested. They were then divided into four groups: “normal,” “nurses
coming off an eight hour shift,” “patients with well managed pain from malignan-
cies” and “patients whose pain was poorly managed.” It is not surprising that those in
the “normal” group did best. It is startling that those next best—and rather close—
were patients on regular doses of opioids with well-controlled pain and that, those
with pain that was only sporadically and poorly managed were considerably worse. It
is, however, startling that nurses coming off a long shift were the worst off.9 If physi-
cians fear that putting patients suffering such pain on adequate round the clock doses
of medication will lead to poor functioning they are empirically wrong. If they fear
habituation by the patient they may be right in a rigorous sense: yes, as long as the
cause of the pain is not alleviated it will interfere with function. Giving them an agent—
no matter what called—which alleviates the pain and allows improved function is, in
fact, good medical practice.

We are, then, dealing with a multifaceted set of problems—all of them having
an ethical component in that inadequate action by a physician or inappropriate laws
by a system prevents the proper care of a suffering patient. And it is a problem that, in
terms of human suffering as well as a significant decrease in human productivity, is
not small.

Pain control, since it is such an important part of medical practice, should not be
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left to being accidentally learned while treating patients. It should be a disciplined
process taught from its basics in medical colleges to its specific application in dis-
eases physicians deal with in their specialty education. When physicians have a basic
misunderstanding of narcotic agents, proper use can be learned as can any other medical
skill. The fact that effective pain management is simply not taught in a systematic
fashion but is left to be “picked up” along the way is indeed an ethical problem and
one that medical boards as well as medical educators have neglected. Medical boards,
one would think, would consider improper pain management as much a problem of
malpractice as they would improper management of pneumonia and would see that
remedial educative action (rather than merely, often ineffective punitive action) is
taken. Inadequate management of patients’ pain should be regarded no differently than
is inadequate management of hypertension or pneumonia. At the same time, medical
bodies (state societies, specialty societies, etc.) ought, if they are serious about their
obligations to the public, bring pressure on the legislature to pass and enforce laws
aimed at preventing, as far as that is possible, the illicit use of narcotics while facili-
tating the proper use of narcotics.

PUBLIC HEALTH

Physicians who choose to enter Public Health may feel themselves in a quandary: on
the one side, the benefit or harm done to individual patients, and on the other side the
obligation of safeguarding the health of many both locally, nationally and interna-
tionally. Part of their obligation is to help make rules or laws that, at times, may con-
flict with the good of an individual patient. When making such rules one of the essential
components is to allow enough “elbow room” to the practitioner within these rules to
exercise good medical judgement as well as to provide ready access (for particular
reasons in a unique case) to a process that permits setting aside such rules in that in-
stance. Both carry with them the danger of nepotism, which could be partially corrected
by mandating an “after the fact” review. While this sounds clumsy, such instances should,
in a well-constructed system, be rare.

Public health workers owe their primary obligation to the community at large
rather than to the single patient within it. This is akin to the experimenter whose pri-
mary obligation is not the individual patient but the experiment and, therefore, the
gathering of new “truths.” Likewise it resembles the conflict of interest in organ trans-
plantation that has been ameliorated (certainly not “solved”) by having two different
teams (those who care for the patient and those who will harvest his/her organs) in-
volved.

Ethically speaking the progress made through experimentation is an imperative.
We as physicians clearly have the obligation to practice the best medicine possible
today and to do all we can to improve it tomorrow. This is the case whether we exam-
ine the issue from a deontological, utilitarian, Deweyan or any other perspective. To
stop experimentation and innovation is, in a sense, Hubris: it states that our current
practice is as perfect as it might be when, in fact, our ability to help the individual
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patient continues to be limited. Public health workers, furthermore, are confronted
with the nature of their constituency.

Obviously local health officials owe their primary obligation to whatever local-
ity they are in and national public health workers (for example the CDC) to the na-
tion. Ultimately, however, their constituency is the population of the world and not merely
their locality or their nation. In part this obligation is grounded by the fact of our long
exploitation of now developing nations that has left them with deplorable conditions
that now threaten all of us—the AIDS epidemic which has devastated parts of Africa
cannot be confined to arbitrary borders and other transmittable diseases cannot be stopped
by forbidding tourists to bring back food, etc. The fact, for example, that malaria con-
tinues to be rampant in some areas of the world because we have failed miserably in
draining swamps where we could easily have done so threatens all of us.

IMMUNIZATIONS

Occasionally parents refuse to have their child immunized. Vigorous immunization
laws have essentially wiped out certain diseases. Of late some patients (and in grow-
ing numbers) refuse immunizations for their children. This is a classical “free rider”
situation. The reason why certain infectious diseases have virtually vanished is due to
an immunization program and the fact that the un-immunized today also are unlikely
to contract such a disease is due to the responsible behavior of their neighbours. To
effectively deal with certain diseases (diphtheria, poliomyelitis, tetanus, etc.) requires
a pool of immunized persons, which prevents the disease from establishing a foot-
hold.

The “free rider” phenomenon is ethically problematic for it is predicated on
most people “paying the fare.” Thus not having your child immunized endangers
the child but when the “free rider” phenomenon begins to proliferate it eventually
endangers everyone. Autonomy can be carried too far. Certain immunization laws
will interfere with the parent’s religious or other beliefs. Allowing them to escape
a rule that applies to everyone else violates a sense of community. There is, as is so
often the case, no truly good answer. Immunizing a child against the parents’ will
(not allowing him into play-school or school without proof of immunization for
example) undoubtedly decreases the parents’ “right” to do with their children as
they deem fit. Not immunizing because of a parent’s idiosyncratic objection, how-
ever, sets them apart from the community from which they would (were their child
stricken) justifiably expect help.10,11

“UNNECESSARY” TESTING

Many of us were still brought up in an era in which lab tests and X-rays were used
indiscriminately and in many instances they still are today. In residency one’s patient



325Common Problems in Everyday Practice

was essentially “required” to die in electrolyte balance! This fact is an excellent ex-
ample as to how, before proceeding to rationing, we need to rationalize. When one of
these authors trained we were compelled to predict the outcome of tests ordered—to
commit ourselves in writing. For if we were wrong this could mean but two things (1)
the laboratory had made a mistake (hardly unheard of!) or (2) our evaluation of the
case was faulty (also by no means rare!).

In today’s arena much of the overuse of technology is due to the time constraints
put upon physicians by various forms of managed care. When pressed for time it is
easier to quickly order an MRI than it is to take a careful history and do a careful
physical examination. The irony is, however, that reimbursing physicians adequately
for the time spent with patients ultimately may also be less expensive! Good, ethical
medicine above all requires sufficient time to listen, examine and think—not to “plug”
the patient into some gadget that we hope will do it for us. If we really have no notion
of what we should be asking, we are apt to receive either no answer or one that is
misleading. If good ethics starts with good facts—as we insist that it does—then we
need to provide physicians with sufficient time to use the most important tools in
medicine: listening, examining carefully, reviewing the literature, and thinking.

There is another side to this question. Many advances have been made and much
has been learned because curiosity and imagination prompted physicians to order a
test or do an examination which standard care does not call for. We do not suggest
that elaborate testing should go on without proper indications or where it poses even
a slight risk to the patient. But having drawn a tube of blood, getting yet another test
not called for by “guide-lines” but prompted by the curiosity of the physician is in the
long run beneficial—if only because it keeps curiosity alive!

At this writing and while tests (especially in hospitalized patients) may still be
over-utilized, the problem under managed care has been the difficulty that physicians
encounter in ordering appropriate tests. Many an examination that should have been
done is left undone because “the hassle factor” has caused both patient and physician
to forego an examination or not to have a consultation when they ought. This “hassle
factor” may well save money in the short term, but has ultimately cost lives.

GUIDE LINES VS STRAIGHT JACKETS

The use of “guide lines” and of “evidence based medicine” has become very popular
in the last decade.12,13 Unfortunately—if we want to be truthful—both have been largely
used as a cost control mechanism rather than as being aimed at benefiting the patient.
Guidelines all too quickly turn into straight jackets with the physician apt to be “called
on the carpet” if he/she deviates. “Guide-lines” are applicable to a standard patient
with a standard disease. A good physician does not treat a standard patient but treats
a specific individual with a specific short and long term history and with a particular
social or employment background which puts them at greater or lesser risk of par-
ticular diseases.

Guidelines can serve well as “check-lists” to make sure that nothing has been
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forgotten. They tend to be minimalist and to reduce treatment and investigation as
much as possible. In being simply a set of standard procedures they are apt to prevent
physicians from individualizing care. They are used more and more frequently in in-
vestigating a patient’s complaints. When a patient comes with a headache or some
other complaint he or she is “plugged into a flow chart” or treated as a “case of” X.

The advantage of guidelines is that they may serve as check-sheets to make sure
what is minimally necessary has not been forgotten. The danger of guidelines is that
(1) they can serve as a substitute for thinking through a problem and arriving at a proper
differential diagnosis and a reasonable and well thought out therapeutic approach and
(2) they quickly become not the minimal, but the maximal standard of care. “One size
fits all” generally works poorly when it comes to clothing, and it fares no better when
it comes to taking care of patients.12

DRUG COMPANIES
AND  FREE” GIVEAWAYS

Physicians as well as other health-care professionals need ongoing education. Much
learning takes place informally over coffee-cups. Much takes place in a setting of post-
graduate courses. Under our present non-system physicians are supposed to do this
unpaid and on their vacation time. This poses a host of ethical problems—not the least
of it being that pharmaceutical companies are apt to send physicians to such courses
that then turn into 20% learning and 80% leisure activities, etc. Information at such
gatherings is not false—but it is, of course, slanted so that a higher sale of whatever
product is being sold can be anticipated.

Drug companies do a lot of subtle brainwashing. They also do a bit more than
this. The attempt to suppress research findings not favourable to the company having
funded such a project is only one of the ways of controlling the ultimate prescription
habits of physicians. Physicians may be influenced by being given cheap ballpoint
pens or bookmarkers or allowing drug companies to supply lunch at resident meet-
ings. We truly do not perceive this as a major problem—albeit it may be the “camel’s
nose under the tent” which subtly inclines people towards one rather than another
product. As such, one ought to think about allowing or disallowing this practice.

When it comes to funding huge research projects or building research buildings
the possibilities of seriously affecting the nature and quality of research and, there-
fore, ultimately of practice becomes far more serious. And yet, research has to be
funded and the funds provided by the government are now minimal in comparison to
those drug companies have to offer.

In the last few years drug companies have spent enormous sums of money ad-
vertising prescription drugs in lay magazines and suggesting to patients that they bring
pressure on their physicians to prescribe such drugs. The monies spent in such adver-
tising are tax write-offs and are, eventually, born by the patient. Physicians, already
harassed by time constraints and rules and regulations of their organization, are often

”
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inclined to give in rather than to argue with their patients. This, however, is poor
medicine. It is again in part the physician’s doing but in a larger sense is the doing
of a system that restricts the physician’s elbowroom of time and possibility beyond
reason.

The cost of drugs today—which have escalated beyond reason and which differ
drastically from country to country for the same product—are fobbed off by the stand-
ard excuse that enormous amounts of money are spent on developing new drugs and
on research. Before one can agree or disagree one needs to have a clear definition of
what research is and what it is meant to bring about. A slight change in molecular struc-
ture of a tranquilizer or loop diuretic so as to get by the patent laws may be research
in a limited sense—but it is research conducted mainly to profit the company and not
to benefit the patient. Much of what is called “research” has that aim. Drug compa-
nies—like all companies—legitimately wish to make a profit and to make as much of
a profit as possible. And yet drugs (and medical equipment) are essential to good patient
care, which, in turn, is of vital interest to the community and its members. It may well
be that the community ought to consider strict communal control of drug companies
and regulation of prices.

CURIOSITY AND IMAGINATION

The beginning of almost all thought is curiosity stimulated by an external or internal
stimulus (e.g., a thought, a memory). Scientific as well as other progress is initiated
by curiosity and approached through imagination. Here, we think, is the distinctive
difference between human and other higher animals. It seems—albeit we can certainly
not be sure—that humans wonder not only where a specific light is coming from but,
further, also about the nature of light itself. There is no evidence that other higher
animals do this—albeit there is no real evidence that they don’t. Likewise higher ani-
mals other than humans—as far as we know—have no idea of the history of their spe-
cies nor seem to show any curiosity about this.

All thinking begins with some perception—be it perception of an external event,
a memory of a prior occurrence or an imagined event or object. For example, we notice
an object and curiosity brings us to look at it more closely and then to use our imagi-
nation to present a variety of possibilities of what the object or impression might be.
Our ability to think logically and in categories narrows the options until we finally do
recognize the perception for what it is. In human thinking perception, curiosity, im-
agination, reason and emotion interconnect in forming a judgment.

Medicine and health-care ethics would be lost without curiosity and imagina-
tion. A differential diagnosis requires curiosity and enlists imagination as it brings
what we have learned into sharper focus. In health-care ethics our curiosity (or, if you
will, sensitivity) recognizes that a problem exists and our imagination begins to present
us with a variety of options as well as the pros and cons of each. It is a sorting and
sifting, and in that process (which includes searching the literature and conversing
with others about the problem) not only can we handle the problem more readily, but
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we can also continue to grapple with it to reach a better solution in a similar case the
next time around. As we begin to use our reason tentatively to accept or reject what our
imagination has offered, our emotions, feelings, past experiences and what we have
learned in the past help us formulate a judgment about a particular situation. We may at
some point act on such a judgment fully realizing that such acting is just another step in
dealing with a problem which has no eternally true answer chiseled in stone.

