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Preface

Throughout his career, Dr. Mark Siegler has written on topics ranging from
the teaching of clinical medical ethics to end-of-life decision-making and the
ethics of advances in technology. With more than 200 journal publications
and 60 book chapters to choose from, the editors did their best to select
representative scholarship of enduring value. We have organized our
collection of 46 landmark works under the five themes of foundational
scholarship, the doctor-patient relationship, education and professionalism,
end-of-life care, and clinical innovation. The collected works are listed
below, chronologically within the selected themes.

Reprinted works under the theme of foundational scholarship:

e Siegler M (1979) Clinical ethics and clinical medicine. Arch Intern Med
139:914-5

e Siegler M (1982) Decision-making strategy for clinical ethical problems
in medicine. Arch Intern Med 142:2178-9

e [.a Puma J, Stocking CB, Silverstein MD, DiMartini A, Siegler M
(1988) An ethics consultation service in a teaching hospital. Utilization
and evaluation. JAMA 260:808-11

e Siegler M, Pellegrino ED, Singer PA (1990) Clinical medical ethics. J
Clin Ethics 1:5-9

e Singer PA, Pellegrino ED, Siegler M (1990) Ethics committees and
consultants. J Clin Ethics 1:263-7

e Pellegrino ED, Siegler M, Singer PA (1991) Future directions in clinical
ethics. J Clin Ethics 2:5-9

e Siegler M, Singer PA (1991) Clinical ethics. In: Kelley WN (ed)
Textbook of internal medicine, 2nd edn. JB Lippincott Co.,
Philadelphia, p 3-5

e Singer PA, Siegler M (1996) Clinical ethics in the practice of medicine.
In: Wyngaarten JB, Plum F, Bennett C (eds) Cecil textbook of medicine,
20th edn. WB Saunders Co., Philadelphia, p 4-6

e Ross LF, Siegler M (1997) Five major themes in bioethics. Forum:



Trends in Experimental and Clinical Medicine 7:8-17

Siegler M (1997) The contributions of clinical ethics to patient care.
Forum: Trends in Experimental and Clinical Medicine 7:244-51

Reprinted works under the theme of the doctor-patient relationship:

Siegler M (1981) Searching for moral certainty in medicine: a proposal
for a new model of the doctor-patient encounter. Bull N Y Acad Med
57:56-69

Siegler M, Goldblatt AD (1981) Clinical intuition: a procedure for
balancing the rights of patients and the responsibilities of physicians. In:
Spicker SF, Healey JM, Engelhardt Jr HT (eds) The Law-Medicine
Relation: A Philosophical Exploration. D. Reidel, Boston, p 5-31

Siegler M (1981) The doctor-patient encounter and its relationship to
theories of health and disease. In: Caplan AL, Engelhardt Jr HT,
McCartney JJ (eds) Concepts of Health and Disease: Interdisciplinary
Perspectives. Addison-Wesley, Reading, Massachusetts, p 627—-44

Siegler M (1982) The physician-patient accommodation: a central event
in clinical medicine. Arch Intern Med 142:1899-1902

Siegler M (1982) Confidentiality in medicine: a decrepit concept. N
Engl J Med 307:1518-21

Siegler M (1982) Medical consultations in the context of the physician-
patient relationship. In: Agich GJ (ed) Responsibility in Health Care. D.
Reidel, Boston, p 141-62

Childress JF, Siegler M (1984) Metaphors and models of doctor-patient
relationships: their implications for autonomy. Theoret Med 5:17-30

Siegler M (1985) The progression of medicine: from physician
paternalism to patient autonomy to bureaucratic parsimony. Arch Intern
Med 145:713-15

Daugherty CK, Siegler M, Ratain MJ, Zimmer G (1997) Learning from
our patients: one participant’s impact on clinical trial research and
informed consent. Ann Intern Med 126:892—7

Torke AM, Alexander GC, Lantos J, Siegler M (2007) The physician-
surrogate relationship. Arch Intern Med 167:1117-21



Reprinted works under the theme of education and professionalism:

e Siegler M (1978) A legacy of Osler: teaching clinical ethics at the
bedside. JAMA 239:951-6

e Culver C, Clouser KD, Gert B, Brody H, Fletcher J, Jonsen A,
Kopelman L, Lynn J, Siegler M, Wikler D (1985) Basic curricular goals
in medical ethics: the DeCamp conference on the teaching of medical
ethics. N Engl J Med 312:253-56

e Lane LW, Siegler M, Miles SH, Cassel CK, Singer PA (1988)
Fellowship training programs in clinical ethics. Soc Gen Intern Med
Newsletter 3:4-5

e Walker RM, Lane LW, Siegler M (1989) Development of a teaching
program in clinical medical ethics at the University of Chicago. Acad
Med 64:723-9

e Jacobson JA, Tolle SW, Stocking C, Siegler M (1989) Internal medicine
residents’ preferences regarding medical ethics education. Acad Med
64:760—4

e Lane LW, Lane G, Schiedermayer DL, Spiro JH, Siegler M (1990)
Caring for medical students as patients. Arch Intern Med 150:2249-53

e Pellegrino ED, Siegler M, Singer PA (1990) Teaching clinical ethics. J
Clin Ethics 1:175-80

e Roberts LW, Hardee JT, Franchini G, Stidley C, Siegler M (1996)
Medical students as patients: a pilot study of their health care needs,
practices, and concerns. Acad Med 71:1225-32

e Roberts LW, McCarty T, Lyketsos C, Hardee JT, Jacobson J, Walker R,
Hough P, Gramelspacher G, Stidley C, Arambula M, Heebink DM,
Zornberg GL, Siegler M (1996) What and how psychiatry residents at
ten training programs wish to learn about ethics. Acad Psychiatry
20:131-43

e Roberts LW, McCarty T, Roberts BB, Morrison N, Belitz J, Berenson C,
Siegler M (1996) Clinical ethics teaching in psychiatric supervision.
Acad Psychiatry 20:176-88

e Siegler M (2002) Training doctors for professionalism: some lessons



from teaching clinical medical ethics. Mt. Sinai Med J 69:404-9
Reprinted works under the theme of end-of-life care:

Siegler M (1975) Pascal’s wager and the hanging of crepe. N Engl J
Med 293:853-7

Siegler M (1977) Ciritical illness: the limits of autonomy. Hast Cent Rep
7:12-5

Siegler M, Wikler D (1982) Brain death and live birth. JAMA
248:1101-2

Siegler M, Weisbard AJ (1985) Against the emerging stream: should
fluids and nutritional support be discontinued? Arch Int Med 145:129—
31

Singer PA, Siegler M (1990) Euthanasia: a critique. N Engl J Med
322:1881-3

Singer PA, Siegler M (1991) Elective use of life-sustaining treatments in
internal medicine. Adv Inter Med 36:57-79

Siegler M, Taylor RM (1993) Intimacy and caring: the legacy of Karen
Ann Quinlan. Trends in Health Care Law Ethics 8:28-30, 38

Helft P, Siegler M, Lantos J (2000) The rise and fall of the futility
movement. N Engl J Med 343:293-6

Reprinted works under the theme of clinical innovation:

Lantos JD, Siegler M, Cuttler L. (1989) Ethical issues in growth
hormone therapy. JAMA 261:1020—4

Arnow P, Pottenger L, Stocking C, Siegler M, DeL.eeuw H (1989)
Orthopedic surgeons’ attitudes and practices concerning treatment of
patients with HIV infection. Public Health Reports 104:121-9

Singer PA, Siegler M, Whitington PF, Lantos JD, Emond JC,
Thistlethwaite JR, Broelsch CE (1989) Ethics of liver transplantation
with living donors. N Engl J Med 321:620-2

Kodish E, Lantos JD, Stocking CB, Singer PA, Siegler M, Johnson FL
(1991) Bone marrow transplantation for sickle cell disease; a study of
parents’ decisions. N Eng J Med 325:1349-53



e Siegler M, Lantos JD (1992) Ethical justification for living liver
donation. Camb Q Healthc Ethics 4:320-5

e Cronin D, Millis M, Siegler M (2001) Transplantation of liver grafts
from living donors into adults: too much, too soon. N Eng J Med
344:1633-7

e Testa G, Angelos P, Crowley-Matoka M, Siegler M (2009) Elective
surgical patients as living organ donors: a clinical and ethical
innovation. Am J Transplant 9:2400-5

We express our gratitude for the permission granted to reproduce the
copyrighted material in this book. Every effort has been made to trace
copyright holders and to obtain their formal permission for use of copyright
material. We apologize for any errors or omissions and request that we be
notified of any corrections that should be incorporated in future reprints or
editions of this book.
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1. An Introduction to the Work and
Writings of Mark Siegler

Laura Weiss Roberts'™

(1) Department of Psychiatry and Behavioral Sciences, Stanford University
School of Medicine, Stanford, CA, USA

Laura Weiss Roberts
Email: robertsl@stanford.edu

Abstract

Dr. Mark Siegler is a founder of the interdisciplinary field of clinical medical
ethics. By insisting that ethical issues in medicine could be addressed through
hypothesis-driven empirical research, Siegler transformed the theoretical field
of bioethics and developed an area of study that directly addressed both the
everyday realities of medicine and some of the most challenging ethical
questions of the past half-century. Throughout his scholarly career, Siegler
has written hundreds of papers on topics ranging from the teaching of clinical
medical ethics to end-of-life decision-making and the ethics of advances in
technology. His work has inspired the work of many other clinician ethicists,
and his innovative approaches to the physician-patient relationship and ethics
consultations are widely accepted today as the premier way to provide high-
level clinical care. Students and graduates from his interdisciplinary
fellowship training program in clinical medical ethics have expanded on
Siegler’s body of work and brought his theories and teachings to every corner
of the globe.

Keywords Clinical medical ethics — Ethics consultation — Research ethics
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consultation — Physician-patient relationship — Physician-patient
accommodation — Interdisciplinary — Mark Siegler — MacLean Center for
Clinical Medical Ethics — Bucksbaum Institute

In three-piece wool suits, wire-rimmed glasses, and scuffed oxfords, Mark
Siegler is not anyone’s image of an innovator. With his emphasis on the
doctor-patient relationship and talk of old-fashioned values in medicine, he
may not sound like an innovator either. And yet, innovator he is.

1.1 Innovation

Siegler has redefined how modern clinical medicine is practiced and studied
by integrating rigorous ethical decision-making into all aspects of patient
care. The implications of his work are felt in every discipline of medicine,
every health profession, and across society. His approach seamlessly
integrates careful consideration of values, the duties of the healer, the nature
of a profession, standards of care and the state of biomedical science, and
novel interdisciplinary scholarship and evidence into clinical care. “In a
sense, the term ‘clinical ethics’ is redundant,” Siegler wrote in 1979,
“because good clinical medicine is necessarily ethical medicine” (p. 915 [1]).
Ethics, Siegler has insisted, is not an afterthought, luxury, or secondary
consideration in our care of patients — ethics is essential and necessary to
excellence in clinical medicine.

Siegler has changed clinical medicine, in my view, through a number of
highly innovative approaches. With colleagues and mentees, Siegler has
essentially invented a new collaborative and interdisciplinary field of clinical
medical ethics. As he noted, “The practice of clinical medicine has always
been a unique blend of technical proficiency and ethical sensitivity, which
together constitute the physician’s art” (p. 914 [1]). Building upon and
moving beyond this tradition in medicine, Siegler has cultivated the use of
empirical inquiry and rigorous analytical scholarship from the humanities, the
law, and the social and biomedical sciences to address complex issues in
modern clinical medicine. This diverse interdisciplinary approach has
brought wisdom and evidence forward to redefine ethical imperatives and
standards in clinical care and has redesigned public policy and medical
education in a lasting way.



As a natural extension of this work, Siegler championed the practice of
consultation in clinical medical ethics [2], aligning the field with other
consultative activities of medicine creating distinction from the work of
ethics committees. Since 1985, Siegler and colleagues at the University of
Chicago have performed more than many hundreds of clinical ethics
consultations in diverse settings to assist physicians in their patient care
decisions. Siegler articulated the view:

Ethics case consultations, which focus on individual patient dilemmas, is
a health care innovation that has been widely incorporated into many
large hospitals’ practices. The hope is that such consultations may help
resolve dilemmas, decrease conflict, improve the decision-making
process, and improve patient outcomes (p. 248 [3]).

Siegler’s model of ethics consultation blended with ordinary clinical care
activities for doctors — just as a primary care physician might seek counsel
from a cardiologist, psychiatrist, or endocrinologist in the course of routine
patient care, he or she might now also seek an ethics consultation to aid in
clinical decision-making . At the time, ethics committees had only recently
been adopted, largely in reaction to new regulations following the tragic case
of a newborn with Down Syndrome (“Baby Doe”) who died after being
denied a relatively routine and life-saving surgery for esophageal atresia and
a tracheoesophageal fistula specifically because of her genetically based
disability [4]. With such a stormy introduction, ethics committees were
perceived as serving to redirect physician behaviors and countermand their
decisions. Having a clinical case “go to the ethics committee” was viewed as
a vulnerability. With the innovation of routine clinical ethics consultation,
Siegler changed the paradigmatic view of ethics and ethicists as “watchdogs
working against physicians in high-visibility, high-risk circumstances to a
new view in which physician-ethicists, as colleagues, could enhance and
strengthen the natural work of being a doctor and serving one’s patients well.
In addition to clinical ethics consultation for complex patient care
decisions , Siegler advanced a novel model of research ethics consultation
that involved the collaboration of clinical investigators and clinical research
ethicists in the review and development of a research project’s design and
implementation, with the goal of preemptively addressing any ethical
considerations associated with the project [5]. After 1987, when Dr. Siegler

2



and his team at the University of Chicago deemed research consultation to be
a best practice in ethics [6], research ethics consultation services started to be
implemented by the National Institutes of Health and dozens of universities
across the United States. A casebook on research ethics consultation has
recently been published, further emphasizing the value that these
consultations hold in the field of human research [7].

Fighting the trend of medicine as technologically rich but interpersonally
impoverished, Siegler has also elevated the therapeutic relationship . He has
focused on attunement to the experience and concerns of the patient and the
“accommodation” between patient and physician as central to compassionate,
competent clinical care. This model resolves the tension between two
dominant approaches: the traditional paternalistic relationship “premised on
trust in the physician’s technical competence and moral sensitivity and ...
characterized by patient dependency and physician control” and an emerging
medical “consumerism” model in which the physician is a “passive agent, a
hired technician who practices under the direction and control of his ‘client’”
(p. 248 [3]).

Siegler’s model discards these two extreme, adversarial views of
physician-patient decisions and the relationship between doctors and patients.
Instead, he recommends a model of physician-patient accommodation that is
“a bilateral one in which the moral and technical arrangements of a medical
encounter are determined mutually, voluntarily, and autonomously by both
patient and physician” (p. 60 [8]). He affirms that the “personality, character,
attitude, and values” of the patient as well as of the physician, plus the
physician’s technical skills, the nature and gravity of the illness process, and
the context of care, will each influence the accommodation that occurs
between patient and physician (p. 62 [8]). Siegler characterizes the
accommodation as realistic and dynamic—always changing, always in flux,
and always requiring attention from the physician in order to fulfill its role in
healing. In its ideal form, he suggests, this relationship will feature “mature
and enduring exchanges of trust” that bring forward the patient’s desired
goals (p. 63 [8]).

Siegler’s patient-physician accommodation model was often cited in the
1982 President’s Commission for the Study of Ethical Problems in Medicine
and Biomedical and Behavioral Research report on making health care
decisions, which concluded that Siegler’s model would “do better justice to
the realities of healthcare and to the ethical values underlying the informed



consent doctrine” (p. 38 [9]). The patient-physician accommodation model
endures as the basis for optimal patient-centered care practices and underpins
recent movements in the United States, such as current efforts toward shared
decision-making elevated by the Institute of Medicine [10].

Although Siegler gravitates to everyday ethics challenges in patient care,
he has taken on the most difficult and most compelling and complex issues
faced in modern medicine. Highly innovative questions he has asked include
the following: What is the definition of medical futility, and when should
patients be allowed to die? What is the definition of death? Can physicians
ethically engage in euthanasia and assisted death practices? What are the
limits of patient autonomy? And what of physician autonomy? When can
doctors choose not to care for certain patients? And how do physicians
approach radical new interventions, such as in hand transplantations or liver
transplantation with living donors? What is the ethical justification for high-
risk innovation in different areas of surgery as well as in oncology, pediatrics,
internal medicine, genetics, and other medical fields? How can we ensure the
highest ethical standards when performing human research? Can ethics be
taught to young physicians? While other ethicists would ponder or, more
cynically, pontificate on the moral complexities associated with such hard
questions, Siegler has sought answers.

In advancing the field of clinical medical ethics and tackling the hardest
issues encountered in modern medicine, Siegler sought answers. He
acknowledges that these solutions are often imperfect and uncertain and often
lead to more and equally difficult questions, but they provide clarity and
possess authentic value for physicians grappling with ethical challenges in
their everyday professional lives. Siegler’s work, performed in collaboration
with colleagues across diverse fields of medicine, has offered practical
guidance for doctors, the health profession, and society as the ethical
challenges of medicine have evolved with rapidity and unexpected
complexity. This guidance has changed the practice of medicine and has done
much to affirm the public’s trust in the profession.

Finally, Siegler’s innovation has extended to include a robust educational
and scientific agenda over more than 40 years. For decades, every
undergraduate medical student and resident at the University of Chicago’s
Pritzker School of Medicine has benefited from Siegler’s direct teaching in
the context of clinical case conferences, case consultations, seminar series,
and annual conferences. Every member of the faculty and every learner,



including students in the college, graduate programs, and professional
schools on campus, have had the opportunity to participate in the
exceptionally well-designed and rich curricular activities of the MacLean
Center for Clinical Medical Ethics and, more recently, of the Bucksbaum
Institute for Clinical Excellence . Literally hundreds of clinician-ethicists
have trained with Mark Siegler, and his students have established ethics
programs, centers, and institutes on seven continents. An outstanding
educator and leader of education programs, Mark Siegler is an extraordinary
and beloved mentor who has worked intensively, collaboratively, inclusively,
and, many would add, relentlessly to enable the achievement and positive
impact of his mentees. It is not an exaggeration to state that Siegler’s
educational reach is felt worldwide.

While his scholarship has been much celebrated, Siegler’s scientific
agenda may be underappreciated for its innovative nature and true impact.
Nevertheless, it is Siegler’s focus on the everyday realities of medicine and
his insistence that ethics questions are amenable to empirical study, and often
may be resolved through scientific inquiry, that, in my view, represents his
greatest and most enduring contribution. Siegler recognized early on that
hypothesis-driven empirical research was a key method for illuminating and
resolving ethical issues of genuine importance to society, including ethical
issues arising in the ecology of clinical practice, clinical trials, technological
innovation, “bench to bedside” translational research, and community-based
participatory and population projects. While opinions — even well-informed
and well-reasoned positions — are common on any number of ethics issues,
they often come into conflict and do not produce actionable conclusions.
Empirical study, on the other hand, can actually answer certain kinds of
highly salient ethical questions and offer practicable guidance. Moreover, it is
Siegler’s view, and mine, that evidence drives transformational change in
medicine. Seeking and applying new knowledge are central to academic
medicine and these endeavors align with the practical intention of physicians.

Certainly my own ethics work on informed consent, biomedical
innovation, health disparities, and special issues arising in clinical care and
research involving vulnerable populations has been informed by this
scientific stance. My studies funded by the National Institutes of Health have
focused on ethical questions of broad importance, and our results have
informed clinical, educational, and research practice and public policy. For
example, with colleagues I have investigated whether people with mental



illnesses may be more vulnerable to exploitation and less well protected by
human research safeguards than people with other kinds of illnesses in
clinical research [11]. We learned that the vulnerabilities of mentally ill
individuals in the research situation, in general, do not differ in kind or
seriousness than those of other human subjects and, ironically, healthy
individuals may under some circumstances experience greater risk than their
ill counterparts. We have learned that many people with the most serious
illnesses, whether physical or mental disorders, appreciate the difference
between research and usual clinical care. In addition, ill individuals express
altruistic motivations far more commonly than expected. They also express
their hope that doctors will do the right thing to help them, even when the
interventions may differ from their expressed preferences. Such findings
reinforce the value of robust safeguards in human research for all participants
and also affirm the decisions made on several occasions not to create separate
regulations for mental illness research.

Through science, my team and I have asked and answered several other
ethically salient questions as well. Do people who live in rural and frontier
areas receive a lesser standard of care due to challenges regarding not only
resource availability but also special challenges for the therapeutic
relationship, confidentiality, informed consent, and treatment adherence in
sparsely populated community settings [12]? Do underrepresented minority
individuals view genetic innovation similarly to majority individuals [13]?
Do employees and employers differ in their perspectives on how personal
health and genetic information should be used, or not, in the workplace [14]?
How does stigma alter practices and standards in clinical care, research, and
education activities in medicine [15, 16]? These questions arise from real
experience in caring for patients, in engaging in clinical research, and in
seeking to create health and social policies that are attuned to the needs and
perspectives of all who must live them out in everyday life.

Such scientific work serves as only one example in which resolving
empirical questions in medicine can bring forward new practices, standards
of care, and innovation on multiple levels. Siegler, with many colleagues
around the world, has engaged in robust scientific collaborations of
importance and impact across medicine. He has worked to bring evidence to
bear on the challenges faced by doctors and patients, leaders in medicine and
government, and scholars in diverse academic disciplines. Siegler’s near-
Herculean efforts to advance an educational and scientific agenda at the



University of Chicago have ensured that not only current medical practice but
future health care practices around the world are informed by the insights and
methods of clinical medical ethics.

1.2 This Book

Mark Siegler has written exceptional papers addressing both everyday and
emergent ethics issues in practically every field in medicine since 1975. His
scholarship is widely praised and has been cited thousands of times. Our aim
in selecting the papers for this collection of his landmark works was to
include many of his best and his most highly influential publications, to
include both conceptual and empirical pieces, and to show how Siegler’s
work changed the ethics dialogue in internal medicine, surgery, pediatrics,
oncology, medical education, and other areas of medicine. Illustrations are
abundant, and include early publications on controversial topics such as
whether to withdraw life support from patients with terminal illness, ethics
considerations in risky and innovative liver transplantation in live organ
donors, futility in premature infants with low birthweight, whether surgeons
could decline to operate on patients who are HIV-positive, and the “decrepit
concept” of confidentiality in modern medicine. Each paper is meritorious
and each paper, as the reader will recognize, was well ahead of its time.

Choosing from among more than 200 journal publications and 60 book
chapters written by Siegler proved to be very difficult. We arranged our
choices within the broad themes of foundational scholarship, the doctor-
patient relationship, education and professionalism, end-of-life care, and
clinical innovation. The end result is presented in this collection of 46
landmark works (Table 1.1). Siegler introduces this collection with his
reflections, and we have invited a number of scholars to contribute
perspectives to help frame the context and meaning of Siegler’s work in
clinical medical ethics.

Table 1.1 Mark Siegler’s landmark works reprinted in this book

Foundational Scholarship
Siegler M (1979) Clinical ethics and clinical medicine. Arch Intern Med 139:914-5

Siegler M (1982) Decision-making strategy for clinical ethical problems in medicine. Arch Intern Med
142:2178-9

La Puma J, Stocking CB, Silverstein MD, DiMartini A, Siegler M (1988) An ethics consultation
service in a teaching hospital. Utilization and evaluation. JAMA 260:808-11




Siegler M, Pellegrino ED, Singer PA (1990) Clinical medical ethics. J Clin Ethics 1:5-9

Singer PA, Pellegrino ED, Siegler M (1990) Ethics committees and consultants. J Clin Ethics 1:263-7

Pellegrino ED, Siegler M, Singer PA (1991) Future directions in clinical ethics. J Clin Ethics 2:5-9

Singer PA, Siegler M (1991) Clinical ethics. In: Kelley WN (ed) Textbook of internal medicine, 2nd
edn. JB Lippincott Co., Philadelphia, p 3-5

Singer PA, Siegler M (1996) Clinical ethics in the practice of medicine. In: Wyngaarten JB, Plum F,
Bennett C (eds) Cecil textbook of medicine, 20th edn. WB Saunders Co., Philadelphia, p 4-6

Ross LF, Siegler M (1997) Five major themes in bioethics. Forum: Trends in Experimental and
Clinical Medicine 7:8—-17

Siegler M (1997) The contributions of clinical ethics to patient care. Forum: Trends in Experimental
and Clinical Medicine 7:244-51

The Doctor-Patient Relationship

Siegler M (1981) Searching for moral certainty in medicine: a proposal for a new model of the doctor-
patient encounter. Bull N Y Acad Med 57:56-69

Siegler M, Goldblatt AD (1981) Clinical intuition: a procedure for balancing the rights of patients and
the responsibilities of physicians. In: Spicker SF, Healey JM, Engelhardt Jr. HT (eds) The Law-
Medicine Relation: A Philosophical Exploration. D. Reidel, Boston, p 5-31

Siegler M (1981) The doctor-patient encounter and its relationship to theories of health and disease.
In: Caplan AL, Engelhardt Jr HT, McCartney JJ (eds) Concepts of Health and Disease:
Interdisciplinary Perspectives. Addison-Wesley, Reading, Massachusetts, p 627—44

Siegler M (1982) The physician-patient accommodation: a central event in clinical medicine. Arch
Intern Med 142:1899-1902

Siegler M (1982) Confidentiality in medicine: a decrepit concept. N Engl J Med 307:1518-21

Siegler M (1982) Medical consultations in the context of the physician-patient relationship. In: Agich
GJ (ed) Responsibility in Health Care. D. Reidel, Boston, p 141-62

Childress JF, Siegler M (1984) Metaphors and models of doctor-patient relationships: their
implications for autonomy. Theoret Med 5:17-30

Siegler M (1985) The progression of medicine: from physician paternalism to patient autonomy to
bureaucratic parsimony. Arch Intern Med 145:713-15

Daugherty CK, Siegler M, Ratain MJ, Zimmer G (1997) Learning from our patients: one participant’s
impact on clinical trial research and informed consent. Ann Intern Med 126:892-7

Torke AM, Alexander GC, Lantos J, Siegler M (2007) The physician-surrogate relationship. Arch
Intern Med 167:1117-21

Education and Professionalism

Siegler M (1978) A legacy of Osler: teaching clinical ethics at the bedside. JAMA 239:951-6

Culver C, Clouser KD, Gert B, Brody H, Fletcher J, Jonsen A, Kopelman L, Lynn J, Siegler M,
Wikler D (1985) Basic curricular goals in medical ethics: the DeCamp conference on the teaching of
medical ethics. N Engl J Med 312:253-56

Lane LW, Siegler M, Miles SH, Cassel CK, Singer PA (1988) Fellowship training programs in
clinical ethics. Soc Gen Intern Med Newsletter 3:4-5

Walker RM, Lane LW, Siegler M (1989) Development of a teaching program in clinical medical
ethics at the University of Chicago. Acad Med 64:723-9




Jacobson JA, Tolle SW, Stocking C, Siegler M (1989) Internal medicine residents’ preferences
regarding medical ethics education. Acad Med 64:760—4

Lane LW, Lane G, Schiedermayer DL, Spiro JH, Siegler M (1990) Caring for medical students as
patients. Arch Intern Med 150:2249-53

Pellegrino ED, Siegler M, Singer PA (1990) Teaching clinical ethics. J Clin Ethics 1:175-80

Roberts LW, Hardee JT, Franchini G, Stidley C, Siegler M (1996) Medical students as patients: a pilot
study of their health care needs, practices, and concerns. Acad Med 71:1225-32

Roberts LW, McCarty T, Lyketsos C, Hardee JT, Jacobson J, Walker R, Hough P, Gramelspacher G,
Stidley C, Arambula M, Heebink DM, Zornberg GL, Siegler M (1996) What and how psychiatry
residents at ten training programs wish to learn about ethics. Acad Psychiatry 20:131-43

Roberts LW, McCarty T, Roberts BB, Morrison N, Belitz J, Berenson C, Siegler M (1996) Clinical
ethics teaching in psychiatric supervision. Acad Psychiatry 20:176-88

Siegler M (2002) Training doctors for professionalism: some lessons from teaching clinical medical
ethics. Mt. Sinai Med J 69:404-9

End-of-Life Care

Siegler M (1975) Pascal’s wager and the hanging of crepe. N Engl J Med 293:853-7

Siegler M (1977) Ciritical illness: the limits of autonomy. Hast Cent Rep 7:12—15

Siegler M, Wikler D (1982) Brain death and live birth. JAMA 248:1101-2

Siegler M, Weisbard AJ (1985) Against the emerging stream: should fluids and nutritional support be
discontinued? Arch Int Med 145:129-31

Singer PA, Siegler M (1990) Euthanasia: a critique. N Engl J Med 322:1881-3

Singer PA, Siegler M (1991) Elective use of life-sustaining treatments in internal medicine. Adv Inter
Med 36:57-79

Siegler M, Taylor RM (1993) Intimacy and caring: the legacy of Karen Ann Quinlan. Trends in Health
Care Law Ethics 8:28-30, 38

Helft P, Siegler M, Lantos J (2000) The rise and fall of the futility movement. N Engl J Med 343:293—
6

Clinical Innovation

Lantos JD, Siegler M, Cuttler L. (1989) Ethical issues in growth hormone therapy. JAMA 261:1020—4

Arnow P, Pottenger L, Stocking C, Siegler M., DeLeeuw H (1989) Orthopedic surgeons’ attitudes and
practices concerning treatment of patients with HIV infection. Public Health Reports 104:121-9

Singer PA, Siegler M, Whitington PF, Lantos JD, Emond JC, Thistlethwaite JR, Broelsch CE (1989)
Ethics of liver transplantation with living donors. N Engl J] Med 321:620-2

Kodish E, Lantos JD, Stocking CB, Singer PA, Siegler M, Johnson FL (1991) Bone marrow
transplantation for sickle cell disease. A study of parents’ decisions. N Eng J Med 325:1349-53

Siegler M, Lantos JD (1992) Ethical justification for living liver donation. Camb Q Healthc Ethics
4:320-5

Cronin D, Millis M, Siegler M (2001) Transplantation of liver grafts from living donors into adults:
too much, too soon. N Eng J Med 344:1633-7

Testa G, Angelos P, Crowley-Matoka M, Siegler M (2009) Elective surgical patients as living organ
donors: a clinical and ethical innovation. Am J Transplant 9:2400-5




The editors gratefully acknowledge the outstanding work of our
respective teams, with heartfelt appreciation and deep respect for Ann
Tennier, whose careful and tenacious efforts have brought this project to
fruition. We express our gratitude for the permission granted to reproduce the
copyright material in this book. Every effort has been made to trace copyright
holders and to obtain their formal permission for use of copyright material.
We apologize for any errors or omissions and request that we be notified of
any corrections that should be incorporated in future reprints or editions of
this book. We also thank Richard Lansing of Springer Publishing for his
commitment to us in developing this collection, which we believe will be of
value to scholars and scientists, physicians and ethicists, and especially to
those of our colleagues who are all four.
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Abstract

Clinical medical ethics is a new medical field, developed and named in the
1970s, that helps patients, families, physicians, and other health professionals
reach good clinical decisions by taking into account both the specific clinical
situation and the patient’s values and preferences. The field of clinical
medical ethics is much broader and encompassing than its component of
ethics consultations; it applies across the entire spectrum of routine, daily
medical practice. For clinicians today, applying clinical medical ethics
standards in patient care is not an elective matter but rather has become the
standard of care in the United States and is mandated legally and
professionally. For example, in caring for their patients, physicians must
apply clinical ethics standards such as speaking truthfully to their patients,
negotiating informed consent for clinical decisions, protecting patient
confidentiality, assessing the patient’s decisional capacity, and, when
appropriate, working with surrogates or proxies to reach clinical decisions. In
contrast to the 1970s, clinical medical ethics discussions have now become a
part of everyday clinical discourse and are used to reach clinical decisions in
outpatient and inpatient settings across the country. The goal of clinical
medical ethics is to improve patient care and patient outcomes. The MacLean
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Center for Clinical Medical Ethics at the University of Chicago is one of the
leading clinical medical ethics programs in the world and has helped to
create, name, and develop this new field.

Keywords Clinical medical ethics — Standard of care — Patient care —
MacLean Center for Clinical Medical Ethics — Clinical ethics fellowship
program — Shared decision-making — University of Chicago — Bucksbaum
Institute for Clinical Excellence

I have practiced general internal medicine for 50 years. My commitment to
develop the field of clinical medical ethics derived from my primary concern
of how to be a good doctor for my patients.

I have always tried to care for my patients competently and personally,
the way I hoped that my family would be cared for if they were ill and
needed a doctor. I never saw a tension between scientific medicine and
personal care . For me, good patient care always included a high level of
technical competence and clinical judgment, combined with humane,
compassionate, personal relationships with patients. From my earliest
medical student days, I rejected the notion that “detached concern” and
“objectivity” were the optimal methods of practicing medicine. Instead, I
embraced a much more social and communal view of medicine, in which
patients and physicians worked together and were dedicated to the joint effort
of improving the patient’s symptoms and health. My ideal view of the doctor-
patient relationship was when physicians worked with patients as associates,
colleagues, or even, at the highest level, friends. During my years of clinical
training, I was deeply influenced by the views of the great Spanish physician-
humanist Dr. Pedro Lain Entralgo, who regarded medical philia, or
friendship, as the highest form of the patient-physician relationship.

My focus on patient care has been vitally important to my development as
an academic physician and clinical ethicist . I did not begin my career as a
medical ethicist who felt strongly about applying medical ethics principles in
the clinical setting. Rather, I started as a clinician working under the guidance
of my chairman of medicine, Dr. Alvin Tarlov, in the new academic fields of
general internal medicine and critical care medicine. From early in my career,
I recognized that a wide range of clinical ethical issues had become essential,
daily concerns of clinicians. These issues had to be incorporated into medical



student clinical teaching, residency, and fellowship training in order to
prepare physicians who could practice competent medicine in the modern
world.

2.1 Before Clinical Medical Ethics

My work in creating and developing the field of clinical medical ethics
started in 1972 with my feelings of frustration and inadequacy as a medical
intensive care unit (MICU) doctor.

In 1972, when I joined the University of Chicago faculty in the newly
created section of general internal medicine , I was asked by Dr. Tarlov to
start and direct our hospital’s first MICU. In those days, there were very few
MICU s, in part because there were very few effective ventilators and the
specialty of critical care medicine did not exist and would not be created for
another 10 years. In time, MICUs would become one of the great
technological advances that saved many lives, prolonged many lives, and
raised new ethical questions that clinicians had never before had to deal with.

Directing the MICU for 5 years changed my career. Our seven-bed MICU
received the sickest adult patients in the hospital. Our mortality rate was over
60%. At that time, pressure ventilators rarely could support a patient for more
than a few days. I daily confronted issues such as rationing beds, negotiating
informed consent, deciding when we needed surrogate consent, deciding
whether we could stop a treatment once we had started it, and arriving at a
truthful prognostication with the patient or the family. My previous training
in medicine had not prepared me for this set of problems.

Faced with these everyday questions and others like them, I soon
discovered that there was no place to send my housestaff and students to find
answers. The medical literature and textbooks did not discuss these matters .
There was a new, emerging literature in biomedical ethics, written largely by
non-clinicians—that is, philosophers, theologians, and legal scholars—but
this literature rarely addressed the practical concerns raised in the MICU by
medical students, residents, and physician colleagues. The language of
biomedical theory was different from the language of clinicians, and
bioethical theory was often not helpful in resolving the dilemmas clinicians
faced while caring for sick and dying patients. Furthermore, in the early
1970s, very few clinicians were even aware of the bioethics movement, and
those who were often reacted negatively and sometimes with hostility to



bioethics and non-physician bioethicists.

