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s Preface

ACQUIRED IMMUNE DEFICIENCY SYNDROME (hereafter AIDS) has
given new meaning to the term crisis. The numbers alone are stagger-
ing, each new set of infection and mortality data often being outdated
by the time they are printed.

But the AIDS crisis is exacting more than a death toll. It is also
imposing disturbingly novel and provocative ethical questions. Under
what circumstances is mandatory screening for this infectious disease
warranted? What access should AIDS patients have to nonapproved
therapies? Should pregnant AIDS patients be permitted to participate
in randomized clinical trials? Should insurance companies be required
to insure individuals who are seropositive? What are the limits of AIDS
patients’ right to confidentiality? Do physicians and other health care
professionals have an obligation to treat AIDS patients?

By now, as we bring to a close the first decade of the disease’s
history, we have a good grasp of the most troubling and troublesome
ethical questions. With respect to some, consensus on the answers is
beginning to emerge. Few, for example, now argue for widespread or
universal mandatory testing. It is also now widely believed that contact
tracing should preserve, as much as possible, AIDS patients’ privacy.

But with a number of other questions broached in these pages, the
only thing clear is that the answers are murky. Do parents of a human
immunodeficiency virus (HIV)-infected child have a duty to disclose
this fact to parents of the child’s playmates? Does a physician have an
obligation to warn the spouse of an infected patient who wants this
fact kept secret? Should rigorous methodological features that govern
AIDS research be relaxed to enhance patients’ access to nonapproved
drugs?
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AIDS and Ethics includes a series of original, seminal essays offer-
ing a systematic overview of these and other questions from the per-
spectives of scholars and practitioners trained in strikingly diverse
disciplines and professions. Among the fields represented by the au-
thors are law, medicine, philosophy, political science, religious studies,
and social work.

In the first chapter, I explore the broad ethical implications of the
AIDS crisis and speculate about the relevance of ethical inquiry, lan-
guage, and concepts. In the end I conclude that, despite its well-known
limitations, applied ethics has much to offer those of us who are trou-
bled by and concerned about the normative dimensions of the disease
and society’s response to it. I also argue that professionals in the field
must look beyond abstract and applied ethical theory and widen their
lens to examine their personal moral commitment to work with the
AIDS population.

The next several chapters explore the ethical features of a broad
range of key policy debates related to AIDS. Ronald Bayer provides a
valuable analysis of the shifting tension that has emerged between
public health and civil liberties advocates. Bayer traces the evolution of
this relationship, beginning with the emergence of AIDS in the early
1980s and continuing along its subsequent course. His insightful as-
sessment offers a sobering look at the historical and political factors
that influence the unstable balance between public health safeguards
and civil liberties protections.

James Childress focuses specifically on the collection of debates
concerning mandatory screening and testing of various populations.
Following his presentation of a conceptual template for examining
these issues, Childress considers and critiques, in turn, arguments that
have been advanced concerning testing and screening of hospital pa-
tients, marriage license applicants, pregnant women, newborns, indi-
viduals in the state’s custody, and international travelers.

Childress’ analysis is followed by Carol Levine’s comprehensive re-
view of issues related to human subjects research. After her brief
review of prevailing ethical standards in research, Levine identifies
dilemmas posed by the AIDS crisis, focusing especially on the ethical
dimensions of research design, access to nonapproved therapies, the
duties of subjects and physicians involved in clinical trials, eligibility
for participation in clinical research, and vaccine-related research. As
Levine concludes, some of these issues have been largely resolved
(such as the need for strict confidentiality safeguards) while others
continue to be the subject of intense debate (such as the participation
of pregnant women in clinical research on new drugs).
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The AIDS crisis has also stimulated considerable debate about health
insurance — in particular, emerging insurance industry underwriting
practices. Gerald Oppenheimer and Robert Padgug offer a forceful
argument that insurers’ efforts to limit coverage of HIV-infected indi-
viduals and persons with AIDS constitutes a crisis of community.
Following their historical review of insurers’ shift from an inclusionary
“community rating” approach to an exclusionary “experience rating”
approach, Oppenheimer and Padgug lobby aggressively for universal
and uniform health care coverage. For them, the distressing alternative
to universal health care is a fragmented, unfair, and inefficient ap-
proach to health insurance that, in the final analysis, will not provide
adequate protection to AIDS patients and those at risk for the disease.

One of the most enduring debates concerning AIDS pertains to the
use of coercion to contain transmission of the disease. In recent years
we have seen a variety of calls for the use of quarantine, isolation,
mandatory notification of partners, and other social control measures
in an effort to prevent the spread of AIDS. In her chapter on AIDS
education, Nora Kizer Bell challenges claims that punitive and coercive
measures are the most appropriate public response to the crisis. For
Bell, rudimentary principles of democracy call for assertive and frank
forms of education designed to prevent the spread of AIDS. Although
AIDS may tempt us toward a variety of strict social control tactics, Bell
argues that our democratic roots should lead us instead toward volun-
tary efforts to change attitudes and behavior among those with AIDS
or at risk for the disease.

Much of the recent controversy concerning AIDS has focused on
the adequacy of public funds dedicated to research, prevention, and
treatment. For many, funding has been intolerably inadequate and
research progress has been painfully slow. This frustration — along
with concern about emerging public policy — has led to diverse forms
of militancy and civil disobedience directed at public officials, research-
ers, religious leaders, and pharmaceutical companies. Courtney Camp-
bell takes a hard, critical look at AIDS activism and assesses the moral
warrant claimed by AIDS activists. Campbell explores the extent to
which AIDS activists have met the burden of persuasion and the moral
criteria that inhere in the tradition of civil disobedience.