Our current emphasis on taking care of merely the immediate problem and not
“wasting time” by thinking beyond its immediate solution of necessity dulls the phy-
sician’s mind and is ultimately of great harm to the public at large. Not only does it
tend to stifle good patient care for individual patients; it tends to discourage thinking
of new ways of dealing with old problems. Physicians ought to be given the time to
research the problems they encounter, to look back and see how former civilizations
and cultures dealt with such problems and emerge as better physicians, better able to
understand—and therefore to cope—with similar problems in the future.

Our current system discourages physicians from allowing their curiosity and im-
agination to develop. In such a system curiosity and imagination should be tightly reigned
in: If the answer to a question does not directly affect dealing with the patient being
taken care of at the time, it is not relevant and there is no reason to ask the question.
However, if the system (managed care is a perfect example) succeeds in creating the
habit of thinking only within a very narrow framework and seeks to keep the physi-
cian’s nose to the grindstone of immediate practice, it will eventually have done medi-
cal progress a great deal of harm. Many—if not most—of the greatest advances in
physiology, medicine and biochemistry were made because of a physician’s curiosity.14

What divides us from other higher animals, we have suggested, is our ability to
have a history and to understand it and our ability to wonder not only about a thing,
but also about the nature of things. To suppress what is truly human about the profes-
sion in order to reduce costs (and increase profits for those outside the patient–physi-
cian relationship) seems ethically problematic and in the long run pragmatically
counterproductive.

SUMMARY

The ethical problems in every-day practice are rarely discussed in the literature. In
part this is because they are considered trivial, in part because they lack the “pruri-
ent” appeal of more flamboyant problems and in part because their solutions are at
best still unsatisfactory. Many are system related problems in which the fact that phy-
sicians should do all they can to change the system is uniquely unhelpful in dealing
with the immediate problem. And yet changing the system, keeping involved in bring-
ing about changes, refusing to accept today’s shameful lack of care for millions and
refusing to allow medicine to be practiced by non-medical people (as insurers do when
they “permit” or “disallow” certain tests or treatments for certain patients) is ultimately
the only long term and never finished answer for many of these problems. Physicians
and other health care workers need to remain involved in fashioning and maintaining
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a system in which sufficient elbowroom to practice ethical medicine is given. Remain-
ing involved may range from being advisers for the community to acts of civil diso-
bedience when no other course remains open. There is one thing physicians and health
care workers cannot, in today’s society, countenance: not doing the best possible for
a patient in order to increase the profit of managed care organizations.

The most that one can say about any of these is (1) that health-care workers need
to think about and then have the courage to apply their priorities to concrete situa-
tions, (2) that being the patient’s advocate may, at times, entail unpleasantness and
(3) that—trite as it may sound—only pushing to create a system which makes proper
ethical practice possible can ultimately achieve what all health-care professionals seek:
sufficient time and space to deal appropriately with the many daily ethical problems
they must face.
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Resolving Ethical
Problems: An Introduction
to Individual Cases

REVIEWING THE FORMAL STRUCTURE
OF THE AUTHORS’ APPROACH TO ETHICAL

DECISION-MAKING

The Model

In the past we have dealt with a general “travel agent” model that analogized the process
of problem solving to the process of asking and answering three questions of seminal
importance:

1. “Where have we come from?”
2. “Where are we going?”
3. “How can we get there?”

To reiterate and expand upon our earlier discussions, the first question is concerned
with what we cannot change about the case—its history (which also includes the pa-
tient’s diagnosis). This first question must be answered before moving to the second,
which concerns the patient’s bio/psycho/social good—part of which (prognosis) of-
ten cannot be modified and part of which can be, given a cooperative milieu between
patient and care-givers. The third question usually has a choice of alternatives—even
though sometimes limited or less than desirable—and it can be addressed only when
all resources in answering the first two questions have, at least for the present, been
exhausted. Because we can’t often have the certainty we would like, we will some-
times have precious little to work with—so it is essential we get as much information
from the most appropriate and reliable resources as we can.

13
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A Homeostatic Approach,
A Bio/psycho/social Perspective

Though basic, each of these questions helps to identify a very complicated set of con-
cerns having, in turn, at least three distinct parts:

1. The biological aspects
2. The psychological aspects
3. The sociological aspects

Knowing the relevant biological aspects of the case is crucial. Therefore, it is the re-
sponsibility of the appropriate caregiver(s) in charge of the patient’s case to clarify
the patient’s biological diagnosis and prognosis. From the standpoint of those doing
the ethical analysis, the biological facts of the case are ordinarily treated as ‘givens’
of the case. For most issues, this is adequate, since the biomedical concern for those
focusing on the ethical analysis (we refer especially to Bioethicists or to members of
ethics committees) is limited to assuring that every usual, reasonable and customary
effort has been made to identify them. In other words, every effort is made to assure
that the proper specialists have been consulted and that there is enough objective data
to warrant consensus among the caregivers about the physical diagnosis and progno-
sis and the reasonable treatment alternatives.

Knowing the psychological aspects of the case is also essential. The patient’s,
the patient’s significant others’ and even, at times, the caregivers’ beliefs, motivations,
needs, preferences and perceived or factual ‘obligations’ to others figure prominently
and, thus, are critical to understanding the operative dimensions of a case.

Finally, central to understanding the setting within which the problematic case
evolves and develops its significance are the sociological aspects of the case. This area
includes laws, institutional and cultural mores and social customs of the specific com-
munity of which the patient is a part. Any religious affiliation the patient has—and,
sometimes, even one a given caregiver may have—can be a significant part of the
problem for a patient. Increasingly, as we have tried to emphasize, economic consid-
erations play an important role in the lives of patients and their significant others.

All of these aspects need to be systematically addressed and their ethical relevance
assessed, as those first three questions are being asked and answered. The role that
diverse values, norms and principles may have played in informing and guiding the
unique and complex lives patients have created for themselves (with the assistance—
both tacit and explicit—of the democratic community of which they are a part) must
never be ignored or denied.

As if this were not difficult enough already, when doing ethical analysis clini-
cians—just like their bioethical consultants—must always be mindful of the fact that
they are not the primary decision-makers. Rather, they are clinical advisors and
consultants only. In addition, while the primary role of advisors and consultants in
health care ethics is to help patients, and/or their significant others work with the health
care team towards a resolution that is the least ethically problematic for all concerned,
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the patient must never be abandoned. Thus, any ethics consultant’s advice should be
confined to pointing out alternatives that are not ethically inappropriate, even when
some of those alternatives might not agree with the consultant’s own personal beliefs
or choices. This is one of the most difficult intellectual habits for persons involved in
the process of ethical consultation and analysis to develop, no matter what their field
of expertise.

A BRIEF DIFFERENTIATION
BETWEEN  BIOETHICISTS, ETHICS
CONSULTANTS AND MEMBERS

OF VARIOUS KINDS OF ETHICS COMMITTEES

Bioethics Committees

In general, ethics committees are constituted to help health care clinicians, patients,
significant others and the community to make better-informed decisions about health
care options. Although members of such committees need be neither ethicists nor
philosophers, they ought to receive sufficient training in the language and method-
ologies of these disciplines in order to function adequately. As a result, the diverse
needs, interests and values of all of those relevantly affected will be better appreci-
ated and more adequately and equitably represented—this includes the recipients of
health care, their significant others, the providers of that health care (individual as
well as institutional) and, eventually, the community at large.

Generally speaking, an ethics committee’s function is threefold: educative, con-
sultative and supportive. Specifically, it addresses these responsibilities in the following
ways, and in the following order of importance:

1. In the course of educating itself, it also educates health care staff,
patients, their significant others and the community at large about
relevant ethical issues and the tools by which such issues might be
recognized, critically analysed and resolved

2. It assists with institutional policy review by helping to develop,
review and up-date relevant health care policies with an eye to
making them more humane and sensitive to the vulnerabilities of
those relevantly affected

3. It provides consultation and support for health care staff, patients
and their significant others in health care decision-making by
helping all parties concerned to develop the sensitivity and insight
necessary for a systematic identification and critical analysis of
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aspects of individual cases that have become ethically troubling
and to construct ethically defensible strategies for the resolution
of such cases, viz., strategies that allow the individuals involved
to be led by the dynamic of the ethical inquiry into the case rather
than simply by their own predetermined expectations and/or
interests

We have consistently defended the view that ethics committees, once they are well-
functioning and working at peak efficiency, will spend most of their time actively
pursuing the first set of responsibilities on the list: their educative responsibilities.
This always seems rather surprising—perhaps even a little disappointing—to our
audiences! And, most ethics committees that we have observed do, indeed, spend most
of their time occupied with the third set of responsibilities. Obviously, when such
committees are first constituted, it is the third responsibility—usually in the form of
case consultations—that seems to occupy most of the committee’s interest, and there-
fore, attention. Presumably, teaching others about ethical sensitivity, ethical concepts
and the philosophical tools available to help them better recognize, discuss, evaluate
and resolve ethical issues and cases is not as exciting as rushing in to do an ethics
consult—somewhat like superman flying in to the rescue! But if the ethics committee
is doing its job properly, the volume of case consultations should actually drop sig-
nificantly within the first three years of the committee’s existence—and this requires
sustained and ongoing commitment and hard work: a much more dedicated, effec-
tive, though less dramatic kind of heroic rescue.

Institutional Review Boards

Because the goals of therapeusis and the goals of research may differ significantly,
institutional review boards (IRBs), unlike ethics committees, focus more narrowly
on experimentation and research. Thus, the constitution of the members is generally
more homogeneous, viz., researchers of various stripes. To be acceptable, all research
must be approved by an IRB. If they are to function properly, IRB’s must not only
deal with ethical standards or concern themselves about informed consent, but should
also ascertain that the experiment is scientifically sound, that it stands a reasonable
chance of producing the information sought, and that the experimenters involved are
well-qualified. Until such preconditions are met, no experiment can be considered
ethically sound.

All institutions conducting human research are expected to have and routinely
utilize such IRB’s. This is a laudable, but hardly foolproof step forward. IRB’s are
composed of people, and even at their best, people are not entirely impervious to
political pressures or unmindful of the fact that their colleague, whose research they
must evaluate today will in all likelihood be the person evaluating their own tomor-
row. Furthermore, passage by an IRB does little to solve the quandary in which re-
searchers find themselves when they must look out both for a particular patient’s
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welfare and for the welfare of their experiment. Inevitably there will be times when
they are caught between two mutually exclusive—or at least somewhat mutually con-
trary—goals. Thus, it is unfortunate that, in most health care institutions today, there
is virtually no interaction or even an overlap of committee membership between eth-
ics committee and IRB.

Organizational Ethics Committees

On the other hand, yet another kind of ethics committee has more recently evolved:
the organizational ethics committee. Organizational ethics is a relatively new phenom-
enon in health care ethics that questions what it is to be an ethical organization. That
is, it assumes that there is more to behaving ethically responsibly in the health setting
than merely treating patients, their significant others, professional colleagues and other
relevantly affected persons with sensitivity and compassion, and it concerns itself with
the benefits and burdens that the broader organizational structure itself has on the
individuals it is supposed to serve. Hopefully, organizational ethics committees will
reward rather than frustrate whole-hearted ethical inquiry and dedicate themselves
to promoting a just and equitable ethical environment conducive to good patient-
centered care rather than allowing themselves to become merely a handy “hang-out
shield” for promoting and protecting the narrower interests of the organization—but
that is a chapter that can only be written in the future.

Professional Bioethicists and the
Role of Health Care Ethics Consultants

We wish to make only two brief remarks here—first, about the discipline as a profes-
sion and second, about the role of the bioethicist as consultant. As to the first: Health
care ethics is a discipline that hopefully is on the way towards becoming a profession
in the true sense of the word. Professions have their own body of theoretical knowl-
edge and their own literature—which, indeed, the field of bioethics is rapidly develop-
ing. But professions also accept certain special social responsibilities (some of which,
we have long argued, bioethics has largely evaded), have criteria for and ways of equi-
table evaluation of who is and who is not considered a bona fide member of the profes-
sion, have standards of scholarship and practice and have methods of internal control.
To date, bioethics lacks at least some of these central features. Furthermore, many whose
understanding of the field is meager at best currently claim membership in this “guild.”
Hence, it is little wonder that many have come to view the “profession” of bioethics
with skepticism.

As to the second: Ethicists are not here to “answer questions” in the same way that
textbooks or manuals are here to “answer” technical questions of practice. Ethicists help
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to clarify problematic situations by helping think through questions, analyzing logi-
cal process, questioning blindly held assumptions, and asking questions that may help
clarify attitudes towards and perspectives about a given issue or problem. As we have
reiterated many times before, there are no “right” answers (albeit there certainly can
be wrong ones). What ethicists can do is to help work through to a set of not inappro-
priate courses of action. The final responsibility, of course, remains and must remain
with the person who ultimately must act—albeit that all those who advise him or her
share in that responsibility.