At that time, in 1972, I first realized that if we were to improve the care of
patients in the MICU and throughout the hospital, it was essential that
doctors, patients, and families become more closely involved in discussions
about these relatively new and difficult medical questions. Physicians and
patients needed help to better understand the ethical issues in clinical practice
so that they could incorporate ethical analyses into their clinical decisions.
For these reasons, in 1974, with great intellectual and organizational support
from Dr. Tarlov, we launched the field of clinical medical ethics in the
department of medicine at the University of Chicago.

I was fortunate that in the mid-1970s four distinguished pioneering
bioethicists were on the University of Chicago campus : James Gustafson
(Theology), Richard McCormick (Theology), Stephen Toulmin (Philosophy
and The Committee on Social Thought), and Leon Kass (The Committee on
Social Thought). I found myself frequently seeking guidance about clinical
dilemmas from these expert ethicists, especially from Jim Gustafson and
Stephen Toulmin. I was an ethics novice, and they were wonderful teachers. I
also studied with William May, a theologian from Indiana University, who
introduced me to the distinguished bioethics scholars affiliated with the
Hastings Center. In all of these encounters, I was struck by how important
and relevant for medical practice these new bioethical insights were, while at
the same time, I was acutely aware of the general absence of clinicians from
these discussions and the widespread ignorance among physicians about the
principles of bioethics and clinical ethics.

During those early years I realized that clinical medical ethics could not
be an elective area of study for physicians. Rather, it was an essential field
that was required to enable physicians to practice good medicine. I also
realized that clinical medical ethics was far more closely aligned to clinical
medical practice than it was to bioethical theory. The history of medicine
from Hippocratic times and earlier had insisted upon the physician’s
beneficent commitment to the patient, the physician’s obligation to minimize
harm in the course of medical care, and the physician’s responsibility to
improve the patient’s quality of life through medical interventions. The
original American Medical Association Code of Ethics of 1847 reflects many
of the long-standing ethical duties of physicians [1].

What had been missing for me and my students were the views of
clinicians—physicians, nurses , and other health care professionals—who



were responsible for caring for the critically ill patients in our MICU. While
distinguished bioethicists could brilliantly teach their theoretical insights to
clinicians, bioethicists could not practice medicine or provide care to patients.
During those early years in the MICU, I began publishing articles on the
difficult decisions we made, and colleagues would congratulate me for
having written a thoughtful essay on bioethics. I then responded that I had not
intended to write an ethics article but rather that my team and I had been
struggling with a practical and time-sensitive clinical challenge in the MICU,
one in which a clinical ethical decision had to be reached.

My central point is that intensive care medicine routinely raised many
dilemmas that had ethical components and that dealing with these clinical and
ethical issues became an intrinsic part of clinical decisions and clinical
practice. For this reason, we needed the new medical field of clinical medical
ethics, a field that assisted clinicians who were caring for patients and
negotiating many decisions each day, either with the patient or with the
patient’s surrogate.

During my years in the MICU, I clarified my career goals: I would work
to develop and expand the new field of clinical medical ethics and would
train physicians and other clinicians to use the concepts of clinical ethics in
their daily work while caring for patients.

2.2 Defining Clinical Medical Ethics

Alvan Feinstein, M.D., the great clinician and scholar and late Sterling
Professor of Medicine at Yale University, first proposed the term clinical
medical ethics at the annual medical meetings in Atlantic City, New Jersey,
in 1974. Dr. Feinstein called his work “clinical epidemiology” because,
unlike traditional studies, his epidemiology studies related closely to his
clinical care of patients. Similarly, Dr. Feinstein regarded the work that I had
started in the University of Chicago MICU as “clinical medical ethics,”
which he distinguished from “theoretical, ivory-tower, biomedical ethics.”
Dr. Feinstein considered our program at the University of Chicago to be the
birthplace of the field of clinical medical ethics. He named the new field and
the name stuck. Soon afterwards in 1974, in line with Dr. Feinstein’s
terminology, I renamed our ethics program at the University of Chicago as
the Department of Medicine Program in Clinical Medical Ethics.

In 1975, I wrote a grant with James Gustafson and Ann Dudley Goldblatt



to the former Department of Health, Education, and Welfare titled “Clinical
Ethics and Human Values.” The grant was approved, and we received 3 years
of federal support to develop a teaching program in clinical medical ethics. In
1978, I published a paper in the Journal of the American Medical Association
titled “A Legacy of Osler: Teaching Clinical Ethics at the Bedside” [2],
which is reprinted on page 220 in this book. This article noted that the
advantages of teaching clinical ethics at the bedside included dealing with
actual cases to maximize the physician’s personal accountability, reinforcing
the relationship between clinical practice and ethical decisions, and helping to
decrease the widespread resistance of the medical profession at that time to
bioethics.

The following year, in 1979, I started the first section on clinical medical
ethics in an American medical journal, the American Medical Association’s
Archives of Internal Medicine [3]. In 1982, Arthur Rubenstein, M.D., then
chairman of medicine, and I received approval from Hanna Holborn Gray,
Ph.D., the president of the University of Chicago, to establish the Center for
Clinical Medical Ethics at our medical school, which is now in its 35th year.
With encouragement from Dr. Gray, Dr. Rubenstein and I developed a
clinical, research, and financial plan for the new center and secured initial
funding for the center from several leading foundations.

I am very grateful to the Andrew W. Mellon Foundation, the Henry J.
Kaiser Family Foundation, and the Pew Family Trust for their vitally
important support of our center in its first decade of work. I am also deeply
indebted to Dorothy Jean MaclL.ean and Barry and Mary Ann MacLean for
their early support of our program and their unwavering commitment during
the past 30 years to the MacL.ean Center and its goals. This early support
enabled us to train 15 physician-leaders in the new field of clinical medical
ethics and to launch our fellowship training program. Eleven of our original
trainees returned to their home institutions and became directors of clinical
medical ethics programs. In 1990, I was invited along with the late Dr.
Edmund Pellegrino and Dr. Peter A. Singer to describe the new field of
clinical medical ethics in a series of five papers that we published in Volume
I of a new journal, The Journal of Clinical Ethics .

In the 1970s, when my physician colleagues and I were developing
clinical medical ethics, our goal was to create a new medical field to help
patients, families, physicians, and other health professionals reach good
clinical decisions by taking into account the clinical situation, the patient’s



values and preferences , and the ethical considerations related to the decision.
Whereas theoretical bioethics looked to philosophy, theology, and law for its
ethical justifications, the foundations of clinical medical ethics are grounded
squarely in the practice of medicine as a profession with ancient historical
roots. Clinical medical ethics is not a theoretical or armchair exercise.
Clinical medical ethics must be practiced and applied by physicians, not
ethicists, every day in the care of their patients. Vitally important, clinical
medical ethics is a discipline of medicine and not a subdiscipline or
subsection of biomedical ethics, philosophical ethics, theological ethics, or
legal ethics. For clinicians today, applying clinical medical ethics standards in
patient care is not an elective matter . Applying clinical ethics standards has
now become the standard of care in the United States and is mandated legally
and professionally.

In contrast to a narrow and mistaken view of clinical medical ethics that
regards the field as focused primarily on ethics consultations, which offer
expert ethics opinions about difficult clinical ethical issues, our conception of
the field at the University of Chicago from the beginning in the 1970s was
much broader and encompassing. We viewed clinical medical ethics as
essentially a new, modern approach to medicine that seamlessly integrated
ethical considerations into the entire range of medical practice. Ethics
consultation is surely a component, though a relatively small component, of
the larger field of clinical medical ethics. Although ethics consultations may
be helpful in dealing with occasional ethical dilemmas that arise in the course
of medical practice, clinical medical ethics is a much broader field that
applies across the entire spectrum of routine, daily medical practice.

2.3 Changing Medicine

Clinical medical ethics has succeeded in changing medicine . In contrast to
the 1970s, when physicians expressed widespread resistance to biomedical
ethics, clinical medical ethics has become so well integrated into current
practice that physicians often do not realize they are “practicing” or “doing”
clinical medical ethics. Applying clinical ethics precepts without being aware
of doing so reminds me of the character in a play by Moliére who was
surprised to learn that he had been speaking prose all his life. But each day
physicians are practicing clinical ethics when they tell patients the truth,
when they break bad news, when they maintain confidentiality, when they



negotiate informed consent for a procedure or a medication , when they make
decisions based on shared decision-making, or when they decide that a
patient lacks decisional capacity and turn instead to surrogate decision-
makers. These and other clinical ethical considerations have become so much
a part of everyday medical practice that they have become widely accepted as
the legal and professional standard of care . Although very few U.S.
physicians today are formally trained as clinical ethicists, all physicians
routinely apply clinical medical ethics approaches in their regular, daily work
with patients. In fact, I would go so far as to say that today clinicians cannot
practice good medicine—that is, technically competent and ethically
appropriate medicine—without some knowledge of and the ability to apply
the principles of clinical medicine ethics.

How has clinical medical ethics changed American medical practice? In
the past 40 years, the changes have been profound and have occurred without
fanfare or drama. In contrast to the 1970s, today almost every medical
organization has a code of ethics and an ethics committee. Similarly, every
large hospital is required by the Joint Commission to have a mechanism to
resolve clinical ethical problems when they occur, usually either a hospital
ethics committee or an ethics consultation service. Publications on clinical
ethics issues appear regularly, both in ethics journals that clinicians
infrequently read and in general and specialty medical journals that clinicians
widely read. Most importantly, in contrast to the 1970s, clinical medical
ethics discussions have become a part of everyday clinical discourse and
clinical decisions in outpatient and inpatient settings across the United States.

2.4 Embracing Clinical Medical Ethics

Since the 1970s, physicians have changed from being unreceptive and
sometimes hostile to the new bioethics that emerged in the United States in
the mid-1960s to embracing and applying clinical medical ethics in their
daily practice. This dramatic shift in physician attitudes occurred very
swiftly, within four decades, and it would be useful to examine the factors
that encouraged this rapid change.

2.4.1 Life-Saving and Life-Prolonging Medical
Advances



In my view, the first key factor behind widespread acceptance of clinical
medical ethics was the development of many life-saving and life-prolonging
medical advances that changed medicine. These advances included intensive
care units (like the MICU I started in 1972), effective ventilators, the ability
to reverse end-organ failure (e.g., with organ transplantation, dialysis, or left
ventricular assist devices), and the discovery of new miracle medicines
including antibiotics, heart failure drugs, cancer drugs, protease inhibitors,
and hepatitis C medicines. These remarkable scientific and technological
advances increased the need for and the range of clinical ethics decision-
making, both at the bedside and in the office.

2.4.2 Focus on Civil and Human Rights

A second key factor was a new focus on civil and human rights that led to
changing the doctor-patient relationship from a paternalistic model to an
autonomy model to a shared-decision making model. The latter two models
required patients to be truthfully informed so that they could participate in
decisions about their care. The widespread incorporation of clinical medical
ethics into physician practice and patient care smoothed the transition
between the earlier style of paternalistic medicine and the contemporary
models of patient autonomy and shared-decision making.

2.4.3 Emergence of Bioethics

The third factor I would highlight was the emergence of bioethics in the
1960s and 1970s as a new theoretical academic discipline. As Albert Jonsen
[4] wrote in his Short History of Medical Ethics, “Bioethicists brought to this
discourse concepts and methods that had been honed in their original
disciplines.... Concepts such as autonomy and justice entered the vocabulary
of medical ethics.... Perhaps the most dramatic innovation was the insertion
of the concept of the respect for the autonomy of the patient into the heart of
the ethics of medicine” (p. 116).

In the 1960s and 1970s, the early development of biomedical ethics in the
United States was led to a large degree by non-physician bioethicists—
theologians, philosophers, legal scholars, and other social scientists.
Physicians and other clinicians had only limited involvement in its
development, and its impact on medical practice and medical education was
very limited. As the historian David Rothman [5] wrote that by 1978,



“Bioethics was a field, would-be ethicists had career lines to follow, and the
notion that medical ethics belonged exclusively to medicine had been
forgotten by most everyone, except for a cadre of older physicians and a
handful of historians” (p. 189).

The development of clinical medical ethics in the late 1970s and its rapid
emergence as an applied clinical skill in the 1980s and 1990s transformed the
theoretical academic work of bioethicists into the new practice of clinical
medical ethics by clinicians. This transition was critical in American
medicine. The physician, not the bioethicist, has the special knowledge to
assist patients in curing or addressing their illness or disease and to assist
patients in dealing with the fear, pain, and suffering that often accompany ill
health. The licensed clinician interacting with his or her patient, rather than
the unlicensed bioethicist with little or no clinical experience or knowledge,
is responsible for applying the following clinical ethical standards:

e speaking truthfully to the patient

e knowing when and how to break bad news

e negotiating informed consent for clinical decisions
e assessing the patient’s decisional capacity

e deciding when it is appropriate to work with a surrogate to reach
decisions

e assuring patients of privacy and confidentiality
e addressing and relieving patients’ symptoms, including pain

¢ discussing with the patient end-of-life goals of care and whether
aggressive or palliative care is to be pursued.

In contrast to unlicensed bioethicists , physicians are licensed by the state
and are professionally, legally, and personally accountable to the patient if
they fail to integrate clinical ethics into their care of patients because of lack
of knowledge or skills.

2.4.4 The MacLean Center for Clinical Medical Ethics

A fourth reason for the now widespread acceptance of clinical medical ethics
relates to the contributions of the MacLean Center for Clinical Medical
Ethics at the University of Chicago (Table 2.1). The MacLean Center was



established at the University of Chicago in 1988 and is widely recognized as
the world leader in the field of clinical medical ethics.

Table 2.1 MacLean Center for Clinical Medical Ethics

Board Co-Chairs (Immediate Past)

Barry MacLean, CEO and Chairman of MacLean-Fogg

Ann MacLean

Board Chair

Rachel Kohler, MBA, CEO of NowPow

Advisory Board Members

Duncan Macl.ean, MBA, MEM, President of MacL.ean-Fogg
Carolyn Kay Bucksbaum

Craig Duchossois, Chief Executive Office of The Duchossois Group
Nancy Foster, MBA

Dean Gestal

Anne Dudley Goldblatt, JD, LLM

Stanford J. Goldblatt, LLM

Dennis Keller, MBA

Jeff Keller, PhD

John Kinsella, MBA

Robert Murley, MBA, MS

George A. Ranny, Jr., JD, CEO of Metropolis
Carole B. Segal

Andy Silvernail, CEO, Idex Cooperation
Bryan Traubert, MD
Associate Directors

Peter Angelos, MD, PhD
Lainie Ross, MD, PhD
Daniel Sulmasy, MD, PhD
Marshall Chin, MD, MPH
Monica Peek, MD
Assistant Directors

Daniel Brauner, MD

Tracy Koogler, MD
William Meadow, MD, PhD
Emily Landon, MD

Julie Chor, MD




In the 1990s, in surveys conducted by US News and World Report [6], the
MacLean Center for Clinical Medical Ethics was chosen by deans of
American medical schools for three consecutive years as the leading medical
school ethics program in the United States. In 2013, the MacL.ean Center
became the fourth organization in the world (and only the second university
program) to receive the prestigious Cornerstone Award from the American
Society for Bioethics and Humanities. The award was given to the MacLean
Center for “outstanding, enduring contributions by an institution that has
deeply enriched and helped shape the direction of the fields of bioethics and
medical humanities” [7].

The MacLean Center’s contributions have changed the field of clinical
medical ethics during the past 30 years. Its foremost contribution is creating,
naming, developing, and continuing to lead the new field of clinical medical
ethics.

Establishing clinical ethics fellowship training

The MacLean Center’s clinical medical ethics fellowship program is the
oldest, largest, and most successful ethics fellowship program in the world.
Since beginning the fellowship program in 1981, the center has trained over
440 fellows, including more than 325 physicians. Graduates of the MacLean
fellowship have served as directors of more than 40 ethics programs in the
United States, Canada, South America, Europe, the Middle East, Africa,
Australia, and China. A former trainee, Dr. Kenneth Iserson, an emergency
medicine physician, is currently the only clinical medical ethicist to have
practiced in Antarctica. MacLean Center fellowship graduates have held
faculty appointments at more than 60 university programs. More than 25
fellowship graduates have held endowed university professorships. Former
fellows of the MacLean Center have written more than 180 books and
thousands of peer-reviewed journal publications. Many of the graduates of
the fellowship programs are leaders, scholars, and mentors who represent a
network of expertise that advances scholarship in clinical medical ethics and
works to improve patient care.

Organizing a superb leadership team

The center’s original associate director was Dr. Steven Miles, who was
succeeded as associate director by Dr. John Lantos. Currently, the center has
five outstanding associate directors: Drs. Peter Angelos, Marshall Chin,



Monica Peek, Lainie Ross, and Daniel Sulmasy. Each of these leaders of the
MacLean Center has made important contributions to develop the field of
clinical medical ethics.

Pioneering ethics consultation services

Beginning in the 1970s, the University of Chicago hospitals pioneered the
development of ethics consultations to assist patients, families, physicians,
and the health team. MacLean Center faculty and fellows wrote much of the
early literature on ethics consultations, including the first book on the topic
Ethics Consultation, in 1994 [8].

Introducing the concept of research ethics consultations

In a landmark article in 1989 in the New England Journal of Medicine [9],
reprinted on page 382 in this book, the MacLean Center introduced the
concept of research ethics consultations, an innovative approach to the ethics
of clinical and translational research. The New England Journal of Medicine
article described research ethics consultations as follows: “Research-ethics
consultation is the process in which the ethical issues raised by an innovative
therapy are analyzed before a protocol is submitted to the institutional review
board. This process has been an essential part of our liver-transplantation
program in recent years” (p. 620). Research ethics consultations have now
been widely adopted by many research groups, including the Clinical and
Translational Science Award program and the National Institutes of Health
[10].

Development of surgical ethics

Working in close association with the American College of Surgeons, the
MacLean Center has led a national effort to train surgeons in surgical ethics
and to encourage research on topics related to surgical ethics. During the past
10 years, under the leadership of Dr. Peter Angelos, the MacLean Center has
trained almost 50 surgeons in the new field of surgical ethics. The goal of the
surgical ethics program is to prepare surgeons for academic careers that
combine clinical surgery with scholarly studies in surgical ethics. Surgical
ethics fellows receive training in research, teaching, and surgical ethics
consultations. For the past 3 years, the MacLean Center has sponsored a joint
surgical ethics fellowship program with the American College of Surgeons.
Also, under the auspices of the American College of Surgeons, a new



textbook on surgical ethics is being prepared, and many MaclL.ean Center
faculty and former fellows are contributing chapters.

Participating in the “empirical turn” in ethics research

Beginning in the 1980s and continuing to the present, the MacL.ean Center
and its original director of research, Carol Stocking, Ph.D., played a key role
in advancing the “empirical turn” in clinical ethics scholarship. This “turn”
involved the application of the techniques of clinical epidemiology, health
services research, decision sciences, and evidence-based outcomes to the
study of ethical matters in clinical practice. Empirical research gathers data
with survey methods or clinical studies. Empirical data showing that a
particular way of clinical ethical practice is better than the alternative helps
develop a professional consensus that changes and improves practice.
Previously, ethics research had relied primarily on non—data-based analytic
scholarship done by philosophers, theologians, and legal scholars, and this
scholarship had less impact on clinical practice than data-driven clinical
studies.

Publishing empirical studies about the doctor-patient relationship

In 1987, in an interview with James Wind for the journal Second Opinion
[11], I stated that the most pressing future question in clinical medical ethics
was related to patient decisions: Could we better understand how patients
reach decisions by themselves? How do patients reach decisions working
with physicians in the shared decision-making model? How were patient
decisions modified or constrained by external forces such as money, available
resources, family values, and so on? In the 1990s, in an effort to better
understand the decision-making process of patients and physicians, [ wrote a
series of papers that involved what I called “disease probes,” extreme
illnesses that tested the decision-making process both for patients and
doctors. I hoped to gain a deeper understanding by studying patients’ and
doctors’ decision-making approaches in extreme cases that included
amyotrophic lateral sclerosis, end-stage renal disease, phase I cancer
research, prostate cancer, and end-of-life issues. Many of those papers are
reprinted with permission in this volume.

Defending the importance of the doctor-patient relationship
The doctor-patient relationship is the central concept in clinical medical



ethics. The MacLean Center is proud of its achievement in having trained
hundreds of physician-ethicists and in maintaining the focus on the doctor-
patient relationship. The foundation of clinical ethics is the doctor-patient
encounter, an encounter that meets universal and unchanging human needs
and an encounter whose central goal has changed little since the time of
Hippocrates. This central goal is for the physician to meet the health needs of
the person who asks for help by using scientific and personal skills to provide
such help effectively.

Introducing the concept of shared decision-making

Clinical medical ethics aims to improve patient outcomes by encouraging
shared decision-making between patients and physicians. In a 1979 talk to the
New York Academy of Medicine and a subsequent 1981 paper, “Searching
for Moral Certainty in Medicine: A Proposal for a New Model of the Doctor-
Patient Encounter” [12] reprinted on page 92 in this book, I introduced the
concept of the doctor-patient accommodation as an alternative to either the
paternalistic or the patient autonomy model. In the 1982 report “Making
Health Care Decisions: A Report on the Ethical and Legal Implications of
Informed Consent in the Patient-Practitioner Relationship” [13], the
President’s Commission for the Study of Ethical Problems in Medicine and
Biomedical and Behavioral Research repeatedly cited this paper on the
doctor-patient accommodation as the basis for a shared decision-making
approach in medicine. The shared decision-making approach argues that
neither the pure paternalism nor the pure patient autonomy model is an
accurate description of the doctor-patient relationship. Both models imply an
adversarial relationship between patient and physician, although the models
disagree on where the ultimate power should rest, whether in the doctor’s or
the patient’s hands. By contrast, the model of the doctor-patient
accommodation and shared decision-making assumes that the physician and
patient work as partners to achieve a common goal, which is to address the
health care needs of the patient who has asked the doctor for help.

2.5 The Bucksbaum Institute for Clinical Excellence

In 2011, to extend our work on the central importance of the doctor-patient
relationship and shared decision-making, the University of Chicago
established the Bucksbaum Institute for Clinical Excellence with a



transformational endowment gift from Matthew and Carolyn Bucksbaum and
the Bucksbaum Family Foundation. I was honored to be selected as the
founding executive director of the new institute. The primary goal of the
Bucksbaum Institute is to develop an approach for preparing and training
physicians to be highly competent as well as caring and compassionate
practitioners.

Initially, Bucksbaum Institute programs were designed to support the
career development and activities of physicians at three career stages—as
medical students, junior faculty, and master clinicians. Over time, the
institute has expanded its programs to reach more trainees at multiple levels,
from premedical college students to senior physicians who serve as mentors
to other faculty and to residents. The program for undergraduates has now
trained more than 100 undergraduate premedical students through the
Clinical Excellence Scholar Track, a program that is unique among U.S.
undergraduate institutions. Physicians from all 12 clinical departments at the
University of Chicago Medicine now participate in the institute’s programs
by pursuing research and writing, by attending symposia and conferences,
and by mentoring younger trainees in their clinical specialties.

Bucksbaum Institute scholars recognize and support the institute’s core
goals: improving doctor-patient communications and decision-making,
strengthening the doctor-patient relationship, reducing health disparities,
increasing faculty engagement, and creating new models for undergraduate
and medical student education. In its first 5 years of operation, the
Bucksbaum Institute has appointed more than 200 physicians and students at
the University of Chicago who represent the ideals and goals of the institute.
The advisors to the Bucksbaum Institute (Table 2.2) have demonstrated an
enduring commitment to the institute that will allow it to shape medicine and
medical practice for generations to come.

Table 2.2 Bucksbaum Institute for clinical excellence

Directors

Mark Siegler, MD, Executive Director

Matthew Sorrentino, MD, Associate Director

Angela Pace-Moody, MS, Center Director

Advisory Board

Carolyn “Kay” Bucksbaum

John Bucksbaum




Jordan J. Cohen, MD

Holly J. Humphrey, MD
Kenneth S. Polonsky, MD
Laura Roberts, MD, MA
Arthur H. Rubenstein, MBBCh

2.6 Conclusion

In selecting the papers that are reprinted with permission in this volume, Dr.
Laura Roberts and I chose papers that reflect my career-long efforts to make
clinical medical ethics an integral component of modern medical practice and
to demonstrate how clinical medical ethics has improved patient care and
patient outcomes. In this regard, sections of the book reprint my work on the
doctor-patient relationship, medical decision-making, communication
between doctor and patient, medical education, and end-of-life care. I am also
proud of a section in the book describing how I helped to create the field of
clinical medical ethics and how clinical medical ethics standards have
become the legal and professional standards required of physicians in their
daily care of patients.
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Abstract

Mark Siegler is one of the founding figures of the subfield of bioethics
known as clinical medical ethics. This brief chapter outlines his contributions
in developing a program of empirical research in medical ethics, an ethics
consultation service, an approach to medical student ethics teaching, and a
fellowship training program. These activities have become the cornerstones
of clinical medical ethics.
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Mark Siegler, M.D., the Lindy Bergman Distinguished Service Professor in
the Departments of Medicine and Surgery and the Director of the MacLean
Center for Clinical Medical Ethics at the University of Chicago , is one of the
founding figures in the field of medical ethics. This volume, which collects
some of his most important papers and makes them available in one place,
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represents an important contribution to the bioethics literature.

Siegler is most known for his contributions to a subcategory of bioethics
called clinical medical ethics. Clinical medical ethics is a field that examines
the practical, everyday ethical issues that arise in encounters among patients,
doctors, nurses, allied health workers, and health care institutions. The goal
of clinical ethics is to improve patient care and patient outcomes. Most
authorities date the beginning of the contemporary era of bioethics to the
1960s. In the early days of this movement, before Siegler began his career
with the exception of the work of Edmund Pellegrino, most medical ethics
was being written by philosophers and theologians. Siegler became interested
in ethical questions first and foremost as a physician who was grappling with
these questions at the bedside. He was an internist charged with running his
hospital’s new intensive care unit. He was constantly confronting ethical
questions about life, death, and the proper use of new technologies such as
the ventilator. He had no formal training in ethics but decided he needed to
learn more. He pursued such knowledge informally through discussions and
directed readings with colleagues at the University of Chicago such as James
Gustafson, an ethicist and a theologian at the divinity school who had already
started thinking about medical ethics. Siegler soon began sharing his own
insights, publishing papers on ethics in major medical journals, beginning in
1975 with his seminal article in the New England Journal of Medicine,
“Pascal’s Wager and the Hanging of Crepe” [1], reprinted on page 308 in this
book. Although it might not seem extraordinary now, it was a remarkable
achievement at that time—to write an article not about medical science,
diagnosis, or treatment but about ethics and the care of the dying in the
world’s most prestigious medical journal.

To appreciate Siegler’s contributions , one must always realize that he
thinks about medical ethics first and foremost as a physician. He has never
been one to theorize from afar. He reflects upon his clinical experience and
draws eclectically from other people’s theories in order to help himself
develop answers to pressing ethical questions at the bedside. This perspective
has shaped his career from the beginning. He was a member of a medical
school faculty in the 1970s, surrounded by basic scientists and clinical
trialists, and his approach to ethics was powerfully affected by his
environment. He knew that for medical ethics to survive where it counted—
in medical practice—it needed a niche that would be respected in the world
of academic medicine, a world dominated by science. As he worked in that



world, his way of thinking almost instinctually led him to start doing for
medical ethics what he saw his colleagues doing in oncology and cardiology:
observing and counting. In order to do this with some measure of rigor, he
turned to the methods of the recently developed field of clinical epidemiology
and applied these methods to questions of medical ethics. As such, he became
a pioneer in the use of empirical methods to do medical ethics research ,
through both his own work and the work of the fellows he trained.

Philosophers divide ethical scholarship into normative ethics, meta-ethics,
and descriptive ethics. The normative questions concern how people are to
act. The meta-ethical questions concern the foundational concepts, language,
and logic of ethics. The descriptive ethical questions concern how people
actually do think and act in normatively significant situations. One of
Siegler’s most important insights was that descriptive work, using the tools of
other medical researchers in survey and data collection, could be of service to
normative medical ethics and could also provide a vehicle for bringing
medical ethics to the attention of physicians accustomed to reading empirical
studies. He stands as one of the architects of the “empirical turn” in bioethics.

The first of these descriptive ethics papers was published in the New
England Journal of Medicine in 1982, with the title “Confidentiality in
Medicine: A Decrepit Concept” [2] reprinted on page 159 in this book. What
Siegler did in this paper was to observe and to count. He simply asked, “How
many persons have legitimate access to the chart of a patient during a
hospitalization?” His answer, which was at least 25 and possibly 100, was
stunning. It raised questions about how the centuries-old Hippocratic
commitment to patient confidentiality could hold up in modern medicine. In
the era of the electronic medical record, the challenges this paper raised have
only been magnified.

Siegler was also one of the pioneers of clinical ethics consultation,
establishing one of the first university hospital clinical ethics consultation
services at the University of Chicago in 1983. Both courts and ethicists had
already recommended consultation as a mechanism for assisting clinicians
and families in resolving ethical problems encountered at the bedside for
several years, but few institutions had implemented such programs. Soon
after establishing their ethics consultation service, Siegler and his colleagues
and former fellows began writing about their experience in doing this
pioneering work. In “An Ethics Consultation Service in a Teaching Hospital :
Utilization and Evaluation” [3], published in the Journal of the American



Medical Association in 1988 and reprinted on page 40 in this book, he and his
colleagues again used descriptive methods to convey their message. Eighty-
one percent of consults concerned issues in care at the end of life; a third
originated in the intensive care unit. Attending physicians reported that the
ethics consult was “very important” in patient management. He realized that
data like these could put the practice of medical ethics consultation on the
mental map of physicians. He did not need to solve any dilemmas—he only
needed to demonstrate that they were common and that ethics consults could
help.

Siegler’s method of consultation was (and remains) very much based on
the medical model. Whereas other institutions relied on ethics committees,
Siegler established a method by which a fellow and an attending physician
would interview (and even examine!) the patient, speak with the relevant
parties (family, physicians, nurses, etc.), analyze the case, and write a note in
the chart reflecting that analysis and making concrete recommendations. He
rejected the committee model as ethical decision-making “by bureaucracy”
[4]. His alternative was the clinical ethics model—a pure consultant approach
akin to consultation in nephrology, cardiology, or rheumatology. This model
has been criticized as chauvinistic and exclusive, but Siegler knew that to talk
to physicians effectively about ethics, it was best to talk to them as fellow
physicians. He and his early fellows could speak as physicians, and they did.
I have experience with both of these models and also with what is known as
the mixed model of ethics consultation—a method by which a subgroup of
two or three members of the ethics committee conducts the consult. Siegler’s
method is clearly effective. The consultant carries a beeper and can respond
quickly to urgent needs, which is a distinct advantage over the pure
committee model. In most cases, it seems to me that each of these three
methods would arrive at the same conclusion, although I suspect that there
would be differences at the margins that would depend, at least in part, upon
the approach. Whether the pure consultant model is intrinsically biased
toward the views of physicians remains an open question. Though difficult, it
might even be a question that could be resolved using the empirical methods
of clinical medical ethics that Siegler has championed.

What can be said with confidence, however, is that Siegler continues to
be regarded as one of the world’s experts on clinical ethical consultation .
Perhaps no other individual in the world has as deep and broad an experience
in this work. The MacLean Center Clinical Ethics Case Conference, at which



cases from the consult service are presented and critiqued by a large and
multidisciplinary group, is one of the longest running such conferences in the
world. The ethics consult service still performs approximately 100
consultations per year in the 517-bed hospital of the University of Chicago
Medicine.

Siegler’s most salient contributions, however, have been in teaching and
training. Beginning with his now classic article “A Legacy of Osler: Teaching
Clinical Ethics at the Bedside,” published in the Journal of the American
Medical Association in 1978 [5] and reprinted on page 220 in this book,
Siegler’s greatest legacy has been in teaching clinical medical ethics to
medical trainees and in teaching the teachers who would go on to impart the
accumulated knowledge, experience, and wisdom of the field to other
trainees. For Siegler, clinical ethics is not an optional avocation for a few
interested practitioners but a set of skills integral to clinical medicine.
Recalling Osler’s famous epitaph “I taught medical students in the wards,”
Siegler has argued that ethics should also be taught on the wards and in the
clinic, and not just in the lecture hall. While he has run a very successful
lecture and small group discussion course for medical students at the
University of Chicago for decades, he reasoned that it would only stick with
students if it were related to actual cases and not merely taught in abstraction.
And ethics would only be put into action by trainees if it were modeled by
respected senior physicians.

Perhaps the most successful of all his endeavors in clinical ethics has
been the MacLean Center fellowship, one of the world’s earliest postdoctoral
fellowships in bioethics, which has now trained over 440 fellows, by far the
most of any clinical ethics program. Once again, he was a pioneer in this
work and shared his experience by writing about it in the medical literature
soon after embarking on this endeavor. He canvassed the field of ethics
fellowship training in 1988 in “Fellowship Training Programs in Clinical
Ethics” ([6]; reprinted on page 232 in this book), written for the newsletter of
the then nascent Society of General Internal Medicine, naming only a handful
of training programs. What distinguished the MacLean fellowship program
from the beginning was its emphasis on clinical questions and its adaptation
of well-established mechanisms of medical training to training in medical
ethics. Just as there are postdoctoral fellowships in nephrology, cardiology,
and rheumatology that provide further specialty training to physicians who
have finished their basic residency training, so, Siegler reasoned, he could



fashion a program to train young physicians in clinical medical ethics. The
importance of training a cadre of physicians who could act as consultants and
role models and also conduct empirical research in ethics became critical to
the vision of clinical medical ethics that he, Edmund Pellegrino, and Peter
Singer outlined in the inaugural issue of the Journal of Clinical Ethics in their
1990 contribution “Clinical Medical Ethics: The First Decade” [7], reprinted
on page 45 in this book. Fellows at the MacLean Center received instruction
in the rudiments of ethical theory, law, and medicine and practical training in
ethics consultation and in the empirical methods pertinent to medical ethics
research . These fellows have contributed enormously to the volume and
quality of scholarship of the field. Further expanding the circle of his
influence, a number of former MacLean Center fellows now sponsor
bioethics fellowship programs of their own.

His book Clinical Ethics [8], co-authored with Albert Jonsen and William
Winslade and first published in 1982, is now in its 8th edition. It is one of the
all-time bestselling books in the field and has been widely used by clinicians.
The title bespeaks, once again, Siegler’s commitment to clinical ethics. The
focus is on teaching medical students and house officers, and it is oriented
toward bedside decision-making. It is written in clear, accessible, and
straightforward prose, readily understandable by practitioners not versed in
philosophy or theology. Though not theoretically oriented in its approach, it
is nonetheless theoretically sound and defensible. This work expounds the
“four box™ approach of attending, in all medical ethics cases, to four kinds of
potential moral considerations: medical indications, patient preferences,
quality of life, and contextual features. To emphasize its practical focus and
its targeting of physicians in training as the primary audience, the first several
editions of the book were printed as small hardcover volumes and were
marketed as being able to fit into the pockets of medical trainees’ white coats.
The book continues to stand out among introductory texts in medical ethics
for clinicians and is used by a number of medical schools in their
introductory courses in medical ethics.

Siegler has conducted all of his scholarship and teaching at the University
of Chicago, where he founded and continues to direct the MacLean Center
for Clinical Medical Ethics . The MacLean Center began in 1976 with a small
3-year grant for teaching and program development from the Department of
Health, Education, and Welfare. Over the next decade, with several additional
grants and a naming gift from the Macl.ean family, the MacLean Center



became established as the first ethics program in the world to focus on
clinical medical ethics. Today, the MacLean Center is seen as the birthplace
of clinical ethics and remains the leading clinical ethics research and training
program in the world.