Using different conceptual lenses, Robert Levine and Abigail Zuger
then discuss vexing questions concerning health care professionals’
duty to treat AIDS patients. From a phenomenological framework,
Levine dismantles the physician-patient relationship into its compo-
nent parts and speculates about why physicians ask the question “Do I
have a duty to treat AIDS patients?” Levine’s task is not to answer the
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question itself but rather to explain why physicians are moved to ask
the question in the first place. Levine begins with the first “moment”
of encounter between physician and patient and sheds light on the
dynamics of the evolving relationship that account for this now-com-
mon query.

The answer to the question about the health care professional’s duty
to treat is left to Abigail Zuger. Following her brief historical insight
into the behavior of physicians during a variety of plagues and epidem-
ics, Zuger examines the ethical norms that have emerged within the
medical profession and among individual health care practitioners. She
concludes her discussion with a number of thought-provoking obser-
vations about health care professionals’ moral duty to treat and what
patients have the right to expect of them.

There is no question that issues of intimacy are prominent in any
discussion of AIDS. Personal details abound concerning sexual activ-
ity, drug use, and test results. Not surprisingly, there is considerable
controversy pertaining to privacy of information and limitations im-
posed on it. Ferdinand Schoeman offers us a systematic review of a
broad range of privacy issues that have emerged within the AIDS
context. Schoeman reviews the nature of privacy norms in general and
discusses the various privacy issues that need to be addressed concern-
ing AIDS. For Schoeman the most compelling questions pertain to
therapists’ obligations to disclose confidential information to protect
third parties who may be at risk because of the behavior of an HIV-
infected patient or client, the responsibility of an HIV-infected individ-
ual to warn others of his or her potential to transmit the disease, the
right of health insurers to private information about applicants, and the
responsibility of the state to trace sexual contacts of HIV-infected
individuals.

It is difficult to examine this diverse collection of ethical issues
without bumping into a variety of compelling legal conundra. By now
there is a myriad of statutes and legal precedents on issues such as
mandatory testing, privacy, employment and school-based discrimina-
tion, protection of third parties, the duty to treat, the use of quarantine,
and civil liability. Donald Hermann reviews the range of legal issues
and developments triggered by the AIDS crisis and alerts readers to
fundamental tensions between protection of individual interests and
the public’s health. His discussion provides a useful perspective on the
legal dimensions of the most prominent debates about AIDS and ethics.

This project could not have been completed without the able assis-
tance of a number of colleagues. As is their custom, my editors at
Columbia University Press, Ann Miller and Louise Waller, provided
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consistently constructive suggestions and encouragement. Louise de-
serves special credit for having the imagination that led to this project
in the first place and for helping me map the book’s content. I was
especially impressed by her genuine commitment to the substantive
issues addressed here. I also want to thank the Rhode Island College
Council and Faculty Research Committee for their support.

It is hard to know how to express my appreciation to the authors
themselves. These are among the brightest, most dedicated, and tal-
ented scholars with whom I have had the privilege to work. Their
unique ability to mesh intellectual rigor with compelling prose — un-
der an unusually tight deadline —impressed me continually. They
were remarkably tolerant of my editorial suggestions and requests for
yet another draft. I am confident that these authors’ insights will
provide an important lodestar (and lightning rod, perhaps) to those
who care deeply about the AIDS crisis.

This has been a difficult project to complete. It has been simulta-
neously exciting to forge new intellectual paths that are so important
and depressing to face the unrelentingly morbid facts produced by
AIDS. No other research has forced me to examine, in so intense a
fashion, my own ethical beliefs. The nature of this subject is such that
one must confront his or her most basic values and biases. I have
learned a great deal in the process.

In this regard, I offer my most heartfelt thanks to my wife, Deborah,
and daughter, Emma, who help me to understand what the term virtue
means.

Frederic G. Reamer
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La vertu refuse la facilité pour compagne . . .
elle demande un chemin dpre et épineux.

Virtue shuns ease as a companion. . . . It demands
a rough and thorny path.
— Michel de Montaigne
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1. AIDS: The Relevance of Ethics

FREDERIC G. REAMER

AT A RECENT conference I sat on a panel of professionals who are
knowledgeable about AIDS. This interdisciplinary panel was convened
to consider a variety of ethical issues related to the disease. During the
discussion this group was presented with a series of case scenarios that
raise complex ethical issues related to the AIDS pandemic. Among
them was a case involving a young man with AIDS who refused to
inform his girlfriend (his regular sexual partner) about his AIDS status.
This fellow was unwilling to disclose details about his illness because
he feared unpleasant recriminations and humiliation. He also feared
that his partner would leave him at a time when he needed her support.

The panel was asked to consider whether the patient’s physician
should disclose confidential information to ensure that the patient’s
girlfriend learns of his AIDS diagnosis so that she can protect herself.
We were to assume that every effort already had been made to get the
patient to share this information on his own.

This case scenario, which is now distressingly familiar to those
involved in the AIDS crisis, is characteristic of a wide variety of ethical
choices practitioners are facing. It contains a classic clash of duties
and rights, in this instance among the patient’s ordinary right to pri-
vacy and confidentiality, his obligation toward his girlfriend, and the
girlfriend’s right to protection from harm. We can add into the mix the
corollary tension between the physician’s duty to respect confidential-
ity and her duty to protect third parties.

The panel’s discussion of this troubling case had several striking
features. First, it was clear that ethical norms related to AIDS are
shifting, sometimes rapidly. Most of the panelists acknowledged that
at some point the physician may be obligated to disclose confidential



