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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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XII Introduction to the Second Edition

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.




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.!

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™? 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 naive
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.® Aristotle, how-
ever, stated that physicians were allowed to alter treatment if, after the fourth day, the
traditional approach had been found useless.* Persian medical ethics was “modern”
in speaking not only of the cognitive but also of the characterological attributes of the
good physician.’ 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.”® 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.”” 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.” 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—Ilike 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.”’

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).® 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-a-
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.” 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.”” 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 (6" 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.?

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.'

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.!! 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.!?

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.'?

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-a-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.”'*!¢ 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.!>2!

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.”??
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 a 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.?> 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.” 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 “College” (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.”* Man’s fear of unknown forces,



14 Chapter 1

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.”*’ 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.?®

After the “doctor’s trial” in 1946 (which tried only a handful—most got away
scott-free?”) a code of ethics for human experimentation (the “Niirnberg 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 Niirnberg 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
1 do not rebel because it cannot be changed...I start to view horror and my implica-
tion in it as normalcy.*

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.?! 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.”! 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.” 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?*-*

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.” 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.”” 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 19 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 cannor—by definition—be a “top down” strategy in which at best an ethic
Jor 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.®

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
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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.!

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.?

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.**

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).® 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.®” 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
areferent 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.® 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).>!° 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.®!!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.”¢ 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.%!!2

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—Ilying, 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.'? Kant, we think, might fall back on his insistence that the only thing “good
initself” (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,”"
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.!” 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.!>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. TIthelps 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.’

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.!718

VIRTUE ETHICS AND CASUISTRY

Rules we choose to follow, principles we select, and theories we elect to guide us are
areflection 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.'*-?! 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."

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.”” 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.”*2

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.? 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.?’*
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.**

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,”*! 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.** 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.****

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.**

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 §-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.®!?

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.*

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 s, 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.3%*
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.®

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.!

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,* 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.***! 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”).** 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”* has somewhat modified his prior individualistic
concept)—Ilargely 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.
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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.* 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.*04

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.*> 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. Onthe 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.*® 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.¥

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”!*%% 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.*

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.*’ 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.’! 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.>?

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.>*3*

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.*

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.*

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.*®

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.! 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.>?

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.**

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.”

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.® 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.? (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.’ According to statistics such mistakes are not at all rare.!*'> Many are trivial;
most are correctible; but some are fatal. The central question is what one understands
as “all mistakes.”!! The “taxonomy” of mistakes badly needs to be clarified.!* 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.!® 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.

Fallibility and Blameworthiness in Medicine
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The Ongoing Dialectic
petween 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.! 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.? 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.””
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.”
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. Itis 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.’

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.”® 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.”

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.® 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.”® 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.*!°
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.!!

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.'>" 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.'* 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.'® 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.”'® 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.'” 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.!!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.!” 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.!® 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



82 Chapter 5

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.“Hl

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.?

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,**
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.?

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,”?*
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.??

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)
s0,” 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.!!

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.'?

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



Autonomy and Responsibility 89

action taken by a moral agent in the moral sphere.® 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.?” 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.” 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.?

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.*® (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
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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-a-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) aroot 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.! 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.”” 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.> 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.* 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 state’ (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 friend®); 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.” 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.’°

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.'® 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.!! 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”’'* 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.'?

The “sick role” is defined by one’s particular culture and history.!* 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.!>"' 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.'® 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.? 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.'” 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.”® 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.*!

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.”?

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.? 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.® 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.® 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.®

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.5

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, butitis 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
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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.?* Confidential-
ity, as Rawls says, is an agreement bound by the principle of fairness.** 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.?
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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.?

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).?

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—Ilooms 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—Ilike “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,>?’ torture, or interrogation (or assisting, aid-
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ing, or abetting torture or interrogation)?-3° 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.?!

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.*> 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.* 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,
itis 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.** 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 consent™7 (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.* 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—Iet 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.>¥*! 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 Niirnberg 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).?” 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.* 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 Niirnberg 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.*

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

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.”* 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.’ 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.®! 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.”>> 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”* 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.”>* 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.*® 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-



Patients and Society 129

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.
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.”>

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



Patients and Society 131

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. Itis 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




Patients and Society 135

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.’” 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.>® 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.>” 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 MCQO’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.' 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
arole, 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.> 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.?
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 downbhill 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.* 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 Jonas* (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.’ 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.® 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 priorireject. 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.




156 Chapter 7
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.’

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 offer>—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
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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.”® 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.’ 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.!? 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.!'~!* Our experience with blood transfusion—where commerciali-
zation has been largely forbidden—may well serve as a model.'* 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.'® 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—Iiv-
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...1 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.”!

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.>

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.’ 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.*

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).3

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.” 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.® 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.” 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 creatures'®) 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.3¢
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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.>®

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.*¢

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.!!

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.!?

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). 1314

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,’ 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.”

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”);'s17 (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.’ 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.'®
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.!”® 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.>"

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.*° 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."

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.”*2* 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
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respects, “rights” seen in an absolutist and context-less fashion are meant to preclude
all further discussion.?® 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.'> 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.'® 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 itis “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.*
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 example!®) 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 themselves? 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.?® 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. Atthe nextlevel, 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-



172 Chapter 8

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.?’-*

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.?*-!

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.?*32-3

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.*

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