In the past 30 years, clinical ethics has become one of the major
components of the American bioethics movement. In contrast to 30 years
ago, almost every large hospital now has an ethics committee or ethics
consultation service to help resolve clinical ethical problems ; almost every
medical organization now has an ethics committee and code of ethics; papers
on clinical ethics are published regularly, not only in ethics journals but in
mainline medical journals; there is even a Journal of Clinical Ethics; and
most significantly, clinical ethics discussions have become a part of the
routine clinical discourse that occurs in outpatient and inpatient clinical
settings across the country. Siegler has been an important figure in the
evolution of clinical medical ethics. The papers collected in this volume help
to explain why this is so.
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Abstract

In considering Dr. Mark Siegler’s 50-year career on the campus of the
University of Chicago, it is remarkable to appreciate the extent to which this
university has molded and shaped Dr. Siegler as a teacher, physician, and
scholar. In turn, it is no less true to say that Dr. Siegler’s impact and
contribution to the University of Chicago have been as formidable. His work
in establishing a clinical medical ethics consultation service and a clinical
ethics fellowship program, along with his commitment to the doctor-patient
relationship, has influenced the teaching and practice of clinical medicine on
our campus and throughout the world. The University of Chicago’s clinical
ethics consultation service was one of the first of its kind in the United States
to utilize physicians as trained ethics consultants and to identify where
clinical ethics needed to be taught—in true Oslerian fashion—at the bedside.
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Shaped as he has been by the University of Chicago, Dr. Siegler has also
served as an exemplar within the specific traditions and values of the
University of Chicago, and his contributions have matched those of the
university’s greatest faculty citizens over the many years of its history.

Keywords Clinical medical ethics — Doctor-patient relationship — Medical
intensive care unit — Clinical ethics consultation service — Clinical ethics
fellowship program — MacLean Center for Clinical Medical Ethics —
Bucksbaum Institute for Clinical Excellence — University of Chicago —
William Rainey Harper — Franklin McLean

The University of Chicago was founded in 1890 on the basis of values and
beliefs that have guided the university to the present day. The visionary ideas
were due in large part to the influence of its founding president, William
Rainey Harper, and the unprecedented support of its founding benefactor,
John D. Rockefeller [1]. If the University of Chicago no longer seems as
radically innovative as it was at its inception , it is because its system of
university structure and study implemented by Harper in 1890 has been so
widely imitated across the United States [1]. Chicago was “built for a long
future,” and its faculty and students are instilled with the commitment “to re-
create that future for its successors” [1].

Those of us who have spent so much of our careers at the University of
Chicago are well aware of the ongoing impact of the university’s
longstanding cultural and intellectual ideals on students, residents, faculty,
and deans. As described in John Boyer’s recently published history of the
University of Chicago [1], the university’s cultural and intellectual milieu
was powerfully shaped and conveyed in Harper’s original vision. One
quality, namely his reverence for a “modern” scholarship that confronts facts
courageously and thinks through complicated and controversial questions
inductively, continues to be the gold standard by which our faculty and
students measure themselves. As we consider Dr. Mark Siegler’s long and
distinguished career on the campus of the University of Chicago and his
impact on our school and our students, we are reminded of how aligned he is
with the value system of the University of Chicago and how he himself has
long served and continues to serve as one who has protected and sustained
the University of Chicago’s “long future.” Over the 50-plus years that Mark



has spent on the University of Chicago campus —as a medical student,
internal medicine resident, chief resident, and faculty member—he has
manifested the core values of this institution in his dedication to innovation
and scholarship in clinical medical ethics, while also maintaining a deep
commitment to teaching and to providing the highest quality of clinical care
for his patients.

Shaped as he has been by the University of Chicago, Dr. Siegler has also
served as an exemplar within the specific traditions and values that are
fundamental to the history of medical education as it unfolded at this
institution. The remarks made by Richard Richter, M.D., to the graduating
class of 1967—Dr. Siegler’s class—and the alumni attending their reunion
are very instructive in this regard. Dr. Richter, himself a 1925 graduate of the
joint University of Chicago and Rush Medical School before the opening of
Billings Hospital in 1927 allowed the medical school to consolidate both
preclinical and clinical education on the University of Chicago campus [2],
recounted the medical school’s history and its unique attributes. These
include the geographic and intellectual integration of the basic and clinical
sciences within the division of biological sciences, a completely full-time
faculty relieved of “the relentless distractions and demands of private practice
and free to devote their full energies to teaching or research, or both” [3], and
the commitment that all patients seen at the clinics and hospitals of the
university—not just charity hospitals—be part of the teaching and research
enterprise. As Dr. Richter explained to the 1967 graduates, this clinical care
and educational structure, which he described as a blend of the Johns
Hopkins and Mayo Clinic models, offered unique advantages for the students
and patients but, most importantly, shaped the faculty in profound ways. He
stated, “To make it work successfully, the modern scientific clinician must
lead a double life and function also as a skillful and humane doctor, able to
attract and hold patients. He must even keep in mind that old bromide, the
patient-physician relationship. For the patients come not to benefit medical
science after all, but because they are sick and want to be helped” [3].

This review and description of the values and traditions which animated
and shaped the university in general and medical education in specific
provide a crucial context for Dr. Mark Siegler’s many contributions. As he
has spent his entire career from medical school to the present at the
University of Chicago, it is remarkable to appreciate the extent to which this
university has molded and shaped Dr. Siegler as a teacher, physician, and



scholar. In turn, it is no less true to say that Dr. Siegler’s impact and
contribution to the institution’s “long future” has been no less formidable—as
the “modern scientific clinician” whose work in establishing an academic
clinical medical ethics program and consultation service and a clinical ethics
fellowship program along with his commitment to the doctor-patient
relationship has influenced the teaching and practice of clinical medicine on
our campus and throughout the world.

Mark Siegler arrived in Chicago in 1963 as a young graduate of Princeton
University. He joined the University of Chicago medical school class just
days after meeting his future wife, Anna, on the University of Chicago’s
campus, thus beginning two lifelong relationships formed in Hyde Park. Dr.
Siegler is proud to affirm that during his 50-plus years at the University of
Chicago, he has personally known all but 3 of the 19 deans of the biological
sciences division and the Pritzker School of Medicine, including our medical
school’s founding dean, Dr. Franklin McL.ean , whom Mark cared for as an
internal medicine resident during Dr. McLean’s hospital admissions. Mark
has always honored the traditions and histories of the University of Chicago
as well as its thought leaders, even going so far as to find time to pay his
respects to Lowell Coggeshall, the former dean of the biological sciences
division from 1947 to 1960, during his 1967 honeymoon! Amusing as an
anecdote, it nonetheless says something notable about Mark and his loyalty
and admiration for the history and traditions of the University of Chicago.

Following the completion of his internal medicine residency and his chief
residency year, Dr. Siegler left the university for the one and only time in his
career to complete training at the Hammersmith Hospital in London,
England. Returning to campus as an assistant professor, Dr. Siegler met with
the chairman of medicine, Alvin Tarlov, and as he is very fond of relating,
took on the four jobs that comprised his first faculty role in the department of
medicine. One of Dr. Tarlov’s early goals as chairman of medicine was to
create a strong academic section of general internal medicine to complement
the strong subspecialty orientation of the department. From its inception in
1927, the department had been divided into different sections that
encompassed all components of internal medicine. As explained by Dr.
Franklin McLean and Ilza Veith in their history of the first 25 years of
medicine at the University of Chicago [2], such a structure would leverage
the benefits derived from the intense focus of specialization while limiting
the dangers of limited experience by having the specialists function as



generalists, practicing together in the provision of clinical care, making a
separate section of general internal medicine unnecessary. However, under
the leadership of the department chair George Dick, from 1933 to 1945, an
“undifferentiated” clinical service grew in size such that it occupied one-third
of the beds overseen by the department of medicine [4]. Following his
departure, the concept of a general medicine service disappeared, until
resurrected by Dr. Tarlov in 1970.

In 1973, the section of general internal medicine was formed, and Dr.
Siegler became one of the first faculty members [4]. This newly constituted
section was responsible for its own inpatient and outpatient services as well
as a consultation service and commenced its own program of research and
investigation. Mark was one of the backbones of this section as it grew—
serving as inpatient director of one of the inpatient general medicine services
for 8 months of the year as well as providing oversight of all medical student
programs sponsored by the department of medicine, including the third year
internal medicine clerkship and the fourth year electives in medicine. In
addition to these two important jobs, Mark also served as the leader of the
newly created general medicine consultation service to provide consultations
to other departments such as surgery and obstetrics-gynecology. During this
same year, Dr. Tarlov conceived of something else that was new—a medical
intensive care unit . In 1972, the specialty of critical care medicine did not yet
exist, but Dr. Tarlov understood that there needed to be a unit where care for
the sickest patients could be monitored most closely. Dr. Siegler was to
attend on the medical intensive care unit 12 months of the year!

Mark with his “four jobs” served as one of the leaders in forming this
section of general internal medicine, but even more importantly, these
opportunities provided an intensive “think tank” or laboratory wherein Mark
found his focus and his professional direction. During the 5 years when he
directed the medical intensive care unit (1972-1976) multiple important
ethical issues related to medicine emerged—from end-of-life care to
informed consent to surrogate decision-making to confidentiality. Mark saw
students, faculty, and residents confronting ethical issues in clinical care on a
daily basis without a frame of reference or background of scholarship to rely
on for guidance and support. From this experience came Mark’s sense of
purpose for his future career and the birth of a clinical medical ethics
consultation service , where the practical and difficult ethical questions
arising in the care of patients could be answered with an integrated ethical



analysis. This service produced two very positive outcomes: patient and
family engagement increased and the confidence of clinicians in complicated
ethical decision-making grew. In Mark’s words, “Clinical ethics focuses on
the doctor-patient relationship and helps patients, families, and physicians
reach good clinical decisions , taking account of both the medical facts of the
situation, as well as the patient’s preferences and values™ [5].

With the early support of his next department chair, Dr. Arthur
Rubenstein, the Mellon Foundation, and later with the generous naming gift
from the MacLean Family, Dr. Siegler founded the first Center for Clinical
Medical Ethics in the department of medicine in 1984.

In 2013, in recognition of the international significance and fundamental
impact of the work conducted by the Macl.ean Center, it became only the
fourth institution (joining the Hastings Center, Kennedy Institute of Ethics at
Georgetown, and the Institute for Medical Humanities at the University of
Texas) to receive the Cornerstone Award from the American Society of
Bioethics and Humanities for “outstanding contributions from an institution
that has helped shape the direction of the field of bioethics” [6].

The MacLean Center has too many achievements and contributions to be
described comprehensively, but we wish to highlight two of its most notable
activities. The first is the signature program of the MacLean Center, the
clinical ethics fellowship , which began in 1981. The first of its kind, this
program has provided training for over 440 fellows, including more than 275
physicians. More than 40 of the fellows trained at the MacLean Center have
gone on to direct university ethics programs, and more than 25 fellows now
hold endowed professorships in ethics. The fellowship’s impact is not only
national but global—with fellows joining our campus from Argentina, Brazil,
Canada, China, France, Kuwait, Russia, Spain, and Switzerland, among other
countries. These individuals have published many thousands of peer-
reviewed journal articles and more than 150 books advancing the field of
clinical medical ethics.

A second notable achievement of the center is the creation of a unique
clinical ethics consultation service in 1986 [7]. Over the prior decade, an
increasing number of ethicists began focusing on issues in medicine.
However, trained in the humanities and focused on theory, these scholars
were not able to provide guidance on the plethora of day-to-day dilemmas
encountered by the practicing physician [8]. The field of biomedical ethics’
“language of theory was not helpful in resolving the dilemmas of practice”



[9]. The University of Chicago’s clinical ethics consultation service was, in
contrast, one of the first of its kind in the United States to utilize physicians
as trained ethics consultants, thereby providing, over the past 30 years, a truly
unique resource for our institution’s clinicians, who can rely on the body of
scholarship and inductive reasoning skills of the center’s faculty and fellows
to help manage complex and ethically challenging clinical patient scenarios
[8]. In a 1978 paper [10] reprinted in this volume on page 220, Mark was the
first to use the term clinical ethics [8] and identify where it needed to be
taught—in true Oslerian fashion—at the bedside [10]. Since the service’s
inception, the center’s faculty and fellows have consulted on over 2500 cases
at the University of Chicago. One of the papers reprinted in this collection, on
page 40, assesses the preliminary impact of this ethics consultation service
through a prospective study conducted in its first 2 years of operation. Even
in this short time, it was eminently clear that such a consultation service had
enormous value in helping physicians identify, analyze, and resolve ethical
issues in patient care [7].

We have spoken of how the University of Chicago and its core values
shaped Mark’s work; it is equally important to note the unique opportunities
that Mark found at our university as he implemented and developed the
MacLean Center’s programs . William Rainey Harper’s original vision of the
University of Chicago included a commitment to aggressive programs of
original research [1], and the University of Chicago, with 89 faculty and
alumni Nobel laureates, one of the highest numbers of any U.S. institution
[11], is justifiably regarded as a major contributor to knowledge in multiple
disciplines. Further, from its inception in 1890 the university has emphasized
and encouraged interdisciplinary fields of study and cross-disciplinary
collaboration [1].

In this environment, Mark Siegler enthusiastically sought out and
masterfully utilized the resources and advantages of the University of
Chicago, drawing on its world-renowned faculty from law, public policy,
divinity, business, philosophy, and economics to contribute to the center and
its work. That so many leading scholars would choose to affiliate with the
MacLean Center is in fact one of the defining characteristics of the center and
of its work. In 1981, Mark Siegler and Richard Epstein, then the James
Parker Hall Distinguished Service Professor of Law, organized what has now
become an annually offered interdisciplinary faculty seminar series, bringing
together leading thinkers from across campus and throughout the world to



conduct an in-depth ethical analysis of one key health issue through multiple
hour-long seminars held every few weeks. This seminar series, constructed in
the prototype of the university’s vaunted workshop model, which was
introduced in the economics department in the 1940s and has expanded
across the university in the ensuing years [1], brings together faculty and
students to explore multiple perspectives on complex issues affecting science
and medicine. Topics have included organ transplantation, pediatric ethics,
end-of-life care, global health, health care disparities, medical
professionalism, confidentiality, pharmaceutical innovation and regulation,
neuroethics, and reproductive ethics [12].

Mark’s impact as a scholar has been felt around the world, but on our
campus he is also deeply respected as a teacher and as a clinician. In 1898,
William Rainey Harper stated, “I cannot conceive that a man worthy to hold
the place of Dean would accept the position without the privilege of giving
instruction. A man who was a Dean and who gave no instruction would
merely be a clerk....So strongly do I feel this principle myself that I do the
work of a professor, and shall continue to do so as long as I am President”
[1]. Throughout Mark Siegler’s career, while providing care to patients,
developing scholarly contributions in developing a new consult service and
fellowship program, creating and leading a world-renowned center, and
receiving multiple honors and awards, he has followed President Harper’s
stricture—he has done “the work of a professor.” Nor were these minimal
contributions to the teaching mission. Two commitments stand out from
multiple others: he was for 10 years the director of the medical school’s
required Physical Diagnosis course, and he has been for the last 16 years the
director of the medical school course on the Doctor-Patient Relationship in
Clinical Practice , required for all first-year students.

As quoted previously, Dr. Richter stated at Mark’s 1967 medical school
graduation that the modern scientific clinician must lead a double life and
function also as a skillful and humane doctor. Mark Siegler has given an
unwavering enthusiasm and commitment over 50 years to his role as
clinician. He has cared for trustees and politicians and the most vulnerable
patients from our South Side community with devotion and commitment. He
is, for all his patients and not only for those who can afford such a privilege,
a “concierge” clinician by temperament and practice. He meets his patients in
the emergency department and accompanies them to the operating room. He
is a role model for providing compassionate care.



It was his outstanding clinical care that served as the model on which the
Bucksbaum Institute for Clinical Excellence was established in 2011, with a
most generous donation by a grateful patient who admired and appreciated
his collaborative relationship with patients and felt that such care should
serve as an exemplar for all physicians. The central mission of the
Bucksbaum Institute is to elevate the doctor-patient relationship and to make
optimizing our relationship with patients a core guiding value for all our
clinicians [13]. As part of the Bucksbaum Institute’s support, Mark is
currently co-teaching a senior medical student seminar on the doctor-patient
relationship with one of us (HJH). One of his favorite teaching articles for the
class is included in this book, on page 92. This paper, presented as part of a
1980 conference and published the following year, explores the tensions
between the traditional paternalistic model of the doctor-patient relationship
and the patient-centered , potentially consumerist model that emerged in the
latter part of the twentieth century and has grown even stronger with the
advent of the internet [14]. Mark’s prescience in identifying this tension and
his creativity in seeking a third way, which he terms “physician-patient
accommodation” and which transcends the biases inherent in the competing
models, is every bit as relevant today as it was 35 years ago. Dr. Mark
Siegler’s thoughtful consideration of the human and ethical aspects of science
and medicine has made him a reference point for countless individuals. He
has contributed to the intellectual life through not only the generation of new
ideas but also his mentorship of students and physicians. In his history of the
University of Chicago, John Boyer writes that the first faculty and leaders of
the University of Chicago marveled at how our institution was created “de
novo out of ambition, openness, a penchant for risk taking, and seriousness”
[1]. These words and this legacy could aptly and accurately be used to
describe Dr. Mark Siegler and his life’s work as a physician, a teacher, and a
thought leader. The essence of the University of Chicago is its faculty, and
Mark’s contribution to the fabric of this intellectual community enjoys a
place of prominence over the many years of our institution’s history.
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Abstract

Dr. Mark Siegler is a founding figure in the field of clinical medical ethics.
This brief chapter discusses how he personally revitalized the field of medical
ethics, which was not serving patients or physicians sufficiently when he
began his work in the 1970s. Dr. Siegler’s compassion, generosity, devotion
to patient welfare, and attention to the doctor-patient relationship led to the
founding of both the MacLean Center for Clinical Medical Ethics and the
Bucksbaum Institute. Through the efforts of Dr. Siegler and these
organizations, hundreds of physicians and health care professionals have
been trained in the field of clinical medical ethics and the principle of caring
has been embedded in the training and preparation of future physicians and
clinicians.
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I met Mark Siegler in 1982 when he was a rising star in the department of
medicine at the University of Chicago and I had just arrived in Chicago to
begin my 6-year stint as chief of medicine at Michael Reese Hospital and
Medical Center. At that time, Reese was an affiliate of the University of
Chicago medical school and Arthur Rubenstein was chair of medicine. Arthur
and I had agreed that a closer relationship between the two departments
would benefit both institutions, and we began to implement a number of
changes designed to foster collaboration, especially in education and
research. Mark was quick to recognize the value of combining the strengths
of the University of Chicago and Reese and became a vocal advocate and
close ally in these efforts. As a consequence, I had the privilege of interacting
with Mark on a number of occasions. And, I am happy to say, we have
remained close friends ever since.

It was clear from those early days that Mark was a physician with
uncommon gifts. Not only was he a brilliant clinician and an inspiring
teacher, he was most especially a mensch of the first order—Xkind, caring,
compassionate, selfless. In all of his human interactions—whether with
patients and their families, students and residents, colleagues, housekeepers,
whomever—Mark’s gentle and engaging manner was always evident. And it
is precisely those human qualities that have been at the core of all of Mark’s
many seminal contributions to American medicine.

A striking example of his compelling humanity is the key role he has
played in revitalizing the field of medical ethics. I believe it was his
unyielding devotion to patient welfare that enabled him to recognize so early
on how the fraying ethical norms in contemporary medicine was threatening
the beneficent care of patients. Rather than stand by and lament the
profession’s ethical shortcomings, he marshaled the resources and energy to
establish the MacLean Center for Clinical Medical Ethics. Moreover, it was
Mark’s innate reverence for the human side of medicine that has infused the
center with the passion that has propelled it to worldwide preeminence. The
MacLean Center has trained hundreds of physicians and other health
professionals over the years, many of whom are now leading ethics centers or
programs across the globe. Coupled with Mark’s voluminous writings,
including his widely read textbook Clinical Ethics: A Practical Approach to
Ethical Decisions in Clinical Medicine, the MacLean Center and its staff
have elevated the study and application of clinical medical ethics to a level



comparable to the most relevant of clinical disciplines .

The Bucksbaum Institute for Clinical Excellence is yet another vivid
example of Mark Siegler’s abiding commitment to the irreducible human
dimension of medicine. The emblematic doctor-patient relationship that Mark
manifested in caring for the Bucksbaum family gave rise to the institute’s
founding. As a consequence of Mark’s vision—a vision driven by his natural
humanity—the Bucksbaum Institute is ensuring that the timeless principle of
caring is embedded securely in the preparation of current and future
generations of clinicians. And not just at the University of Chicago. The
institute has projected its mission far beyond the University of Chicago by
collaborating with other like-minded organizations, including the Arnold P.
Gold Foundation and the Schwartz Center for Compassionate Healthcare.

The result, comparable to the far-reaching impact of the MacL.ean Center
, is that Mark Siegler’s menschkeit—his selfless, innate drive for doing the
right and decent thing, in every possible situation—has left an enduring and
immensely salutary mark on American medicine.

Study Mark Siegler and learn how one man can change the world.
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6. Improving the Quality of Health Care
for Patients through Clinical Medical
Ethics Education
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Abstract

Dr. Mark Siegler is a founding figure in the field of clinical medical ethics.
His seminal publications asserted clinical medical ethics as a worthwhile field
and demonstrated its necessity within the practice of medicine. Dr. Siegler
further encouraged the development of this field through the foundation of a
fellowship training program in which hundreds of physician and other
medical workers have learned the principles of clinical medical ethics.
Through the efforts of Dr. Siegler and his many fellows, the field of clinical
medical ethics is now taught, studied, and practiced internationally. By
expanding the field as such, Dr. Siegler can be credited with improving the
quality of health care for patients across the modern world.

Keywords Clinical medical ethics — Mark Siegler — Research — Fellowship
training — Mentorship
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Dr. Mark Siegler’s seminal contribution is to have created the field of clinical
medical ethics within the field of medicine.

In my career, I have had the privilege of interacting with a large number
of highly distinguished physicians around the world. I trained both in clinical
epidemiology with Dr. Alvan R. Feinstein at Yale and in clinical medical
ethics with Dr. Siegler at the University of Chicago from 1988 to 1990. Dr.
Siegler’s accomplishments rise to the level of the late Dr. Alvan Feinstein,
who created the field of clinical epidemiology, and the late Dr. Edmund D.
Pellegrino, who was a creator of the field of medical ethics with a
philosophical perspective. I knew all three of these eminent master physicians
extremely well, and I can attest that they made comparable and seminal
contributions in creating their respective fields.

I offer two lines of argument to support my claim: (1) Dr. Siegler’s
seminal papers and books, which evidence the founding of clinical medical
ethics as a field within the practice of medicine and (2) how Dr. Siegler
leveraged his founding of the field in the United States to make it an
international movement.

Dr. Siegler created the field of clinical medical ethics in the crucible of
his clinical practice and then amplified this effect through seminal
publications. Dr. Siegler’s very first paper, published in 1975 in the New
England Journal of Medicine , “Pascal’s Wager and the Hanging of Crepe”
[1] reprinted on page 308 in this book, is a landmark article and signaled his
future direction. The paper introduced and addressed the clinical
phenomenon of prognostication and how clinicians would “hang crepe” to
anticipate the death of a patient to the patient or loved ones. His 1978 article
in the Journal of the American Medical Association titled “A Legacy of
Osler: Teaching Clinical Ethics at the Bedside” [2], reprinted on page 220 in
this book, firmly grounded his work in the Oslerian tradition, in
contradistinction to prevailing approaches to medical ethics at the time,
which were being pursued by philosophers and others outside the medical
profession and were not grounded in the doctor-patient relationship. A similar
theme was struck in his 1979 paper “Clinical Ethics and Clinical Medicine”
[3], published in the Archives of Internal Medicine and reprinted in this book
on page 34, and a bit more aggressively in “Cautionary Advice for
Humanists” [4], published in the Hastings Center Report in 1981.

These works were absolutely central to the founding of clinical medical



ethics as a field within medicine that informed the care of patients and
focused on strengthening the doctor-patient interaction , thus improving
patient health outcomes and quality of life. The sustainability of his influence
was leveraged through Dr. Siegler’s more than 440 fellows in clinical
medical ethics.

Dr. Siegler also internationalized the field of clinical medical ethics,
which grew from its origins in the United States to a global movement . Dr.
Siegler’s international influence was to take the field of clinical medical
ethics that he created in the United States and sow the seeds of this field in
other countries. He did so in Canada, France, Spain, Switzerland, Brazil,
Argentina, Australia, China, and elsewhere. Among his fellows, more than 25
now have leadership positions in clinical medical ethics in countries other
than the United States. Almost all of those fellows not originating from the
United States have an M.D. degree or equivalent from their nation and
several, in addition to their M.D., have a Ph.D., J.D., or M.P.H. degree. Their
medical specialty distribution is similar to their counterpart fellows in the
United States and includes internal medicine, surgery, pediatrics, and family
medicine, among other specialties. Like their counterparts in the United
States, these individuals gradually work their way up a career ladder in
regards to responsibility, authority, and title, often becoming program
directors and establishing clinical medical ethics training programs
themselves. It appears that these former trainees are generating new clinical
medical ethicists to expand the programs they direct.

One personal characteristic that drives Dr. Siegler’s success is his
devotion and dedication to the ongoing mentorship of trainees. One never
really graduates from his training program, as the growing cohort returns en
masse to Chicago annually for 2—3 days to attend a fellows conference to
exchange lessons learned through practice and research, examine new
formulations, and nurture collaborations for future research and writing. Dr.
Siegler frequently visits his trainees’ institutions to facilitate their careers and
impact. Dr. Siegler also widely shares information regarding clinical medical
ethics through lectures and visiting professorships, illustrating his persistence
and dedication. These personal characteristics also speak to his dedication
and commitment to his fellowship trainees and his patients.

I and many other trainees are in his debt. By influencing a much larger
group of health care workers through his writings and teaching, Dr. Siegler
has achieved what few have: improvement in patient care for a very large



number of patients.
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Abstract

This chapter contains reprinted works from Dr. Mark Siegler focusing on
foundational scholarship in the field of clinical medical ethics. The earliest
included works lay the foundation for the field, while later works expand on
its definition and scope, anticipate future advances, and analyze the
development and growth of the field through a historical lens. This selection
of reprinted works specifies the improvement of patient care as the goal of
clinical medical ethics and explains how the field sets itself apart from
theoretical bioethics and real-life practices such as ethics consultations. The
works in this chapter are reprinted with permission.
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Clinical Ethics

Clinical Ethies and Clinical Medicine

Mark Siegler, MD

In this issue of the ARCHIVES, a new editorial department
is introduced. It will appear oceasionally and will present
the views of practicing physicians on a broad range of
clinical problems that force them to confront directly moral
and ethical questions arising in their routine practice. The
articles will be written by clinicians, and will be directed
toward an audience of practicing physicians. This new
gection will be called cLINICAL ETHICS, reflecting the fact
that, in the practice of medicine, clinical and ethical issues
are deeply interdependent.

THE RISE OF BIOMEDICAL ETHICS

Clinical ethics, which focuses on issues that confront the
physician in his daily interactions with patients, is to be
contrasted with biomedical ethics (BME), which is greatly
concerned with public policy issues. In the past 15 years,
there has been a remarkable rise of interest in BME; it has
captured the fancy of the public. The media have focused
increased attention on such issues as research in human
subjects, the recombinant DNA controversy, policy issues
concerning national health insurance, and others; the
courts have become increasingly active in the medical
arena.

Biomedical ethics has become an established “field” in
the United States. New scholarly journals in BME appear
regularly; institutes of BME have been established; there is
a proliferation of books, both academic and lay, in the field.
Universities have developed graduate teaching programs
in bicethics, and bioethicists testify regularly for state and
federal legislative committees and the courts.

Such interdisciplinary efforts are laudable, but with
some reservations. The BME establishment has been
created and led to a large degree by nonphysicians, ie,
theologians, philosophers, sociologists, lawyers, and histo-
rians. Physicians, scientists, and medical professionals
have had only limited involvement in its development.

From the Section of General Internal Medicine, Department of Internal
Medicine, University of Chicago, Pritzker School of Medicine.

Reprint requests to Box T2, University of Chicago Hospitals, 950 E 58th
81, Chicago, IL 60637 (Dr Siegler).
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CONCERN OVER BME

Developments in BME are disquieting and are worthy of
our attention. The lack of invelvement by physicians is
profoundly disturbing. It has been suggested that many
bioethicists have a frankly antiscientific, antimedicine
bias, or at the least, that they represent interests that are
quite different from those of the medieal-seientific
community.' Bioethicists who are uninvolved in the process
of medical care have produced legislative, administrative,
and legal changes that affect the practice of medicine, and
it is clear by now that medicine has merely reacted to,
rather than anticipated or participated in, most major
developments in BME. Further, much of the teaching of
BME to medical and other health professional students is
being done by this new group of bicethicists, rather than
by physicians. The proliferation of teaching medical ethi-
cists and their virtual dominanee in the teaching of medical
students is another disturbing aspect in the growth of
BME. It is reassuring to note that even some early leaders
in the BME establishment have become concerned with
this development, and have attempted to involve them-
selves more deeply in the realities of clinical medicine.”

Finally, BME is increasingly concerned with the analysis
and formulation of large public policy options in medicine
and science, and has not directed sufficient attention to
many of the routine ethical guestions that arise in the
encounters between patients and physicians. Many of the
leaders of the BME movement have actually expressed
their disdain for traditional, Hippocratic, bedside medical
ethics,” which, since Hippocratic times, have been over-
whelmingly physician- and patient-oriented. Biomedical
ethics is an intellectual movement that concerns itself with
questions affecting the daily activities of medicine, but
that has arisen primarily from outside the profession.

CLINICAL MEDICINE AND CLINICAL ETHICS

It is in the context of the rapid growth of BME and our
coneerns with that development that we encourage physi-
cians to consider the merits of clinical ethics. The practice
of clinical medicine has always been a unique blend of
technical proficieney and ethical sensitivity, which togeth-
er constitute the physician’s art. The distinetion that is too
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commonly made between clinical decisions and ethical
decisions is an invidious, but fortunately misguided, one.
In a sense, the term “clinical ethies” is redundant,’ because
good clinical medicine is necessarily ethical medicine. The
reason for selecting CLINICAL ETHICS as the name of the new
editorial section is that changes in modern medicine—
partieularly but not exelusively technological advances of
the last 30 years-have created an unanticipated range of
ethical dilemmas that demand creative and reflective
clinical responses, We are now able to treat patients with
chronic renal failure, chronic respiratory failure, and even
chronic gastrointestinal failure. We have powerful antitu-
mor drugs; the techniques of cardiopulmonary resuscita-
tion can be used to prolong, for variable periods, the
viability of every person whose heart and lungs have
stopped; advaneces in neonatal intensive care and neonatal
surgery have assured that many congenitally abnormal
infants can be treated in ways that are certain to extend
their existence. Each of these medical capabilities gener-
ates a range of clinical-ethical guestions that must be
taken into account in the course of formulating a elinical
decision. These are examples of the kinds of clinical-ethical
problems that increasingly test the mettle of conscientious,
technically proficient, and morally scrupulous physicians.

Clinical ethics also explores the assumption that the role
of the medical professional is unique. The physician’s
relationship to the patient is premised on specific technical
training and competency. This specialized knowledge and
proficiency is used to assist patients in curing or amelio-
rating their illness and disease, and to assist them in
overcoming the fear, pain, and suffering that are often
associated with ill health. Once sought out by the patient,
the physician becomes involved in the patient’s problem.
He is never a mere observer. He cannot rely on the
counterfeit courage of the noncombatant. The physician is
personally accountable to the patient if he fails to perform
his task adequately because of lack of skill or negligence, or
because, for whatever reason, he fails to act in his patient’s
behalf. Seren Kierkegaard perfectly captured the distine-
tion between the theoretician and the involved participant
in his response to a question that he posed: "Is knowledge
changed when it is applied?’ Kierkegaard's response
deserves consideration from all who would criticize medi-
cine and physicians from a perspective removed from the
actual medical setting:

Let us imagine a pilot, and assume that he had passed every
examination with distinction, but that he had not as yet been at
sea. Imagine him in a storm; he knows everything he ought to do,
but he has not known before how terror grips the seafarer when
the stars are lost in the blackness of night; he has not known the
sense of impotence that comes when the pilot sees the wheel in his
hand become a plaything for the waves; he has not known how the
blood rushes into the head when one tries to make caleulations at
such a moment; in short, he has had no econception of the change
that takes place in the knower when he has to apply his knowl-
edge.”

A NEW EDITORIAL DEPARTMENT OF CLINICAL ETHICS

This new editorial department will be devoted to explor-
ing issues in clinical ethies. It will be addressed to those
physicians who have * . ... known how the blood rushes into
the head when one tries to make calculations at such a
moment. . .." Our first symposium will serve as an example
of the method we will use and it will indicate the general
areas of concern to be discussed in this section in coming
years. Each of the contributors to this discussion on the
management of respiratory failure is a distinguished
physician. Each of these contributions was unsolicited. The

Arch Intern Med—WVol 139, Aug 1979

editors did not create a problem or a “case” and then seek
out expert commentators to resolve it. This symposium
should not be confused with an “ethical grand rounds.”
Rather, in the context of practicing clinical medicine,
certain elinical quandaries appeared repeatedly. Because of
the thorny nature of such problems and the lack of
definitive solutions, the authors decided to struggle to
articulate and defend their clinical judgment in writing.

It occurred to the editors of the ARCHIVES—themselves
practicing physicians—that the types of questions that are
raised by the authors of this symposium eould as easily be
raised about most areas of medicine. Future symposia on
these pages will be devoted to similar clinical-ethical
problems that arise in the practice of clinical medicine,
surgery, pediatrics, obstetrics and gynecology, and
psychiatry.

Our editorial plan is as follows: We will accept unsolicited
articles for refereed review and will also invite distin-
guished clinicians to reflect on the range of clinical-ethical
dilemmas that arise in their area of expertise. We will
attempt to gather such articles together and publish them
as symposia focusing on one clinical area, It is our hope
that in time we will have generated a series of clinical
reflections in most major areas of medical practice. These
reflections will report ways in which physicians are dealing
with these dilemmas at a time when the traditional model
of the physician-patient relationship is in a state of flux,
and when technological advances demand new and ereative
solutions. Expert clinicians will offer practical suggestions
about such dilemmas from the perspective of the practicing
clinician. We are hopeful that these contributions will
encourage other clinicians to offer their own observations
in this area, and the editors of the ARCHIVES OF INTERNAL
MEepicINE have agreed to publish a substantial number of
letters provoked by these articles, to indicate the range of
clinical opinion on these complex and difficult subjects.

The new editorial section of the ARCHIVES OF [NTERNAL
MepIcINE will differ from other medical journals, such as
the New England Jowrnal of Medicine, Clinical Research,
and the American Journal of Medicine, all of which
increasingly publish articles that relate medicine to broad
social, economie, and ethical issues. This section of the
ARrCHIVES will serve primarily as a forum for clinicians, We
hope it will become a resource on which nonphysician-
theoreticians can base their analyses and speculations.

This new section of the ARCHIVES, CLINICAL ETHICS, ig
eertainly not intended to be reactionary. Rather, its inten-
tion is to infuse a higher degree of contact with clinical
reality into the debate than has characterized BME in the
past. Further, it is designed to represent more forcefully
the concerns of clinicians in the councils of bioethicists. It
will never be the intention of these columns to suggest that
the judgment of medical professionals is correct merely
because of their medical expertise. But it will be argued
with vigor and fervor that the viewpoints and reflections
of involved professionals, on clinical-ethical problems,
merit careful consideration in the resolution of complex
issues in medical ethics.
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Decision-Making Strategy for

Clinical-Ethical Problems in Medicine

Mark Siegler, MD

Medil:al education and training should prepare physicians
to make decisions, because that is what they do
routinely in medical practice, When physicians determine
that a diagnostic procedure is warranted, or when they
recommend a particular form of treatment, or even, when
they assess whether and when a patient who telephones
with a medical problem should be seen in the office (or in the
emergency room), physicians are making decisions. None of
these decisions is easy, because medicine is, as Osler
deseribed it, a science of uncertainty and an art of proba-
bility. Nevertheless, physicians generally reach clinical
decisions and feel reasonably comfortable doing so.