THE APPLICATION:
FLESHING OUT THE FORMAL STRUCTURE

Here we want only to say a few more words about the analysis of the specific cases
that follow. How does one go about analyzing an “ethical” problem? Problem solv-
ing, in whatever discipline, is, as John Dewey so aptly pointed out, a system of in-
quiry whose method is not radically different no matter what the problem—albeit it
might look quite different, depending on the particular subject matter under discus-
sion.1 Health professionals are well acquainted with solving problems. In the process
of making a differential diagnosis or determining a course of treatment, the same sift-
ing-and-sorting process takes place. It is a dialogical process in which various hy-
potheses are advanced and tested in relation to the known—and evolving—“facts.”
As a given hypothesis or “solution” (say, “I think the patient has pneumococcal pneu-
monia”) is advanced, it provokes questions (say, “Was there a shaking chill?” or “Is
there rusty sputum?”) that the inquirer asks of the database. The answer, then, may
confirm or refute the hypothesis: It may show that the “solution” or “answer” is more
or less likely to serve under existing circumstances.

Further, the answer may itself stimulate the formulation of additional hypoth-
eses, which must in turn be tested against the database and against each other. The
“result” or “decision” is the product of internal and/or external dialogue in which the
“conversation” does or may include history and the result of physical examination,
reference sources, and the views and opinions of other professionals as well as those
of others legitimately concerned with the case. Eventually all of this information (the
result of the initial dialogue with others and with oneself) is resolved in an internal
dialogue.

Values are not neglected in this process. Clinically, we assign different levels of
importance to different hypotheses depending, among other things, on their likelihood
and on the necessity for immediate action. (Say, the hypothesis of a dissecting aneu-
rysm, although unlikely, is examined early in the differential diagnosis of severe chest
pain, because of the threat that such a diagnosis poses for the patient. Our “value” for
preserving life by acting first on what is most threatening has informed our choice of
what to ask and what to do.) The questions we ask (be they actual questions or ques-
tions we ask by examination or by ordering laboratory tests) and the criteria we choose
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for judging an answer to be acceptable or not are underwritten by a set of complex
and often subconscious values. To the extent possible, the clarification and explica-
tion of these subconscious values is one of the necessary functions of problem solv-
ing in general and of problem solving in the realm of ethics in particular. Deluding
oneself by the claim that “facts” or problems are value-free and not underwritten by
values is to misunderstand the whole enterprise of problem solving.

The solution itself is not static; that is, it is not the solution for all times or all
places. It is one of many or several plausible options that, under existing circumstances,
we have chosen to embrace. As such it serves not as the end point for the particular or
for similar problems but as a starting point when this problem or other problems like
it need to be examined. It is one point in an ever-enlarging chain of inquiry, learning,
and growth.

To solve problems, in ethics or in anything else, requires a base of “facts” (knowl-
edge) and a set of criteria in dealing with values. The “travel agent” model we have
previously suggested may work well. Deciding, for example, whether a patient should
or should not continue to be treated requires a firm basis in facts as well as an under-
standing of the goals (“ends”) such treatment might sub-serve. It requires a lot more
than merely that, however. Making ethical choices does not lend itself to a process of
decision-making in which the likelihood of various outcomes are simply “cranked”
into a formula and whatever outcome is desired by however slim a margin is then
chosen. Even here, “the outcome desired” inevitably presupposes values (preferring
“cure” to death, which under most circumstances would express a set of values we
take for granted).

Solving problems in medical ethics, then, is similar in its methodology to solv-
ing problems in other disciplines. Medical ethics is often seen as different because it
must deal with extremely complex subject material and options in a setting charged
with emotion as well as with a great deal of ambiguity.2 It rarely offers specific solu-
tions for discrete problems and properly tends to raise questions rather than give clear
answers. When asked “What shall we do?” the ethicist properly is prone to first ask a
number of questions and eventually suggest a variety of not inappropriate options (none
of which are, generally “good”) rather than simply saying, “Do this.” Furthermore,
“solutions” in ethics are at least as prone to error as in more technical endeavors.3 To
ask for certainty is to ask for the impossible in either enterprise. Learning to live with
uncertainty and to use error as a prod to further learning and refinement of practice is
as necessary in ethics as it is in other fields (see also Chapter 4).

Medical ethics raises problems that cannot be “successfully addressed solely
within the confines of philosophy or within the confines of medicine.”4 Finding solu-
tions in medical ethics requires an interplay between an understanding of medical facts
and philosophical issues and reasoning. Neither by itself is sufficient to sort out op-
tions in difficult real cases.

An understanding of medicine is crucial to the enterprise. And here, we do not
mean by “understanding” a necessarily detailed knowledge of the field. The clinical
ethicist need not be steeped in the intricacies of differential diagnosis or versed in the
interpretation of blood gases; neither is it necessary for the ethicist to be thoroughly
conversant with the subtleties of Hegel or Wittgenstein. But clinical ethicists, if they
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are to function well, must have an appreciation of the technical complexity of both
fields. Of sociological and cultural factors, of communication sciences, of law and an
understanding and appreciation of what role such disciplines play in decision mak-
ing.5 Philosophers who wish to function in this capacity must become thoroughly fa-
miliar with the medical process and with the setting in which that process occurs.
Medicine is a unique enterprise, and its workplace is a unique setting, one that, like most
specific settings (such as tribes or professional groups), has its own, largely unwritten,
rules of behavior. Familiarity with medicine, above all, necessitates an understanding
of the emotive components of illness: how sick, anxious, and dying persons and their
loved ones feel and act as persons who come from a particular culture and who have a
particular world-view, as well as what feelings, anxieties, and actions this evokes in health
professionals. Physicians who wish to be ethicists need to be familiar with philosophy,
with disciplined philosophical reasoning, and with the problems philosophers encoun-
ter in their work. The undertaking is a cooperative one: a partnership and a mutual
understanding of several enterprises pursuing a common goal.6

Moral choices cannot be made without an awareness of the facts of the case. Such
facts, first of all, are medical facts. Beyond medical “facts” there are other facts often
crucial to dealing with specific problems. These are the “facts” of the patient’s per-
sonal life, of his or her relationships with others; the “facts” of the patient’s prior wishes
and worldview; and the contextual “facts” of the hospital setting and its myriad con-
straints and moral actors, as well as the “facts” of the community and its needs. All of
these form the matrix within which the medical facts are embedded. In a very real
way these facts are crucial if one is to understand the problem.

Having a sufficient number of facts, then, is the essential condition for making a
moral judgment. The facts of the case, furthermore, widen or constrain the possible
options. The facts, however, no matter how complete or accurate, cannot solve the
problem. Writing or not writing a “do not resuscitate” (DNR) order in a patient who
is riddled with metastases depends as much on other considerations as it does on the
technical facts; giving or not giving an available organ to one of four possible pa-
tients is informed by more than an understanding of HLA loci or even by a knowl-
edge of a given family’s circumstances or constellation.

In this process, goals (“ends”) must be clearly kept in mind. A DNR order, for
example, usually changes the goals of medicine, and acknowledging such a change
of goals should come early in the decision-making process. Means and ends are not
fixed: What is an end or goal today may become a means to a further end tomorrow.
Tentatively establishing the goals at which our actions should aim, and being ready to
change the goal in the process of selecting appropriate options or when “facts” change,
is an important step in decision making.

Just as in the technical aspects of clinical medicine, all the while facts are gath-
ered, options suggest themselves or disappear. In a true hypothesis-forming way, the
options suggest a need for further facts, and further facts change the hypothesis enter-
tained. The options we form in sorting out ethical problems depend critically on a
background of ethical principles, beliefs, and presumptions (just as the options we
form in making a diagnosis depend on clinical “facts,” beliefs, and assumptions). The
ethicist (just as the clinician in making a diagnosis) must try to sort these out, make
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them explicit, and establish hierarchies when principles conflict—while remember-
ing the tentative nature of even the most likely hypotheses we entertain and often are
forced to act upon. The ethicist must analyze the problem, making careful conceptual
distinctions (distinguishing, for example, between supplying nutrients and fluids to
those burdened by the procedure and those not) and showing that, in some cases, cher-
ished distinctions may be problematic or not valid (as, for example, the distinction,
under all circumstances, between killing and letting die).

As a background to this activity stand the moral theories that we embrace: The
principles, beliefs, and presumptions may differ radically when a utilitarian and a
deontologist makes these choices. It is surprising, however, how often the conclusions
reached are the same no matter to which ethical theory or deep underlying belief sys-
tem we subscribe. Persons of good-will often tend to reach the same judgments in
concrete problems even when they appear, at first blush, to be informed by widely
divergent belief systems. The study of specific cases using principles as guideposts
rather than as straitjackets and carefully developing one’s ethical judgments from the
study of a multitude of cases is essential to clinical ethics.7,8

So, in summary, sorting out ethical problems, then, requires at least the follow-
ing activities:

1. Get the facts (but do not hide the fear of making a decision behind
a never-ending quest for more)
a. Be sure that the “facts” are given and substantiated by those

well credentialed in making such judgments
b. Be certain that the “facts” include the socially relevant facts

about the patient
c. Be sure, ultimately, to examine these “facts” in the context in

which they occur
d. Entertain tentative options in an ongoing manner and let the

options guide the search for further (necessary) facts
2. Draw clear distinctions—as distinctions are drawn, other options

or the need for further facts may become evident and must be
pursued

3. Scrutinize the beliefs and principles motivating the choices
4. Tentatively determine (and do not simply assume!) the goals that

are to be pursued
5. When beliefs and principles clash, examine whether they do so in

reality or simply because of a misunderstanding
6. Establish hierarchies of principles, duties, and obligations
7. Understand the context in which the problem plays itself out, and

take differences in moral views into account—while a narrower
analysis may be useful, removing problems completely from the
context is artificial and may distort them in peculiar and unexpected
ways (what is an analysis completely bereft of context anyway?)

8. Be aware that any “goal,” “solution,” “answer,” or series of “options”
is purely tentative and merely a step in further decision making
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CASES FOR ANALYSIS AND
DISCUSSION

These cases are for analysis. The comments following each case are meant to serve
only as a skeleton for further discussion, not as a solution to the problem presented.
Once again, it must be remembered that there is not any single answer that is “appro-
priate” but rather that there are several answers that may, depending on how the va-
garies of the case are clarified and the values subtended, be not inappropriate. This
approach is not meant to suggest that “anything goes.” Just as there are many answers
that are “not inappropriate,” there clearly are also answers that are not appropriate
whatever the circumstances may be. The reader will notice that as we proceed through
the cases, we become less discursive, positing instead the sorts of questions that the
reader should begin to be able to raise and explore.

CASE 1

You are a third-year medical student newly arrived on the ward. Your
resident informs you that all members of her team (students and other-
wise) will be introduced as “doctor” to the patient. After rounds Mr. Jones,
who is one of your patients, confides to you that he is happy not to have
students to contend with and says that he would not ever permit a student
to draw his blood or to do other procedures. At this point your resident
asks that you do a necessary test on this patient. You explain your reluc-
tance to her, but she insists that you perform the procedure.

This is a tough one. Medical students are vulnerable for several reasons: They
are the lowest on the totem pole; they are the least knowledgeable both about techni-
cal facts and medical protocol; and they are afraid that anything that displeases their
attendings or residents may eventuate in a bad grade, which they can ill afford. The
pressure to comply is therefore great. But medical students, in part by virtue of their
vulnerability, also have several advantages: They have the possibility of appealing to
a higher authority and to have their appeal heard, and, because of their inexperience,
they can ask questions that might otherwise seem unallowable. Those are slender
advantages, but they are nevertheless very real.

First of all, there is the question of being introduced as something one is not but
is in the process of becoming: a doctor. In today’s hospital being introduced as some-
thing one is not is acknowledged not to be permissible. (In former days, this was differ-
ent. Students were introduced routinely as “doctor,” and the patients knew, understood,
and sometimes joked about it. That certainly did not make it “right.” But since every-
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one, or virtually everyone, was aware of the practice and understood its implications,
it was a far different matter. It is an example of cultural change and with it of accept-
able ethical practice). It is not permissible today because, whatever else may be said
about it, it is a form of deception and therefore an assault on another’s dignity. So this
matter should have been nipped in the bud at the very beginning when the resident
stated that this was the way in which she would introduce her students. Talking to the
resident (either the student by himself or herself or, preferably, a group of students
acting together) might have taken care of the matter. When all other appeals fail, the
fact that the guidelines issued by the American Association of Medical Colleges is
emphatic on this point may be persuasive.

Secondly, after it was regrettably but understandably not nipped in the bud (who
wants to get off on the wrong foot with one’s resident?!), it should have been addressed
when Mr. Jones made his very pointed comment about students. A simple remark such
as, “Well, Mr. Jones, all students on this team are called `doctor,’ and I am a student”
followed by an explanation of the student’s role (and supervision) might have done
the trick.

Thirdly, the moment of truth comes when you are told to do a procedure on some-
one whom you know to have been deceived as to your actual role—and, furthermore,
that you were a part of that deception. At this point, you have little choice: Either con-
tinue the deception or refuse to play along. The initial deception was of the more tacit
kind: You permitted another to deceive, and you failed to respond when the patient
made his statement. But now deception is active: Knowing how the patient feels about
students, and knowing that he has been deceived, you, nevertheless, actively partici-
pate.