[n contrast to elinical deeisions, physicians find clinieal-
ethical decisions of the following sort extremely difficult:
Should “no-code” orders be written (for example, on a
patient with irreversible senile dementia and an acute,
treatable pneumonia)? Should an infant with Down’s syn-
drome and duodenal atresia be treated with maximal ag-
gressiveness? Should a physician accept the wishes of a
young patient with bacterial meningitis who refuses to
accept curative antibiotic therapy? Should the physician
offer long-term renal dialysis to an overweight diabetic
patient in whom renal failure develops if that patient had in
the past persistently refused to take insulin or adhere to a
diet? Should a physician ever violate a patient’s confidenti-
ality in the interests of third parties or in society’s interest?

Clinical-ethical quandaries of these kinds provoke physi-
cian discomfort for several understandable reasons: first,
these cases often involve life-and-death decisions that en-
gage deepest human emotions and require the most delicate
dealings with patients and colleagues; further, in contrast
to clinical decisions, physicians rightly feel that their
education and training has not prepared them to approach
these problems analytically and systematically, and that
they often have no basis for decision other than their
common sense, intuitions, and personal value system; fi-
nally, these cases often raise the specter that the physician
could be liable to civil or eriminal charges regardless of what
decision is finally made.

The question arises whether it is possible to develop a
systematic approach to clinical-ethical decisions that might,
to some extent, alleviate physician discomfort and that also
might improve their ability to reach reasonable and legally
and morally defensible decisions in these difficult situa-
tions. The method I am about to propose should help in
these respects, but it is not a panacea. The method will offer
a systematic approach to indicate what facts are most
relevant in a case (and which are extraneous), how those
facts should be organized to develop the critical considera-
tions in a case, and how the various considerations in a case
should be weighted with respect to other considerations.

Accepted for publication June 22, 1982,
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Thus, the system should provide a checklist for physicians
to guarantee that all relevant considerations are taken into
account and that none is overlooked in reaching a eclinieal-
ethical decision. It will help a clinician to clarify and
consolidate the thinking about a case. However, this method
will not dietate conclusions. Conelusions must be reached
finally by the conscientious clinician through the applica-
tion of clinical judgment.

My proposal for a systematic approach to clinical-ethical
decisions involves four categories (listed in their usual order
of importance) into which most considerations in a elinieal
case can be distributed. These categories are as follows: (1)
the medical indications in a case; (£) the patient's prefer-
ences; (3) quality of life factors; and (4) factors external to
the immediate physician-patient encounter (ineluding, for
example, family wishes, cost issues, societal interests, ete).

MEDICAL INDICATIONS

This is the first and most recognizable part of the
decision-making scheme. It is the physician's domain. Tt
represents the traditional elinical method of medicine and
requires clinical discretion and clinical judgment. The pa-
tient is seen with a medical problem, and the physician
attempts to determine what is wrong with the patient (a
diagnosis); what will happen to the patient if the condition is
treated or not treated (a prognosis); what the risks and
benefits of various treatment programs are (therapeutic
alternatives); and finally, what recommendations should be
made to this particular patient in these specific ¢ircum-
stances (a clinical strategy). In making personal recommen-
dations based on medical indications, the physician takes
account of the nature of the disease, the risks and benefits of
various courses of management, and the biologic and per-
sonal particularities (including the goals and values) of the
patient. It is this action made in the interests of a particular
persan that transforms “medical science” into “human
medicine.”

PATIENT PREFERENCES

In step 1, it was the physician's obligation to recommend
treatment that is medically indicated. These days, however,
it is the competent adult patient’s prerogative to accept or
reject these recommendations in the light of personal
preferences. The informed consent legal requirement re-
flects changes that have occurred in the physician-patient
relationship. These changes emphasize the rights of pa-
tients to make decisions about their own health care. In the
priority ordering of the four clinical-ethical considerations,
patient preferences are probably the weightiest ethical
consideration in the patient-physician encounter. However,
chronologically and logically, the patient’s statement of
preferences must follow step 1, the physician’s recommen-
dations based on medical indications. Patients cannot ex-
press informed preferences until they are provided suffi-
cient information about what their medical problem is and
what the physician thinks should be done about it. For
example, a patient who comes to the physician with a
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complaint of a cough of one months duration would be
unable to express any meaningful preferences regarding
treatment options until the physician had determined
whether the cough was caused by a viral syndrome, ob-
structive airway disease, tuberculosis, tumor, ete.

In most medical encounters, physicians and patients
reach decisions based on steps 1 and 2 noted above, In
general, the recommendations of physicians and the prefer-
ences of patients coincide. However, at times, clinical-
ethical problems may arise. For example, if the medical
indications in a case (say, a case of life-threatening illness)
clearly point to a curative treatment that the patient
refuses to authorize, the physician must determine whether
the patient was expressing an informed refusal, ie,
whether in the face of the serious illness, the patient
retained the capacity to comprehend the situation and to
make informed choices with irreversible (life-and-death)
implications. In certain instances, the physician may decide
that the patient has lost the capacity to make informed
choices and that his stated preferences ought to be noted
and taken into account, but that treatment should be
administered anyway.

A different type of clinical-ethical dilemma may arise
when physicians are confronted with situations in which the
medical indications are grim (ie, no therapy offers much
hope for improvement), and in which the patient is unable to
express a preference regarding treatment or the withhold-
ing of it (eg, the patient is an infant or is an adult who is
comatose or senile). If both of these conditions exist simul-
taneously, a clinical-ethical decision based onstepsland 2 of
the proposed strategy becomes less likely. In these situa-
tions, physicians often take into account two additional
considerations—quality of life factors and external fac-
tors—in reaching a clinical-ethical decision. If, however,
only one of these conditions exist, eg, a poor medical
prognosis, but the patient is capable of expressing prefer-
ences, physicians obviously would base their decisions on
the stated wishes of the patient. Conversely, if the patient
were unconscious, but had a treatable medical condition
{eg, a ruptured spleen sustained in an automobile accident),
physicians obviously would treat based on a medical indica-
tions policy, even in the absence of available statements of
patient preference.

QUALITY OF LIFE CONSIDERATIONS

Although this phrase is used frequently in a variety of
medical circumstances, its meaning is ambiguous. When a
quality of life standard is invoked in erucial ethieal delibera-
tions about patient care, the phrase usually refers to the
subjective evaluation by an onlooker about a patient’s
subjective experience of personal life. Usually, but not
always, the phrase is used in situations where the patient is
unable to make such an evaluation or is unable to express it
because of mental incapacity. In a clinical setting, the
phrase may be used as follows: “Is this patient’s quality of
life now or in the future such that it is worth treating or
prolonging or preserving that life? Quality of life consid-
erations may operate without invoking the phrase “quality
of life,” as in a case where an intern asks an attending
physician: “Is it worth it to culture that 80-year-old man's
fever? This standard, which is almost always applied by
someone other than the person who is living the life that is
being assessed for its “worth,” represents an attempt to put
a value on some collection of features of human experience.
The phrase is used as if there were objective criteria, even
though it rests less on facts than on one's subjective
preferences about certain facts.

In the routine practice of medicine, physicians do not and
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should not place much weight on quality of life considera-
tions except those that are expressed as the patient’s own
preferences, However, as suggested previously, quality of
life considerations (and also external considerations) will
tend to be invoked in clinical eircumstances in which both
medical indications are limited and patient preferences are
not known (and in some eases not even potentially knowa-
ble). These clinical circumstances include the following: (a)
untreatable or terminal illnesses, (b) situations in which
patients are permanently unconscious or brain injured or
have senile dementia, (¢) decisions regarding neonates and
children, and thus, (d) in most no-code decisions.

EXTERNAL FACTORS

External factors refer to any consideration in a case that
yields a benefit or burden to some party other than the
specific patient for whom the decision is being made.
External factors tend to enlarge the context in which the
patient is viewed from a private physician-patient encoun-
ter (which has been the tradition of medicine since hippo-
cratic times) to one that takes account of, for example: (a)
the wishes and needs of the patient’s family, (b) the costs of
medical care, (c) the allocation of limited medical resources;
(d) the research and teaching needs of medicine, and (e) the
safety and well-being of society. Although almost every
clinieal deecision will involve some external effects such as
these, the question arises whether the physician should
ever explicitly consider these effects and allow them to
influence the clinical-ethical decision. When, if ever, is it
ethically permissible to weigh the patient’s interests
against the interests of other persons or society? In general
(except for situations already noted), external factors do not
and should not be accounted great weight in routine clinical-
ethical decisions.

CONCLUSION

In ordinary medical practice, physicians do and should
take account of four general considerations to reach a
clinical-ethical decision. Among the four factors noted, the
medical indications and patient preferences, together, usu-
ally decide the case. Quality of life and external considera-
tions are not and usually should not be important except in
those specific instances noted when neither of the first two
factors allows for decisive action, ie, when both medical
indications are poor and patient preferences cannot be
known.

Two final points should be noted. The decision-making
system presented herein is one that corresponds to the way
many physicians currently reach clinical-ethical decisions
in practice. Thus, it represents both a deseription of how
decisions are now being reached and an analytic prescrip-
tion or a checklist to provide a model for elinical reflective-
ness in the future. Lastly, although the four-part system of
decision making was proposed specifically as a means for
resolving clinical-ethical quandaries, it must be acknowl-
edged that almost no medical decision is a merely technical
one. All decisions are made with and for individual persons,
and thus they involve human values and ethics. In this light,
the decision-making proposal advanced should be appli-
cable not only to ethical dilemmas in medicine, but to all
decisions in medical practice.

This material was prepared with support from the Ethics and Values in
Science and Technology program of the National Science Foundation {grant
(088-8018097) and the Humanities, Seience and Technology Program of the
National Endowment for the Humanities,

The views expressed herein are those of the author and do not necessarily
reflect those of the National Science Foundation or the National Endowment
for the Humanities.
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An Ethics Consultation Service

in a Teaching Hospital

Utilization and Evaluation

John La Puma, MD; Carol B. Stocking, PhD; Marc D. Silverstein, MD;
Andrea DiMartini, MD; Mark Siegler, MD

A newly established formal ethics consultation service in a university teaching
hospital was prospectively evaluated. A physician-ethicist interviewed and
examined patients, interviewed family and others as needed, and entered a
formal consultation note in the medical record. The requesting physician and the
consultant independently completed structured questionnaires. Fifty-one con-
sultation requests were received from 45 physicians from seven departments
between July 1, 1986, and June 30, 1987. Seventeen (33%) of 51 patients were
in the intensive care unit, and 19 patients (37%) were fully oriented at the time of
consultation. Overall, 61% of the patients survived to leave the hospital. The
requesting physician sought assistance with withholding or withdrawing life-
sustaining treatment in 49% of cases, with resuscitation issues in 37%, and with
legal issues in 31%. Assistance with more than one issue was sought in 39
cases (76%). In 36 cases (71%), the requesting physician stated that the
consultation was “very important” in patient management, in clarifying ethical
issues, or in learning about medical ethics. We conclude that ethics consultation
performed by physician-ethicists provides useful, clinically acceptable assis-

tance in a teaching hospital.

IN A less technological, less litigious
medical era, common sense and intu-
ition were considered sufficient to
resolve dilemmas of right and wrong in
patient care.' Technological improve-
ments in medicine and increasing legal
pressure to meet a perceived standard
of care® have highlighted the need for a
systematie, rational process of ethical
decision making.**

Ethics consultation services have
been created to respond to this need
when it arises in a particular patient’s
care. Few data are available about
ethics consultants, their methods, or
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the results of their consultations. A
National Institutes of Health survey of
consultants attending a National Insti-
tutes of Health-University of California
at San Franeisco conference on ethics
consultation found that each consultant
received an average of nine formal re-
quests for consultation annually.®” One
review of a pediatric institutional ethics
team found that requests usually came
from the attending physician.® Several
retrospective reviews have suggested
that consultations may elarify ethical is-
sues, contribute to patient manage-
ment, and teach decision-making skills
to attending and Thouse staff
physicians,™

The potential clinical roles of the eth-
ies consultant in teaching institutions
recently have been discussed.***" We
prospectively studied the actual clinical
role of a newly established elinical ethics
consultation service to describe (1) the
characteristics of patients for whom
physicians requested ethics consulta-
tion and (2) the reasons for seeking con-
sultation, from the viewpoints of
requesting physicians and the ethics

consultant, and (3) if and how request-
ing physicians found ethics consultation
helpful.

METHODS
Method of Consultation

A formal ethies consultation service
was established on July 1, 1986, by the
Center for Clinical Medical Ethics at the
University of Chicago Hospitals and
Clinics. Members of the ethics consulta-
tion service included three attending
physicians with expertise in clinieal eth-
ics, three clinical ethies fellows (board
certified in internal medicine or pediat-
rics), and senior medical students on
monthly electives. Service resource
persons included a hospital attorney
and a professor of moral philosophy.

An ethics consultation format was
used in performing and recording
consultations.® When a consultation was
requested by a physician, a fellow (the
consultant) interviewed and examined
the patient. The consultant reviewed
the medical record and interviewed the
requesting physician, other health care
workers involved in the patient's care,
family members, and, when necessary,
others outside of the institution. After
discussing the case with an attending
physician-ethicist and one or both re-
source persons as needed, the consul-
tant and the attending physician ethi-
cist wrote an assessment and discussion
of the ethical issues, as well as specific
recommendationsin the medical record.
Patients in the hospital were followed
up until their discharge or death. There
was no charge for consultations.

Method of Evaluation

Consultation requests received from
July 1, 1986, until June 30, 1987, were
included in the evaluation. The request-
ing physician and the consultant inde-
pendently completed parallel, strue-
tured questionnaires at the completion
of the consultation. A research assistant
distributed and collected the question-
naires. Responses from requesting phy-
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sicians were confidential and were not
available to the consultant.

The consultant recorded the patient’s
age, sex, medical problems, mental sta-
tus, and hospital location, as well as
whether a do-not-resuscitate (DNR)
order had been written before the con-
sultation. The consultant also recorded
the time and date of consultation
request and response, the time required
to complete the consultation, the
identities of the persons interviewed,
and the recommendations made, in-
cluding whether a DNR order was
recommended.

Both the requesting physician and
the consultant were asked to record the
reason(s) for the consultation from a list
derived from the analysis of 27 formal
consultations performed the previous
year." Both requesting physician and
consultant were also asked to rate the
consultation’s importance in clarifying
ethical issues, managing patients, and
teaching the language of medical ethies,

Patients' charts were reviewed by
the consultant to record whether the
patient survived and, if so, whether the
patient was discharged home or to a
long-term care facility. One of us (J.L.)
classified patients by the primary medi-
cal reason for each patient’s admission.
The requesting physician’s participa-
tion in the evaluation was voluntary.
Verbal consent to participate in the
evaluation was obtained from request-
ing physicians after the consultant had
written the recommendations. The
Clinical Investigation Committee of the
institution approved the evaluation
protocol.

RESULTS

Forty-five physicians from seven dif-
ferent departments of the Hospitals and
Clinies requested consultations for 51 of
their patients. Twenty-one requests
came from physicians in the medicine
department, 13 from surgery, seven
from neurology, and three from neona-
tology. Physicians in pediatries, geriat-
rics, and dermatology all requested
more than one consultation.

The patients referred for consultation
ranged in age from 2 days to 93 years
(average, 51 years). Thirty-one patients
(61%) were in hospital rooms at the time
of consultation, 17 (33%) were in an
intensive care unit, and three were in
other locations. Primary reasons for
admission were neurologic disease
(n=14), infectious disease (n=9), neo-
plasm (n=7), and psychiatric illness
(n=4). In eight eases, other medical
reasons were present.

Thirty-five patients (69%) were
aware of the consultant’s visit. Nine-
teen patients (37%) were alert and ori-
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Tabe 1.—Reguesting Physicians Reasons and Ethics Consultants Identification of the Reasons for

Consultation®

No. (%) of Responses

Requesting Phyalclan

Censulting Physiclan

Reason (n=51) (n=51)
Withdrawing or withhiolding therapy 25 (49) 33 (85)
Resuscitation'DNR issuas 19 (37) 18 (37)
Legal issues 16 (31) 15 (30)
Compatency evaluation 12 (24) 7(14)
Disagreement resolution 12 (24) 23 (45)
Appropriateness of current treatment 1 (22) 17 (33)
Discharge disposition 9 (18) 15 (30)
Autonomy 7 (14) 5 (10)
Costof cana 4 (8) 4 (10)
Otherg 13 (25) 20 (38)

e e e B B O e i et i
*More than one reason for consultation could be listed for each patiant. DNR indicales do not resuscitate.
1Percentage of patients for whom the reason was cited.
tincludes assistance with advance directives, suicide attempls, and potentially rational suicide,

ented to person, place, and time at the
time of consultation; another seven
patients were alert and oriented to per-
son and place. Of the 19 patients who
were fully oriented, 17 (89%) survived:
15 of these patients were discharged
home and two others were discharged to
long-term—care facilities. Overall, 31
patients (61%) survived; 18 patients
died in the hospital,

Consultant Activities

All patients were seen within a day of
request by the consultation. The ethics
consultation required an average of 4.8
hours (range, two to 12 hours), includ-
ing team and family meetings when nec-
essary. The consultant interviewed oth-
er physicians in 47 of 51 cases. Family
members were interviewed in 35 cases,
nurses in 31 cases, and social workers in
15 cases. Dietitians, clergy, and others
outside the Hospitals and Clinics were
consulted in 23 cases,

The consultant made specific recom-
mendations in 48 of 51 cases. A DNR
order was recommended in 13 cases and
written in 12 of these cases after the
completion of the consultation.

Reason for Consultation

All 51 questionnaires distributed to
requesting physicians were returned
(Table 1). Requesting physicians re-
ported seeking assistance with more
than one problem in 39 cases and identi-
fied an average of 2.4 reasons for consul-
tation per case. Assistance with deci-
sions to forego life-sustaining treatment
was the most common reason for
consultation.

Requesting physicians’ reasons for
consultation in the 19 fully alert and
oriented patients were analyzed sepa-
rately. Requesting physicians sought
assistance with judging patient compe-
tency in nine (47%) of these patients,
The cost of care was raised as a reason

by requesting physicians for four of
these fully oriented patients; in three
patients (16%), assistance was sought
with resuscitation issues.

All 51 questionnaires distributed to
the consultant were returned, and the
consultant also identified reasons for
consultation. The eonsultant responded
that the requesting physician sought
help with more than one reason for con-
sultation in 46 cases (90%) and that
there were an average of 3.0 reasons for
consultation per case. For the 19 fully
oriented patients, the consultant found
the reason for consultation to eoncern
patient competency in five cases (26%).
Eight cases (42%) concerned withdraw-
ing and withholding therapy. Four of
five cost-of-care questions identified
were in fully oriented patients; in four
patients (21%), assistance was sought
with resuscitation issues.

Evaluation of the Consultation

In 36 cases (71%), the requesting phy-
sician stated that the consultation was
“very important” in patient manage-
ment, in clarifying ethical issues, or in
learning about medical ethics (Table 2).
In 96% of cases, requesting physicians
indicated that they planned to request
an ethies consultation in the future.
IHlustrative cases are now presented.

ILLUSTRATIVE CASES

Case 1: Clarification
of Ethical Issues

An unemployed, unmarried, 27-year-
old man was admitted with hepatic fail-
ure. He had occasionally used intrave-
nous coecaine and had consumed two
fifths (approximately 1.5 L) of aleohol
daily within seven months of admission.
Vital signs were normal; results of phys-
ical examination showed an awake,
alert, jaundiced man in no acute dis-
tress. The requesting physician asked,
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Table 2. —Evaluation of the Ethics Consultations®

Requasting Physalclan (n=51)

Consulting Physlclan (n=51)

Vary Somewhat Not Vary Somewhat Not
Important  Important important Important Important  Important
“How imporfant was the
consultationin . . .
. .. Clarifying ethical issues?” 51 43 ] 58 42 2]
. . . Patiant managament?” 40 48 12 81 23 2
. . . Educating the team?* 43 7 20 32 50 18

*Values are expressed as percentages ol responses.

“Should this patient be a candidate for
liver transplantation?”

The consultant interviewed the pa-
tient and found that the man knew the
risks of transplantation and was deter-
mined to “stay off”” drugs. The consul-
tant sought to clarify three issues for
the requesting physician: whether “psy-
chosocial” criteria should be used for
deciding the patients candidacy for
transplantation; whether the patient’s
history of substance abuse was being
used to measure his individual worth
and future compliance; and whether
resources were available for trans-
plantation.

The consultant presented data con-
cerning survival and the length of absti-
nence required by other transplant
groups (8. Iwatsuki, MD, oral commu-
nication, August 1986). The consultant
outlined problems with transportation
to and from the Hospitals and Clinics
and with the treatment regimen’s com-
plexity, counterbalanced by the bene-
fits of a supportive home environment
and the patients new commitment to
health. Finally, the consultant dis-
cussed the clinical relevance of “dire™”
and relative scarcity.

The consultant suggested that the
patient was a transplant candidate and
recommended a three-month period of
medical therapy to optimize his preop-
erative condition. The patient was dis-
charged home and successfully com-
pleted this three-month course. He was
unable to obtain funding, however, and
later filed a suit against Medicaid.” He
won the suit but died before a liver
became available for transplantation.

Case 2: Analysis of
Ethical lasues

A 20-year-old woman with a history of
systemic lupus erythematosus and
intravenous drug use had two porcine
mitral valve replacements for endocar-
ditis in the past year. She was unem-
ployed, uninsured, and unmarried. She
was admitted with a three-week history
of fever, fatigue, and weight loss; her
medications included prednisone. Phys-
ical examination revealed a new systolic
muwrmur and splenomegaly. Because
the patient “had been noncompliant
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regarding abstinence,” the attending
cardiac surgeon thought that a third
valve replacement was not indicated. A
house officer requested an ethies con-
sultation, asking, “Should this patient
receive a valve replacement?”

After interviewing and examining
the patient, the ethics consultant found
her to be competent to make her own
health care decisions; to be an “undesir-
able patient™*"; and to be in need of
valve replacement and treatment of her
substance dependence. Three ethical
issues were identified and analyzed: the
autonomy of competent, “undesirable”
patients"; the unique ethical problems
of house officers'”; and the ethical obli-
gations of physicians.” A treatment
contract with the patient was recom-
mended, involving completion of a sub-
stance dependence program after dis-
charge. A surgeon willing to perform
the operation was sought.

The patient agreed to enter a treat-
ment program on discharge, but a
surgeon was still unavailable, Her con-
dition improved in the hospital for three
weelks but she became acutely hypoten-
sive and dyspneic. The attending inter-
nist phoned the cardiac surgeon who,
because of the emergency, performed
the surgery. The patient recovered, and
three weeks later she left the hospital.

Case 3: Resolution
of Ethical Issues

A 34-year-old woman with hyperten-
gion and renal failure had been hemo-
dialyzed for a year. On the day of
admission, she experienced a cardiopul-
monary arrest at home and her husband
initiated resuscitation before paramed-
ics arrived. One week later, severe
autonomic instability and anoxic
encephalopathy had been diagnosed. A
neurologist found that she had a “less
than 1% chance of recovery.” The
patients husband insisted that “every-
thing be done,” that all aggressive mea-
sures be continued, and that a miracle
would oceur. The physicians, who
wished to withdraw life support,
requested an ethics consultation, ask-
ing, “What are the roles of religion and
the patients husband in decision
making?”

In this case, the ethical issues cen-
tered around the conflict between the
husbands belief in miracles, the
patient’s terminal condition, and the
obligation of the physician to continue
family-requested therapies that were
futile and not medically indicated. Fam-
ily members may lack the legal or moral
authority to make decisions for incom-
petent patients; physicians may not be
obligated to honor these requests, even
when urgent. "

After examining the patient and
reviewing the records, the consultant
agreed that she was unlikely to recover.
The consultant organized a meeting of
family and physicians to clarify the
prognosis and the goals of treatment.
All expressed hope that a miracle would
occur, while acknowledging the futility
of hemodialysis and mechanieal ventila-
tory support. The consultant suggested
a change in the goals of care to those of
comfort instead of cure, stressing the
addition of supportive and comfort-ori-
ented care instead of the withdrawal of
futile therapies. A DNR order and the
discontinuation of procedures that did
not contribute to patient comfort were
recommended. The consultant encour-
aged the family to meet with their min-
ister, but they did not wish to do so. The
other suggestions were taken, and the
patient died the day after the
consultation.

COMMENT

A formal ethics consultation service
was established in a university teaching
hospital. We prospectively studied the
patient population and consultation
activities. We also studied the request-
ing physician’s reasons for consultation,
the consultant’s perception of the rea-
sons for consultation, and the perceived
importance of the consultation in
patient care. Consultations were per-
formed in a diverse population, includ-
ing eritically ill, unresponsive patients
and ambulatory, oriented patients. In
general, the service seemed to function
as an objective clinical voice in non-
urgent but very difficult cases.

Requesting physiciang' reasons for
consultation were examined according
to patient orientation at the time of con-
sultation. For the patients who were not
fully oriented, requesting physicians
were most often eoncerned about with-
drawing or withholding therapy or
about DNR orders. For the patients
who were fully oriented, requesting
physicians still asked most often about
withdrawing or withholding therapy
but also asked about patient
competency.

For all patients, the reasons for con-
sultation indicated by the requesting
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physieian and perceived by the consul-
tant revealed the same spectrum, witha
slight predominance of competency
questions by the requestors, and dis-
agreement resolution questions by the
consultant.

Sixteen requesting physicians asked
questions about “legal issues.” These
issues may have been mistaken for ethi-
cal issues or may have reflected the
belief that conferring with an ethics
consultant reduces potential liability.
These remain untested hypotheses, but
legal and ethical questions frequently
overlap.

The consultation service attempted
to help the requesting physician and the
patient in several ways. First, the con-
sultant facilitated patient and family
participation in end-of-life care deci-
sions by interviewing the patient or the
patients family or friends when the
patient could not participate. Second,
the consultant reassured physicians
that patients who were dying could be
allowed to die without equating this
with abandonment. Third, the consul-
tant helped physicians speak with inter-
mittently competent patients and their
families about quality of life and socio-
economic factors when the patients
wishes were unclear.

The ethics consultant did not discuss
his or her recommendations with an
ethics committee. A consultative fune-
tion for ethics committees has been
suggested,™ but committees are
unwieldly and may lack the clinical ethi-
cal expertise to help individual elini-
cians. ™™ Until consultative committees
are rigorously evaluated, their efficacy
will remain unknown. A clinical ethics
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Clinical Medical Ethics

by Mark Siegler, Edmund D. Pellegrino, and Peter A. Singer

Introduction

Clinical medical ethics provides a spe-
cial perspective on medical practice
and health care. The goal of clinical
ethics is to improve the quality of pa-
tient care by identifying, analyzing, and
attempting to resolve the ethical prob-
lems that arise in the practice of clinical
medicine. Clinical ethics emphasizes
that the starting point for ethical analy-
sis is the encounter between patient
and health care provider. It stresses
that the process and outcome of patient
care is improved by acknowledging and
respecting the importance of the pa-
tient’s preferences and values and by
empowering patients to make decisions
based on their personal health care
goals. During the past decade, clinical
ethics teaching and research programs
have evolved, and ethics committees
and consultation services have become
increasingly accessible to health pro-
fessionals, patients, and families. Both
physician-ethicists and professional
cthicists have contributed to these
developments, and continuing collabo-
ration between these groups should be
encouraged.

This first issue of The Journal of
Clinical Ethics marks the passage of
clinical ethics from childhood into
adolescence and provides an appropri-
ate forum for assessing the past and
contemplating the future of the field. In
describing clinical ethics more than a
decade ago,'* we suggested that ethics
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Foundation, and the Pew Charitable Trusts
(M.5.) and by the Robert Wood Johnson Foun-
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Surgeons of Canada (P.A.S.). The opinions
expressed are those of the authors and do not
necessarily represent those of the foundations.

was central to clinical medicine for at
least two reasons: 1) Ethical considera-
tions cannot be avoided when physi-
cians and patients must choose what
ought to be done from among the many
things that can be done for an individ-
ual patient in a particular clinical cir-
cumstance and 2) the concept of good
clinical medicine implies that both tech-
nical and ethical considerations are taken
into account, We argued that ethics
informs the act of clinical decision, “the
moment of clinical truth.”* We pro-
posed that “clinical ethics...must be
taught at the bedside, in the Oslerian
tradition,”" and, along with other col-
leagues, we introduced analytic sys-
tems for approaching clinical-ethical
problems **

During the past decade, many health
care settings have developed clinical
ethics education, research, and patient
care programs. Most medical schools
offer preclinical courses in medical ethics,
several have vigorous teaching programs
during the clinical years, and a few have
established postgraduate training pro-
grams.* Published reports of both
analytic or clinical research in medical
ethics are increasingly common.™ Many
hospitals now have ethics committees™
12 or ethics consultants'>'® who partici-
pate directly or indirectly in patient
care.

Qur purpose is to assess the field
of clinical ethics after its first decade
and to address some fundamental
questions that have arisen. What is clini-
cal ethics? How should it be taught?
What kind of research is needed in
clinical ethics? What is the appropriate
role for ethics committees and ethics
consultants? Who should perform the
teaching, research, and “patient care”
functions of clinical ethics? What are

the future prospects of clinical ethics?
While this paper aims to provide an
overview of the field, three subsequent
papers in this series will examine in
greater detail how clinical ethics con-
tributes to medical education, research,
and patient care.

Clinical Ethics and Clinical Decisions

Clinical ethics is grounded in the
belief that medicine is an inherently
moral enterprise.’” Medicine’s moral
core is found in the fact of illness and
the act of profession: Sick persons ask
physicians to help them get better and
physicians profess to be morally com-
mitted and technically competent to
help the sick.' This moral structure is
revealed in the process of physician-
patient accommodation, wherein a joint
decision is reached that this patient will
place his or her care in the hands of a
particular physician and the physician
affirms his or her ability to care for this
patient.”®® The initial moral transac-
tion between patient and physician
creates mutual responsibilities and
establishes both the goals of the clinical
encounter and the process through which
patient-physician decision making can
oceur.

The central focus of clinical ethics is
individual patient-physician decision
making. By contrast, biomedical ethics
is a broader discipline that involves the
application of ethical principles to the
whole range of biomedical knowledge
and extends ethical analysis from the
clinical encounter to the legal and pol-
icy arenas.?® The principal goal of
clinical ethics is more circumscribed
than that of biomedical ethics: It aims
to improve the quality of patient care
by identifying, analyzing, and contrib-
uting to the resolution of ethical prob-
lems that arise in the practice of clinical
medicine. Clinical ethics seeks a right
and good healing decision and action
for a particular patient. In this respect,
clinical ethics is intrinsic to the work of
the physician and to the practice of
medicine.

Clinical ethics is an urgent and con-
crete exercise enmeshed in factual
uncertainty. It is often conducted in an
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emotionally charged atmosphere or in
an emergency situation. It requires a
firm grasp of clinical language and clini-
cal knowledge. It must conclude in an
action for an identifiable patient. It
confronts value conflicts among physi-
cians, patients, families, the law, social
mores, and religious convictions--con-
flicts that must, in some way, be re-
solved so that a clinical decision may be
made. Of course, postponing a clinical
decision is itself a decision.

Clinical ethics relates as well to the
standard of care.!®2 In previous times,
when a paternalistic form of medicine
was condoned, the standard of care
referred primarily to technical deci-
sions that competent physicians would
make for their patients. Increasingly,
the standard of care has come torepre-
sent decisions reached by competent
adult patients after their physicians have
provided them with recommendations
based on technical considerations. Thus,
although ethical considerations have
operated in both eras, the emphasis has
shifted. In former times, the highest
ethical value in medicine was physician
competence and beneficence. Now this
concern is coupled with a respect for
patient values and self-determination.®

Teaching Clinical Ethics

In 1902, Sir William Osler eloquently
captured the need for clinical emphasis
in medical education:

In what may be called the natural method of
teaching, the student begins with the patient,
continues with the patient, and ends his study
with the patient, using books and lectures as
tools, as means to an end.... For the junior
student in medicine and surgery it is a safe rule
to have no teaching without a patient for a text,
and the best teaching is that taught by the
patient himself. 2

Over the past decade, the teaching
focus in medical ethics has moved gradu-
ally from the classroom to the bedside.
Almost every US medical school has
incorporated medical ethics into its
undergraduate curriculum, and these
courses increasingly have focused on
clinical problems.>¢ A survey of physi-
cians’ perceptions of the usefulness of
medical ethics teaching concluded that
“.the most effective teaching was

concentrated on specific cases and was
taught in the dinical years by...[physician]
role models.”* An influential consen-
sus statement proposed that ethics
teaching “should provide practicing
physicians with conceptual moral-rea-
soning, and interactional abilities to
deal successfully with most of the moral
issues they confront in their daily prac-
tice.”?

Clinical ethicists have also begun to
teach medical ethics to interns and
residents. In a 1983 position paper, the
American Board of Internal Medicine
noted that “a major responsibility of
those training residents in internal
medicine is to stress the importance of
the humanistic qualities in the patient-
physician relationship throughout the
residency. The certification process must
assure that this responsibility has been
undertaken.”® A response to the
American Board of Internal Medicine
report echoed the view that ethics “must
be taught in a clinical setting, not as an
academic discipline composed of theo-
retical concepts, but as a practical guide
to action.”® A recent survey of medical
residents in six training programs indi-
cated that almost all would like more
ethics training on specific topics pro-
vided through standard clinical teach-
ing methods.®

A few centers now offer specialized
fellowship training in clinical ethics to
prepare academic physicians* Examples
include the Kennedy Institute at Geor-
getown University, the Center for Clini-
cal Medical Ethics at the University of
Chicago, the Program in Ethics and the
Professions at Harvard University, the
Center for Medical Ethics at the Uni-
versity of Pittsburgh, and the Institute
for the Study of Applied and Profes-
sional Ethics at Dartmouth.

What is the appropriate role for
physicians and professional ethicists in
teaching clinical ethics? The ethically
sensitive physician is a superb role model
He or she can demonstrate that al-
though the ethical and technical as-
pects of clinical decisions may be dis-
sected free for pedagogic and heuristic
purposes, they are ultimately insepa-
rable in practice. It is a common ob-
servation that medical students res-
pond better to demonstration than to

rhetoric. It is essential that they see
clinicians who are clinically competent
and also able to engage in ethical analy-
sis. In this way, students will learn that
almost all decisions involve moral choice
and that most need not be referred for
ethics consultation. The physician-eth-
icist is well equipped to demonstrate
the conscientious exercise of moral
responsibilityin the clinical setting. The
same would be true of the nurse, the
dentist, and the social worker in their
own settings.

What might be the teaching role for
the professional ethicist? He or she
would remain the resource to convey in
the preclinical years, or before medical
school, the fundamental principles and
theories of philosophic ethics. Profes-
sional ethicists also serve as a vital
resource to introduce medical students
to the broader dimensions of medical
ethics in public policy and law. Finally,
in undergraduate medical school courses
and hospital rounds, team teaching
between physicians and professional
ethicists should be encouraged.

Research in Clinical Ethics

Clinical medical ethics research may
be divided into two broad categories
that we will call analytical and empiri-
cal. Analytical research uses the meth-
ods of logical reasoning and argument
to examine the principles of philosophic
and theologic ethics, law, and public
policy. Analytical research aims to iden-
tify conceptual issues, structure coher-
ent arguments, arrive at defensible
recommendations for ethically accept-
able practice, and justify such recom-
mendations by appeal to normative
standards. Such research may involve
1) an analysis of cases (e.g., the case of
an incompetent woman who refused a
brain biopsy while competent®); 2) an
examination of conceptual and/or le-
gal and public policy issues such as
the termination of medical care * ac-
tive euthanasia,® or the concept of
futility*; 3) an exploration of the ethi-
cal ramifications of major medical or
surgical innovations (e.g., reduced-size
liver transplantation®™ or liver trans-
plantation using living donors®); or 4)
an examination of the role of clinical



THE JOURNAL OF CLINICAL ETHICS

7

ethics itself in teaching, rescarch, and
patient care.®

Empirical research in clinical medi-
cal ethics involves the collection and
analysis of clinical data to describe the
way clinical decisions are in fact made
by patients, by physicians, and within
the patient-physician dyadic relation-
ship. Empirical research examines the
values that are used in clinical decision
making, how they are used, by whom,
and under what conditions. This type of
research uses the methods of the social
sciences, decision analysis, clinical epi-
demiology, and health services research.
Examples of empirical research in
medical ethicsinclude 1) asurvey of the
preferences of acquired immunodefi-
ciency syndrome patients for life-sus-
taining treatment® (social sciences), 2)
an assessment of patient preferences
for quality versus quantity of life in the
treatment of laryngeal cancer® (deci-
sion analysis), 3) an examination of the
prevalence of withdrawal from dialy-
sis? (clinical epidemiology), and 4)
evaluations of ethics consultation serv-
ices'* (health services research). Al-
though empirical studies will not re-
solve the normative ethical question of
what action is right or wrong in a par-
ticular circumstance, they can help to
identify key issues, frame research
questions, structure ethical analyses,
and contribute to a better understand-
ing of the normative issues that lie at
the heart of clinical medical ethics.

Ideally, analytical and empirical re-
search in ethics should be synergistic
and proceed in the following way:
Analyses of philosophic principles, legal
requirements, and policy guidelines lead
to the generation of hypotheses about
ethical aspects of clinical practice. These
hypotheses are tested in an empiric
research project. Data are collected
and analyzed, and conclusions are drawn
that support, refute, or result in the
modification of the original hypothesis.
The empirical conclusions serve as the
basis for further analysis of philosophic,
legal, and policy issues affecting clini-
cal practice. Empirical studies that point
out a discrepancy between theory and
practice can suggest interventions to
improve clinical decision making or, on
occasion, they may encourage us to

rethink or refine our theories. Finally,
new hypotheses are generated and the
cycle begins again.

Because research in clinical ethics
examines issues at the intersection of
ethics, medicine, law, and public policy,
interdisciplinary research is desirable
and even mandatory. Health care pro-
fessionals can provide practical insight
into the ethical issues associated with
patient care. Philosophers, theologi-
ans, lawyers, and policy experts can
provide the intellectual rigor and ana-
lytic perspective of their respective
disciplines. Social scientists and clinical
investigators trained in decision analy-
sis, clinical epidemiology, and health
services research can provide metho-
dologic expertise for the design of
empirical research.

Clinical ethics research expands the
range of issues that are addressed in
traditional biomedical research by iden-
tifying and examining the ethical con-
siderations related to the process and
outcome of medical care. As in the
biomedical sciences, the ultimate aca-
demic credibility of clinical ethics will
depend upon its ability to develop a
solid research base. More importantly,
however, research in the field will fur-
ther the goal of clinical ethics--to pro-
mote high-quality patient care.

Ethics Committees and Consultants

In addition to teaching and research,
the clinical ethicist has service respon-
sibilities. These are fulfilled as a con-
sultant or member of an ethics commit-
tee.*'® Ethics consultations and com-
mittees can serve four functions: to
educate the staff, to set institutional
policy, to provide a nonjudicial mecha-
nism for the review and resolution of
cases involving conflicts, and to directly
influence patient care decisions. Com-
mittees and consultants improve clini-
cal-ethical decision making by educat-
ing the hospital staff and by developing
rational and sensitive institutional pol-
icy on ethical matters, such as brain
death, do not resuscitate orders, living
wills, and organ transplantation. It is
hoped that institutional ethics commit-
tees can assist in conflict resolution and
thus spare the various parties the time,

expense, and anguish of litigation and
judicial intervention. A critical ques-
tion still facing ethics committees and
consultants, however, is whether they
improve the process and outcome of
clinical-ethical decision making when
they become directly involved in indi-
vidual patient care decisions.'®

In theory, the difference between
ethics committees and ethics consult-
ants is analogous to the difference be-
tween a court of appeals and a lower
court. Traditional ethics committees
resemble the appeals court, where all
the evidence has been collected, no
further evidence can be entered into
the record, and the decision must be
based on a careful review and analysis
of the established record. By contrast,
cthics consultations resemble the lower
court, where the record is being estab-
lished and where all of the relevant
evidence is entered by the parties in-
volved in the case. Ethics consultants
will evaluate a patient on request and
collect much of the primary data upon
which the clinical-ethical decision will
be based. In practice, there are many
mixed examples: an ethics committee
may appoint a subcommittee of con-
sultants or an ethics consultation serv-
ice may review its conclusions with an
institutional ethics committee.

Who should staff ethics committees
or consultation services? The consult-
ant clinical ethicist must be able to
“do” ethics under fire in ambiguous
situations. This requires not only a broad
knowledge of ethics but also objectiv-
ity, compassion, and a capacity to coun-
sel and psychologically support the
participants without imposing one’s own
moral values upon them. The clinical
ethics consultant must be available and
accessible to colleagues when crucial
decisions are made. He or she must be
familiar with not only ethical theories
and principles but also relevant policy
statements, legal cases, and published
research. The consultant must be knowl-
edgeable in the clinical details of the
situation and must be ready to apply
clinical judgment and discernment to
the case at hand.

A physician who is competent as a
clinician and has been trained in medi-
cal ethics is particularly effective as a
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consultant. Such persons enjoy the ad-
vantages of a firm grasp of the factual
tripod upon which ethical decisions must
rest: diagnosis, prognosis, and therapy.
They also have experience in making
clinical decisions that are urgent, com-
plex, emotionally charged, and filled
with uncertainty; in addition, they are
accustomed to counseling patients.

The properly trained and clinically
acculturated professional ethicist should
be able to meet many of these same
requirements. This would, of course,
mean that the professional ethicist must
assimilate many elements of a medical
education in order to approach the
synthesis of technical and moral capa-
bility. The best professional ethicists
today have done just this.

The number of ethics committees
and consultants in hospitals has in-
creased rapidly in recent years. Al
present, ethics committees and con-
sultants represent promising but in-
completely evaluated mechanisms of
health care delivery. The degree to
which committee or consultant involve-
ment improves the process and out-
come of clinical-ethical decision mak-
ing is still not clear. Clinical ethicists
should evaluate the impact of their ethics
committees and consultation services
and report their findings in the medical
literature.

The Future of Clinical Medical Ethics

In this review of the first decade of
clinical ethics, we have affirmed that
the goal of clinical ethics is to improve
the quality of patient care and that the
focus of the discipline is on the process
and outcome of patient-physician deci-
sion making. In particular, clinical eth-
ics emphasizes the mutual responsibili-
ties of physicians and patients and the
view that patient attitudes, preferences,
values, and aspirations are a central
consideration in the decision-making
process. Ethics courses in medical school,
research studies in ethics, and ethics
commiltees and consultants are means
to achieve the goal of high-quality pa-
tient care. Ultimately, every physician
and other health professional should
feel comfortable with his or her ability
to assist patients and families reaching

competent and humane clinical-ethical
decisions.

Physician-ethicists and professional
cthicists will continue to work side by
side in the future. One is not likely to
replace the other, nor is this desirable,
because each brings a different per-
spective and different capabilities to
the situation. Physician-ethicists and
professional ethicists must understand
each others’ potential contributions.
Rather than competing, they must
complement and supplement each other
to promote the high quality of ethical
decision making now required and
desired by patients.

So far as manpower and woman-
power needs are concerned, the field of
clinical ethics will need a variety of
trained personnel. First, all physicians
will have to be better educated in making
the day to day clinical-ethical decisions
that are an intrinsic part of every spe-
cialty of medicine. Second, to assist
them with complicated cases, physi-
cians should have available a cadre of
consultants. For the foreseeable fu-
ture, these consultants will be a mix of
physicians trained in clinical ethics and
professional medical ethicists. Third,
clinical investigators and professional
ethicists will be needed to pursue ana-
Iytical and empirical research that will
serve as the academic foundation of
clinical medical ethics.

When we review the field of clinical
ethics a decade from now, we hope that
the focus will have shifted from ethics
courses, committees, and consultants
toan understanding on the part of most
physicians and medical students that
ethics is an inherent and inseparable
part of good clinical medicine. We hope
that clinical ethics will have achieved its
rightful place at the interstices of rela-
tions between patients who are sick and
request help and physicians who pro-
fess to be able to heal or comfort them.
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Introduction

This article is the fourth in a series
on clinical ethics. The first article pro-
vided an overview of the field, the sec-
ond discussed rescarch in clinical eth-
ics, and the third examined teaching
approaches. This article focuses on ethics
committees and ethics consultation
services.

Ethics committees are not new.' The
first ethics committee was formed in
1971.2 1n 1976, the Quinlan decision by
the New Jersey Supreme Court en-
couraged health-care institutions to
develop ethics committees. During the
1980s, bioethical issues increased in
frequency and complexity, and in re-
sponse, many health-care facilities
formed ethics committees.

By contrast, formal ethics consulta-
lion services in hospitals are more re-
cent arrivals. As early as 1982, com-
mentators noled that psychiatric con-
sultation often masked ethical dilem-
mas.* [n 1984, one author described the
operation of an ethics consultation serv-
ice,’ and in 1985, a meeting was con-
vened at the Clinical Center of the
National Institutes of Health (NTH) to
hear reports about ethics consultation
activity from individuals who were serv-
ing as ethics consultants.’ However, the
first clinical description of the process
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and outcome of a formal ethics consul-
tation service was not published until
1987¢ The precise relationship between
ethics consultation services and com-
mittees still remains unclear.”

This article focuses on a few specific
questions related to the operation of
ethics committees and consultation
services. What are the functions of eth-
ics committees and consultation serv-
ices? What are the dangers of ethics
committees and consultations? What
models exist for ethics consultation?
How are committees and consultation
services to be evaluated? What is the
likely future of ethics committees and
consultation services?

Functions of Ethics Committees
and Consultants

Ethics committees and consultants
represent two different approaches for
achieving the essential goal of clinical
medical ethics, improving patient care
and patient outcomes. Both ethics
committees and consultants contribute
to this goal in the following three ways:
by coordinating ethics education pro-
grams, by assisting in the development
of institutional ethics policies, and by
consulting on difficult individual cases.

Educational Programs

Ethics committees and consultation
services often begin their work with
cfforts at self-education. This process,
which may require one or two years, is
highly advisable since most members
of a newly-formed ethics committee
have an interest, but not necessarily a
significant level of expertise, in clinical
ethics, The process of self-education is
essential if the committee is to function

competently and establish its credibil-
ity in the institution it serves.

The second educational approach
of the committee is to coordinate edu-
cational programs for all segments of
the staff of a health-care facility. This
includes such activities as lectures, ethics
rounds, seminars, journal clubs, and
“brown bag” lunches. These sessions
concentrate on issues or problems of
immediate clinical concern. Educational
programs should be oriented not just to
doctors and nurses, but also to social
workers, hospital chaplains, hospital
attorneys, occupational therapists,
pharmacists, and health administrators,
Such sessions are usually well-attended,
if they are tarpeted to the needs and
interestsof the staff and are case-based.
These sessions provide a valuable fo-
rum for discussion of major clinical-
ethical issues or problems encountered
in the day-to-day care of patients. When
sessions such as these are carefully
designed and competently conducted
over a period of time, they can encom-
pass most of the issues of importance in
clinical bioethics.

Developing Institutional Pelicy

The second major function of ethics
committees and consultants is to assist
in the development of institutional
policies related to clinical ethics. For
example, many committees begin by
helping to formulate the facility’s brain-
death policy. The policy on do-not-
resuscitate orders often is the next focus
of attention. Then, the committee may
turn its attention to policies about the
use of other life-sustaining treatments
and advance directives.® After end-of-
life concerns have been addressed,
committees may turn their efforts to
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such difficult ethics policy matters as
informed consent, rationing, abortion,
admission and discharge criteria for
intensive care units, and the institu-
tion’s admission policies for uninsured
patients.

Policy development is an extremely
important task for committees and
consultants. Health-care facility policy
operates at the “meso” level, filling a
decision-making wvoid between the
“macro” decisions of governments and
third-party payers and the “micro”
decisions of individual physicians and
patients. These “meso” decisions are
important in a number of ways. First,
by projecting a particular moral view of
health care, institutional policies help
to define the mission of the health-care
facility.” Second, they help to promote
the fair treatment of patients by mak-
ing explicit the criteria that govern
specific clinical decisions like admis-
sion to the intensive care unit, rationing
of scarce resources, and the use of
advance directives, Third, they foster
institutional discussion about clinical
situations in which appropriate man-
agement is uncertain or unclear--for
example, the management of a de-
mented, critically ill patient whose wishes
regarding life-sustaining {reatmeat are
unknown and whois transferred from a
nursing home to the emergency room.
Institutional policies can be helpful
guidelines when complex, urgent,
emotionally laden clinical-ethical deci-
sions must be made. They are prefer-
able to ad hoc, case-by-case decisions
that may be idiosyncratic and thus may
not always satisfy standards of ethical
propriety,

Case Consultation

The third major function of ethics
committees is case consultation, Most
ethics committees soon confront a piv-
otal operating question: should they
provide consultations in the care of
individual patients? Each committee
must grapple with this question within
the context of its own institution. In
making the decision, a series of ques-
tions must be taken into account: What
are the goals of an ethics case consulta-

tion? Who should be the ethics consult-
ant, and what does he or she do? What
is the nature of ethics recommenda-
tions? What are the advantages of
providing consultation services? What
are the potential dangers? What model
of consultation should be offered?

What Are the Goals of an Ethics
Consultation?

In our view, the central goal of an
ethics consultation is identical to the
goals of all medical and surgical con-
sultations: to improve patient outcomes.
In contrast to technical questions of
what can be done for a patient (for
example, can the patient benefit from
this medication or operation?), ethical
problems often raise the question of
what should be done and often focus on
the process of shared decision making
that occurs between patients, health
professionals, and families. Increasingly
in recent years, ethics consultations also
have become an important mechanism
for resolving “ethical” conflicts and
disagreements within the health-care
institution rather than through recourse
to the courts. The central goal then of
ethics consultations is to assist the pri-
mary physician, the patient, and the
family to reach a right and good clinical
decision. 1

Who Should Be an Ethics Consultant?

In particular, should the consultant
be a physician? Although much debate
has focused on this question, we be-
lieve it is misplaced. The issue is not
physician versus nonphysician, but rather
the essential qualifications and quali-
ties of the individual who will perform
ethics consultations. The ethics con-
sultant will review the patient’s chart;
interview the patient; possibly inter-
view family members and health-care
professionals associated with the case;
analyze the case from the perspective
of ethics, law, and institutional policy;
and make recommendations for man-
agement. These tasks require not only
the skills of ethical analysis, but also a
clinical orientation and sensitivity, a
working knowledge of medical diag-
nostics, prognostics, and therapeutics,
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experience in the hospital setting, 2ood
interpersonal and communication skills
and a knowledge of the relevant eq)y;,
cal, legal, and clinical literature, Thus
the successful ethics consultant neges.
sarily must de facto be ethically apng
clinically competent, but not necessg;.
ily a physician.

What Should the Nature of the Ethics
Consultant's Recommendations Be?

Ordinarily, when physicians request
a consultation from colleagues, they
expect recommendations. The recom.
mendations of the ethics consultan
should carry the same force as the rec.
ommendations of any other hospital or
outpatient consultation. A consultant's
recommendations are suggestions that
the referring physician, the family, o
the patient may choose to accept or
reject. Well-reasoned recommendations
that are supported by references to the
literature, specific to the patient’s ac-
tual situation, and communicated with
clarity and brevity, are extremely help-
ful to all the participants in a clinical
decision." The primary clinical, moral,
and legal responsibility for the care of
the patient, however, remains, as al-
ways, with the attending physician.?
Indeed, it is a serious breach of trust for
the physician to follow any consultant’s
opinion unless convinced it is in the
patient’s best interest.

What Are the Advantages of Using
Ethics Consultants?

There are several distinct advan-
tages to the use of individual ethies con-
sultants to supplement ethics commit-
tees. First, individual consultants can
respond more readily in urgent clinical
situations. It may take an inordinate
amount of time to assemble committee
members who may be otherwise en-
gaged, traveling, or teaching. Second, it
is easier for an individual consultant to
review the clinical details, the points in
question and disagreement among
decision makers, the sources of con-
flict, and to see the patient about whom
the decision is being made--an essen-
tial feature too often neglected by com-
mittees. Third, those who act and are
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accepted as consultants can be expected
{0 POSSESS MOre expertise in ethics than
committee members who have an in-
terest but do not concentrate their ef-
forts in this field. Fourth, the ethics
cansultation, like any specialty consul-
tation, should be used to educate resi-
dents and fellows in clinical ethics,
Finally, a formal ethics comsultation
service provides the organized data
collection essential to empirical research
in clinical practice *

Dangers of Ethics Committees and
Consultants

While there are clear advantages to
consultations by ethics committees and
consultants, there are some dangers in
both. Some of these dangers are pecu-
liar to the committee mechanism and
some to the individual consultant.

Common to both processes is the
temptation, already alluded to, toabro-
gate moral decision making and simply
follow the recommendation of consult-
ants. Given the complexity of moral
decisions, the tendency to confuse legal
and moral issues, the fear of legal suit,
and the reality of the consultant’s ex-
pertise, this is an understandable but
inexcusable temptation. Physicians
cannot divest themselves of their moral
complicity in what happens to their
patients. Theirs is the hand that writes
the order.” They are under compulsion
to weigh the consultant’s advice in the
light of their own covenant with the one
who is ill. Neither consultants nor eth-
ics committees can absolve physicians,
nurses, or families of moral culpability,
for a wrong decision.

Both individual consultants and ethics
committees may, with good intention,
easily overstep the fine line between
clarifying the decision, raising the nec-
essary questions, recommending courses
of action, and taking over the decision-
making process. If the latter occurs,
one of the major benefits of any kind of
consultation is lost, namely, the advan-
tage of a more-or-less objective evalu-
ation by persons not directly involved
in the conflict or dilemma. Ideally, the
ethics consultant should point out al-

ternatives, define the values involved,
and negotiate conflict without apodic-
tically deciding the issue. All of this
requires not only a firm grasp of the
principles and techniques of clinical
ethics, but also an uncommon measure
of sensitivity, counseling skill, and re-
spect for the moral agency of those one
presumes to advise,

The dangers peculiar to commit-
tees are those inherent in collective

localized, but this does not eliminate
the dangers. Indeed, many of the dan-
gers are similar to those noted for
committees. Individual consultants may,
with good intentions, intrude too far
into the ethical and the clinical man-
agement of the case, especially if they
are physicians. Like groups, they may
subtly or overtly impose their own val-
ues onto the clinical situation, If there
are repeated discussions, family and

Particularly disturbing is the diffusion of responsibility
among committee members so that the “buck” stops
nowhere, but goes endlessly in a circle.
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decision making. They include various
combinations and possibilities, such as
dominance of group dynamics by vocal
or aggressive members; insufficient
cultural, religious, or ethnic heteroge-
neity; excessive loyalty to the institu-
tion or to particularly influential or
respected staff members; overempha-
sis on protecting against legal action;
and uncritical deference to legal or
ethical expertise of other committee
members, Particularly disturbing, though
oftenvery subtly expressed, is the diffu-
sion of responsibility among commit-
tee members so that the “buck” stops
nowhere, but goes endlessly in a circle.
Christine Cassel has emphasized this
point:

The coming together of many different perspec-
tives and areas of expertise may provide the
crucible in which the best ... decisions are made.
But a committec can also provide the setting in
which immoral decisions can be made for which
no one has ultimate responsibility. This is most
likely to occur in a setting where most persons
on the committee are relatively removed from
the clinical setting, where conflict of interest

with administrative needs exists, and where the
group dynamic is burcaucratized.!s

Indeed, the functioning of ethics com-
mittees provides a useful model to im-
prove our understanding of the ethics
of group decision making.'®

With individual consultants, respon-
sibility for ethical recommendations and
the decision-making process can be

friends of the patient, as well as the
attending physician, may turn to the
ethics consultant for a variety of evalu-
ations. Fear of being sued, conflicts of
interest pitting the patient’s welfare
against the hospital’s, and the very fact
of identifiability may make the individ-
ual consultant overly cautious.

Their dangers notwithstanding, ethics
committees and ethics consultations are
important mechanisms in patient care
today. Like every powerful tool, they
must be used with judgment, discrimi-
nation, and with clearly defined pur-
poses. They will become even more
important in the years ahead as techno-
logical progress, moral pluralism, and
legal interventions further complicate
the task of clinical ethical decision
making. We believe ethics committees
and individual consultants complement
and supplement one another. They are
part of a continuous spectrum of serv-
ices now available to support good pa-
tient care.

Models for Ethics Case Consultation

There are four models of clinical
ethical consultation in use at this time--
each with its own advantages and dis-
advantages.

1) Pure Committee Model: In this
model, the request for consultation i
made to the committee as a whole. The
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person originating the request (for Evaluation of Ethics Committees ethical issues or simply clarify issucs

example, a family or a physician) pres-
ents the case to the committee. The
committee then discusses the case and
makes its recommendations. This model
is used i many hospitals as ethics
committees begin to become involved
in consultation,

2) Committee Member as Consult-
ant: In this model, the request for con-
sultation is made to the ethics commit-
tee. The committee chooses one of its
members to review the patient’s case.
The consultant committee member then
reports his or her findings to the entire
committee. The committee discusses
the case and makes recommendations.
This is the model used at the Massa-
chusetts General Hospital 7

3) Post-Facto Committee Review:
In this model, the request for consulta-
tion is made directly to the individual
ethics consultant. The consultant then
reviews the case and makes recom-
mendations. The case and recommen-
dations are later reviewed by a commit-
tee. This model is used, for example, at
the University of Chicago and the
University of Texas at San Antonio.”

4) Pure Consultation Model: In this
model, the request for consultation is
made directly to the consultant. The
consultant reviews the case and makes
recommendations. The recommenda-
tions are not reviewed by a committee.
This model is used, for example, at the
Lutheran General Hospital in Chicago.”

There is, at present, insufficient
evidence toestablish a clear superiority
for any of the models. The Pure Com-
mittee Model has the advantage of
institutional consensus and support for
the recommendations. The Pure Con-
sultant Model has the advantage of a
quicker response time and greater effi-
ciency. The models that combine con-
sultant and committee deliberation allow
for access to wider discussion. Obvi-
ously, each requires individuals with
extensive clinical ethics experience and
expertise. The model (or models) an
institution chooses will depend upon its
resources, staff, and administrative
preferences and the type of problems it
most frequently encounters,

and Consultants

Ethics committees and consultation
services have received limited evalu-
ation. La Puma and colleagues inter-
viewed referring physicians of fifty-one
ethics consultations at the University of
Chicago.” In 71 percent of consulta-
tions, the referring physician stated that
the consultation was very important in
patient management, clarifying ethical

that have been recognized?
rin.g physicians perceive ethics congyl.
tations as important, helpful, orusefyl
Would physicians request consultation
in the future? Do ethics consultationg
increase the confidence of referriné
physicians in their final managemen,
plans? Do ethics consultations change
patient management, and, if 50, how?
Only when these questions have been
addressed can the utility, effectivencss

0 refer.

T

At this time we believe it is premature to develop
standards for training and certifying ethics consultants,

issues, or learning about medical eth-
ics. In 91 percent of consultations, re-
ferring physicians said they planned to
request an ethics consultation in the
future. Perkins and Saathoff interviewed
referring physicians and reviewed
medical charts of forty-four ethics
consultations at the University of Texas
at San Antonio.! According to the re-
ferring physicians, 32 percent of con-
sultations identified ethical issues that
requesters had not recognized, 89 per-
cent clarified thinking, 41 percent
changed patient management consid-
erably, 93 percent increased request-
ers’ confidence in final management
plans, and 98 percent taught physicians,
According to the chart review, 68 per-
cent of consultations identified unrec-
ognized issues and 66 percent changed
management significantly. The most
frequently overlooked issue was inap-
propriate family decisions for incom-
petent patients, and the most frequent
management changes involved with-
holding cardiopulmonary resuscitation.

Ethics consultations, performed by
committees or consultants, are difficult
to evaluate because the outcomes of
interest have not been sufficiently clari-
fied. The work cited above has begun to
address this deficiency. What outcome
is desired? How is it to be measured?
Do referring physicians learn about
medical ethics through consultation?
Do consultants identify unrecognized

and optimal models of ethics consulta.
tion be fully evaluated, In 1988, two of
us (Siegler and Singer) wrote:

Ethies consultation is a promising but incom.
pletely evaluated mechanism of health care de-
livery. We urge clinical ethicists to prospectively
evaluate the impact of their ethies consultation
services and report their findings in the medical
literature 2

As we stated earlier in this paper,
we believe the central goal of ethics
case consultations is to improwve patient
care and patient outcomes. Patient
outecomes should be measured not only
in terms of mortality and morbidity,
but also in terms of patient’s functional
status, patient satisfaction, and the cost
of care. Unfortunately, since outcome
data of this sort are not available for
most clinical interventions (including
medical and surgical consultations), we
are often forced to rely on alternative
and less desirable standards, such as
clinical process. But again, with only a
few notable exceptions,? the process of
medical and surgical consultation has
generally not been studied in detail. It
therefore is not surprising that ade-
quate outcome and process data are
still unavailable for a clinical interven-
tion as new as ethies consultations.

Thus far, we have considered the
evaluation of only one of the three
goals of ethics committees and consul-
tation services--consultation in the cases
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of individual patients, Although argua-
bly easier to evaluate, the other two
goals of committees and consultants--
education and policy development—have
not been evaluated.

Future of Ethics Commiitees and
Consultation Services

The growth and development of
cthics committees and consultation
services reflect the increasing attention
and serious consideration given to ethi-
cal issues in health-care institutions.
This larger concern promises to inten-
sify as the medical education of the
public, the use of advance directives,
and the moral heterogeneity of our
population expand. We believe that ethics
committees and consultation services
will continue to proliferate in North
American health-care institutions, We
hope that this proliferation will be care-
ful and deliberate and will be studied
critically by ongoing evaluative efforts.

The question has been raised whether
ethics consultants (or for that matter,
chairs of ethics committees) should be
certified.? Although this issue will have
to be addressed in the future, at this
time we believe it is premature to de-
velop standards for training and certi-
fying ethics consultants. The primary
reason for delay is to develop both
clearer goals for ethics committees and
consultants and better studies of exist-
ing committees and consultants that
evaluate the efficacy of such groups in
improving patient care.

The key question for ethics commit-
tees and consultation services is not
whether theywill exist in the future, but
which functions will they perform and
how will they perform them? We fore-
see a continuing need for education
and policy development. With regard
to case consultation, we are ambiva-
lent, Ideaily, we wish that ethics consul-
tations (by committee or individual
consultant) would teach clinicians how
to make better ethical decisions with
patients and families, As they succeed
in this, the need for such ethics consul-
tation would decrease substantially.
However, given the turnover in person-

nel within health-care institutions and
the reluctance of many physicians to
learn the necessary techmiques, we
believe ethics consultations and ethics
committees will be needed for a long
time to come.
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The Prologue of the Past

This article is the last in a series of
articles describing the field of clinical
cthics. In this essay we anticipate some
likely directions for clinical ethics. We
bave chosen to make projections for
the next two decades--a period roughly
equal to the entire history of the mod-
ern biomedical ethics movement in
America. Over the last two decades,
biomedical ethics has kept pace with
revolutionary developments in biclogy
and medicine. As a result, biomedical
ethics has changed more profoundly in
this period than in the whole of its
previous history. Today it is of the utmost
interest not just to ethicists, but to the
whole of our society, including the health
professions, the general public, the
courts, the media, and policy makers.
These developments are remarkable in
a field that changed very little over
2,500 years and confined its perspective
almost exclusively to the privacy of the
doctor-patient relationship and to is-
sues related to professional etiguette.

Many factors have contributed to
the emergence of biomedical ethics and
its new focus. We are still too close to
and too much a part of these transfor-
mations to evaluate them accurately.
Nevertheless, we believe the most
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important factors are the following
sociocultural forces that emerged as
powerful influences during the last
generation: the biotechnological revo-
Iution, which presents ethical dilem-
mas of a kind and degree never before
encountered; the rise of participatory
democracy, which has shifted the locus
of decision making from the doctor to
the patieat; the growth of moral plural-
ismand relativism, which place increas-
ingemphasis on procedural rather than
normative ethics; the litigious spirit of
the times, which enlists the courts to
settle ethical disputes; and the partial
reconceptualization of medicine as a
business, replete with providers and
consumers and increasingly controlled
by market forces or government regu-
lation. It is our assumption that these
same forces will interact in the foresee-
able future to shape medical ethics.
These forces provide the contextual
background against which the changes
we anticipate may take place.

We now offer our best guesses
about six areas in which biomedical
ethics is likely to play an important role
in the future: 1) the impact of a con-
tinuing biomedical technical revolution;
2) the maturation of biomedical ethics
as a discipline; 3) the increasing inter-
section of ethics and health policy; 4)
the broader engagement of the public
with issues in biomedical ethics; 5)
changes in the conceptual foundations
of bioethics; and 6) changes in the doctor-
patient relationship.

The Ethics of Biomedical Technology

Despite today’s truly astounding
discoveries and applications of molecular

and cellular biology, we are probably
only at the beginning of the biological
revolution and a new era of advances in
biotechnology. As our fundamental
kmowledge of life processes increases,
our capacity to control more and more
facets of human life will expand. Each
new advance in reproductive biology,
organ and cell culture, designer drugs,
and proteins poses new questions that
challenge traditional values about human
life. Mapping the human genome, ex-
ploring the cugenic possibilities of
somatic and gametocyte genetic engi-
ncering, and expanding the uses of
artificial intelligence and artificial or-
gans are examples of developments that
surely will have profound ethical impli-
cations but whose ethical ramifications
are still poorly understood.

In recent years, scientists, policy
makers, and the public have come to
apprediate that it is essential to develop
our ethical sophistication pari passu
with our technological know-how. This
is preferable to facing the crises of
knowledge application without the
critical apparatus needed for intelli-
gent ethical discussion and conflict reso-
Iution. The Human Genome Project il-
lustrates theimportance of the interre-
lationships of scientific advancement
with law, society, politics, ethics, and
economics. The genome project has
the potential to radically alter the
diagnosis, prevention, and treatment of
many inherited disorders. Some of the
ethical issues this project raises will
be familiar, such as the questions of in-
formed consent or the allocation of
scarce resources. When it becomes
possible to diagnose accurately such
fatal, disabling diseases as Hunting-
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ton's chorea or cystic fibrosis, the ethi-
cal issues will center on prenatal diag-
nosis, abortion, privacy, and the owner-
ship of knowledge. Even if the ethical
issues are familiar in principle, context-
specific guidelines will need to be de-
veloped to regulate genetic research
and practice. Our efforts in this direc-
tion can be expected to expand consid-
erably.

On the other hand, some of the

ethical issues accompanying the hu-
man genome project will be unfamiliar.
One example is germ-line gene ther-
apy--the insertion of a gene into a fer-
tilized egg; since every cell in the body
acquires the new gene, including the
reproductive cells, it is passed on to
succeeding generations.? What are our
obligations to those yet to be born and
yet to be conceived when we can eradi-
cate certain diseases entirely? Which
diseases do we choose? How should
the needs of future genmerations be
weighed against those of the present?
Should we use somatic or germ-line
gene therapy to enhance certain char-
acteristics, such as intelligence, mem-
ory, affability, or physical abilities? Who
should make such decisions for future
generations? Is eugenic manipulation
of the human species ever morally licit?
Other kinds of questions arise if the
genetic and molecular bases of Alz-
heimer’s disease, Parkinson’s disease,
or aging are discovered. Should such
research be undertaken, given its po-
tential for seriously altering demograph-
ics, putting additional strains on soci-
ety’s resources, and limiting opportuni-
ties for the young? Whenever there are
potentialities for new knowledge, there
will be the need for ethical reflection.
Some form of agreement on how ethi-
cal issues are to be addressed will be
necessary. To its credit, the Human
Genome Project has earmarked 2 per-
cent of its budget for ethical, legal, and
policy analysis. Similar provisions should
be incorporated into other future re-
search projects, genetic or otherwise, If
we are to use medical wisely,
humanely, and well, ethical analysis
must keep pace with technological
advance.

Maturation of the Discipline

It is clear that as the biological
revolution continues to unfold, new
ethical responses will be required. It is
incumbent on the discipline and pro-
fession of bioethics to mature as well,
First of all, the research base of the
field must be secured, strengthened,
and extended. As we pointed out ear-
lier, there are a large number of em-
pirical questions that must be addressed?
These questions are essential starting
points for any serious ethical discourse.
The necessary empirical data will come
from a closer integration of ethical
inquiry with the quantitative sciences
and with traditional clinical research,
since it is their methodology that is
most important for descriptive ethics.
Familiarity with these methods will be
required for bioethicists of the future.
Greater maturationwill alsobe needed
in the conceptual and foundational
aspects of bioethics. This, as we will
remark a [ittle later, is a more problem-
atic and more difficult terrain to trav-
erse than empirical study. The second
major feature of maturation will be the
professionalization and perhaps regu-
lation of clinical bioecthics. This will
require some standardization of edu-
cational credentials and perhaps some
form of certification. As we pointed out
in our previous article:

At this time we believe it is premature to de-
velop standards for training and certifying ethics
consultants. The primary reason for delay is to
develop both clearer goals for ethics committees
and consultants and better studies of existing
committees and consultants.*

We should begin this work in earnest
now because the trend to certification
seems inevitable. “Ethicists” are being
sought and employed by medical schools,
hospitals, and health-care systems. They
are being consulted by the media, the
courts, and families. They appear on
panels, symposia, and continuing edu-
cation programs. They speak to and
write for the general public. There is a
growing need for some form of assur-
ance that those who assume the mantle
of “ethicist” do in fact bring legitimate
expertise to their deliberations.

‘This assurance will, in our opinion,
increasingly be in the form of a degree
or training certificate in bioethics. For
“clinical” ethics, either fellowship train-
ing or the master’s degrce would seem
to be sufficient when combined with
full qualification as a physician, nurse,
social worker, or administrator. Here
the emphasis is on practical decision
making regarding concrete cases at the
bedside, assisting others to analyze
ethical issues to make their own deci-
sions,advising ethics committeesonin-
stitutional policy, and counseling fami-
lies and other health professionak. Given
the number of physicians who are needed
to serve as clinical ethicists and the
relatively few fellowship training posi-
tions available, it is likely that the
combination of a degree in the health
professions and either fellowship train-
ing or an advanced degree in ethics will
be the standard qualification for clini-
cal ethicists. This will not in any way
diminish the need for professional eth-
icists who are not health professionals.
Non-health professionals will, however,
be much less likely in the future to do
clinical ethics. They will be needed to
carry out fundamental and foundational
research, to teach bioethics in colleges,
and to train graduate students.