Deceiving persons is considered to be a form of lying, of not giving the truth
to someone entitled to the truth and who asks for it. If one is to respect others, lying
or deceiving persons is at least a prima facie wrong: prima facie because some would
argue that lying or deception under some very exceptional circumstances is either
permissible or at least unavoidable. (Of course, Kant would hold that it is never,
and under no circumstances, permissible.) Deceiving patients under these condi-
tions is especially unacceptable: The professional–patient relationship (and students
by virtue of being students in the field partake in this relationship) as ordinarily
perceived is based on trust. Furthermore, patients, by virtue of their being patients,
are in a situation of reduced power vis-à-vis the medical team and are exceptionally
vulnerable. That, perhaps, does not give them any special rights compared to one
less vulnerable; but it does give a special obligation to the one holding power by
virtue of such vulnerability: Taking candy from a baby may, strictly speaking, not
be any more wrong than taking it from a trained sumo wrestler, but it is consider-
ably more reprehensible.

Students do have at least a quasi-physician–patient relationship with their as-
signed patients. Learning to accept and to feel comfortable dealing with the physi-
cian–patient relationship as well as relationships with other healthcare professionals
is one of the important (and often forgotten) aspects of the clinical training years. It
is part of the necessary socializing process accompanying training in any field, and
it is very much what “becoming a doctor” is all about. The student–patient relation-
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ship is, however, somewhat more complex. First of all, it involves on the “physi-
cian side” others who have considerable power over the student’s fate. Secondly, it
is an assigned role and one not chosen by either of the participants. Thirdly, it is a
transitional one: transitional because the student is neither quite a lay nor quite a
professional person. The transitional role, incidentally, often gives the student a
unique opportunity. Not rarely patients, because they too perceive the student as
standing between doctor and layman, will turn to the student with questions and
requests they would hesitate to broach to others on the health care team. The stu-
dent becomes their student, one who, perhaps, can better understand their fears and
hopes than can (or do) the other members of the medical establishment. The stu-
dent, as it were, becomes the critical missing link. Ultimately, the student confronted
with such a problem will have little choice but to solve it either by changing the
resident’s mind, appealing to higher authority, or confronting the patient with the
truth. Perpetuating deception, the only other alternative is, under almost all circum-
stances unacceptable.

There is one other critical ethical problem, one we often tend to neglect: Those
of us engaged in teaching students in any field and at whatever level bear an ethical
responsibility to students. This responsibility and the whole nature of academic ethics
is one to which all too little attention has been paid and about which all too little
has been written. Teachers have a professional relationship with their students that
bears similarity to the relationship healthcare professionals have with their patients.
In this relationship, students are more vulnerable than their teachers and are there-
fore deserving of a great deal of respect, consideration, and effort: Belittling stu-
dents, short-changing them when it comes to the time students need for help (be it
with their thesis or with patient problems), coercing students, or exploiting and
manipulating them to serve one’s own ends denies the respect due others and due
especially others who are dependent and vulnerable. Beyond this, teachers are (for
good or for bad) role models whose behavior their students are apt to emulate or, at
least, to consider as acceptable. The way teachers deal with their problems and with
their colleagues as well as the habits they exhibit in daily life (rigor or sloppiness,
courtesy or rudeness, honesty or deception) inevitably influence not only the stu-
dent but also, in the aggregate (since students are tomorrow’s professionals) condi-
tion the future itself.

CASE 2

You are a first-year resident on the surgical service. Your patient is ad-
vised by your attending that he urgently needs an operation. In fact, you
yourself feel that the procedure is not as absolutely necessary (and that a
less radical one might serve equally well) as your attending thinks.
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Consider two different scenarios:

1. You discuss the matter with your attending, who disagrees with
you, maintains that the operation is absolutely needed, and explains
his reasoning to you. You are not convinced. On the afternoon before
surgery, the patient asks your opinion.

2. You discuss the matter with your attending. He agrees with you
that the surgery is not as necessary as he has said but says that he
put the matter in the strongest terms because he knows that the
patient would otherwise refuse this type of surgical intervention.
The surgery, while not absolutely necessary to save the patient’s
life, is still probably the most advisable in the long run. Your
attending asks that, for the ultimate good of the patient, you support
him in his stance.

In part, this case again is one that involves deception. Physicians often feel that de-
ception is permissible in “furthering the patient’s good.” One cannot truly state that
this is “always” and under all conceivable circumstances wrong: Scenarios in which
deception may be arguable can certainly be constructed. But deception is, at the very
least, a prima facie wrong; that is, it is wrong unless powerful reasons why it may not
be wrong under a given circumstance can be marshaled. And in medical practice in-
stances in which such arguments can be successfully upheld are rare. Deception “for
the patient’s good” is, even under the best of circumstances, an act of crass paternal-
ism, and acts of paternalism must be justified. In stating that we are doing a given
thing “for a patient’s good” when the patient himself or herself could consent but has
not consented is to say that we either know how the patient would define his or her
good (which ordinarily is impossible) or that we think that the patient’s definition of
his or her own good is plainly “wrong.” In the competent patient, this violates all
notions of respect.

There are really two problems here. The first, and perhaps more important one,
is the problem of deception. The other is the problem of interdisciplinarity: that of the
proper integrative functioning of a ward team and the mutual discipline necessary to
its proper function. A team, by necessity, must have someone in charge who is, in the
final analysis, both responsible and accountable for what happens. Such a person,
however, is not above reproach and, thus, his or her unethical or technically incompe-
tent behavior cannot be tolerated. When the head of a team makes a technical deci-
sion (say when he or she decides whether to operate or to pursue a given course of
therapy), a decision that by reasons of training and experience he or she is most capa-
ble of making is made. In making this decision, the head of the team may be wrong,
but he or she is less likely to be wrong than are those with less training and less expe-
rience.

When, however, a moral matter is at stake, things are not quite that simple. The
head of the team may have had the most experience with the technical aspects of the
problem (he or she may be most aware of the likely outcome of doing or not doing
something), but the head of the team, like every other member of the team, is a moral
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agent who must live according to his or her lights. One may claim that the head of the
team knows the patient best and therefore knows what the patient “would want,” but
that is a claim shown to be wrong much of the time. Although one may expect that, in
technical matters, the team will ultimately comply with the decision of its head, even
here, one would hope that when time is available discussion and learning will take
place. When it comes to matters having a heavy ethical content, discussion becomes
all the more important. Members of the team who meekly comply with what they
consider to be ethically inappropriate demands of a “sovereign” member are not liv-
ing up to the demands of their moral agency.

True emergencies or even extremely urgent situations are a somewhat different
matter. In an emergency or extremely urgent situation there is little time to reflect and
discuss. Hesitation may, at such a point, do irretrievable damage. Except under the
most crass circumstances, one must assume that the person in charge is handling things
properly. This “benefit of the doubt” is based on the immediate threat as well as the
probability that the best trained and most experienced (and, therefore, hopefully the
one in charge) ultimately will “know best.” But this benefit of the doubt does not imply
that, after the fact, doubts and questions do not need to be aired, discussed, and ad-
dressed. Not airing and discussing one’s doubt would itself be morally problematic
since it would make the person in doubt a party to possible future wrongs.

Most situations like the situation in the case under discussion are neither emer-
gencies nor so urgent that discussion and dialogue cannot proceed. Whatever else is
done, legitimate doubt necessitates a legitimate and courteous question and deserves
a well-thought-out and courteous answer. All parties, furthermore, should be ready
and willing to engage in such a dialogue and must, in the face of sufficient evidence,
be willing to alter their opinion or to change their mind. Furthermore, it is equally
important to involve others who are concerned with that particular patient’s care. One
of the advantages of working as a team is just that: Members, provided they are will-
ing to do so and have not stubbornly invested their ego in their own particular point
of view, can learn and profit from each other’s experiences and alternative points of
view.

In the first scenario, the resident would be well advised to insist on discussing
the matter with the attending. If unconvinced by the attending’s arguments, the resi-
dent would have to weigh his or her own ability to make a technical judgment against
the technical ability and experience of the attending. When asked by the patient, the
resident might well choose to say that while he or she was personally not convinced,
the greater experience of the attending inclined him or her to support the decision.
The matter here is a predominantly technical one and, therefore, one in which the
chance of the attending’s being correct is significantly greater than is that of the inex-
perienced resident. Supporting the attending seems the reasonable thing to do.

In the second scenario, there most probably is no technical dispute. The attend-
ing acknowledges that he or she is deceiving the patient (even if that deception is
believed by both the resident and the attending to be for the patient’s “good”), and the
resident has the choice of either going along with the deception and, therefore, be-
coming a party to it, or refusing to do so. Prior to such a decision, a dialogue with the
attending in which both come to state their points of view and search for shared val-
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ues is essential. Hopefully one may convince the other: The attending may convince
the resident either that the patient is not competent to make a meaningful choice (in
which case courses of action other than deception are possible) or that the technical
facts of the case are other than the resident understood them to be and that surgery is,
indeed, urgently needed; the resident may convince the attending to do other than
deceive the patient. Whenever possible such a dialogue should also involve the other
healthcare professionals caring for the patient—especially if they are expected to play
a role in the patient’s ongoing care. If, however, the persons involved cannot convince
each other, the resident is left with the original quandary: Participate in the deception,
leave the case once adequate patient care has been assured, or tell the patient the truth.

There is one other ethical problem that bears brief mention: The smooth func-
tioning of a team—since in today’s world it is critical to an optimal outcome—is some-
thing that, in and of itself and beyond the particular relationships of the particular
persons involved, has ethical standing. In a sense it constitutes the necessary condi-
tion for all else that can or will be done for the patient. All members, within the limits
of reason and ethical probity, are ethically compelled to do as much as they can to
promote and are certainly advised to refrain from disrupting its smooth function.

CASE 3

You are a nurse working in a large hospital. The patient, whom you have
come to know fairly well over the last few days, has just been diagnosed
with cancer of the lung with metastases to the liver and brain, and it is a
cancer that is unlikely to respond to any form of therapy. The patient has
repeatedly asked you for the diagnosis and you have repeatedly suggested
that he take up this question with his attending physician. When the pa-
tient continues to inquire, you ask the resident what you should do. The
resident explains that the attending physician does not wish to “give the
bad news to the patient” and that he or she has simply told the patient that
he had a “small growth” and that he would be treated. Confronting the
attending, you are told that he or she “knows the family” and that it is
their wish that the patient not be told.

Again, the problem here is one of truth telling, deception, and trust. Since the
patient is obviously continuing to ask and is asking you, the nurse, instead of turning
to the attending or to his family, it seems very likely that the patient realizes that he or
she is not being told the truth. But even if this were not the case (even if the patient
really did believe the physician but simply wanted to talk or to be “doubly sure”),
would that alter the basic ethical question?
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Many factors are involved. The patient’s treatment is obviously not only in the
hands of a single professional (as he or she might conceivably be in the privacy of the
physician’s office—and even in the office there are almost always others involved)
but is in the hands of a team headed by that particular physician (see Case 2). Such
decisions, therefore, ethically should involve all members of the team.

You as the nurse have taken the first appropriate step: You have been sensitive
enough to recognize the problem and to informally discuss it with the resident on the
floor. That this has led nowhere does not speak against such an initial first step: You
could easily have learned things that you did not know before and that might very
well put the matter in a different light. Your next step, it would seem, would be to
confront the physician and to discuss his or her point of view. Again this is likely to
lead nowhere, but, even if only in fairness, it ought to be done. Beyond this you might
wish to talk to the family and attempt to persuade them that their fears and therefore
their actions were not well founded: You could, for example, suggest that they read
Kübler-Ross, consult with their clergyperson, seek help from an ethics consultant, or
take the case to an ethics committee. Depending on hospital structure, the next step
you could (and should) take is to discuss the matter with your head nurse, with your
supervisor, and ultimately, if need be, with the ethics committee. There are, as in most
ethical problems, several courses of action open to you as well as several possible
courses of action you could not ethically defend. Lying to or deliberately misleading
the patient is one of the courses of action that, under most circumstances, one would
find hard to defend. On the other hand, going directly against the attending’s wishes
is apt to shatter the team, in itself a problematic step to take. In the particular case and
if all other courses of action are exhausted, you could ask to be removed from the
case.

But beyond the case, it seems obvious that there is an institutional problem of
truth telling. Such a case—as a generic and, perhaps not as a specific, case and also
not necessarily to point fingers of blame—might very fruitfully be taken to the ethics
committee for deliberation and finally for establishing a policy or, at least, for ren-
dering an opinion on such a course of action. An ethics committee might, for exam-
ple, decide that deceiving patients under most such circumstances was considered to
be improper behavior and go on to suggest that when deviations from this policy ap-
peared to be in the patient’s true best interest, consultation with the committee or with
a consultant would be advised.