A third requirement for matura-
tion of the profession will be the acqui-
sition of counseling and negotiation
skills. When ethicists become involved
in direct consultation with physicians
and families, they are playing two dis-
tinct roles—one as philosopher-teacher-
consultant, which is familiar, and one
as counselor, which is less familiar.
Counseling requires a specific set of
skills. To meet the demands of both
roles, the clinical ethicist needs more
practical experience under supervision
and perhaps even formal training in
counseling and negotiation. The way
information is transmitted, communi-
cation is established, and decisions are
reached conjointly is of the utmost
importance in an age of participatory
democracy. The power of the ethics
consultant is considerable, and it must
be used responsibly. The ethicist’s aim
should be to enable, empower, and
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enhance the decision-making capabili-
ties of patient, doctor, and family. The
ethicist should not make the decision
for them, or worse still, impose his or
ber ethical values or beliefs on the
primary decision makers.

Intersection with Health Policy

Medical ethics has traditionally fo-
cused primarily on the interactions
between individual patients and their
health-care providers. During the next
two decades, however, we predict that
the focus will enlarge to include the
ethics of health-care institutions and
the health-care system as a whole. These
issues of public policy are generally
being recognized as ethical challenges
and not simply as problems of econom-
ics or politics.

Questions of health policy, cost,
access, and quality of care are, and will
continue to be, major ethical issues. In
1990, the US spent $661 billion on
health care (almost 12 percent of the
gross national product). Health-care
costs outstripped the rate of inflation,
so there is danger that societal resources
may be diverted away from other social
goods such as education, preservation
of the environment, housing, social
welfare, and so on. Major policy initia-
tives are underway-from physician
payment reform by the Medicare pro-
gram, to the Oregon initiative to broaden
Medicaid eligibility and to tailor the
benefits package. There is also increas-
ing emphasis on the development of
clinical guidelines—a health-policy ini-
tiative focused on quality but with sig-
nificant costimplications. Eachofthese
issues--both the problems and the pro-
posed solutions--present fundamental
questions of medical ethics, We shall
illustrate this point with one example,
clinical guidelines.

The emergence of clinical guide-
lines raises at least three fundamental
ethical questions. First, can ethical
decision making be reduced to a para-
digm and incorporated into guidelines?
During the past twenty years, a crucial
social, ethical, and political development
in the US has been the importance of

knowing and respecting individual pref-
erences and values. This makesit diffi-
cult to establish a single moral standard
that applies toall, since the value of the
individual is the key element. But what
is right for a group may not be accept-
able to individuals within the group.
How does one balance individual pref-
erences against group wishes? The choice
will need to be made by some method
of societal mediation. Ethicists should
look at the criteria by which these choices
are made. The “ethical fallout” of clini-
cal guidelines can be significant in its
impact on patient care, as Diagnostic
Related Groups (DRGs) have been.

to incorporate such considerations into
clinical guidelines. How best to do so is
a subject worthy of serious scholarly
attention.

These three questions are simply
illustrative of the way ethical issues are
embedded in policy decisions and how
important it will be for bioethicists to
engage the ethical implications of all
major policy proposals.

Public Involvement
Biomedical ethics is now every-

body’s concern, not just the concern of
physicians as it was in the past, or of

Biomedical ethics is now everybody’s concern,
not just the concern of physicians or
professional ethicists.

A second ethical issue is the impact
of clinical guidelines on physicians, the
doctor-patient relationship, and the
medical profession. The morale of
physicians is an important element in
quality health care, Physicians in the
US increasingly feel demoralized, un-
appreciated, beleaguered, and misun-
derstood. Some are retiring early, oth-
ers simply “go along,” and others re-
spond defensively or even vindictively.
Most seem driven to justify some de-
gree of moral compromise just to sur-
vive. This is an important matter not
just for health policy, but also for medical
ethics. Ethical decisions depend upon
complex ethical relationships among
physicians, patients, and families. The
best ethical decisions depend upon the
moral sensitivity of all participants.

A third ethical question about clini-
cal guidelines is: how can patient pref-
erences and utilities be best taken into
account in the development of guide-
lines? To date, guidelines have focused
strictly on technical issues. But medical
decision making also depends upon the
preferences of informed, competent,
and uncoerced patients. It is important

professional ethicists as it has been in
the last two decades. Sooner or later, in
their own lives, or in the lives of their
families or friends, every person will be
called upon to make moral choices
respecting medical care. This inescap-
able fact imposes on ethicists and health
professionals the responsibility for
educating the public. As never before,
the public will need knowledge of how
to make moral judgments in general,
and specifically in their own health care.

As far as general education in making
moral judgments is concerned, we are
already secing a proliferation of courses
in ethics and biomedical ethics in col-
leges, high schools, and continuing
education for the general public, as
well as for health professionals. We
expect this trend to continue given the
ubiquity of ethical issues, not just in
health care, but in matters of environ-
ment, business, politics, and virtually
every facet of life. Courses in ethics
should be required in any education for
responsible citizenship.

In biomedical ethics specifically,
there are numerous issues with which
the educated public needs familiarity--
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withdrawing and withholding life-
sustaining treatmeants, organ donation,
reproductive technologies, and espe-
cially advance directives. These are
matters of immediate concern to clini-
cal ethicists, who will be expected, and
indeed may be required, to educate
their patients in the choices available to
them.

The recently passed Danforth Bill
(S. 1766) is an example of governmen-
tal intervention mandating that patients,
at the time of hospital admission, be
informed of the use and availability of
advance directives in their care. If we
are not to end up with federal legisla-
tion governing every possible moral
choice patients have to make, it is par-
ticularly incumbent on clinical ethicists
to expand their efforts in education of
the public and the health professions.

Biomedical ethics, like curative
medicine, has focused largely on the
individual patient in an acute clinical
episode, In the future, it must also take
on the perspective of preventive and
public health medicine. It must develop
strategies for public education, provide
data and ethical analyses on which public
policy can be based, and provide mecha-
nisms for public participation. Prevent-
ing ethical conflict, confusion, and mis-
understanding is analogous to prevent-
ing or containing disabling or chronic
illness. Preventive ethics is less expen-
sive, more effective, and less traumatic
emotionally than litigation, bureaucratic
regulation, or misunderstandings be-
tween physicians, patients, and fami-
lies.

Conceptual Foundation of Bioethics

The most complex, problematic, and
difficult predictions to make are re-
lated to the philosophical underpin-
nings of biomedical ethics. The whole
structure of ethical reasoning depends
upon the conceptual presuppositions
and values out of which the edifice of
medical ethics is built. Not to take note
of the difficulties would be to ignore
what is surely a major force giving shape
to the future of medical ethics,

Before the entry of professional
philasophers into the field, medical ethics
was largely a series of statements of
moral obligations. These obligations
were self-imposed by physicians as a
result of what they conceived medicine
to be. Philosophical justification or
explict argumentation in support of
thosc moral statements was virtually

This is not the place to examine the
claims of conflicting theories or models
of ethics, or to confront the “founda-
tional” issues. It is worth outlining,
bowever, some of the foundational
questions currently under discussion,
the answers to which will determine
what biomedical ethics will look like
two decades hence.

Preventive ethics is less expensive,
more effective, and less traumatic emotionally
than litigation, bureaucratic regulation,
or misunderstandings between physicians,
patients, and families.

nonexistent. Nothing like the philoso-
phy of law, history, or politics existed.

As philosophers began to give seri-
ous atteation to medical ethics, they
naturally sought to link medical ethics
to existing philosophical systems—mainly
deontological and teleological. The
philosophies of Kant and 1.S. Mill, and
to a lesser extent Hume and Locke,
have shaped the principle-based ap-
proaches that now dominate biomedi-

Asexperienceis gained in the appli-
cation of these modes of thought to
concrete clinical ethical dedsions, some
of their deficencies are becoming
apparent. Increasing numbers of think-
ers comsider principle-based ethics to
be too abstract, too remote from the
actuafities of dinical decisions, too formal
and stylized, and too neglectful of the
character of the health professional
and the affective dimensions of moral
life. To remedy these shortcomings, a
wide range of alternatives is being
proposed, such as virtue theory, femi-
nist psychology, experiential and es-
sential approaches, hermeneutics, and
literature. Each is seen as a way to
encompass more of the multidimen-
sional array of influences that define
moral choices,

Does the moral pluralism of world
society dictate that ethics must give up
its normative pretensions? Must we
settle for procedural ethics only? Is
there any definable foundation for ethics
other thanthe coherence between, and
consensus about, selected elements of
competing theories? Are morality and
ethics so culturally and historically bound
that “objectivity” in ethics is an illu-
sion? How do law, politics, ethics, and
literamure relate to one another? Is there
some way to link the affective and cog-
nitive components of the moral life? Is
there some logically compatible way to
link principle-based and altermative
theories of ethics? Is medical ethics,
itself, entirely encompassed within ex-
isting ethical theory, or does it have an
“internal morality” of its own?

These questions are not as abstract
or ephemeral as they may appear to
clinicians. Ultimately, they are relevant
tothe most concrete dilemmas we face,
and will face, in making moral choices
in individual patients, in defining the
obligations of health professionals, and
in formulating public policy in demo-
cratic, morally heterogeneous sode-
ties.

In all likelihood, there will be some
fusion of ideas drawn from a variety of
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ethical theories with no single theory
becoming exclusively and inarguably
dominant. What the resulting mosaic
will look like is an open question at this
time. In this case, it is clear that there is
as much ferment in the foundations as
there is in the applications of ethics in
the clinical realm. Keeping abreast of
these changes will be difficult but es-
sential as the field of clinical ethics ma-

tures.

The Doctor-Patient Relationship

Just as the history of medical ethics
was closely related to the doctor-pa-
tient relationship, so the future of medical
ethics is likely to be linked to the evolu-
tion and changes that are now occur-
ring in the doctor-patient relationship.
Perhaps the most fundamental impact
of the bioethics movement in America
was to shift the therapeutic (and re-
search) relationship from a traditional
paternalistic model, in which the doc-
tor knew best, to a new model in which
patient rights and autonomy are ac-
knowledged to be the most important
elements in medical decisions. This
evolutionary shift in authority from
physician to patient has established a
more equal relationship, in which thera-
peutic accommodations are reached
based on voluntariness, mutual respect
for the other party’s autonomy, and
negotiations.

This system of personal decisions is
changing because economic, political,
and structural changes in the health
system have increased external control
over decisions and have decreased the
freedom and discretion of both pa-
tients and physicians. Essentially, we
are in the midst of a new health-care
revolution, inwhich the subjective stan-
dard of decision making is being sup-
planted by an externally imposed ob-
jective standard based increasingly on
scientific facts, sodal values, and eco-
nomic considerations. Among the ap-
proaches that already are being used to
constrain the personal choices (and
future choices) of physicians and pa-
tients are: 1) the use of probabilistic

medical outcome studies to limit physi-
clans’ discretion to offer patients choices
andtorespond to patients’ preferences;
2) the application of statistical notions
of futility, in which external authorities
rather than the patient or physician
define which clinical goals are legiti-
mate to pursue and which level of proba-
bility of achieving the goals constitutes
“futility”; 3) the gradual emergence of
quality of life standards that may limit
the pursuit of certain goals based on an
external assessment that the patient’s
quality of life is “too poor”; and finally,
4) straightforward rationing using both
medical and social utility criteria. In
this new health-care environment,
medical ethics will remain an essential
tool for preventing morally unaccept-
able policies from emerging and for
preserving the vital personal elements

of the doctor-patient relationship that
are ecssential for providing excellent
health care.
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CHAPTER 2
CLINICAL ETHICS

MARK SIECLER AND PETER A, SINCER

In the 1990s, physicians who wish to provide the high-quality
personal medical care that patients have come to expect must
have a working knowledge of clinical ethics, a new and prac-
tical approach to medical ethics. Patients and society now ex-
pect physicians to demonstrate not only technical proficiency
but also a practical ability to respond to clinical-ethieal situ-
ations. This practical working knowledge of clinical ethics
should not be seen as a substitute for, but rather as an addition
to, the traditional character and virtue standards expected of
the good physician: integrity, compassion, and thoroughness.

The frequency, intensity, and recognition of ethical di-
lemmas in clinical medicine have increased in the recent past
as a result of profound changes in American medicine and
society. These changes have included an unprecedented
growth in scientific knowledge and medical technology; a
more equal relationship between patients and physicians; new
organizational arrangements of medical practice and reim-
bursement; and a heightened sensitivity to ethical issues in
medicine on the part of the public and the medical profession.
Although ethical considerations are a part of every patient-
physician encounter, recent clinical research suggests that
physicians recognize major ethical dilemmas such as truth-
telling, confidentiality, informed consent, and elective use of
life-sustaining treatments in up to 17% of general internal
medicine inpatient admissions and 21% of outpatient visits.

Clinical ethics emphasizes that the starting point for eth-
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ical analysis is the encounter between patient and physician,
an event that both defines the goals of the patient-physician
relationship and establishes mutual rights and responsibilities.
Clinical ethics aims to improve decision making between pa-
tients and physicians by balancing the following three com-
ponents of clinical care: [1) the medical/scientific facts; (2} the
personal preferences, values, and goals of the patient; and (3)
the external constraints such as cost, limited resources, and
legal standards that may limit the decisional freedom of pa-
tients and physicians.

In the 1970s, clinical ethics focused on educational pro-
grams; in the 1980s, it stressed administrative approaches such
as ethics commirttees. The additional challenge for the 1990s
is to develop research in ethics that emphasizes clinical data
and meets high scientific standards. The twin goals of this
research are (1) to describe clinical practice to help direct eth-
ical, legal, and policy decision making; and (2) to evaluate the
use of ethical, legal, and policy standards in clinical practice.
In this chapter, we begin to apply this new clinical ethics re-
search perspective to two ethical issues that arise frequently
in the practice of internal medicine: patient participation in
treatment decisions and elective use of life-sustaining treat-
ment.

PATIENT PARTICIPATION
IN TREATMENT DECISIONS

In recent decades, the relationship between patients and phy-
sicians has been evolving from the traditional paternalistic
relationship in which physicians made choices for patients,
to a more equal relationship of shared decision making in
which physicians provide information and counseling that al-
lows competent adult patients to make their own choices.
The process by which physicians and patients make decisions
together, summarized in the phrase “informed consent,” is
based on the ethical principle of individual autonomy and the
legal right of self-determination. Informed consent has three
key components: disclosure, competency, and voluntariness.
Disclosure means that the physician informs the patient about
the medical diagnosis, prognosis, and risks and benefits of
treatment options. Competency means that the patient is able
to understand relevant information, to appreciate the situation
and its consequences, to manipulate information rationally,
and to communicate a treatment choice. Voluntariness means
that the patient chooses freely, without undue coercion from
the physician or anyone else. Informed consent is a process
of dialogue thar serves as the ethical and clinical basis for the
physician-patient relationship; it is not simply an event and
does not merely refer to a patient’s signature on a consent
form. In this process, the physician educates the patient about
reasonable medical alternatives and the patient chooses treat-
ment based on personal preferences, values, and goals.

Research studies on patient preferences, quality of life,
and patient empowerment suggest important clinical reasons
why physicians should involve patients in their own medical
care decisions. McNeil and colleagues have shown that an
individual patient’s treatment preferences may not always be
self-evident. For example, to avoid the risk of perioperative
death, some patients with lung cancer would choose radiation
therapy over surgery despite a lower 5-year survival rate. Sim-
ilarly, to maintain normal voice function, some patients with
laryngeal cancer would choose radiation therapy over surgery
despite the lower survival rate. ]

When available, information about quality of life out-
comes can be incorporated into the process of informing pa-
tients about treatment options. Wennberg and colleagues have
evaluated patients’ symptoms and quality of life after pros-
tatectomy and incorporated functional outcome data into an
experimental, interactive video-disc system that can be used
to more fully inform patients with prostatism about risks and

benefits as they choose between immediate transurethral re-
section and watchful waiting.

Empowering patients to participate in decision making
appears to be associated with beneficial outcomes in several
chronic diseases. In patients with diabetes, hypertension, and
peptic ulcer disease, Greenfield and colleagues have shown
that pilot programs aimed at increasing patient participation
in medical care result in improved functional and health out-
comes. In a related, long-term study (the Medical Outcomes
Study), these researchers are evaluating the impact of differ-
ences in physicians’ practice styles and systems of care on
patient outcomes.

ELECTIVE USE OF LIFE-SUSTAINING
TREATMENT

The do-not-resuscitate [DNR) order is the prototype for a
clinical research approach to elective use of life-sustaining
treatments. In this section, we present research data about
DNR orders to illustrate how clinical research can help direct
ethical, legal, and policy decision making about elective use
of life-sustaining treatment.

There is a general agreement in law, public policy, and
medical ethics that patients have the right to forego life-sus-
taining treatment, including cardiopulmonary resuscitation
(CPR). In research studies, the incidence of DNR orders is
3% 1o 4% of hospitalized patients and 5% to 14% of patients
admitted to intensive care units. Conversely, §6% to 75% of
hospital deaths and 39% of deaths in intensive care units are
preceded by a DNR order. Therefore, the DNR order should
not be viewed as a theoretic, peripheral issue but rather as an
issue in the mainstream of patient care.

According to ethical, legal, and policy guidelines, the pa-
tient's wishes should govern the use of life-sustaining treat-
ments. In research studies, factors associated with the writing
of DNR orders include older age, increased severity of illness,
poor preadmission functional status, urinary incontinence,
abnormal mental status or a diagnosis of dementia, residence
in a nursing home, a diagnosis of cancer or the acquired im-
munodeficiency syndrome, and the physician’s estimates of
patient quality of life and prognosis [including survival and
functional status). These research findings raise an important
question for policymakers and ethics researchers: do the fac-
tors listed above reflect or displace patients’ wishes in clinical
decision making about DNR? And which of these factors
should influence clinical decisions?

Advance directives (living wills or durable powers of at-
torney for health care| allow patients the opportunity to de-
clare their wishes regarding DNR and other life-sustaining
treatments. In surveys, 77% to 82% of elderly outpatients say
they would want CPR in their current health state, but only
21% to 38% say they would want CPR if they had severe
dementia, stroke, irreversible coma, or terminal cancer. In
practice, however, despite evidence that advance directives
are acceptable to both patients and physicians, less than 15%
of patients will have left an advance directive. The infrequent
use of advance directives results in part from the poor design
of early versions. Emanuel and Emanuel have developed an
improved advance directive that stipulates clinical scenarios
and lists treatments that the patient may choose to receive or
forego. Researchers are studying the reliability and validity
of advance directives.

Competent patients do not require an advance directive;
they can discuss the use of life-sustaining treatments directly
with their physician. Studies indicate, however, that the pa-
tient is involved in only 14% to 43% of DNR decisions. In-
competency at the time of the DNR decision is a major reason
for patient nonparticipation in the decision making. At the
time patients are admitted to the hospital, they are often ca-
pable of making decisions, but they become incompetent in



the hospital before a DNR order is discussed. Thus, policies
promoting earlier discussions about DNR, when patients are
still competent, may be desirable.

Relatives or friends, if available, often serve as the proxy
decision maker for incompetent patients. According to recent
studies, families serve as the patient’s proxy in 45% to §6%
of DNR decisions. The proxy decision-maker should attempt
to project the patient’s wishes, preferences, values, attitudes,
and goals onto the current medical situation; this standard is
known as substituted judgment: the proxy attempts to reach
the decision that the incapacitated person would make if he
or she were able to choose. Studies by Uhlmann and Pearlman
showing poor agreement about resuscitation preferences be-
tween patients and their potential proxies raise questions
about the substituted judgment standard and argue for in-
creased use of advance directives.

Most research on elective use of life-sustaining treatment
has focused on the DNR decision. Data about other life-sus-
taining treatments, such as mechanical ventilation, dialysis,
and tube feeding, are relatively sparse. In this section, we have
attempted to show how empiric data can help direct ethical,
legal, and policy guidelines about DNR. We recommend that
researchers evaluate the elective use of other life-sustaining
treatments.

CONCLUSIONS

Research on patient participation and elective use supports
the contention that ethical issues can be examined using clin-
ical research. In the 1990s, we hope that ethicists and re-
searchers will build on these research initiatives in clinical
ethics by extending a quantitative, scientific perspective to
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other situations in the clinical practice of medicine. By ex-
amining the interface between clinical practice and ethics, law,
and policy, clinical ethics research will help physicians provide
high-quality personal care through the 1990s, an era that is
likely to witness a substantial increase in the administrative

regulation of medical practice.
Application of these principles in older patients is con-

sidered in chapter 513.
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SOCIAL AND ETHICAL
*ISSUES IN MEDICINE

2 CLINICAL ETHICS IN THE
PRACTICE OF MEDICINE

Peter A. Singer and Mark Siegler

Clinical ethics is a practical discipline that contributes to improv-
ing patient care. It focuses on the central importance of patient
preferences and choices in the physician-patient relationship and on
the moral obligations of physicians, such as the need for honesty,
competence, compassion, and respect for the patient. Clinical ethics
teaches physicians about a wide range of specifically ethical is-
sues —informed consent, orders not to resuscitate, end-of-life deci-
sions, advance directives, and third-party constraints on the auton-
omy of both patients and physicians—that arise with increasing
frequency in the practice of modern medicine. Although these is-
sues have been analyzed and seemingly resolved at a theoretical
level, few physicians are comfortable with them in practice. This
chapter offers guidance about the following ethical issues that arise
frequently in the practice of internal medicine: (1) decision making
by competent patients, (2) substitute decision making (including ad-
vance directives), (3) end-of-life decisions, (4) futility, and (5) clini-
cal-ethical concerns in an era of health care reform.

DECISION MAKING BY COMPETENT PATIENTS

During the past generation, the relationship between patients
and physicians has become more equal. Most clinical decisions are
now reached by a process of shared decision making in which phy-
sicians provide information and guidance that allow competent
adult patients to make their own decisions based on their personal
preferences, values, and goals. Competent adult patients have
an ethical and legal right to accept or refuse medical care, includ-
ing life-sustaining treatments, recommended by physicians. Patients
are in control of their own health care. In general, patients accept
their physician's recommendations because physician and patient
share the same goal—improving the patient’s health status—and
because patients usually trust and have confidence in both the phy-
sician’s technical abilities and his/her concerns for the patient as an
individual.

INFORMED CONSENT. The clinical-ethical process of shared
decision making is mirrored by the legal doctrine of informed con-
sent. Informed consent is defined as voluntary acceptance by a
competent patient of a plan for medical care after the physician ad-
equately discloses the proposed plan, its risks and benefits, and al-
temative approaches. The informed consent process applies not only
to invasive surgical procedures but to every clinical decision. More-
over, the legal and ethical standards of informed consent are not
satisfied merely by obtaining the patient’s signature on a consent
form but require a process of effective communication and educa-
tion between the physician and patient. If the patient has decision-
making capacity (see later), the physician should seek consent from
the patient; if the patient lacks decision-making capacity, the physi-
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cian should seek consent from the appropriate substitute decision
maker. The best way for young physicians to learn how to obtain
informed consent from patients is by observing a clinician who is
recognized for skill in negotiating the consent process,

The patient’s right to participate in treatment decisions is well
recognized in law, philosophy, public policy, and clinical practice.
Perhaps the clearest legal statement of this right was enunciated in
1914 by Justice Cardozo: “Every human being of adult years and
sound mind has the right to determine what shall be done with his
own body.” The philosophical right of patients to control their own
medical care is based on the principle of individual autonomy. In
the 1980°s, a Presidential commission clearly stated that respect for
patient preferences should be the basis of public policy in medical
ethics. Moreover, evidence from clinical research indicates that em-
powering patients to participate in their own health care may lead
to improved functional outcomes in several chronic diseases.

DISCLOSURE AND TRUTH TELLING. For the purposes of
informed consent, disclosure must include proposed diagnostic tests
and treatments, their risks and benefits, and possible alternative ap-
proaches. Although standards for disclosure may vary from one ju-
risdiction to another, the physician should disclose all the informa-
tion that a reasonable person in the patient's situation would want
or need to know before making a decision. This usually includes in-
formation about risks that are either highly likely to occur or less
likely but very serious when they do occur (e.z.. death or perma-
nent disability). Although a subjective standard of disclosure based
on an individual patient’s personal view is a difficult clinical stan-
dard to achieve, physicians should try to know their patients well
enough to tailor disclosure to a patient's particular situation.

Another aspect of disclosure separate from the need to obtain in-
formed consent involves telling patients the truth about unfavorable
diagnoses such as metastatic cancer and their prognoses. In the
United States, the current medical standard is to be honest with pa-
tients and not to conceal bad news. The patient’s right to know an
unfavorable diagnosis, even if no further tests or treatment is pro-
posed, 15 grounded in the ethical principle of respect for persons
and in the implied promise by physicians to be truthful in their re-
lationships with a patient. Of course, the real clinical skill in
“telling the truth” or delivering bad news to a patient involves de-
termining exactly what the “truth” is in a particular case and then
deciding how and when it should be imparted in a sensitive way
that does not destroy the patient’s hope.

COMPETENCY AND DECISION-MAKING CAPACITY.
Decision-making capacity (DMC), a clinical concept, is one of the
central ethical issuves in clinical patient care. (Competency is the
parallel legal concept.) Patients who have been determined to have
DMC should make their own health care decisions (based on the
principle of autonomy), whereas patients determined to lack DMC
should be protected from making bad and sometimes irreversible
decisions (based on the principle of beneficence). DMC is a dy-
namic state and may change quickly, as when a patient is admitted
stuporous, hypotensive, and with sepsis, and lacks DMC, but 6
hours later, after appropriate treatment, is sitting in bed, conversing
normally, and has regained DMC. Moreover, DMC is decision spe-
cific. For example, patients with substantial cognitive impairment
may retain DMC to decide whether they wish to accept a recom-
mended elective cholecystectomy.



DMC requires that a patient have the ability to communicate and
understand information and appreciate the consequences of a partic-
ular decision. Unfortunately, no valid and widely accepted clinical
measures exist to assess DMC. Physicians should assess DMC by
asking patients if they understand and appreciate their medical
problem and the risks and benefits of the proposed treatment and
why they have chosen to aceept or reject it. In practice, physicians
often assess DMC by means of a sliding scale that varies with the
likelihood and seriousness of the risks and benefits. Thus, a low
level of DMC is often clinically accepiable if a patient elects a pro-
posed life-saving treatment that has low risks and a high probability
of benefit, whereas clinicians might require a higher standard of
DMC if the patient refuses the same treatment.

Who should decide about DMC? In practice, the physician or
health care team responsible for the patient should determine
whether a patient retains or has lost DMC. When doubt exists, con-
sulting a psychiatrist, hospital attorney, or clinical ethicist may be
helpful. In cases of irremediable conflict and if clinical circum-
stances permit, the ultimate judge of a patient’s competency is a
court. Often, physicians must make decisions without the benefit of
a judicial determination, relying on clinical judgment and assistance
from consultants to reach the best and most ethical determination.

SUBSTITUTE DECISION MAKING

American legal theory accords incompetent patients the same
rights as competent patients to consent to or refuse diagnostic tests
and treatment. In practice, however, patients who lack DMC cannot
exercise this right. To address this paradox and to facilitate reaching
decisions for the many patients who lack DMC, substitute decision
makers are permitted to make health care decisions for the patient
lacking DMC. The overall goal of substitute decision making is to
approximate the decisions the patient would make if he/she were
still capable of making a decision. Substitute decision making poli-
cies raise two questions: Who should make decisions for the patient
who lacks DMC, and by what standards should the decision be
made?

The most appropriate person to make substitute decisions is
someone designated by the patient while still competent, either
orally or through a written proxy advance directive (see below).
Other substitute decision makers, in their usual order of priority, in-
clude a spouse, adult child, parent, brother or sister, and any other
relative or concerned friend. In some jurisdictions, a public official
may serve as substitute decision maker for a patient who has no
other decision maker available. More than 25 states have now
passed health surrogate laws that permit a substitute decision maker
to be appointed without going to court when a patient lacks DMC
and has no formal advance directive.

The standards for making substitute decisions for patients without
DMC are the following (in decreasing order of priority): explicit
patient preferences, values and beliefs, and best interests. Patient
preferences are prior expressions by the patient, while competent,
that apply to the actval decision that needs to be made, such as
whether the patient wants mechanical ventilation in the late stages
of amyotrophic lateral sclerosis. Sometimes patients record their
specific preferences in an instruction advance directive (see below).
Values and beliefs are less specific than explicit preferences, but
they allow the substitute decision maker to guess what the patient
might have decided based on other past choices of the patient and
histher general approach to life. Best interests, which are “objec-
tive” estimates of the benefits and burdens of treatment to the pa-
tient, are invoked only when the patient’s preferences and values
are unknown.

ADVANCE DIRECTIVES. An advance directive (sometimes
called a “living will™) is a written document containing a person’s
preferences about life-sustaining treatment and about a proxy deci-
sion maker. The person completes the advance directive when com-
petent, and the directive takes effect if the person becomes incom-
petent. The two types of advance directives are proxy directives,
which state whom a person wants to make treatment decisions on
hisfher behalf, and instruction directives, which state whar treatment
the person would or would not want in various situations. (By far
the best-studied and most widely used form of advance directive is
the order not to resuscitate, i.e, DNR order, written to withhold a
specific intervention, cardiopulmonary resuscitation, from a person
who experiences a specific medical event, cardiorespiratory arrest.)
At present, advance directives are recognized legally in every state,
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and the federal Patient Self-Determination Act (PSDA) requires
health care facilities to inquire whether patients have an advance di-
rective and to inform patients of their rights under state law to
complete an advance directive, Although public opinion polls indi-
cate strong support for advance directives and although many dif-
ferent advance directive forms are available, relatively few
Americans have filled out such directives. The development and
evaluation of advance directives, including efforis 1o encourage
their use, are areas of active empirical research.

END-OF-LIFE DECISIONS

With the possible exception of informed consent, no issue in
clinical ethics has been as thoroughly analyzed as end-of-life deci-
sions. Mevertheless, the spectrum of end-of-life decisions remains
confusing for clinicians and the public. Three distinct practices can
be delineated: decisions to forego life-sustaining treatment. euthana-
sia/physician-assisted suicide, and palliative care.

The right of patients to refuse medical interventions also applies
to life-sustaining treatment such as cardiopulmonary resuscitation,
mechanical ventilation, dialysis, and artificial nutrition and hydra-
tion, even if such a decision results in the patient’s death. A pa-
tient's decision to not initiate (withhold) or to discontinue (with-
draw) life-sustaining treatment is not considered the moral or legal
equivalent of suicide, and physician participation in such an action
is not the equivalent of physician-assisted suicide, These decisions
may be made by the patient or substitute decision maker and are
legally and ethically permissible when clinicians follow appropriate
procedures, as outlined in the previous discussions of decision
making by competent patients and substitute decision making.
Clinicians must understand that such actions do not place them at
legal risk and often reflect the best standards of clinical practice.

In contrast to foregoing life-sustaining treatment, euthanasia and
assisted suicide are legally prohibited in almost every legal system
in the world. Euthanasia can be defined as an action that leads di-
rectly to the death of a patient, e.g., an injection of potassium chlo-
ride. Assisted suicide can be defined as providing patients with
medical means that the patient uses to commit suicide, e.g., the pre-
scription of a large amount of barbiturates to a patient who then
uses the drugs to commit suicide.

Recent cases of physician-assisted suicide reported in the medical
literature and by the media and several legislative initiatives to le-
galize it have placed the issues of physician-assisted suicide and eu-
thanasia high on the public policy agenda. The main arguments
supporting physician-assisted suicide and euthanasia are based on
respect for patient freedom of choice and the claimed right of indi-
viduals to enlist physician assistance to end their pain and suffering
by either practice. The main arguments opposing these practices in-
clude respect for human life, protection of vulnerable patients, and
fear of abuse. Both proponents and opponents of physician-assisted
suicide and euthanasia appeal to the role-related responsibility of
being a physician to support their arguments. Even if assisted sui-
cide and euthanasia receive legal sanction in selected jurisdictions,
physicians will still be confronted with the fundamental issue of
whether such practices are ethical in a medical context.

A third practice in the spectrum of end-of-life decisions is the
provision of palliative care. Palliative care is ethically and legally
permissible, even mandatory, and is an essential component of qual-
ity clinical care of the dying. A practical problem for physicians,
however, is to distinguish palliative care from euthanasia. We sug-
gest that if a physician’s actions meet all of the following three cri-
teria, they represent appropriate palliative care: (1) subjective or ob-
jective evidence indicates that the terminally ill patient 1s
experiencing pain; (2) the physician’s therapeutic response is com-
mensurate with the level of the patient’s pain and an ongoing feed-
back loop between the patient's symptoms and signs and the physi-
cian's therapeutic response is evident; and (3) the physician’s
intention is to relisve pain and not to kill the patient (the physi-
cian's actions do not cause an immediate death, as by administering
a clearly lethal dose of a drug).

A
FU-TY
« Futile treatments offer absolutely no possibility of changing the
patient’s health status or achieving any medical goals. In such
cases, the physician’s responsibility to the patient and substitute de-
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cision maker changes: The physician is not required to offer a futile
therapy. (Of course, the physician is obligated to provide care and
counseling under these circumstances.) Unfortunately, ambiguity in
determining futility arises from disagreements about both the goals
of therapy and the probability of attaining the goals (e.g., 0.1%,
19, 109%) which should be considered futile. Little agreement ex-
ists currently about who has the right to decide what interventions
should be called futile. Usually, a physician describes a treatment as
futile either because the probability of success is very low or be-
cause the quality of life (the goal of treatment) achievable is re-
garded by the physician as unacceptable. The classic example of
low probability of success is the use of CPR in a patient with
metastatic cancer. In these cases, the core issue is usually the pa-
tient’s fear of death, and this should be addressed directly. If patient
and physician continue to disagree about whether CPR should be
given, the physician should either provide CPR or find the patient
another doctor. If the futility discussion is about quality of life, the
best judge of quality of life is the patient or substitute decision
maker. Sometimes physicians are uncomfortable with providing
care that they describe as futile because they consider the limited
benefits or low probability of success to be a waste of scarce health
care resources. Such rationing decisions should not be conflated
with futility but should be addressed explicitly at the level of policy
guidelines. Ad hoc attempts to ration at the bedside are often clini-
cally and ethically unsound.

CLINICAL-ETHICAL CONCERNS IN AN ERA OF HEALTH REFORM

Two forces are driving health reform: escalating and seemingly
uncontrollable health costs and the substantial number of people in
America who lack health insurance, limiting their access to benefi-
cial health services. The goals of American health reform—to pro-
vide universal access to high-quality and cost-effective health
care—are laudable and ethically unproblematic. The strategies for
achieving these goals include reducing administrative costs, using
outcome data to rationalize services and develop clinical guidelines,
and encouraging patients and physicians to participate in managed
care organizations, in which a primary care physician supervises the
patient’s overall care. Successful efforts at cost containment may
also require restricting services with marginal benefits, rationing po-
tentially beneficial services, and limiting both patient and physician
freedom to make individual clinical decisions. Many of these strate-
gies for achieving health reform will place enormous stress on the
doctor-patient relationship.

Our recommendations for maintaining the ethical integrity of
medical practice and for improving patient outcomes are to empha-
size the following approaches: a patient-centered approach to medi-
cine that encourages freedom of personal choice; a maximization of
patient and physician autonomy even within complex bureauncratic
systems like managed care organizations and health alliances; rein-
forcing the centrality and importance of the doctor-patient relation-
ship; and encouraging a focus on patients’ rights when developing
clinical guidelines and appeal mechanisms for the large number of
clinical and administrative decisions that, despite outcomes re-
search, will continue to be made in the face of substantial uncer-
tainty.

CONCLUSIONS

Scientific and technologic developments in medicine have created
unprecedented ethical dilemmas for physicians. The coming revolu-
tion in molecular medicine will generate additional ethical prob-
lems. In the last decade, clinical ethics has emerged as a new and
useful component of medical practice by emphasizing that technical
and ethical concerns are inseparable in the practice of medicine.
Clinical ethics focuses on the continuing centrality of the doctor-
patient relationship and on how patients and physicians work within
existing administrative and political structures to reach mutual
agreement on clinical decisions affecting the patient. In addition,
clinical ethics offers a language of discourse that broadens the med-
ical model from one that is narrowly technical to one that takes se-
rious account of individual patient preferences. The languagesend
content of clinical ethics have been adopted not only by patiezas,
physicians, nurses, other health care providers, and medical educ.-
tors but also by health economists, hospital administrators, policy
developers, and judges. In this regard, ethical considerations in

medicine are likely to remain an important component of medical
education, clinical practice, biomedical research, and the political
evolution of our health care system.

Almost 2500 years ago, Plato recognized that good clinical medi-
cine is a marriage of scientific knowledge and human care. In Book
IV of The Laws, he described the excellent physician as one whc
. . . treats disease by going into things thoroughly from the be-
ginning in a scientific way and takes the patient and family intc
confidence. Thus he leams something from the sufferer . . . . He
does not give prescriptions until he has won the patient’s support,
and when he has done so, he steadfastly aims at providing com-
plete restoration to health by persuvading the sufferer into compli-
ance . . . ."” The best clinical medicine and patient outcomes are
achieved when patient and physician have established a relationship
in which technical and personal aspects of care are integrated. The
practice of ethical medicine in the twenty-first century will require
nothing more but demand nothing less.
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Five major themes in bioethics

Lainie Friedman Ross and Mark Siegler
MacLean Center for Clinical Medical Ethics, University of Chicago, Chicago

In this paper we identify five major themes in Bioethics: i. the evolving nature of
the doctor-patient relationship; ii. the impact of biotechnology on birth and death;
iii. the allocation of scarce resources; iv. ethical issues in human experimentation
and v. the impact of genetics and the Human Genome Project on clinical medicine.
These themes represent aspects of two fundamental questions in bioethics: What is
the ideal relationship between physicians and patients, and what are the proper goals
of medicine! These questions must be reconsidered in the light of new and rapid
advances in biotechnology. Ethical reflection on these issues may help physicians
focus on the primary focus of medicine: the health and well-being of individual

patients and the larger community.

Key words: doctor-patient relationship, human experimentation, genetic screening

Introduction

Although the birth of modern bioethics as a
formal intellectual discipline can be dated
back to the mid 1960, ethical conside-
rations have always been an integral part of
health care. The new bioethics movement is
an attempt to systematically expose the
ethical issues in medical practice and
research, issues that have been known and
debated for centuries. The Hippocratic
Oath, written over 2,000 years ago,
addressed the docror-patient relationship
and the proper goals of medicine, and these
concerns remain at the core of bioethics. In
this paper we analyse the advances in
biotechnology and the changes in the
health-care environment which are forcing a
re-examination of the doctor-patient
relationship and the goals of medicine.
Specifically, we will explore: i. the evolving
nature of the doctor-patient relationship; ii.
the impact of biotechnology on birth and
death; iii. the allocation of scarce resources;
iv. ethical issues in human experimentation
and v. the impact of genetics and the
Human Genome Project (HGP) on clinical
medicine.

The evolving nature of the doctor-
patient relationship

The centre of clinical ethics is the doctor-
patient relationship (DPR). The classical
model was based on beneficent paternalism,
physicians acted in order to maximise their
“patients’ best interest” as they, the
physicians, perceived those interests. This
model was challenged in the U.S. and in
Canada in the 1960'% as patients began to
view health-care as a consumer good for
which they, the patients, wanred to make
their own decisions and choices. This
movement was supported by related trends
in civil rights and women’s rights
movements. Patient autonomy, patient self-
determination, and patient rights became
the major themes (1). The relationship that
evolved reflected a more equal status of
doctors and patients and incorporated
shared decision-making by doctors and
patients.

Three major forces are now modifying the-
DPR in the U.S. The first is the changin
financial structure of health care. Manag
care has placed primary care physicians in
the role of gate-keepers: clinicjans who must

~ decide when, to whom, and how often 1o
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other medial resources (e.g., medical tests,
hospital beds). This gatekeeping role is made
more complex by the conflicts of interest
that the various incentive plans create for
physicians (2). There is also the threat to
continuity of care as managed care contracts
are often purchased by corporations who
seek to minimise costs and not necessarily to
preserve established relationships (3, 4).
Patients, as consumers, also appear willing to
change plans for relatively small financial
benefits (5).

The second major force modifying the DPR
is the growing understanding that the basis
of modern medicine is population-based
rather than patient-based (6). This is seen
most clearly in the growing realisation of the
importance of genetics for disease
susceptibility, but it is also relevant in
disease prevention (e.g., the need to change
behaviour in order to decrease the risk of
human immune deficiency virus (HIV)
transmission) and in the new emphasis on
cost-effective care (7, 8). This change from a
concern for the health of individuals to a
concern for the health of groups creates a
tension between the physician’s traditional
obligation to benefit the patient vs the
physician's obligation to use scarce health
resources in the most cost-effective way to
maximise the communiry’s benefit (9).

The third major force modifying the DPR is
the increasing standardisation of medical
practice that is occurring because of the
technological advances and the health-
outcome movements which emphasise
evidence-based scientific medicine derived
from well-conducted clinical trials. For a
treatment to be used, the evidence must
show that a treatment is effective (that the
benefits outweigh the harms) and that it
represents a good use of limited resources.
With the increasing ability to bring the
newest medical advances to the most remote
towns (10, 11), the “standard of care” is
being set globally (12), not. locally.
Physicians are now expected to keep abreast
of all the newest innovations or seek expert
consultation (13, 14). The effort to
eliminate variations in health delivery
patterns change is being reflected in the
development of practice guidelines (15, 16)
and consensus statements (17, 18).
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The impact of biotechnology on
birth and death

The traditional limits to medical care were
birth and death. With the advent of in vitro
fertilisation and foetal surgery at one end
and cardio-pulmonary resuscitation and
prolonged mechanical ventilation at the
other end, the traditional limits of birth and
death are being re-defined.

Consider, first, the wide impact of the new
reproductive technologies. Their use in
technologically advanced medical countries
is widespread since approximately 15% of
married couples have infertility problems
(defined as the inability to reproduce after a
year of regular intercourse without
contraceptives) (19). The first successful
attempt at overcoming a couple's infertility
was in 1790 when the surgeon John Hunter
inseminated a woman using her husband's
sperm (20). The first recorded case of
insemination using donor sperm took place
in 1884 in Philadelphia (20). Today, assisted
reproductive technologies include in vitro
fertilisation (IVF) using the couple’s own
gametes, aided by intracytoplasmic sperm
injection (1CS1) when there are male
infertility factors, or IVF with donated
gametes or surrogate mothers. The two
major newsworthy stories of 1997 were the
birth of a healthy child to a 63 year old
woman (surpassing the Italian record by
eight months)! and the cloning of a
mammalZ.

Cloning is the technique by which the
nucleus of a cell from the body of an adult is
transferred into an un-fertilised egg from
which the nucleus has been removed. It
differs from splitting embryos (blastomere
separation) which occurs naturally in
identical twins and can be done in a petri
dish, most frequently for pre-natal diagnosis
of in vitro embryos. What is scientifically
important about cloning is that adult cells
are differentiated and perform specific’
functions and until the report by Wilmut et
al. (21), it was not believed that an adult
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cell could regain its totipotent capability
which is necessary for a single cell to divide
and become a full mammal.

Cloning had been raised at the beginning of
the modern bicethics movement by the
Nobel Laureate Joshua Lederberg in 1966
(21). His essay prompted comments from
two leading bioethicists: Joseph Fletcher
(23) and Paul Ramsey (24), but focus drifted
away after the first successful birth of an IVF
infant (25) and “the President’s Commission
devoted only a single footnote to cloning in
its report on genetic manipulation, Splicing
Life (26)". To some extent the cloning of a
mammal is not very different from natural
twinning and the splitting of embryos which
result in two humans with identical genetic
material. Actually, this is not quite accurate
as a clone receives its cytoplasm from the
enucleated egg which carries some genetic
material. This means that the clone does not
share all of its genetic material as do twins
born naturally or from split embryos.
Another difference is that natural twins
develop simultaneously whereas clones can
be born years or decades apart (the same is
true with embryo splitting if one of the so-
produced embryos is frozen). Clones differ
from split embryos in that there is a finite
number of embryos that can be created by
embryo splitting because of the need for a
certain amount of cytoplasmic material
whereas the number of duplicated clones is
theoretically infinite.

In June 1997, less than three months after
Wilmut published his experiment, the U.S.
National Bioethics Advisory Commission
(NBAC) issued its report. NBAC concluded
that creating children by nuclear transfer is
unethical at this time because “it would
expose the foetus and the developing child
to unacceptable risks (27)". This conclusion
is reminiscent of the early arguments against
in vitro fertilisation: the uncertainty of
whether conception ex vivo and manual
1mplantatmn would have any negative
impact on the developing embryo (28). All
of those arguments were found, in retrospect,
to be unfounded (29, 30). NBAC added that
even if concerns about safety are resolved,
significant concerns remain about the
negative impact of the use of such a
technology on both individuals and society
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(27). NBAC supported continued research
in cloning of animals as well as continued
public debate on the ethical issues raised by
the prospect of human cloning (27).

One such concemn is the right of individuals
to define their own personal identity. The
argument is that the genetic lottery ensures
the uniqueness of chi%drtm so that children
are free to establish their own identity. In
contrast, if one clones a famous artist or
scientist, the parents may only encourage
particular skills so the child is not free to
establish his or her own identity. The fallacy
with this concern is that it ignores the fact
that parents raise children with expectations
and seek to develop particular traits as well
as particular values and beliefs whether the
child is cloned or is a product of nature’s
lotrery. It also ignores that mating is not
random: that we select our mates for
particular traits and we hope to pass their
desirable traits on to our children. But most
importantly, it ignores the fact that an
individual is defined by both his genetic
make-up as well as by his environment. This
is most obvious when one looks at
discordance in health outcomes (31, 32),
sexual identity (33), and personality and
I{ieriityle choices between identical twins
Not only have advances in biotechnology
changed how and when we pro-create, they
have also re-defined how and when we die.
The 1960's saw the development of
cardiopulmonary resuscitation (35), and the
ability to reverse “death” as it was then
defined. This led to the notion of
“irreversible coma” and the concept of brain
death (36), which was important for the
emerging field of organ transplantation.

The success of the new critical care
technologies were tempered by the fact that
although they can restore biological
function, they do not always add or restore
quality to these lives. The result was that
individuals began to demand the right to
refuse such treatments, a right which is now
generally respected in the U.S. for
competent adu[‘t)sj and their proxy decision
makerst. However, there are several studies

3. In re Brooks Estare, 32 1I2d 361, 205 ME2d 435 (1965).
4. In re Quinlan 70 M) 10, 355 A 2d 647 cert denied sub nom,,
Cearger v. New Jersey, 429 LLS. 921 (1976).
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that suggest that patient values in end-of-life
decisions are often unknown, and even
when known, are frequently ignored (37,
38). The right to refuse life-saving treatment
has also been confused with the idea that
death has somehow become elective and the
1990's have witnessed a clamour that there is
or ought to be a right to die with the aid of a
physician, so called physician-assisted
suicide (PAS) (39). Surveys show that PAS
may occur with some frequency in the U.S.
(40, 41), although to date, such practices are
legitimised only in the Netherlands (42).
Recently, the U.S. Supreme Court denied
that individuals have a right to PAS under
the U.S. constitution?.

The allocation of scarce resources

There has always been rationing of health-
care, whether it come in terms of a limited
number of dialysis machines or intensive
care unit beds, whether it reflects the lack of
access to those who do not have the ability
to pay, or whether it is based on a system of
queuing for a needed health resource. Yet
there are still many Americans who believe
that rationing of health care can be
avoided®. They argue that if we cut waste,
inefficiency and market incentives to spend
more on health-care, we can have enough
affordable health care for all. To some extent
they are right: we can choose to allocate
more and more of our gross national product
(GNP) to health-care. But the need for
health-care is unlimited and so at some
point there will necessarily be individuals
who do not get all the health care that could
benefit them. In addition, the assumption
that there is no need to ration only holds
true if there are no resources that are scarce,
irrespective of price. The paradigmatic
example is organ transplantation.

Consider, then, the question of how to
allocate kidneys for transplantation. In 1995,
over 30,000 individuals were awaiting
kidney transplant in the U.S.; but fewer
than 12,000 transplants were performed’.
Discussions of kidney organ allocation are
tempered by the existence of an alternate
treatment, dialysis. Long-term dialysis deve-
loped in the 1960’ with the development of
an artificial shunt that allowed for multiple

W ETICI M

re-cannulations (43). Socon thereafter, the
physicians at the University of Washington
had to deal with the question of how to
choose between the hundreds of candidates
who could benefit from long-term dialysis.
Their decision was to have two committees
to make these decisions: i. a medical
advisory committee composed of physicians
interested in renal disease and a psychiatrist
to choose candidates who met the medical
criteria for treatment; and ii. an admissions
and policy committee composed of laymen
and physicians who would formulate and
apply non-medical criteria. The latter
committee considered the following factors
in choosing patients for dialysis: “...sex of
patient; marital status and number of
dependents; income; net worth; emotional
stability, with particular regard to the
patient’s capacity to accept the treatment;
educational background; nature of
occupation, past performance and future
potential; and names of people who could
serve as references®”.

Criticisms of the Seattle program were harsh
and quick. The committee was called the
“God Squad,” with many voicing their
ethical disagreement with the criteria that
were used in selecting dialysis candidates.

In response to the publicity surrounding the
tragic choices that were being made by the
Seattle group and other dialysis centres,
Congress passed PL 92-603 in October,
1972, weeks before a major Federal election.
This bill extended coverage of Medicare to
greater than 90% of the U.S. population
who needed kidney transplantation and
dialysis as well as extending cash disability
benefits. The original cost estimates in the
U.S. House of Representatives for this

5. Washington et al. v. Glucksberg e al, U5, Supreme Court No.
96-110, Argued January 8, 1997 - Decided June 26, 1997,

6. Lantos ). citing Magaziner | (1993) during work on the Clinton
Healsh Care Reform Project, St Margherita di Pula, lraly 1997.

7. 1996 Annual Report of the U5, Scientific Registry for
Transplant Recipients and the Organ Procurement and
Transplantation Nerwoek -Transplant Daga: 1988-1995. UNOS,
Richmond VA and the Division of Transplantation, Bureaw of
Health Resources Development, Health Resources and Services
Administration, U5, Depactment of Health and Human
Services, Rockville, MD, 1996,

8. Alexander 5. "They decide who lives, wha dies: Medical mirscle
puts a meral burden on a small committee.” Life 1962: 53
{{Movember 1962): 106 as cited in Fox and Swazey, op. cit.
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entitlement was $35-75 million in the first
year increasing to $250 million by year 4.
Federal experts gave higher estimates: $135
million in the first year, $1 billion by 10
years. The actual expenses were $240
million in the first year and $1 billion in
year 4 (43). By 1990, treatment for end-
stage-renal-disease cost $7.3 billion?.

Money cannot solve all scarce resource
allocation issues as there are some resources
which are truly scarce; e.g., organs for
transplantation. Attempts to devise just
criteria for the allocation of cadaveric
kidneys for transplantation have met with
sharp criticisms. Using histocompatibility
factors alone tends to discriminate against
potential minority recipients who tend to
need kidneys at a disproportionate rate. As a
result, the United Network of Organ
Sharing (UNOS) uses a formula which gives
points for length of time on the waiting-list
as well as histo-compatibility criteria. Racial
inequities persist despite changes in the
UNOS formula (44), and they may be even
greater hecause not all patients with end-
stage kidney disease are even considered
potential candidates. There are still great
inequalities regarding who gets placed on
the organ waiting-list in the first place and
how quickly.

Recently, the Patient Care and Education
Commirtee of the American Society of
Transplant Physicians surveyed transplant
centres around the country. In this survey,
they found “significant heterogeneity in the
approach to certain medical conditions
evaluated prior to renal transplantation”
from HIV to coronary-artery disease to
hepatitis (45). This heterogeneity suggests
the value-laden nature of what are often
termed medical indications. For example,
although many centres exclude all HIV-
positive patients from transplant waiting-
lists, there is a small but growing experience
of transplantation in HIV-positive patients
which show that there are cases of prolonged
patient survival for up to 56 months post-
transplantation’. Other programs exclude
individuals on the basis of age alone, even
though age is a poor marker for inter-
individual variation of overall health,
productivity, and life-expectancy.

The inequities in kidney transplantation are

| FORUM 7.3 (suppl. 5) 1997

s PROBLEMI i

AR

somewhat attenuated by the availability of
dialysis, but transplantation for most other
solid organs have no alternative treatment
options. The criteria used in these transplant
programs vary among programs (46).
Transplant surgeons and ethicists argue
about the appropriateness and fairness of
both psycho-social as well as medical
criteria. For example, liver transplant
surgeons and ethicists recently decided that
since livers are so scarce, that the probability
of benefit should be given greater weight in
the distribution of livers!?. The public
outcry regarding the new criteria is proof of
the value-laden nature of these seemingly
“medical criteria”!!. Others have noted that
the present criteria lead to serious gender
and financial inequities in various transplant
programs (47, 48).

One way to alleviate some of the stress in
allocation decisions is to increase the supply
of organs from both cadavers and living
donors. Despite large educational campaigns
(49, 50) required request laws (51), and an
increased willingness to accept older and
unrelated living donors (52), supply is
greater than the demand and the gap
continues to grow.

Despite resistance to acknowledge the need
to ration in U.S. health-care debates, the
criteria used in organ transplantation
decisions are criteria on how to ration.
Similarly, rationing occurs in triaging for
intensive care unit beds and in decisions
regarding access to care. The critical issue is
how to develop socially and medically
acceptable distribution procedures.
Although erhicists have written large tomes
on how scarce resources should be allocated
(53, 54, 55), there is no consensus on what
factors should be included and on the
relative significance of these factors.

Human experimentation

The Nuremberg Code was the first code of
ethics specifically written to address the

9. NIH Consensus Panel Report, 93: Morbidity and Mortaliey of
Dhialysis, Movember 1993,

10, UNOS Liver Allocation Policy Fact Sheer, 1997,

11. Mew Transplant Rules Upset Some. Mew York Times. Monday
Movember 18, 1996 AS.
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ethics of human experimentation!2. This
code was adopted in response to the
documented abuse by the Mazis of human
beings as research subjects, and it was
quickly followed by other national and
international codes!? 14, Twenty years after
the Nuremberg trials, Henry Beecher (56)
documented the unethical research methods
and practices used in many studies published
in U.S. medical journals. The Tuskegee
syphilis study that did not end until 1972
(57), and the more recent revelations re-
garding the Cold War radiation experiments
petformed in the U.S. in the 1940's and
1950% are proof that this topic must remain
an essential focus for bioethics today!®.

The first principle in human experimen-
tation as addressed in the Nuremberg Code
was the need for informed consent: “The
voluntary consent of the human subject is
absolutely essentiall?. This principle has
been modified to allow for proxy consent in
order that some research can be done on
children and other individuals who lack
decision-making capacity.

One area of research that challenges the
standard views of informed consent is
research in the acute care setting. Often the
patient-subjects are critically ill, decisionally
incompetent and the experimental therapies
must be given immediately. As such, there is
no time to find surrogates, and even if a
surrogate is present, there is no time to get
full and voluntary consent. Federal
.Regulations were recently promulgated that
allow for the waiver of informed consent
Eequitemmrs in certain emergency research

58).

Another controversial area of research is
research in third-world countries sponsored

12. Permissible Medical E “Trials of War Criminals before
the Muremberg Military Tribunals under Control Council Law
Mo, 10: Muremberg October 1946-April 1949, Washington: U5,
Government Printing Office (n.d.), 2: 181-182.
. 18th World Medical Association, Declaration of Helsinki:
Recommendations Guiding Medical Doctars in Biomedical
Research Invelving Human Subjects. Helsinki Finland, 1964
(revised mest recenitly by the 415z World Medical Association in
Hang Kong, Seprember, 1989).
14. American Medical Association. Ethical Guidelines for Clinical
Irecestigagion {1966).

15. Faden RR et al. edi; Advisory Commireee 'an Human Radiation
Experiments: Final Repore. Washingron DC: ULS, Government
Printing Office, 1995,
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by first-world countries. Consider, for
example, a recent U.5. government-
sponsored research program to test a short
course of zidovudine (AZT) to prevent
vertical transmission of HIV from a pregnant
woman to her foetus. It is known that large
doses of AZT in the last two trimesters of
pregnancy, during labour and delivery, and
then to the infant post-partum reduces
vertical transmission from 25% to 8% (59).
This regimen is too expensive for routine
management of women in third-world
countries, The U.S. government decided to
study a short course of AZT in these
countries (which would be affordable)
against placebo (the present day “standard of
care” in these countries). All agree that this
study could not be done in the U.S. because
here the short regimen would have to be
tested against the longer regimen, the
standard of care in the U.S. Critics contend
that if the study would be unethical here, it
should be unethical everywhere. The
government’s justification is that only if a
cheap therapy can be developed will women
in these countries be offered any therapy, a
position supported by AIDS researchers from
around the world (60).

Genetic screening and genetic
thf:rapy

The HGP was officially initiated in 1990
with a 15-year, $3 billion budget. Its goals
include mapping and sequencing the human
genome and develdping technologies which
can be transferred to medicine and industry.
Three percent of the budget is allocated to
considering the ethical, legal, and social
implications of the HGPF.

The main ethical issues raised by the new
genetics are: how to procure informed
consent, when to respect and when to
override the principle of confidentiality, and
what does justice require with respect to the
new genetics. A more practical issue is that
genecic testing is developing much more
quickly than genetic therapy which raises
the issue of what good is prediction when no
treatments are presently available.

The docrrine of informed consent enables a
competent adult patient to accept or refuse
medical care. It is a process in which both
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the physician and patient play an active
role. The physician discloses to the patient
the prognosis, the proposed treatment and
its alternatives, and the risks and benefits of
the various treatments including the option
of refusing treatment. The patient is free to
ask questions, to consult with other health-
care providers, and to discuss options with
his family. The patient ultimately gives
consent or refuses to give consent. Whatever
decision the patient makes, the physician
must respect his wishes. For adults, this same
approach would apply when a physician
proposes a genetic screening test,
While it is difficult to define the optimal
level of disclosure, there is evidence that
physicians tend to minimise uncertainty and
gloss over many risks (61). This is
compounded when the medical diagnosis
involves genetics as there are several studies
documenting physicians' misunderstanding
and inability at discussing genetics (62, 63).
This is due to several factors: i. the rapidly
evolving nature of genetic knowledge; ii.
that the same genetic condition may express
at different ages and with different degrees of
severity, even within one particular family;
and iii. that genetic tests may only signify an
increased risk rather than a pre-condition.
As such, discussions regarding genetics must
be explained in terms of probability and
degrees of penetrance.
Informed consent for children is corhplicated
by the need to include three parties in the
DPR: the child, his or her parents and the
physician. The American Academy of
Pediatrics argues for a greater role for
children, particularly when the decision is
not life-threatening (64). If adopted this
would have great implications for decisions
regarding genetic testing for late-onset
and/or untreatable conditions.
Confidentiality is integral to the traditional
DPR, and genetic information deserves even
greater protection than typical medical
information because genetic information
makes predictions about an individual’s
medical future and may have an unforeseen
impact on the life of an individual and his or
her family. There are, however, valid
arguments against strict confidentiality of
enetic information, particularly within
zmﬂies because genetic information applies

Fpeeue

to family members as well as to the
individual. Information gleaned from testing
may clearly be of vital importance to
relatives, (e.g., a brother who works around
environmental contaminants that may be
unusually harmful due to a genetic trait) and
to spouses (or potential spouses) who may
desire to be informed of genetic traits prior
to reproduction (65).

Given the time-consuming nature of genetic
testing and genetic counselling, both will be
scarce resources for the near future. This
requires a public discussion of how equity
can be achieved both for present day genetic
testing and counselling, but also for the
future when gene therapy becomes a reality
(66). Major problems include; i. how to
define equity in access to genetic-services; ii.
to what extent should access to genetic
information be protected from third-parties
and iii. what types of protection should be in
place to guide experimentation with gene
therapy.

Conclusions

Ethical considerations are integral to the
clinical care of patients. Technical expertise
alone does not address many of the issues
raised within the DPR, a personal and moral
relationship that is being challenged by
interested third parties (payers, families,
researchers, and health-care observers). The
extraordinary technological developments of
the past fifty years have revolutionised
medicine. It is forcing us to reconsider what
are and what ought to be the proper goals of
medicine. In this paper we have addressed
five areas of medicine in which the goals are
being stretched or modified by new and
evolving biotechnologies. We believe that
medicine is, and must remain, committed
primarily to the well-being of individuals
while also attending to the health of the
wider community, commitments which may
conflict in particular cases. Ethics provides
the tools to deal with such conflicts and
with other challenges raised by the new
technological advances in medicine. '
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The contributions of clinical ethics
to patient care

Mark Siegler
MacLean Center for Clinical Medical Ethics; Department of Medicine, Section of General
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This paper explores the following central questions about contemporary medical
ethics: EI)-las the discipline of medical ethics improved patient care? and was
improvement in clinical practice a central goal of traditional medical ethics?
Although traditional medical ethics may not have improved patient care, such
improvement is the principal focus of the new discpline of “clinical ethics”. The
Faﬁter describes the goals and methods of clinical ethics and then examines the
ollowing five specific ways in which clinical ethics improves patient care: i. by
direct patient services, ii. teaching, iii. research, iv. encouraging innovations and
new biotechnologies and v. by preserving the traditions of the doctor-patient
relationship.
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Introduction

For the past thirty years, the North
American bioethics movement has
systematically examined the moral basis of
clinical and research practices and has
contributed an enormously valuable
perspective to medicine. Bioethics used the
focus of theological ethics in the 1960% and
philasophical ethics and law since the 1970%
to probe and constructively criticise
medicine. The bioethics movement
emphasised patient autonomy, patient rights,
and broad public policy concerns such as
distributive justice in health care. On the
whole, bioethicists have been “loving
critics”, of medicine but their goal has
always been to improve medicine, at least in
theory. But what about another goal,
improving medicine in practice, that is,
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Center for Clinical Medieal Ethics, Department of Medicine,
Seerion of General Intemnal Medicine, University of Chicogo, 5841
S, Maryland Avenue, MC 8098 CH., linois, USA

improving patient care? Here, unfortunately,
the contributions of bioethics are less clear.
In 1978, | wrote: "Whatever else medical
ethics is, it must have something to do with
the practice of clinical medicine, or at least
it should” (1). Others disagree, for example,
Callahan (2), the former director of the
Hastings Center on Bioethics, recently
wrote: “While 1 would hardly wanr to
overlook the needs of the [physician]
practitioner, | now wonder if that is the right
place to centre our attention. Does reality
lie in the particularity of individual cases
where most clinicians think it does or in a
more general abstract and universal realm?”
In this paper, | will consider the following
set of questions:
i. has the discipline of medical ethics
improved patient care!
ii. was improvement in patient care a
central goal of medical ethics?
iii. what is clinical medical ethics?
iv. what have been the contributions of
clinical medical ethics to patient care?
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Has the discipline of medical ethics
improved patient care!

Consider the following question: whar has
been the record of the North American
medical ethics movement in contributing to
improving the quality of patient care or
improving the compassion, empathy and
respect physicians have for patients, or in
improving the doctor-patient relationship or
the process of clinical decisions?
The short answer to these questions is “we
don't know”. Unfortunarely, even after
thirty years, there have been very few,
almost no studies examining the impact of
medical ethics on the quality of patient care
or on patient outcomes. Eddy (3) has
recently enumerated a set of principles for
deciding whether to invest scarce social
resources on a new treatment. [ suggest the
same principles could be applied to decide
whether to invest in a new social or
educational innovation such as medical
ethics. Eddy suggests that before a new
approach is adopted:

i. there must be convincing evidence that
it works;

ii. that its benefits outweigh harms;

iii. that it represents good use of limired
resources;

iv. that these judgments of efficiency and
cost-effectiveness reflect the views not
only of the community encouraging the
innovation but also the preferences of
those who are to receive the innovation.

Sadly, contemporary medical ethics has not

met these tests. We have almost no outcome

studies showing a positive benefit from the
bicethics revolution.

A few years ago, Kass criticised the ethics

movement for being too theoretical,

philosophical, hyperrational, and ideo-
logical, while at the same time failing to
examine routine practice issues and failing
to consider the habits and behaviours of

physicians and the profession. Kass (4)

considered the issue of outcomes and wrote:

“Though originally intended to improve our

deeds, the practice of ethics, if truth be told,

has, at best, improved our speech. The real
action in practicing ethics will begin when
we again see ethics as practice, as the
combining of character and custom, in
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conduct that both creates and manifests the
human agent, negotiating the many
challenges of the human condition”.

There is considerable evidence to suggest
that Kass is correct and that the state of
medicine and of ethical medical pracrices is
not much better in 1997 than it was at the
birth of the American ethics movement
thirty years ago. During thar time, we have
witnessed escalating health-care costs, a
steady decline in access to health-care, and
progressive deterioration in the doctor-
patient relationship. Of course, it isn't
appropriate to hold medical ethics entirely

_ responsible for all the troubling changes in
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medicine that have occurred during the past
thirty years. But, consider changes in one
particular area, end-of-life care, a central
preoccupation of American medical ethics
for thirty years.

Despite hundreds of court decisions and
many new laws about end-of-life care, the
data from the SUPPORT study (5} is
shocking on how badly we care for the
dying, not only clinically, in failing to
provide adequate pain medicine, but
ethically, in failing to respect the wishes of
dying persons. Another report from the
SUPPORT investigators (6) highlights the
ineffectiveness of “do not resuscitare” orders
and advance directives in changing the
quality of end of life care. | suspect the same
findings would be uncovered if we did a
SUPPORT-type study on informed consent
in clinical practice or on any other ethical
aspect of medicine, rtruth-telling,
confidentiality, justice, that we believe we
have resolved in theory.

Was improvement in patient care a
central goal of traditional medical
ethics?

During the very early years of the bioethics
movement, two different kinds of clinicians,
physicians such as Henry Beecher, and
theologians trained in the ministry such as
James Gustafsen, Paul Ramsey, Richard
McCormick and Joseph Fletcher, brought a
powerful clinical sense to the bioethics
discipline and were dedicated to improving
actual practice. In those early years, the
biocethics movement focused on improving
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clinical research, end-of-life care, and on
incorporating patient values into clinical
decisions.

For reasons still not entirely clear, this first
wave of clinically-oriented bicethicists was
soon replaced by theoreticians from non-
clinical disciplines, especially philosophy,
law, the humanities, and the social sciences.
The new bioethicists turned away from a
central focus on patient care to examine
other concerns such as justice in health care,
the ethics of clinical research, the definition
of death, ethical issues in genetics, and the
tension between patient autonomy and
physician paternalism. In fact, in the 1970,
some of the non-clinician bicethicists
expressed disdain for the traditional patient-
physician bedside ethic that had existed in
medicine from the time of Hippocrates and
urged, instead, that it be replaced by a more
social, political and legal perspective. In the
past, | have sometimes referred to this shift
from a clinical and theological perspective
to a philosophical-legal-economic perspective
as the secularisation of bicethics (7).

Two results of this shift in direction were
that clinicians and medical students were
increasingly distanced from the theoretical
field of bioethics. Second, the legal reform
movement, proceeding through legislation
and judicial opinions, did not have as much
of an impact on bedside practice and patient
care as many thought or hoped it would.
Again, the best evidence for this is our
documented inadequacies in providing good
end-of-life care despite much legislation and
many judicial opinions.

These views should not be seen as an
indicrment of bicethicises for their failures.
In fact, bioethicists and the bioethics
movement did brilliantly in contributing
their disciplinary insights to the task of
examining and analysing medicine and, in
the process, they gave clinicians and medical
educators new tools to apply. Whatever
failures exist in translating these insights
into improving patient care should be
viewed not as the responsibility of
bioethicists but of clinicians and medical
educators.

What is clinical medical ethics?

[ will begin to answer the question from a
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personal perspective. In 1972, when |
returned to the University of Chicago from
training in England, 1 was given
responsibility to direct our hospital’s first
medical intensive care unit. Of course, by
modern standards, our unit was small and
very primitive. Nevertheless, it was during
those years that [ served as director of the
intensive care unit, that my students and
residents began to question me about some
of the practices in our unit: did we tell
patients and families the truth about the
patient’s prognosis? Were some of our
intensive care procedures experimental, and
if so had the patients or their families given
consent! Since we only had five beds in the
unit, how did we decide which patients
would be admitted to the unir and receive
the benefits of a scarce resource! Once we
started care with the mechanical ventilator,
was it ever permissible to stop the breathing
machine’

Faced with these questions and others like
them, | quickly discovered that there was no
place to send my housestaff and students to
find answers. The medical literature and
texthooks did not discuss these matters. The
new literature in medical bioethics, written
largely by philosophers and legal scholars,
did not address the practical concerns raised
by medical students and house officers. The
language of theory was not helpful in
resolving the dilemmas of practice.
Physicians and patients needed help to
better understand the ethical issues in
clinical practice so they could incorporate
ethical analysis into their decisions. It was
essential that doctors and researchers and
patients become more involved in
discussions about these new questions in
medical ethics. In this view, medical ethics is
closer to clinical practice than it is to
theoretical ethics and its main goal should
be to help patients and doctors and families.
Good clinical care requires that technical
and scientific considerations be integrated
with personal and ethical considerations (8).
Ethical concerns have always been an
essential part of medical practice, from
Hippocrates to James Gregory to the present
day. However, the extraordinary scientific
achievements of the past fifty years,
achievements unparalleled in history,
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achievements that include safe blood
transfusions, antibiotics, open heart surgery,
dialysis machines, transplantation, critical
care units, protease inhibitors, and new
reproductive technologies, with newer ones
on the horizon, have increased the range,
intensity and frequency of ethical issues in
medicine and have contribured to the
emergence of clinical ethics as an important
component of medicine, not just a discipline
of applied philosophy.

Goals and methods

To return to the question: what is clinical
medical ethics and what are its goals?
Clinical medical ethics is a practical and
applied discipline that aims to improve
patient care and patient outcomes (9). It
focuses on the doctor-patient relationship
and takes account of the ethical and legal
issues that patients, doctors, and hospitals,
must address to reach the best decisions for
individual patients. Clinical ethics
emphasises that in practising good clinical
medicine, physicians must combine
scientific and technical abilities with ethical
concerns for the personal values of the
patient who seeks their help.

Clinical ethics is more than a study of
individual cases, and more than ethics
consultations, and more than applied
medical casuistry. Each of these, individual
cases, consultations, and casuistical
reasoning, is a part of clinical ethics, but the
field is larger than any of these three and
larger than all three together. In clinical
ethics, the resolution of an individual case is
a mere example, a specification, of whar the
goals of clinical ethics are: to improve
clinical care and medical outcomes
generally.

The goal of clinical ethics is to assist
patients, families and health professionals to
make a good health care decision for
patients who come to them seeking help. In
short, the goal is to improve patient care and
outcome. The method used ro achieve the
goals of clinical medical ethics is to identify,
analyse and address some specific ethical
issues that arise in patient care both at the
level of the patient-provider and at the level
of the health system and to offer a structured
approach to decision-making that can assist
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patients and physicians to resolve clinical
ethical problems.

Content

The content of clinical ethics includes the
study of the doctor-patient relationship and
of specific ethical issues. The doctor-patient
relationship involves study of such issues as
honesty, competence, integrity, and respect
for persons. Thus clinical ethics must
include a focus on the ethos of the
professional and on the character and virtues
of the physician, who is expected by the
public to demonstrate these character
qualities. In addition, clinical ethics

“examines specific clinical ethical issues
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including truth-telling, informed consent,
end-of-life care, palliative care, allocation of
clinical resources, and the ethics of medical
research and innovations, especially how to
deal in the clinical arena with new
technologies.