One of the problems health professionals other than physicians (and more and
more physicians also) confront today is that they are employees whose livelihood is
dependent on their “on-the-job” function as judged by their superiors. Such a posi-
tion, inevitable though it is, lends itself to power plays and coercion. As with all else,
persons must seek their own “bottom line:” the point beyond which they simply can-
not go, and still maintain their personal integrity. All too often these “bottom lines”
are obfuscated and the actions one takes are rationalized instead of being rational. Such
a course of action only adds hypocrisy to the morally already tainted act and all too
easily leads to the kind of self-deception that makes repetition of the same and simi-
lar courses of action easier.

When nurses complain of being “put in the middle,” it is often a quite justified
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charge. On the other hand, it is “a middle” from which they could in many circum-
stances avoid or, by forthright action, remove themselves. Not every dispute should
be taken elsewhere or to a higher authority: Most, in fact, should be resolvable and
resolved within the structure of the team itself. When they cannot be resolved, how-
ever, forthright action (instead of complaining, while complying) may help resolve
the problem and incidentally, by creating mutual respect, head off such problems in
the future.

CASE 4

You are a practicing specialist who is asked to see a patient in consulta-
tion. The physician asking you to see the patient is one who refers a large
number of cases to you. The patient is seriously ill. After a careful evalu-
ation of the case, you conclude that the treatment given by his physician
is less than optimal and that another approach would be more advisable.
You write an explicit consultation note to this effect. When you see the
patient the next day, none of your advice has been followed, and the pa-
tient is worse. The family sees you in the hall and asks about their father
and husband. You speak to the physician, but he or she states that he or
she disagrees with you and is not ready to use your approach.

This case highlights a situation that, while not frequent, is by no means rare. When
consultants see patients, a new professional–patient relationship (that between con-
sultant and patient) is established. The ethics of referral, however, are not that simple.
The relationship is not purely between consultant and patient: The referring physi-
cian as well as the other members of the healthcare team must also be considered.

To make things more complicated, the consultant depends on consultations for
his or her living, and the referring physician’s continuing reliance on him or her is
economically either essential or, at the very least, highly desirable. In our fee-for-serv-
ice entrepreneurial economy, the decision to have serious disagreement with persons
who refer a large number of cases may have dire consequences. Not only is it likely
that referrals from that particular source may dry up; it is also not entirely unlikely
that others who refer patients may turn elsewhere. Serious economic consequences
may attend the consultant who quarrels with referring physicians. One may say that
such considerations are irrelevant to making a moral choice. But choices are compos-
ite, and ethical considerations are only a part of the choice eventually made. It is un-
realistic to claim that anyone can be oblivious to his or her own interests. Loyalties,
therefore, tend to be complex.
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As usually understood, medical etiquette discourages the washing of the profes-
sion’s dirty linen in public. Criticizing a colleague is “not playing the game.” Medi-
cal etiquette ought, perhaps, not be a consideration when it comes to making decisions
critically affecting a patient’s life, but medical etiquette is, nevertheless, a powerful
tacit as well as explicit force. It cannot be entirely ignored. As in a Venn diagram,
medical ethics, medical etiquette, economics, personal feelings, and many other con-
siderations often overlap.

Often, when physicians differ, there is no absolute or even relative standard of
truth to which one can appeal. Saying that the consultant has, by virtue of his or her
being a consultant and a specialist, more intimate knowledge of that which he or she
is being consulted about than does the referring physician is usually true. But that
statement fails to take into account the fact that more than just expertise in a particu-
lar field is involved. The primary care physician who asked for the consultation is,
unless he or she withdraws or is dismissed from the case, the physician of record and
therefore in charge. Furthermore, he or she may know something about the totality of
the case that the consultant may not and may be more acquainted with the patient’s
values and wishes. More than just the organ system in which the consultant is expert
may be at stake. The referring physician may, for various reasons, disagree with the
proposed course of action.

In this case, adequate communication is the primary requirement and may by
itself resolve the problem. One or the other of the physicians may come to understand
the problem from an aspect not seen before, and disagreement may therefore disap-
pear. When the problem remains unresolved, the consulting physician is left with a
variety of choices: In essence, he or she can continue to try to persuade the attending
physician while publicly supporting him/her and showing a “united front,” or he or
she can inform the patient or the family (if the patient is unable to “think straight”) of
the disagreement. If time allows (which is by no means always the case), the consult-
ant would be well advised to communicate with the referring physician, and suggest
that an additional opinion be obtained. In addition and when all else fails, such a dis-
pute can and should be taken to the respective chiefs of service. Prior to confronting
patient or family and essentially asking them to make a choice and a judgment for
which they are ill prepared, every reasonable avenue must be exhausted.

Coming to terms with this problem requires an examination of a hierarchy of
values in which loyalty to one’s colleagues, self-interest, medical etiquette, and, ulti-
mately, the obligation to a critically ill patient vie with each other and need to be re-
solved. Consultants who materially disagree with the referring physician’s course of
action but who nevertheless “go along” against what they perceive to be the patient’s
best interest participate in a form of deception. Consultants who “blow the whistle”
in a sense violate etiquette and may do themselves personal harm. Both the consult-
ant and the referring physician are enmeshed in a patient–physician relationship, which
under ordinary circumstances takes precedence over all else.

Such disputes, furthermore, do not take place in a vacuum. Other members of
the team inevitably become involved and almost as inevitably begin to take sides (and
may even, regrettably, come to enjoy the “show”). Such disputes, therefore, are highly
injurious to the smooth function of the healthcare team. Since the smooth function of
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the healthcare team is essential for proper patient care, the integrity of the team is
therefore a proper moral concern.

CASE 5

Ms. Jones is a 26-year-old unmarried lady who is now about 8 weeks
pregnant. She went to see her physician with vague abdominal complaints
5 weeks before. Not knowing that she was pregnant, her physician or-
dered an abdominal CT scan, which was performed and was negative.
The patient is now in the hospital with a urinary tract infection from which
she is recovering well. She is being taken care of by two physicians: an
internist, who is handling her infection and who was her prior physician,
and an obstetrician, who is overseeing her prenatal care. You are an ethi-
cist who is called in to see the patient because the two physicians disa-
gree: One feels that this patient should be aborted because of the exposure
to radiation, and the other feels that this should not be done. How do you
go about “sorting out” this problem?

This case is one of those in which a technical problem masquerades as an ethical
one. There simply are not enough available facts to make a proper decision. How much
radiation did the uterus receive, and what is the effect of this amount of radiation on
a 3-week fetus? Is the risk of serious fetal malformation 2% or 90%? Answers to these
questions are available but may require some research. No rational answer can even
be attempted before the facts are established. (If they cannot be, then the absence of
factual information has to be dealt with.)

At any rate, abortion is a decision for the patient and not one for the doctor to
make. Physicians can give their patients facts, can tell them what they do and do
not know, and can counsel them about risks and benefits, but ultimately it is the
(rational and competent) patient who must decide. How the physician personally
feels about abortion is not the issue here. Physicians who are morally opposed to
abortion cannot, of course, be expected to participate, but by the same token, those
same physicians cannot hold other moral agents hostage to their own belief system.
Failing to supply patients with full information (for example, hiding from them the
fact that abortion is an option even if an option repugnant the physician or mislead-
ing them by pretending to knowledge physicians do not have) is deception and makes
the patient a hostage of the physician’s idiosyncratic belief system or to his overly
developed ego.

If the facts are not known and are not obtainable (say, if no information as to the
percentage of risk to the fetus from such exposure exists), the patient is entitled to be
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told about this lack of information. Physicians must learn to share their ignorance as
well as their knowledge with patients. Failing to do so is, likewise, withholding per-
tinent information: information the patient needs to assess risks and benefits in his or
her particular case and circumstances.

CASE 6

Mr. Smith and his wife have been your patients for some time and you
know them well. The marriage has not been a good one. About 7 months
ago you found Mr. Smith to have cancer of the colon. The lesion was
resected, but metastases to the liver were discovered at surgery. The pa-
tient refused further anticancer treatment. In many talks with the patient
and his wife, you all agreed that treatment should be limited to promoting
the patient’s comfort. Specifically, the patient asked that intercurrent ill-
nesses should be treated vigorously only if such treatment would promote
his comfort and not merely prolong his life. Some of these conversations
were held in front of the patient’s wife, and you have noted the substance
of this decision in your records.

You are called to see Mr. Smith in the emergency room where he has
been brought after sustaining an inferior wall myocardial infarction. At
the time of examination there is complete heart block, the heart rate is 25,
and he is unconscious. You explain the circumstances to the wife and state
that you will admit the patient to the regular hospital floor, keep him com-
fortable, and allow him to die. She asks what you would do if he did not
have metastatic cancer. You explain that ordinarily one would insert a pace-
maker and admit the patient to the coronary care unit and that there would
then be a moderately good chance of survival. She insists that you do this.
You remind her of the agreement between you and the patient and remind
her that she was privy to the agreement. She agrees to the facts as stated
by you but says that she has changed her mind and wants “everything
done.” Furthermore, she threatens to sue you if you do not do “everything
possible to save my husband’s life.”

This is a most disagreeable case. Many factors enter into the decision: factors
such as the personal relationship of the actors prior to this event, the fact that the phy-
sician inevitably feels empathy and loyalty not only toward the dying patient but also
toward the wife, the fear of being sued, and the knowledge that, when all is said and
done, the easiest course would be to do as the wife wants. The physician knows quite
well that the chance of this patient’s living, even with a pacemaker and even in the
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best of hands, is poor. Most likely if the doctor follows the easier course, the outcome
will be the same. The patient will die, and no one will be the wiser.

On the other hand, there are the troubling promise and the implicit contract. Even
if not formally signed by the patient, the decision is recorded in the chart and not even
disputed by the wife. This is not the time to consult a lawyer, and, besides, the lawyer
here can only advise as to the legal problem and not as to the ethical question. What
if the patient were to live and then challenge the doctor for breach of promise?

The conflict here is not so much one of loyalties (the loyalty to the wife, while
existent, is not of the same order as it would be were she herself the patient). Without
a doubt the physician’s first obligation is to the patient: This can be justified by an
appeal to the obligations inherent in the physician–patient relationship or by appeal-
ing to fidelity and promise keeping. A utilitarian argument that failure to live up to
the obligations of the professional relationships and failure to keep promises eventu-
ally dilutes trust in medicine and brings more harm than good can likewise be made.

But that does not settle the practical issue completely. Physicians do not practice
in a vacuum. Institutional and other social pressures may be brought to bear and, while,
puristically speaking, they are not relevant, they do often play a crucial role. In doing
what they perceive to be “right,” physicians must be fully aware of these pressures
and must, when possible, learn to cope with them.

In this case, the physician has the option of doing as the wife wishes and treat
the patient in a vigorous manner (thereby breaking a promise made to the patient), or
the physician may choose to honor the promise and allow the patient to die in comfort
(thereby risking the wife’s anger and possible suit). The option to pretend to treat but
to do so only half-heartedly and ineffectively or to lie to the wife and deny that effec-
tive treatment exists, is, of course, a practical option: practical in the sense of being
achievable. It is, however, an option that adds deception to promise breaking and there-
fore one that would be even worse than either of the others.

If at all possible, the physician should attempt to persuade the wife to go along
with the patient’s wishes and with the promise given to him. This can be done by
searching for and appealing to a set of shared values: such values as trying to alle-
viate suffering, not prolonging dying, and keeping trust with the patient’s wishes
come to mind. Other shared values, values that may be peculiar to the case in ques-
tion, must likewise be sought. When time and opportunity allow, enlisting others
who were perhaps close to the patient and his wife should be sought. Here, in per-
sons who are religious, the clergy can be of great help. Ultimately and finally, the
promise given to the patient will have to be honored even when doing so may be a
risky thing to do.

[Addendum: This is an actual case well known to the author [EHL]. The patient’s wife,
after all efforts at persuasion failed, threatened to sue and walked out. With consider-
able misgivings, the physician did as he had said he would: The patient was admitted
to a ward room, kept comfortable, and allowed to die. Mrs. Smith remained the at-
tending’s patient and never again mentioned what had occurred. In thinking about the
whole affair, one wonders if the wife’s action was not an elaborate and undoubtedly
unconscious way of alleviating her own sense of guilt. The marriage had been poor,
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and she may have feared censure (by her own conscience as well as by his relatives)
if she acquiesced to what she knew would be her husband’s death.]

CASE 7

The parents of 6-year-old Jimmy bring him to you for care. You have
taken care of the child for about a year and have noted that the parents
are very devoted to their child. The family members are staunch Jehovah’s
Witnesses of long standing and have informed you of their refusal to take
blood or blood products.

Consider these different scenarios:

1. Jimmy, who has been entirely healthy, is involved in an accident
and is brought to the emergency room. He is bleeding profusely
and needs blood. His parents refuse.

2. You find that Jimmy has acute lymphatic leukemia and is severely
anemic. The child is in urgent need of blood transfusions and
chemotherapy. There is a good chance that with proper treatment
this child’s life can be prolonged for some years and a fair chance
that a long-term remission or cure can be achieved. You know that,
should the child be transfused, the parents’ attitude toward the child
may change dramatically.

3. Jimmy, who is now 15, is involved in a scenario similar to either
scenario 1 or 2 (above). You have talked to the boy on many
occasions and know either that he shares or that he does not share
his parents’ beliefs when it comes to accepting blood. How would
you handle this problem in any of these events?

4. Jimmy has grown up and you continue to take care of him and now
his family. He is 30 years old and in need of surgery. Jimmy is
eager to “get it over with” and asks you to schedule him as soon as
possible. The surgery is one in which the need for blood could easily
come up, and Jimmy reiterates that he would not accept transfusion
even if that refusal should cost him his life.

Let us first consider scenarios 1 through 3. There are a number of interesting
problems here. The first is the problem of what has and what has not been said by you
and by the parents over the year that you have taken care of Jimmy. Did you or did
you not know the parents’ feelings about blood transfusion? If you did not know this,
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and if this fact was “sprung” on you at the time of the emergency, it is quite different
than if you had known of their refusal right along and had tacitly gone along with it.

Let’s assume that you didn’t know. In the first instance, (1) you are suddenly
confronted with a dying child who almost certainly could be saved. Your action or
inaction will depend on how you feel toward the “rights” of parents to their child. If
you feel that these “rights” are almost absolute (if, in other words, you feel that par-
ents are more like owners than stewards of their child), your actions will be far differ-
ent than if, on the other hand, you feel that children are vulnerable members of the
community that are given to the parents in stewardship. If you transfuse this child
first and then get a court order, the court will undoubtedly back you up (provided, of
course, that reasonable grounds for assuming that the child would die without transfu-
sion were indeed present). An overwhelming number of ethicists feel that in this
eventuality the good of the child overrides the parents’ wishes and that transfusion
is (almost) ethically mandatory. Whether you could be sued if you failed to trans-
fuse is a moot point and one largely irrelevant to the ethical judgment made. (Or is
it?)

Let’s, however, assume that you did know. In that case (2) you have known about
these parents’ feelings right along, have perhaps tried to persuade them (and failed),
but have, nevertheless, continued to treat the child. There are two possibilities: (a) It
is possible (but unlikely) that you told the parents that in the unlikely event that the
child urgently required blood in an emergency you would transfuse and appeal for a
court order. This seems an unlikely scenario because parents who are Jehovah’s Wit-
nesses would have been most likely to object and change physicians under such cir-
cumstances—though, for interesting and complex psychological reasons, in some cases
they do not. And they did not. Here you have dealt with them honestly and your course
of action is clear (and is, incidentally, a course of action the parents in a sense col-
luded in). On the other hand, (b) it is likely that you never informed the parents and
gambled that the problem would never come up. And you have lost. Now you are in
a fix: By not informing the parents of how you would act in a straightforward way,
you have inevitably conveyed the impression that you would acquiesce with their
wishes. In this sense you have colluded with the parents. Now transfusing and turn-
ing to the court is far more ethically problematic and far more of a breach of faith
than it was in the previous scenario.

In (a) there is little doubt of the lesser problematic course of action: A critically
ill person who lacks decisional capacity and who has not made clear provisions to the
contrary (which a child cannot do) and who without treatment would be sure to die
must (under ordinary circumstances) be treated. Physicians who fail to treat under
such circumstances ethically become a party to the patient’s death and may, although
there has been no case like it ever brought, possibly be legally liable. In (b) arguing
on the basis of promise keeping, it seems clear that the physician is in a situation to
a large part of his or her own making. Conversations with patients and their rela-
tives above all have to be honest: The parties are entitled to know where each one
stands and what they can expect. By your silence acquiescence was, at the very least,
suggested.

One could argue on the basis of ethical consistency that since this is the case you
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are bound to respect the parents’ wishes. The only argument to the contrary would
have to be that in a hierarchy of values, treating the patient (and perhaps, but with no
very certain chance for success, saving his life) has primacy over the tacit promise
given. In other words, the good brought about by breaking the promise would be greater
than the good brought about by keeping it. This utilitarian argument, however, cer-
tainly is arguable: It hinges on what is seen, under these circumstances, as the “good”
of the patient. Rule utilitarians, furthermore, could still invoke the rule against prom-
ise breaking and have us much in the same fix.

In scenario 2 above, the resolution is far from clear. The child with proper treat-
ment may live, but proper treatment is long-term and may require several transfu-
sions distributed over a long stretch of time. Further, the chances of this child’s
long-term survival are, at best, far from splendid. In many circumstances transfusing
the child will distort the relationship between parent and child. (That is true in the
first example also; but in that example the child would be healthy after transfusion
and not in need of prolonged care and support during a critical illness.) Is it in the best
interest of the child to allow him to live out his time surrounded by the warmth of a
loving home, or is it in his best interest not to have the chance of long-term survival
denied? (Again assume, as is probably the case, that you can get a court order to pro-
ceed.) In such a situation physicians would be well advised to enlist the help of social
services, psychologists, and other members of the healthcare team in investigating
the actual situation and arriving at a reasonable conclusion.

In the third scenario, the matter is even more problematic. Jimmy is still legally
a child, but 15-year-olds are not quite the same as 5-year-olds. If the child, when pri-
vately spoken to, insists that he shares his parents’ belief, then overriding his belief
comes dangerously close to the paternalism that would override the belief of an adult.
Not all 15-year-olds are the same: Some are more, some are less, mature. Further, the
social and parental pressures may be such as to render the decision only questionably
autonomous: How much coercion (internal and external) is at play here? After all,
Jimmy’s worldview has been strongly molded by home and church. It is therefore
really his? (And could this not, in the final analysis, be said of all of us?) If the child
does not share the parent’s belief, one can breathe a sigh of relief and transfuse; but
one must be aware that coercion can be a multifaceted thing. How coercive is the
hospital or you? Inevitably physicians (like all persons) will feel more sympathetic
toward those sharing their own system of values (and more sympathetic toward deci-
sions emerging from the same system) than they will toward those with whom they
materially differ. Even if physicians cannot help feeling this way, they must be aware
of their feelings and take them into account.

If discussions have taken place and promises have tacitly or explicitly been made
between you and the parents, scenario 3 still presents a severe problem. If Jimmy
continues to share his parents’ belief (and if he truly shares their belief and is not sim-
ply forced to agree in their presence), he essentially agrees to and becomes a party to
the promise. If, however, he does not, then it is difficult to argue that a promise made
by one party to another as critically concerns a third is binding. (Promising my wife
without my consent that you will not treat me when I become critically ill does not
appear to be a binding promise.)
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Jimmy grown up in scenario 4 is quite a different problem. By now you ought
to know that Jimmy and his parents are Jehovah’s Witnesses (if you don’t, it doesn’t
say much for the kind of relationship that you have had over the years!). In past
conversations you may have agreed to take care of all eventualities and to refrain or
not to refrain from blood transfusions. If so (and you have probably agreed to abide
by Jimmy’s wishes since patients who are Jehovah’s Witnesses in general will, if
they have a choice, not stay with physicians who do not give this promise), the cur-
rent situation has merely forced Jimmy to cash in on your promise. Physicians con-
fronted with patients who demand a promise that they, the physicians, are unwilling
to give (say, not to give blood should the need arise), either give it against their will
(and then are ethically “stuck”) or see to it that the patient receives other competent
care. Physicians who are “the only doctor” in a reasonable area may then face a
difficult choice: They can either make their refusal known early on in the relation-
ship and thus put the ball in the patient’s court, or comply with the patient’s wish.
Hoping that the situation will never come up is whistling in the dark: Inevitably the
situation does come up.

Jehovah’s Witnesses, since their beliefs are so firmly held and yet seem so “un-
reasonable” to most healthcare professionals, are a source of great frustration to
healthcare providers. When dealing with such persons, firmness together with com-
passionate rationality is the order of the day. The parents of such children, after all, do
not have it easy: Watching one’s child die is a most terrible thing, and watching it die
when it need not die is especially difficult. The parents are ground up between deeply
held convictions and deeply felt love and affection. Healthcare professionals must be
aware of this and, even while they are doing what they need to do to save the child’s
life, must do all in their power to act with compassion and understanding toward the
parents.

CASE 8

The patient is a 78-year-old single lady whose only known relative is an
80-year-old sister who, while spry and bright, has had no contact with the
patient for over 40 years. The patient has a history of chronic depression
and has been in a nursing home for some years. There are no other rela-
tives and no living friends. Two months ago the patient refused any fur-
ther investigation of a probably cancerous breast mass. At the time, her
physician judged her to be competent enough to refuse such investigation
and treatment. Following a heart attack, the patient is in an intensive
care unit. Attempts to treat her severe heart failure have been unsuccess-
ful. You are called because the question of using more aggressive and
invasive means (an intra-aortic balloon pump or angiography and possi-
ble angioplasty and/or surgery) has come up. The patient is stuporous
and incapable of making any decision. Her sister states that she does not



356 Chapter 13

know the patient well enough to participate actively and leaves the deci-
sion up to the medical team whom you are called to advise.

This is a difficult case because the physician at first thinks that there is no way of
knowing the patient’s wishes. If this patient either had not been previously held to be
competent to make an important decision or if she had never had to make such a de-
cision, the matter would be much more difficult.

When it came to her breast mass, the patient, despite her psychiatric history,
was allowed to refuse further intervention. It seems clear that the patient did not
want any invasive or extensive intervention then, and it seems not unreasonable to
believe that she would feel the same under existing circumstances. It can, of course,
be argued that a breast mass, which may or may not be cancer and which may or
may not require surgery, is quite a different thing from an imminently life-threaten-
ing occurrence. Perhaps the patient would feel differently about the temporary use
of an intra-aortic balloon pump or about angioplasty than she would about having a
breast removed. (After all, a mammogram would either mean surgery, which the
patient might not want, or that nothing need be done, in which case, and in retro-
spect, why get it?) Can we really know how the patient would feel about aggressive
temporary measures of this sort? And if we can’t, on what basis do we choose ei-
ther to act or not to act?

The question of the patient’s competency (or, more properly, decisional capac-
ity) in the first place is an equally interesting question. Her physician either concluded
that she was competent to make the decision (or at least not incompetent enough that
her choice could be easily overridden) or, perhaps, the physician’s decision was based
on a composite judgment: On the one hand, the physician may have felt that surgical
intervention would, for whatever reason, be undesirable and, on the other, that she
was competent enough to refrain from challenging her (especially since her refusal
coincided with the physician’s judgment of the case). Now, however, the physician
may feel differently because without intervention, the patient will shortly die. The
emotive, even if not necessarily the ethical circumstances are different. Should this
make a difference?

Was the sister right in refusing to make the choice? What if she had known her
sister well but still refused or made the choice that the decision was up to the physi-
cian? If the patient was indeed judged to have decisional capacity, should her refusal
to allow further investigation of her breast lesion have given rise to a frank discussion
as to her wishes in other eventualities? Is appealing for public guardianship here ei-
ther required or ethically advisable? Remember, once public guardianship has been
granted, limiting therapy is often extremely difficult if not almost impossible so that,
in a sense, appealing for guardianship creates a self-fulfilling prophecy.
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CASE 9

The patient is an 86-year-old man, recovering in the hospital after an acute infection.
He has been confined to a nursing home for some years, is badly disabled by arthritis
so that he can hardly get out of bed, and was taken to the hospital when unconscious.
Although his infection clears with treatment, he refuses to eat or to take adequate flu-
ids. Unless tied down, he attempts to remove the nasogastric tube. A psychiatrist has
seen the patient and has found him to be competent. The patient’s physician wishes to
insert a gastrostomy tube for feeding, and, when the patient refuses, you are called in
to advise the physician. In talking to the patient, you find him to be entirely clear. He
states that he has no relatives, is unable to pursue any of his interests, and is miser-
able. He says that he has lived long enough, has had a good life, and now does not
wish to continue to live.

There is no doubt that unless the patient changes his mind, he will die. Under
ordinary circumstances patients who refuse reasonable medical treatment in the hos-
pital can be asked to discharge themselves against medical advice. In a patient com-
pletely confined to bed, this is not an option, and nursing homes will not ordinarily
accept patients under such circumstances.

The question here is one of decisional capacity: The patient appears to know the
options, the outcome of the option he has chosen as well as of alternative options, and
he is able to articulate rational reasons for his choice. He is not uninformed, has de-
liberated, does not appear to be under coercion, and, as far as one can tell, his choice
is one consistent with his worldview. If this patient did not know what the actual con-
sequences of his choice would be (if, for example, he claimed that despite not eating
he would not starve to death) or could not articulate a persuasive reason for his choice,
matters would be quite different, and, while feeling uneasy about doing so, we might
have a sounder argument for interfering.

The fact that this patient has been judged to have decisional capacity and the fact
that, deep down, we sympathize with his decision are important. Physicians who feel
compelled to support life under all circumstances (and there are not many of those
today) and who feel that keeping alive is a “moral duty” will, of course, be inclined to
doubt the patient’s competence. This is because reasoning in this fashion is part of
their particular definition of incompetence. In the present case, however, competence
has been established and is therefore one of the “givens” of the case. Physicians who
hold suicide to be immoral will likewise have difficulties with this case and may act
quite differently from those more willing to accept suicide or, at least, to look at the
matter on a case-by-case basis.

Competent patients, who have reasonable decisional capacity, are held to be ethi-
cally (and legally) free to accept or reject medical intervention. Forcing such patients
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to undergo a procedure they refuse is coercive and, ultimately, constitutes legal as-
sault and battery. When it comes to fluid and nutrition, strangely enough, we tend to
adhere to other standards. Why is this the case, and is it justifiable? Is there a distinc-
tion between forcing fluid and nutrition (say, by a nasogastric tube) and doing a gas-
trostomy for the same purpose? Allowing patients to starve themselves to death in an
institution, moreover, may affront both institutional sensibility and the moral views
of the health professionals involved.

A resolution of such a case, like a resolution of most cases, lies in an attempt to
discover an underpinning of shared values between those who would and those who
would not condone such a practice. What might some of these shared values be? If a
decision to allow the patient to have his way is made, does that end the obligations of
the healthcare team? If not, what are these obligations, and why? What if those who
must care for the patient (physicians, nurses, and ultimately the institution) are ethi-
cally unable to allow a patient to starve before their eyes even when doing so accords
with the patient’s wishes? If you must advise the healthcare team, what principles
would you invoke?

There is another problem: Many nursing homes (as has been said) will not ac-
cept patients under such conditions, and hospitalization in an acute care hospital
likewise will not be covered in such a case: There is, after all, no need for “acute
care.” This is, like so many other problems in healthcare ethics, an institutional and
ultimately societal one. It is not one that a single or a team of healthcare profession-
als or an administrator can solve. Such a state of events once again underlines the
fact that healthcare professionals need to be active in bringing such problems to the
attention of the community and its elected representatives, who alone can deal with
the basic nature of this generic problem.

CASE 10

The patient is a 5-month-old girl. She has one healthy older sister. The
parents live in a basement apartment and have a marginal income: The
father is disabled after a head injury, and the mother has been caring for
the family. The child has been definitely diagnosed with Werdnig–Hoffman
disease, a condition in which there is relentless deterioration of motor
function so that, ultimately, breathing becomes impossible. Death usually
occurs somewhere about 1 year of age. Intellectual and sensory functions
are preserved; that is, such patients can feel and think in the same way
that healthy infants would. The child is comfortable, but her ability to
breathe is deteriorating. You are called to advise as to “how far one should
go.”
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In dealing with patients like this, physicians bear a relatively lighter burden than
do the other healthcare professionals, who must spend longer hours with the patient.
It is here once again that a well-functioning team that talks over their problems among
themselves can prove itself of great value not only to the patient but also to everyone
within the team.

What makes this case so very agonizing is that intellectual function and sensa-
tion persist intact while muscle power inevitably falters, leaving the patient unable to
cough or, eventually, breathe. It is this feature that makes the case critically different
from, say, Tay–Sachs or other conditions in which both sensory and intellectual func-
tion regress. The options are to treat all intercurrent conditions vigorously and to sup-
port the infant with parenteral nutrition and the use of a respirator until death, inevitably,
ensues or to abandon some or all of these efforts. Do we have all the data we need to
have to get on with trying to reach a plan of action?

If a decision to treat all intercurrent disease fully and to ventilate and artificially
feed as required to sustain life is made, what could it be based on? If, on the other
hand, it is decided to forego some or all of these measures, what justification could be
invoked? Is there a difference in means or in goals (ends) between these two courses?
If a decision to abandon the treatment of intercurrent infections, for example, is made,
is there any reason why ventilation might still be appropriate (remember that the pa-
tient is able to feel and think and that air hunger is awful)? What about a feeding tube?

What if the parents disagree (with you or between themselves) with your pro-
posed course of action? Are there several acceptable options or only one? If several,
how and why would you rank them, and in this particular patient, what would moti-
vate you to choose one over the other? If one were to treat one but not another inter-
current illness (or decide to use one but not another therapeutic modality), on what
basis would such choices be made? What shared values could be appealed to? What
role do the individual members of the healthcare team play in the decisions made about
the patient? What might be the role of an ethics committee or consultant?

Do the economic and social circumstances of the parents properly play a role in
the decision? If, as is probably the case, the treatment of this case would use up re-
sources so that they were unavailable for other uses (say, continue an immunization
program or expand the hospital’s outreach to the community), would that have any
effect on what might be suggested? Are such considerations ethically permissible ones?

CASE 11

Your hospital asks you to help them formulate a policy for allocating funds.
Specifically, the hospital is located in an area in which many automobile
accidents occur, and, therefore, a fair number of organs become avail-
able for transplantation. At the same time, the hospital adjoins a poor
area where many are without proper medical care. Limitations in funds
have made it necessary to choose between (1) establishing an active trans-
plant program (which would enhance the hospital’s prestige) and (2) ex-
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panding a completely inadequate outreach program to provide medical
care for those without it. The hospital administrator points out that the
hospital cannot do both. Further, he points out that, once established,
albeit at great cost, a transplant program would begin to “pay for itself,”
while the outreach program would remain a constant drain.

The “you” who are asked to help formulate this plan is an important considera-
tion. Ideally, the “you” does not have an axe to grind or is one on whom the hospital or
its administrator can exert undue pressure. Assume that it is the case that you are a rela-
tively free agent and that you have at least as open a mind about such things as anyone.

What are the considerations here? The economic reality seems to be that starting
up a transplant program holds out a very real hope of self-sufficiency in a short time.
The transplant program would not be an eternal well into which money would disap-
pear. In addition, the prestige (and, therefore, referrals and eventually money) that
would accrue to the hospital might well make this a very real economic asset: one
that could even conceivably fund the outreach program!

On the other hand, transplantation is a rather sophisticated need vis-à-vis basic
healthcare. It directly profits only a very few patients as compared to the many that
an expanded outreach program would benefit. Does the fact that the outreach pro-
gram already exists, whereas the transplant program has to be newly established, give
any grounds for preferring one to the other on a moral basis? Does the fact that pa-
tients can go elsewhere (even if with some inconvenience) for transplantation, whereas
the poor living in the adjacent houses do not, as a practical matter, have this opportu-
nity, matter? Does the fact that the hospital is near a highway and, therefore, has many
potential donors make a difference?

On what basis can this matter be argued? Are there shared values that underwrite
the decision to establish either of these programs? Are there morally acceptable ways
that might make both transplantation and outreach possible: say, agreeing formally
ahead of time that a given percentage of the profit from transplantation would be used
for the outreach program? Should one count in the indirect profits? In that such a plan
of action would force the transplantation group to give up moneys it earned for an
enterprise in which it might have little interest, would it be morally defensible? Why?
Who should ultimately decide which course of action to follow? Who should be re-
sponsible, and why?

CASE 12

The patient is a 56-year-old married lady with long-standing chronic
pulmonary disease. She agreed only reluctantly to be placed on a venti-



361Resolving Ethical Problems

lator 6 months ago and then only because she thought that she had a
fair chance of “coming off it.” Home care was never very successful
and was interrupted recently by an intercurrent infection. Since in the
hospital (and now with her infection cured), she has persistently asked
that the ventilator be discontinued and that she be allowed to die. She
has been seen by a psychiatrist and judged to be competent. Were the
ventilator to be removed, the patient would inevitably die in the course
of 2 or 3 hours. The family members, who are very close to the patient,
support her in her decision.

The difficulty here, as contrasted to Case 9, for example, is that this patient’s
death, once the ventilator is discontinued, will be agonizing. It is generally agreed
that slowly strangling to death is one of the very worst tortures to befall sentient en-
tities. Our 86-year-old gentleman in the example above could at any time decide to
start eating; this lady would not have such an option.

What are we, in fact, saying when we refuse to disconnect her ventilator and
override her wishes? Are we inappropriately or appropriately exercising our greater
power? On the other hand, if we disconnect the ventilator and allow her to strangle,
are we demonstrating callousness? Can one moral agent force another (consent or not)
to torture him or her? Is the family truly aware of the consequences of either course
of action when they “support her decision”?

Is there a resolution to be found in seeking for shared values? If so, what might
these be? If a decision to continue ventilating the patient against her wishes is made,
how can this be argued for or implemented? If, on the other hand, the decision to dis-
continue is made, how can this be done? Is the agreement (or, at least, the absence of
strong disagreement) on the part of the rest of the treating team crucial here?

Is a middle road (say, sedating the patient to obtund her) an acceptable option?
And if not, why not? If so, how can such a course of action be defended? To what
extent would such a course depend on agreement of the entire treating team? of the
patient? of the family? What if the physician feels strongly that he or she cannot be a
party to discontinuing ventilator support? What if one of the nurses assigned to this
patient felt strongly opposed to such a course of action?

CASE 13

Mrs. Jones, who is 18 weeks pregnant, has been in the ICU for 3 days.
She was taken to the emergency room after a head-on collision, and, over
the last few days, brain death has been established. There did not appear
to be any abdominal injury, and the pregnancy does not appear to have
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been disturbed. Mr. Jones is a laborer, and there are two other children.
You are called to advise about continuing to support Mrs. Jones so that
the pregnancy can continue.

First of all, as in Case 4, we need more technical information to arrive at a ra-
tional decision. The current state of the art is that at 18 weeks a fetus is far from being
viable. Many more weeks would have to elapse before viability could even be rea-
sonably possible. Supporting a brain-dead person for that length of time, while possi-
ble, is far from easy: It requires the use of sophisticated apparatus in an intensive care
setting and is enormously expensive. Furthermore, while one or two cases here and
there have used a brain-dead mother as an incubator for her developing fetus, there is
not even a moderately reliable track record. Under these circumstances, each such
venture is a trip into the unknown.

What are the physician’s obligations under these circumstances? If the husband
should wish to continue his wife’s support under these circumstances, is it proper to
continue to use up the resources of a busy ICU (built to take care of critically ill pa-
tients for their own good) for such a purpose? On the other hand, if the husband does
not wish to continue his wife’s support under these circumstances, is it proper to aban-
don all chances for the fetus’ survival and to go along with his wishes?

Would the patient’s lacking or possessing insurance coverage be a legitimate
consideration? If the patient were maintained, a delivery finally effected, and the
infant were severely damaged and required lifelong support, what would be the ethi-
cally acceptable course: making the father responsible? making the community re-
sponsible?

What if the father had not wanted continued support but continued support had
been maintained and a damaged infant had resulted? Who should be responsible for
the costs and, ultimately, for the infant’s ongoing care? If not the father, how does
this differ from a “Baby Doe” case in which treatment is given against the parents’
will, and the parents are then held responsible for the further care of the child they
had not wanted? Does stopping support here constitute abortion (the deliberate kill-
ing of a fetus)? If not, how does it differ? If yes, why? If the mother starts to abort
spontaneously while the issue of brain death is being settled, is there an obligation to
try and halt the abortion?

CASE 14

Your patient is a 92-year-old gentleman whom you first saw in the ER
when he was unconscious with a heart rate of 24. After a pacemaker is
inserted, the patient recovers fully, and you find him to be a very pleasant,
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fully alert man who readily consents to having a permanent pacemaker
placed. The pacemaker is placed. All goes well until the second day, when
the leads become dislodged and the patient’s heart rate drops to 32. He is
stuporous. You are about to reposition the leads when his 62-year-old
daughter, who is in the hospital when this occurs, intervenes and states
that she does not want “anything more” done. She threatens to sue you
should you proceed despite her refusal.

It might be well to review and think about your responses to Case 5, in which the
issue hinged about the right of competent patients to make their own decisions and to
have their wishes carried out even when they are not conscious. In Case 5 a patient no
longer wished to have measures to prolong life taken, and his wife, once he was un-
conscious, demurred; here a patient presumably wishes to live, and, after he is uncon-
scious, his daughter objects to further treatment.

The case would have been slightly—but not severely—stickier if the daughter
had objected when the patient was first brought into the emergency room. Even here,
barring evidence of the patient’s stated desire to the contrary, treatment despite the
relative’s objection would have been given. It would have been given because the
patient’s relationship to his daughter was unknown and her having the patient’s best
interest at heart could not be assumed in a situation in which the patient’s symptoms
could very likely be reversed. In that eventuality, the situation could have been reas-
sessed.

Communication is, once again, essential. Prior conversation with the daughter
might or might not have forestalled the situation but, at any rate, should have been
attempted. In accepting or not accepting a relative’s decision about a patient’s care, a
decision as to the relative’s motives must be made. Even when such motives are al-
most never entirely clear and are undoubtedly not entirely known to the person him-
self or herself, a reasonable assessment should be attempted. Situations in which serious
doubts remain should be resolved in favor of acting to sustain, rather than in acting
not to sustain, life. Is this presumption in favor of life a reasonable one, and if so,
why?

(Addendum: This is an actual case known to the author [EHL]. Every attempt to con-
vince the daughter to change her mind was made, but she remained steadfast in her
opposition and continued to threaten suit. When all else failed, she was asked to leave
the hospital or to stop causing a commotion in ICU. The pacer was uneventfully re-
positioned, and the patient left the hospital a few days later. Conversation between
him and the physician revealed that the patient and his only daughter had not been the
best of friends, that he was rather well-to-do, and that, as the only living relative, she,
at least until this time, stood to inherit his entire fortune.)
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CASE 15

Mr. and Mrs. Prenkovich have had a good marriage. Mr. Prenkovich was
recently found to have an inoperable carcinoma of the pancreas. After
biopsy has established the diagnosis, Mrs. Prenkovich informs you that
she would “not allow you to tell Mr. Prenkovich.” She feels that he could
not “take this” and that it would shatter all hope and spoil his last few
weeks or months. Mr. Prenkovich has always been the sort of patient who
asks little, waits for you to volunteer information, but then seems grateful
to you for having done so.

This is a very frequent problem and one that rests on a frequent misunderstand-
ing of a critically ill patient’s needs. Mrs. Prenkovich may think that her husband’s
last weeks or months would be hopelessly darkened if he knew his prognosis, and she
wishes to spare the man she loves that pain. In addition, Mrs. Prenkovich may feel
that she herself could not cope with her husband once he knew, and she may, often
without knowing it, want to spare herself this pain. The motives are complex and
generally rest in a misconception. Kübler-Ross, in her book On Death and Dying, has
done all of us a great favor by exploding this myth: Not only are patients with a fatal
disease quite capable of coping with such knowledge, they generally are quite aware
of their prognosis (or, what may be worse, terribly afraid of what they surmise but do
not know) anyhow. Not telling patients about their true prognosis, furthermore, cuts
off communication at the very time that communication is essential: communication
between doctor and patient, staff and patient, family and patient, and, above all here,
between Mrs. Prenkovich and her husband. In his last days on Earth, Mr. Prenkovich
is likely to be forced to “play games” instead of communicating and receiving what
solace he can.

Physicians confronted with this problem often acquiesce to the relative’s desire
and lie to the patient. Often this is because physicians are most reluctant to discuss
the poor prognosis of death with their patients and are only too glad to have an excuse
for not doing so. Occasionally, it may also be due to the fact that physicians are loath
to alienate those significant others who survive the patient. The problem, once again,
is one of truth telling. The physician, first of all, is obligated to reason gently with
Mrs. Prenkovich and try to convince her that lying and subterfuge are not in her hus-
band’s true best interests. A promise to stand by, to help, and not to abandon not only
therapy but also more human support is essential. This sort of dialogue takes time:
time to hold and time for what has been said to be absorbed and digested. There is no
rush: The decision does not have to be made today.

If Mrs. Prenkovich (as she well may) persists in her attitude, what is the physi-
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cian’s obligation to his or her patient? If the decision to go along with Mrs. Prenkovich
is made, how does the physician deal with the patient? How does he or she handle the
unasked question? How the direct one? If the decision to tell the patient the truth is
made, how does the physician go about telling the truth, and how can be or she in-
volve Mrs. Prenkovich? Is there a ground of shared values between the physician and
Mrs. Prenkovich that might help in the resolution of the problem? Are there others
who might help? Are there ever situations in which a Mrs. Prenkovich might be right?

So far we have spoken mainly about the physician’s role. This has been one of
the difficulties in arriving at a solution. The entire healthcare team should, as it prop-
erly should in most of these decisions, be involved in the dialogue from the very be-
ginning. It is quite likely that they know the patient and his wife from quite a different
angle than does the physician. If no clergyperson has been involved, it might be well
to involve one—especially one with clinical pastoral training who had expertise and
understanding for dealing with such problems, provided patient and wife agree to this.
Compassionate rationality (compassion for the wife’s grief, the patient’s fears, and
the needs of both, and reason to sort out the various aspects and dispassionately present
them to all involved) can go far in helping the team discuss and ultimately come to
meaningful grips with the problem.

CASE 16

You are taking care of a professional pilot who was brought into the hos-
pital after having sustained a seizure. Workup has revealed no specific
cause, so a diagnosis of epilepsy is made. Your patient beseeches you not
inform his company because this would result in the loss of his job.

This problem has many guises: the husband who refuses to tell his wife about a
communicable venereal disease, the psychiatric patient who tells the psychiatrist that
he or she plans to harm someone, the patient with any disease that may threaten oth-
ers but that he or she wishes to hide. The physician is obligated not only to his or her
patient but also to the community. Neither of these obligations, however, is absolute.
Or are they? Is the obligation of confidentiality an absolute or a prima facie obliga-
tion (one that “on the face of it” is binding but that may, under special circumstances,
have to be ignored)? What are the circumstances that would permit a physician to
breach confidence? Why?

In this case, once again, communication is essential. If at all possible, the pilot
must be induced to cooperate, and the physician must undertake to help the pilot reach
an equitable agreement with his company. If the pilot is obdurate, what is the physi-
cian’s obligation? May the physician coerce the pilot and thus obtain a grudgingly



366 Chapter 13

given consent? (For example, could the physician inform the patient that come what
may, he or she will report the condition, but offer, if the patient finally consents, to try
to mediate so that reassignment to non-flying duties rather than losing a job would
result?) Should the physician evade the problem by relinquishing the care of the pa-
tient to another physician? And if not, why not? What are the limits of communal
responsibility today?

If, say, a new law were to require physicians to report the names of all HIV-posi-
tive persons so that they could be published in the local paper, should physicians co-
operate? If so, what are the grounds on which such a belief could be sustained? If not,
what are the grounds for non-cooperation? What if drug addicts had to be reported to
the authorities so that they could then be jailed? How do you come to terms with such
conflicts?

CASE 17

PBC is an eventually fatal disease. Current studies show that treating this
disease either with steroids or with another immunosuppressive agent pro-
longs life (but does not cure the disease). A new agent may also be effica-
cious but has not been tested. It is suggested that a double-blind study
comparing this agent to no treatment be set up.

1. You are on an institutional review board (a board that must ap-
prove the protocol of all studies in an institution). Do you favor this study
as proposed?

2. You are a physician whose patient has PBC. You have the option
either of enrolling the patient or of not enrolling this patient in such a
study (assuming that it has been approved by an IRB). What are your
options and obligations?

Testing new drugs is something that needs to be done. When it is done, it must
be done with as fully informed consent as possible. The very fact that the venture is
experimental means that we are far from certain about the outcome or the attendant
risks. The patient, then, essentially consents to take a trip into the unknown with us in
which he or she runs all the risks while we watch. While we are far from certain about
the outcome, and while we are unaware of all the risks, we do know some things: We
know, for example, what animal or computer models have shown, what experience
has been had with similar substances, and what treatment offers or does not offer in
the same disease today. Is it acceptable to compare a treatment with a non-treatment
group in a disease in which treatment is known to benefit the patient? Is there an al-
ternative? Are there ways other than such experiments to find out how patients who
receive no treatment will do?
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If you have a patient who might be enrolled in such a program and you have no
qualms about it, you do not have much of a problem in suggesting enrollment to the
patient. If, like we, however, you have serious reservations about a protocol that fails
to treat a treatable disease in order to establish a “no-treatment” control (and think
that a protocol in which one treatment is compared with another would do just as well:
after all, finding out how the new stuff works relative to the old stuff is far more use-
ful than finding out how it works as compared to no treatment at all), you have a prob-
lem. The new treatment may be far superior, and each patient has a 50% chance of
getting it! On the other hand, the patient also may receive no treatment at all when
some treatment has been shown to be beneficial. Under these circumstances, should
you simply not mention the protocol and treat the patient in the established way? Should
you mention it to the patient, not express your opinion so as not to influence the pa-
tient, and let the patient decide, or should you mention it to the patient, make your
recommendations, and then abide by the patient’s decision? What arguments might
support any of these courses of action?

CASE 18

Mr. B. developed myocarditis during her pregnancy. Although she even-
tually delivered a premature, otherwise healthy and viable infant, her
cardiac function deteriorated until a transplant was the only way of sav-
ing her life. Eventually a properly matched donor heart became avail-
able, and she underwent an uncomplicated transplantation. Within hours
thereafter and while still in the recovery room, cardiac function deterio-
rated and it was obvious that she had undergone a “hyper-acute rejec-
tion” (a process whose etiology is poorly understood and which, in about
95% of cases, leads to repeat rejection should another transplant be at-
tempted). Ms. B. was placed on temporary pump support. She was awake,
able to speak, and rational. There were two other potential recipients
awaiting transplantation when a heart that would be a good match for
Ms. B. as well as for the other patients became available. You are asked to
advice about attempting another transplantation for Ms. B. or giving the
heart to one of the other two waiting candidates.

The questions here point up the difficulty physicians find themselves in when
making allocation decisions involving specific patients. Who most “deserves” this
heart? What are the criteria on which such judgment can be made? Under these cir-
cumstances, does the surgeon who operated on Ms. B. have a special obligation to her
that he or she does not have toward these other waiting patients? Would such an ob-
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ligation be changed by the fact that the surgeon has also already come to know the
others? Does the fact that the chance for a successful transplant in the other waiting
patients is very much higher than it is for Ms. B. militate against giving the available
organ to Ms. B.? If so, why? And if not, why not? Should Ms. B. have any say-so in
the matter?

One way of conceptualizing such a problem is to consider what would happen if
the option of re-transplantation were not to be made available after an event of this
sort had occurred. Physicians or surgeons feel (understandably and arguably rightly)
that they have a special obligation to a patient once treatment by them has been started.
This would be an obligation to do all that is needed to save that particular patient’s
life regardless of (virtually) all other considerations. The one is an identified life and
an identified life in which one has become deeply involved; the others are either not
identified or have not had the degree of surgeon involvement as has Ms. B. And yet
these two other lives are just as distinctly individual lives (and are just as “identified,”
even if by someone else). One way out of this impasse would be to make a communal
judgment (perhaps by the professional community with the help of ethics commit-
tees) that patients who had sustained hyper-acute rejection would be barred from re-
ceiving another transplant. Such an event would then become simply one more of the
risks a patient knowingly undertook in undergoing transplantation.

Can one justify such a way of proceeding? If not, what other ways of dealing
with such a situation should be made? Should this point of view be enlarged so that
those with little chance to survive would be barred from intensive care units, espe-
cially when there was a shortage of beds? Or should a strict first-come, first-served
policy be more acceptable?

CASE 19

A 66-year-old diabetic woman was admitted to our hospital for a non-Q
Wave myocardial infarction. Soon thereafter she had combined coronary
bypass and mitral valve surgery, tragically complicated by sternal wound
infection, renal shutdown, and multiple cardiac and respiratory arrests
which left her neurologically profoundly impaired and has made her de-
pendent on renal hemo-dialysis, tracheostomy and ventilator support, tube
feedings, and total (24 hour a day) nursing care. In the course of her
subsequent fifteen months hospitalization on the telemetry unit, she has
suffered multiple respiratory arrests, episodic cardiac arrhythmias (in-
cluding ventricular tachycardia) for which a pacemaker has been placed,
multiple episodes of aspiration pneumonia, urinary tract infection, sys-
temic septic shock, erosive stage IV sacral decubiti, malnutrition, anemia,
problems with control of her diabetes, hypotension, congestive heart fail-
ure, shunt and permacatheter clotting. Over the past several weeks, pro-
gressive ascending wet gangrene of the right lower extremity following
unsuccessful antibiotic therapy of an osteomyelitis of her right foot has
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developed. Throughout this long ordeal, she has remained non-verbal,
though she responds to the staff with facial grimaces and can withdraw
her right leg, evidently in pain, when dressings are changed or the leg is
moved. The leg itself is malodorous, filling the room air with the odor of
rotting flesh in spite of the liberal use of various de-odorizers.

Her husband of over 50 years is a faithful attendant at her bedside
and her room is freshly and repeatedly filled with cards and flowers from
her family and friends. He was reluctant to consider a No Code order for
his wife, whom he deeply loves, continued to hope that she might be weaned
off the ventilator and be taken home. He finally and only very reluctantly
consented to a no-chest compression order (all other resuscitation meas-
ures to be used) because he recognized that the extirpation of her ster-
num (following a wound infection) made compression useless and possibly
harmful. He is constantly talking to her, singing to her, and interpreting “
what she wants” to the staff. He tells the doctors, nurses and other sup-
port personnel about her beauty when they met, her sweetness and gener-
osity to others, her (and his) deeply shared Christian beliefs, and their
long connection to one another. He also appears to be communicating
effectively with her, and she is clearly different in her responses to him,
turning her eyes toward him and smiling when he speaks to her as she
does to no other speaker. He still expresses the hope that she will eventu-
ally be weaned from the ventilator so that he can “take her home and care
for her there.”

The husband is very concerned about the ascending gangrene on
her leg, her pain as well as the odor of death in her room. He had been
told that amputation of the leg could be done, though the surgery might
kill his wife, but that it might also relieve her of pain and would cer-
tainly ameliorate the dreadful smell. He would like the surgeons to pro-
ceed with the amputation, and assures the staff that this is also the wish
of his wife.

The vascular surgeon consulted to perform the amputation refuses
to do the procedure because he is “morally opposed” to what he believe is
futile surgery in this uncommunicative, catastrophically injured and
clearly dying woman. He thinks her husband wrong to prolong her suf-
fering in the forlorn hope of saving her life. The surgeon does not wish to
operate because he feels that it would be morally wrong to do so because
“it would be futile.”

This case which was suggested to us by our colleague, Dr. Faith Fitzgerald, has
many facets. In the absence of an enduring power of attorney for health-care matters
is the husband the proper surrogate? If so or if not so, why? The husband is supposed
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to decide on the basis of the “patient’s best interests,” setting his own interests aside.
Is that proper? Is it possible? When the surgeon declares that he is “morally opposed”
to amputating this leg, why does he invoke futility? What does futility denote here?
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