An approach to clinical-ethical decisions
In recent decades, the relationship between
atients and physicians has been evolving
?mm thar characrerised by paternalism in
which physicians made choices for patients
based on their professional values, to a more
equal relationship of shared decision-making
in which physicians provide information
that allows competent adult patients to
make their own choices. The process by
which physicians and patients make
decisions together is often summarised in the
h “informed consent”. This doctrine
pnorase in 4
which is at the heart of the doctor-patient
relationship, is based on the ethical principle
of respect for individual autonomy and
dignity and self determination.
Clinical ethics thus focuses on reaching a
right and good decision in individual patient
cases. Clinical ethical decisions are based
primarily upon two considerations: the
medical factors in the case as determined by
the physician and the preferences and
choices of the patient. In most cases, there is
an agreement between the recommendations
of the physician and the preferences of the
patient because the goals of the two parties
are identical. In unusual circumstances
where the patient’s goals may differ from the
physician’s, disagreements can occur and
ultimately, the preferences of competent
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adult patients should prevail. Traditionally,
physicians have been reluctant to include
quality of life considerations and external
considerations such as economics in helping
the patient to reach the best decision (10).

What have been the contributions of
clinical medical ethics to patient care!

Five specific ways that clinical ethics
contributes to patient care are: i. direct
patient services; ii. teaching, ili. research, iv.
new biotechnologies and v. preserving the
traditions of the doctor-patient relationship.

Direct patient services

Clinical ethics contributes to patient care
through the following kinds of direct patient
services: ethics committees and ethics
consultations, developing institutional
policies, and by focusing on patient-centred
care.

Ethics committees and ethics consultants.
Clinical ethicists often serve as members of
ethics committees which improve parient
care by educating the staff, helping develop
institutional ethics policy, providing an
internal mechanism for review and
resolution of cases involving conflicts, and
by contributing ideas to improve patient
care decisions. Ethics case consultarions,
which focus on individual patient dilemmas,
is a health care innovation that has been
widely incorporated into many large
hospitals’ practices. The hope is that such
consultations may help resolve dilemmas,
decrease conflict, improve the decision-
making process, and improve patient
outcomes. Qur own group has provided
almost two thousand ethics consultations
since 1985 (11).

Institutional policies. Clinical ethics also
assists hospitals to develop effective and
responsive institutional ethics policies on
matters such as “do not resuscitate” orders,
“treatment limitation” orders, informed
consent, organ transplantation, and many
others. :

Patient-centred care. Clinical ethics also
can assist the hospital to maintain a focus on
patient-centred care. Such attention can
improve the atmosphere in which patient
care is delivered while also providing ethical
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safeguards for the rights and responsibilities
of both patients and health care workers.

The teaching of clinical ethics

The teaching of clinical ethics, like any
other subject in medical school, is only
justified by its contribution to the care of
patients {12). Therefore, the main goal in
teaching clinical ethics is not to produce
professional ethicists but is rather to produce
ethically knowledgeable physicians and thus
improve the quality of patient care. We
teach clinical ethics because nowadays
medical students and physicians simply must
know something about ethics in order to
practise competent, high quality medicine.
The modern standard of care requires a
practical working knowledge about such
ethical subjects as informed consent, truth-
telling, confidentiality, end-of-life decisions,
surrogate decision-making, the use of
innovative, non-standard treatments, and
physicians' ethical responsibilities when
working within health care bureaucracies
such as managed care organisations. The
modern physician is not able to practise
good medicine without some working
knowledge about these topics. Further,
patients and society expect physicians to
have not only technical proficiency but also
the practical ability to recognise and respond
to ethical issues such as those mentioned.

In considering when and to whom ethics
should be taught, it is worth recounting the
views of Osler (13) in his talk before the
New York Academy of Medicine in
December, 1902: “In what may be called the
natural method of teaching, the student
begins with the patient, continues with the
patient, and ends his study with the patient,
using books and lectures as tools, as means to
an end. For the junior student in medicine
and surgery, it is a safe rule rto have no
teaching without a patient for a text, and
the best teaching is that taught by the
patient himself”. Thus, clinical ethics must
be taught not only in the pre-clinical years
of medical school but also during the clinical
years of medical school and the crucial
clinical years of training during residency.
Regarding the question of how ethics should
be taught, our own approach emphasises that
teaching be clinically based, use real cases,
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be continuous throughout the medical
curriculum, and also be co-ordinared with
students’ other learning objectives. Such
teaching can be provided through lectures or
in practice settings such as rounds, confe-
rences, or case conferences. The best
teachers of this material are clinicians who
themselves are responsible for patient care
and for clinical reaching.

And how will such clinician-ethicists be
prepared? Some will be trained at their own
hospitals by attendance at conferences and
seminars, interactions with the ethics
committee and ethics consultation team,
service on the ethics committee, and,
perhaps, co-teaching with a trained ethicist.
Some clinicians, however, may require more
advanced training, for example, to become
researchers in clinical ethics or to become
directors in ethics programs. People seeking
such training can find advanced training
opportunities at a number of North
American  universities  including
Georgetown, Harvard, Pittsburgh, the
University of Washington, the University of
Tennessee, and at the University of Chicago.
Since 1985, in our fellowship training
program at the University of Chicago, we
have provided a year-long training program
for more than 100 clinician ethicists, of
whom 80 were physicians. More than forty
graduates of the University of Chicago
Ethics Fellowship now serve as directors or
co-directors of university ethics programs in
the United States, Canada and Europe.

Research in clinical ethics

Clinical medical ethics research may be
divided into two broad categories, analytical
and empirical research (14). Analytical
research uses the methods of legal and
philosophical reasoning to examine
conceptual issues and to develop defensible
recommendations for ethically acceptable
practice. Empirical research in clinical
medical ethics involves the collection and
analysis of clinical data to describe the way
clinical decisions are in fact made by
patients, by physicians and within the
patient-physician diadic relationship.
Empirical research examines the values that
are used in reaching clinical decisions, how
they are used, by whom and under whar
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conditions. This type of research uses the
methods of the social sciences, decision
analysis, clinical epidemiology, and health
services research. This lateer type of research
is quite different from the legal philosophical
research of analyrical medical ethics.
Empirical research may help to understand
the ethos of professionals and the
preferences and values of patients regarding
a wide range of ethical issues in medicine.
This type of research has helped clarify end-
of-life issues and advance directives, good
care of the dying, decision making in AIDS,
patients’ views on quality of life, and the
value of ethics consultations.

“Some of the most important clinical ethics

research of the past fifteen years has been
performed by non-ethicists who have
explored aspects of the doctor-patient
relationship, including communication,
patient empowerment, and shared decision-
making. We have learned from health
service researchers that patients who have
good doctor-patient relationships and who
interact actively with physicians to reach a
shared health care decision have greater
trust in their doctor, have greater loyalty to
the doctor-patient relationship, co-operate
more fully to implement the shared decision,
tend to make financially conservative
decisions, express greater satisfaction with
their health care, and have improved
outcomes, at least for four chronic
conditions: hypertension, diabetes, peptic
ulcer disease, and rtheumatoid arthritis.
Recently, Wennberg (15) made a statement
that could serve as a future research agenda
for the field of clinical ethics: “It is the job of
the evaluarive sciences to conduct
technology assessment and outcomes
research to estimate the probability for
outcomes that matter to patients and to
elucidate the importance of patient
preferences in choosing treatment”,

Biotechnology

Another important aspect of clinical ethics
research deals with the ethical problems
raised by new medical technologies and
clinical innovations. These issues relate to
but are somewhat different from standard
ethical issues in clinical research. During the
past ten years, our group has examined these
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issues in our work on liver transplantation
with living donors, Phase I and Phase II
cancer drug studies, the ethics of doing
research on critically ill patients, the ethics
involved in research on patients with
dementia, certain ethical aspects of genetic
screening and testing, and most recently,
ethical problems associated with a new
approach to using living donors in kidney
transplantation. To deal with this complex
range of issues in medical and surgical
innovation, our group developed an
approach we have called Research Ethics
Consultation. Research Ethics Consultation
was first used to develop the world's first
protocol study of living liver transplantation,
{16) but this approach has been applied to
introduce other new clinical or research
innovations. Research Ethics Consultation
involves open discussion and public
evaluation of an innovation before it is first
tried.

For example, we published our guidelines in
the New England Journal of Medicine three
months before performing the first living
liver donor operation. We wanted to invite
both public and professional comments
concerning our plans. Our aim was to
introduce a controversial, but innovarive,
surgical therapy in the most socially and
ethically responsible way, and in a way that
seemed most likely to decrease public attack
and criticism of the sort that has occurred
when other surgical innovations were
introduced.

Clinical medical ethics and the doctor-
patient relationship

Clinical ethics aims to re-establish the
alliance between patients and physicians
that traditional medical ethics may have
helped weaken by artificially driving a wedge
between the doctor and patient on the false
dichotomy of autonomy and paternalism and
by distorting the doctor-patient relationship
in considering it an adversarial relationship.
In the vast majority of clinical encounters,
the patient and physician are not adversaries
but are allies and the reason for this
remarkable level of agreement is that the
goals of the parient who seeks help and of
the physician who offers to help coincide.
The doctor-patient relationship, at the heart
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of medicine and at the heart of clinical
ethics, will survive for the following reasons:
i. medicine serves an unchanging human
need;
ii. medicine’s goals have not changed since
Hippocratic times; and
iii. physicians continue to be respected and
wanted by patients.
Plato's observations from 2500 years ago
provide another reason why the doctor-
patient relationship will survive. In a
remarkable passage in book [V of “The
Laws”, Plato describes two different kinds of
physician-patient relationships. In one type,
so-called slave medicine, the physician
“...never gives the patient an account of his
problems nor even asks for any. The
physician never gives the slave an account of
his problems nor even asks for any. The
physician gives an empiric treatment with
an air of knowledge in the brusk fashion of a
dictator, and then rushes off in haste to the
next ailing slave...”. Plato contrasted this
inadequate relationship with what he called
the physician-patient relationship for free
men and women in which “...the physician
treats the disease by going into things
thoroughly from the beginning in a scientific
way and thus takes the patient and the
family into confidence. In this way, the
physician learns from the patient. The
physician never gives prescriptions until he
has won the patient’s support, and when he
has done so, he aims to produce complete
restoration to health by persuading the
patient to comply” (17). The best clinical
medicine, Plato tells us, is practised when
physician and patient have concluded a fully
human relationship in which the technical
and scientific aspects of care are placed in
the context of the doctor-patient re-
lationship. Only in this human relationship
can the benefits of modern medicine be
provided in ways that patients want and in
ways the physician believes to be in the
patient’s best interest. The contribution of
clinical ethics will be to strengthen, nurture
and improve this vitally imporrant
relationship.

Conclusions

Scientific and technological developments
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in medicine and surgery have created
unprecedented ethical dilemmas for
physicians. The coming revolution in
molecular medicine will generate additional
ethical problems. In the last decade, clinical
ethics has emerged as a new and useful
component of medical practice by
emphasising that technical and ethical
concerns are inseparable in the practice of
medicine. Clinical ethics focuses on the
continuing centrality of the doctor-patient
relationship and on how partients and
physicians work within existing admi-
nistrative and political structures to reach
mutual agreement on clinical decisions that
affect the patient. Additionally, clinical
ethics offers a language of discourse that
broadens the medical model from one that is
narrowly technical to one that takes serious
account of the preferences and needs of
individual patients.

Clinical medical ethics can contribute to
patient care both in general ways and also
specifically in four ways: through improving
direct patient care services, through teaching
clinical ethics to students and physicians,
through research on ethical problems in
medical practice, and by helping to preserve
the doctor-patient relationship. Clinical
medical ethics, a new discipline, more
closely aligned with medicine than ethics,
can integrate valuable contributions of
philosophical and legal ethics to improve the
practise of clinical medicine and the care of
patients. Also, clinical medical ethics,
because it is firmly grounded in clinical and
scientific medicine, can respond to new
developments in biotechnology that will
surely continue to raise challenging ethical
dilemmas in the future.
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Abstract

This chapter contains reprinted works from Dr. Mark Siegler focusing on the
doctor-patient relationship and its connection with the field of clinical
medical ethics. The works analyze the ethical issues that are often associated
with the doctor-patient relationship and discuss how physicians should
navigate these concerns in order to ethically provide the best patient care
possible. Specific aspects of the doctor-patient relationship, such as
confidentiality, patient autonomy, and informed consent, are addressed in
relation to the field of clinical medical ethics. The works in this chapter are
reprinted with permission.
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PREWOUS speakers at this conference have indicated that the physician-
patient relationship is changing and remains in a state of flux. I think
that assertion is incontestible, perhaps with the proviso that the relation-
ship is changing for some patients and for some physicians, whereas others
maintain more traditional notions. Despite changes in the character of the
relationship, my remarks today will suggest that if moral certainty exists
in medicine (that is, if it is possible to determine which actions taken in a
medical context are moral and ethical, which are right and wrong), such
moral certainty will be discovered not by recourse to formal laws, moral
rules, or moral principles, but rather in the context of the particularities of
the physician-patient relationship itself.

A problem in this line of reasoning is obvious. If the moral rightness of
actions in medicine are to be discovered in the physician-patient relation-
ship, and if the relationship is in an unstable state in which a societal
consensus no longer exists regarding it, how is it possible to derive any
moral guidelines from such a shifting relationship? If my thesis is correct
that whatever degree of moral certainty exists in medicine is to be
discovered in the physician-patient relationship, it becomes necessary then
as a crucial preliminary step to develop a new and acceptable model of the
doctor-patient encounter. Hence, this paper has two goals. First, the thesis
will be presented and defended that if moral certainty is to be found in
medicine it is to be discovered in the particularities of the physician-
patient relationship, and, second, to develop a bilateral dynamic model of
the doctor-patient encounter that avoids the unilateral, static notions of

*Presented in a panel. The Autonomy of the Patient and **Consumerism,’” as part of the 1980
Annual Health Conference of the New York Academy of Medicine, The Patient and the Health Care
Professional: The Changing Patiern of Their Relations, held April 24 and 25, 1980.
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either a physician-dominated, paternalistic model or a patient-dominated,
consumerist-libertarian model of medicine.

SEARCHING FOR MORAL CERTAINTY IN MEDICINE

The thesis of this paper is that moral certainty in medicine is not an
entity to be discovered like a truth of nature, rather that it is defined and
created in the context of a physician-patient encounter which I refer to as a
physician-patient accommodation. A crucial preliminary step, then, is to
understand how patients and physicians currently behave and how they
describe and justify their interactions before formulating a theory for such
actions. Although society’s understanding of medicine is in a state of flux,
the central event in medicine has not changed. This unchanging event is
the clinical encounter between a person seeking help in the care of his
health and the health professional—usually, the physician—whose help is
sought. Although the relationship between the patient and doctor is and,
frankly, always has been molded and constrained by social, political, and
economic forces, there still remains enormous latitude in American medi-
cine of 1980 for individualization of the clinical encounter and for
negotiations between patient and doctor.

The approach I propose to understand moral behavior in medicine—an
examination of the accommodations reached by patients and physicians in
the medical encounter—must be contrasted with alternative and more
traditional attempts to determine medical morality by a formulation of
general moral considerations such as rules, principles, and laws. In the
latter instance, one begins with such general considerations as autonomy,
fidelity, and veracity, and then strives to determine whether the general
consideration arises in particular cases and, if it does, how the rule or
principle is to be applied to determine a proper course of action.

For example, rules concerning respect for autonomy, for truth-telling,
or for fidelity to patients consistently fail to provide physicians and
patients with a means of knowing what their actual duties are in particular
settings and circumstances. To illustrate this point, I would like to
examine briefly the concept of autonomy.

AUTONOMY

Autonomy is a form of personal liberty of action in which individuals
determine their own course of action in accordance with their own life
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plans.! The principle of respect for autonomy surely recognizes that
different autonomous individuals will wish to be treated in different ways
by health professionals. An adequate understanding of autonomy would
also include the possibility that individuals within a relationship might
voluntarily and autonomously choose to relinquish or to waive a degree of
independence to pursue other immediate interests. The critical question to
be faced by both patient and physician is how much independence is a
patient willing or eager to renounce autonomously by choosing to enter
into a therapeutic relationship with a health professional. Further, if the
principle of respect for autonomy applies to patients, presumably it applies
with equal force to physicians. How much personal liberty of action and
independence of judgment must a physician relinquish when he chooses to
enter the profession of medicine? What duties, obligations, and responsi-
bilities does the physician incur, voluntarily and autonomously, when he
chooses to become a physician?

The point I am making is that the invocation of the concept of
autonomy fails to provide sufficient practical guidance to morally consci-
entious physicians and patients to enable them to determine where on a
spectrum of paternalism/consumerism or dependence/independence their
professional relationship will and ought to stabilize. Invoking the principle
of autonomy does not resolve the dilemma facing clinicians and patients;
it merely highlights it; perhaps, at times, it even exacerbates it.

It should be noted that the principle of respect for autonomy may prove
an essential regulatory component of the final arrangement between physi-
cian and patient, an arrangement that balances the respective rights and
responsibilities of the two parties. But the practical clinical dilemma of
how individual physicians and patients ought to establish the details of
their relationship can only be understood by examining their interactions
in the particularities of the clinical encounter. A clinical example may be
useful to establish this point.

A TaLe ofF Two CITIES

A professional ballet dancer who suffers from moderately severe asthma
moved to Chicago from New York. Upon arriving in Chicago, she
became a patient of a famed specialist in asthma who is a superb clinical
scientist. Within six months, the Chicago physician appeared to have
managed and mastered her condition, or at least her wheezing. Despite
this, she was unhappy. She called on me for another opinion and reported
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that she was distressed because she missed having a physician—Ilike her
New York physician—who worked with her to achieve her personal goals.
She felt she now had no say in her own care. Her new doctor would not
listen to her concerns or ideas. Finally, the multiple and prolonged courses
of steroid drugs used to control her wheezing had caused increased muscle
weakness and fluid accumulation and, as a result, the quality of her
dancing had deteriorated. She didn’t live just to breathe, she said; she
breathed so she could dance.

I am certain that the New York doctor could have manipulated this
woman's medications in the same way that the Chicago doctor did to
relieve her wheezing entirely, but rather the New York physician had
chosen to work with the woman to achieve alternative and important life
goals which included an adequate but imperfect control of her asthma that
enabled her to function effectively as a dancer. Unfortunately, the Chicago
physician, although a thoroughly competent clinical scientist, could not
tolerate much patient participation in medical decisions, and, more impor-
tant, could not accept an alternative endpoint to that of a patient totally
free of wheezes. As a result, her disease was managed, but the meaning
of her life, as measured by happiness, contentment, and the ability to
function as a dancer, had deteriorated.

This clinical example introduces us to three autonomous individuals,
the patient and the two physicians. There is not the slightest suggestion
that any of the three involved was coerced or manipulated into the two
patient-physician encounters described. Each invested considerable emo-
tional energy in developing a physician-patient bond. It must be remem-
bered that the patient remained voluntarily in a clinical relationship with
the Chicago physician for at least six months.

My concern is that the principle of respecting autonomy does not appear
to resolve entirely the specification of the rights and responsibilities
incurred by both patient and physician in such medical settings. Presum-
ably, the Chicago physician believed that he acted responsibly in control-
ling the symptoms of the patient’s disease and that she exercised her rights
voluntarily and responsibly in returning for continued care and in taking
her prescribed medications. The patient agreed that the Chicago physician
exercised the responsibilities he believed he had assumed—to treat dis-
ease—when he became a physician. As described, the medical relation-
ship was a failure on both a technical and a moral plane, not because it in-
truded on the autonomy of either patient or doctor, but because it failed to
conform to the best standards of medicine.
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This example reinforces my notion that if moral certainty exists in
medicine, it must be explored and understood in the context of specific
physician-patient encounters and cannot be deduced a priori from the
application of general moral considerations and such principles as auton-
omy. This observation leads me to the second part of this paper, in which
I attempt to develop a dynamic, bilateral account of the physician-patient
encounter, which I refer to as the doctor-patient accommodation.

A PrROPOSAL FOR A NEw MODEL OF THE PHYSICIAN-PATIENT
ENCOUNTER

The traditional paternal model of medicine was premised on trust in the
physician’s technical competence and moral sensitivity and was character-
ized by patient dependency and physician control. This model is being
replaced gradually by one in which patients are increasingly involved in
decision-making concerning their own medical care. The rise of consum-
erism and the associated emergence of ‘‘rights’” language in medicine has
encouraged some individuals to view medicine as a ‘‘serving’’ profession
and to regard themselves not as patients but as ‘‘medical consumers.’” Such
“‘medical consumers’’ sometimes wish to invert the traditional model of
medicine and to make the physician a passive agent, a hired technician
who practices under the direction and control of his *‘client.”” However,
despite these changes which affect some patients and some physicians,
many patients and physicians continue to interact in a fairly traditional,
paternalistic physician-patient relationship.

Both the old physician-dominated paternalism and the new patient-
dominated consumerism are unilateral models in which one or the other
party in the relationship is seen as dominant. By contrast, the physician-
patient accommodation model I propose is a bilateral one in which the
moral and technical arrangements of a medical encounter are determined
mutually, voluntarily, and autonomously by both patient and physician.

In The Methods of Ethics, published in 1874, Henry Sidgwick consid-
ered how the moral obligations of individuals were modified when a social
promise to the community (e.g., the promise of medicine) was in a state

of incomplete redefinition. Sidgwick noted:
...The promise ought to be interpreted in the sense in which its terms are
understood by the community; and, no doubt, if their usage is quite uniform and
unambiguous, this role of interpretation is sufficiently obvious and simple. ...

... It seems clear that when the process [of redefinition of a community promise]
is complete, we are right in adopting the new understanding as far as good faith
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is concerned. . ..But when, as is ordinarily the case, the process is incomplete,
since a portion of the community understands the engagement in the original
strict sense, the obligation becomes difficult to determine, and the judgment of
conscientious persons respecting it becomes divergent and perplexed.?

In this period of consumerism and *‘rights consciousness,’” we appear to
be in a phase of incomplete redefinition of a social promise, the promise
of the medical profession. Possibly we have reached the stage described
by Sidgwick, in which judgments of conscientious persons have become
divergent and perplexed and in which a societal consensus no longer
exists.

Moral dilemmas (and practical dilemmas, too) arise more frequently in
periods of social uncertainty and change. The old paternalistic model of
medicine held way for millenia; it was widely embraced and rarely
questioned. The proper ends and limits of medicine were broadly accept-
ed, and the determination of these ends usually was assumed to be the
province of the medical practitioner. Of course, the practitioner and the
patient frequently shared a common understanding in these matters. But
now that a new model of medicine is evolving, one characterized by
changing expectations and uncertain understandings between patient and
physician, old moral quandaries again rise to the surface and some. new
ones seem to spring full-grown from the sea.

The central moral and practical dilemma facing concerned patients and
conscientious physicians at this time is to balance the rights of patients
and the responsibilities of physicians—and the rights of physicians and the
responsibilities of patients—at a time when societal values and expecta-
tions are changing. This is the critical challenge facing medicine in the
coming decades. This paper will suggest an approach by which the
tenuous equilibrium between the rights and responsibilities of patients and
physicians might be re-established on a more stable foundation. This
approach will involve returning to the central event in medicine—and one
which I believe remains the only possible locus of moral certainty in
medicine—the physician-patient encounter.

THE PHYSICIAN-PATIENT ACCOMMODATION

The physician-patient accommodation, as I shall describe it, is both a
process and an outcome. This process involves a degree of testing by both
parties to decide whether this patient and this physician wish to work
together. The process is one of communication and negotiation—some-
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times short and to the point, sometimes extended—as to what rights and
responsibilities each participant wishes to retain and which will be relin-
quished in the context of their medical relationship.

The accommodation process depends on all of the particularities of the
medical encounter. The nature of the patient involved—his personality,
character, attitude, and values—and the factors which led him to seek a
medical encounter with this particular physician are central components of
the process. Similarly, the personality, character, attitude, values, and
technical skills of the physician affect the accommodation. Further, the
quality of the interaction between patient and physician—the chemistry of
the interaction—modify the process. Of course, the nature of the medical
problem, including its type, acuteness, gravity, and its potential for
remediation, will be a major determinant of whether a physician-patient
accommodation is achieved. For example, the entire process will be
modified profoundly and telescoped if the patient is acutely or critically ill
and alternative medical resources are unavailable. Finally, other consider-
ations which may affect the achievement of a physician-patient accommo-
dation include the clinical setting, e.g., a hospital, doctor’s office, or the
patient’s home; the organization of the medical service, Health Mainte-
nance Organization, or fee-for-service; and also, occasionally, the claims
of relevant third party interests such as those of family, insurers, or the
state.

If the process of negotiation referred to as the physician-patient accom-
modation is concluded successfully, the result will be an outcome also
called a physician-patient accommodation. In this outcome a joint decision
is reached on whether this patient wishes to place his care in the hands of
this physician subject to mutually agreed upon rights and responsibilities,
and in which the physician also agrees to care for this particular patient.
There are as many results and styles of outcome for the accommodation as
there are configurations of the variables that enter into the process of
negotiating the accommodation.

The physician-patient accommodation is not a permanent, stable, and
unchanging relationship between a physician and a patient; it is a dyamic
model and is always in flux. In one sense, the accommodation as an
outcome exists only as a concept; it is always in the process either of
developing or of dissolving. Patients and physicians must achieve accom-
modations repeatedly, even regarding the same basic conditions for which
the original accommodation was concluded. For example, a patient’s
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agreement to be cared for by a cardiologist for anginal chest pain would
not commit the patient to agree with the cardiologist’s recommendation to
undergo coronary angiography or to accept a subsequent recommendation
for cardiac surgery.

Some physician-patient accommodations are stronger than others. The
resilience of an accommodation is determined largely by the extent of trust
and confidence exchanged between patient and physician. However, the
stability of an accommodation is constantly threatened by new circum-
stances because changes in the patient, the physician, or the disease all
may result in a reassessment of the accommodation and perhaps a failure
to reach an accommodation on the same or a new issue. If an accommoda-
tion is not achieved on an important matter (a situation roughly analogous
to a prime minister who loses a vote of confidence), patient or physician
legitimately could decide to dissolve their professional relationship, again
with the proviso that the patient’s emergency health care needs are
attended to.

In contrast to previous descriptions of the physician-patient relationship
which tend to regard it as an established, static arrangement between
doctor and patient,™* the physician-patient accommodation provides a
more dynamic and more realistic model of the medical encounter. Per-
haps physician-patent relationships as such rarely exist; rather, what we
regard as a relationship may really be repeatedly negotiated physician-
patient accommodations. More likely, a physician-patient relationship
represents a specific and increasingly uncommon variant of the accommo-
dation. It is one characterized by mature and enduring exchanges of trust
between patient and physician that establish an almost insunderable bond.
A decline in personal medical care and a rise in high technology and in in-
stitutional, specialized medical care probably has accelerated the decline
of the traditional relationship model and has contributed to the emergence
of the accomodation model.

FURTHER REFLECTIONS ON THE PHYSICIAN-PATIENT ACCOMMODATION

Either the patient or the physician may decide not to conclude an
accommodation. We could surely imagine reasons for patients not wishing
to enter or continue an accommodation with a particular physician. For
example, if the physician had a poor bedside manner, seemed incompe-
tent, had the wrong diplomas on the wall or none at all, maintained a
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shabby office, charged excessive fees, had too long a queue, didn’t have
the proper hospital privileges, or had a personality or value system which
clashed repeatedly with the patient’s, the patient might choose to go
elsewhere. The patient has a choice, at least in our current medical
system.

Although the physician may be less free to choose than the patient
(e.g., legally a physician-patient relationship may exist from the time of a
physician’s first encounter with a patient), the accommodation model
encourages or even obligates the physician to make a conscious decision
to assume the care of the person who asks for medical assistance. A
physician’s decision to care for a patient is based on two determinations:
his ability to help the patient, which remains a central concern in clinical
medicine, and his own concept of professional standards and norms of
behavior for physicians.

Therefore, a physician may be obligated not to enter a physician-patient
accommodation if he believes that he is unable to help the patient or if he
believes that even if he could help the patient, he could do so only by sac-
rificing his own conscientious standards of what it means to be a good and
responsible physician and human being. Some reasons why a physician
might believe himself unable to help a particular patient could include a
lack of technical skills to respond to a particular problem, personality
conflicts with the patient serious enough to impair the healing relationship,
a profound incompatability of goals being pursued by patient and physi-
cian, or a determination that the patient was unwilling to assume responsi-
bilities to work jointly with the physician in the care or maintenance of the
patient’s health. A physician might also refuse to enter an accommodation
because of a belief that his involvement would violate his personal sense
of responsible conduct. This might occur when the physician considers an
action to be illegal or immoral or when he believes that a patient’s
problem is not legitimately a medical matter and could be handled more
appropriately in another institutional setting.

Some of these positions may appear controversial, particularly the
notion that a physician may be obligated not to enter a physician-patient
accommodation if doing so would violate the physician’s conscientious
sense of professional and personal responsibility. One could justify the
rights of both parties to refuse to enter an accommodation on the follow-
ing grounds:

1) If medicine is aimed at achieving desirable ends for patients, it is to
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both parties’ advantage that they exhibit prudence and discretion in not
entering into accommodations doomed to failure. The healing relationship
is bilateral and depends on trust and confidence as much as on pills and
surgery to achieve its goals.

2) The model of medicine implied by an emphasis on the need for
patient and physician to achieve an accommodation is one of mutuality,
voluntariness, and respect for autonomy. The freedom of both patient and
physician to enter an accommodation is the core of morally acceptable
medical practice.

3) The alternative, in which neither patient nor physician were free to
determine these arrangements, would result in an inferior, mechanical
form of medicine, such as that described by Plato (in The Laws) as being
practiced by slave physicians on slave patients.®

CONCLUSION

This paper has attempted to locate the moral center of medicine in the
particularities of encounters between patients and physicians. In times of
social change, these encounters must develop within the context of unclear
social expectations and indistinct senses of obligation. It seems neces-
sary, under these conditions, to articulate a new and more widely accept-
able model of the physician-patient encounter. This new arrangement,
referred to as the physician-patient accommodation, is based upon mutual-
ity, voluntariness, and respect for autonomy.

The physician-patient encounter is the site of human agency, the point
at which individuals possessed of special needs and personal perspectives
and values interact. The physician-patient accommodation model describes
both the process of achieving a voluntary and mutually acknowledged
arrangement, and the outcome itself, which will reflect the particular
configuration of moral, medical, and personal factors which shaped the
accommodation. The accommodation model focuses upon the process by
which, for example, this physician and this patient under these circum-
stances negotiate this relationship committed towards these ends. By such
painstaking attention to the site, conditions, and factors of human agency
and medical practice, the accommodation model permits us to offer a
model of medical practice which describes the processes and outcomes of
physician-patient encounters and to place the locus of moral certainty in
the very processes and outcomes that constitute each new arrangement.
One is gradually led to the conclusion that the principles upon which the
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physician-patient accommodation is based may themselves be the central
determinants of morally acceptable medical practice.

As a model of medical practice which describes the processes and
outcomes of physician-patient encounters, the accommodation model of-
fers unique conceptual, methodological, and clinically pragmatic insights.

By providing a powerful conceptual schema, the accommodation mode
may allow us to understand better the nature and extent of the deteriora-
tion of social consensus concerning the proper limits, means, and ends of
medicine. Attention to the outcome of physician-patient accommodations
is likely to provide information from a plenitude of cases from which an
“‘understanding of the community’’ may be derived. From the facts of a
number of cases (the accommodated outcomes of which can be expected
to reflect personal, medical, and moral positions) we may more readily
discern the social and professional ‘‘rules of the game’’ as they exist in
practice. At least, the general outline of procedural principles appropriate
to this period of uncertainty may be made visible.

Conceptually, the accommodation model permits analysis of a critical
dimension of medicine without the biases found in either the paternal or
consumer/libertarian models. These other models simply do not help to
predict the true sources of conflict and to prescribe remedies that can be
applied broadly. Viewing the physician-patient encounter as an authoritar-
ian intervention, adversarial conflict, or exercise in consumer choice
obscures the fact that the actual character and form of medical relation-
ships depends upon a variety of factors and varies widely for different
patients and physicians.

As a methodological guide, the accommodation model encourages us to
examine the influence and interaction of such diverse factors as clinical
setting, the nature of the medical problem, possible third party interests,
and, most important, the attitudes and values of physician and patient.
And because each accommodation must take place within a social context
characterized by uncertainty, and because the uncertainty concerns such
issues as autonomy, responsibility, and obligation, attention to physician-
patient accommodations is attention to precisely those areas of controversy
which manifest themselves in practice.

Most important, the accommodation model exhibits useful features that
lend themselves to the development of more humane and effective clinical
practice. The model allows for maximum flexibility of decision-making
for both physician and patient, while searching for that equilibrium point
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at which voluntary and mutual actions can be agreed upon. The patient
retains the ability to claim or to relinquish various degrees of autonomy
and the opportunity to inform the physician of relevant personal factors
that might influence medical decisions. The discretion of physicans for
entering an accommodation is limited naturally by direct patient needs;
nevertheless, the physician remains an autonomous party to the accommo-
dation. The accommodation model permits a physician better to under-
stand a patient’s expectations of him, and a patient more adequately to
understand the exact nature of the commitments and expectations the
physician is willing to exchange. In this way, use of the accommodation
model in clinical practice encourages an ongoing, bilateral analysis of the
technical, personal, and interpersonal dimensions of each case. It encour-
ages attention to the elements of accommodation, thus acting to humanize
and personalize the physician-patient encounter. Relationships based on
mutually understood values and ends are those most likely to result in an
exchange of trust, and trust remains an essential component of the healing
relationship.

The case of the ballet dancer illustrates the conceptual, methodological,
and practical usefulness of the accommodation model. Conceptually, the
model enables us to analyze this case as one in which physician and
patient were unable to agree upon mutual goals and interests. Methodolog-
ically, the model identifies the nature of the medical problem, the values
of patient and physician, and the interaction of patient and physician as
influential factors in a process which resulted in an incomplete and
imperfect accommodation of goals.

In this case, attention to the principle of accommodation might have
resulted in agreement upon a technical-medical endpoint which would
have satisfied the physician’s sense of ‘‘good medical practice’ and the
dancer’s sense of adequate control of her condition. As it was, the dancer
felt forced to choose between complete control of her asthma and retention
of her skills as a dancer. And the physician could not tolerate a treatment
failure narrowly construed, i.e., the persistance of wheezes which he
could abolish with sufficiently potent medication.

Eventually, of course, this medical relationship dissolved. Perhaps, had
physician and patient explored and negotiated together the nature of the
expectations and obligations each was willing to exchange by entering a
relationship, this conflict might have been avoided. If it became apparent
that their conflict of purposes and interests was intractable, not resolvable
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even by good faith negotiations, each would have been obligated neither
to accept the arrangement nor conclude an accommodation. In any event,
attention to the principle of accommodation would have encouraged mutu-
al understanding of the positions of physician and patient and prevented
the needless frustration, anxiety, and confusion which characterized this
case.

The physician-patient accommodation model is a useful descriptive and
theoretical device. Further, an analysis of the constituents of successful,
failed, and unconcluded accommodations enables us to gather information
about what medical practice is, a necessary preparation for discussions of
what medical practice should be.

The ingredients essential for a physician-patient accommodation—mu-
tuality, voluntariness, respect for autonomy, and communication and ne-
gotiation between physician and patient—are surely preconditions for the
practice of morally acceptable medicine. These principles of accommoda-
tion are also essential for the effective practice of the art of medicine.
Thus, the circle comes full course; we find that the same principles which
allow us to describe technically satisfactory physician-patient encounters
are precisely those necessary for the formation of morally acceptable
medical relationships.

Recognition of this fact is not a recent development. In a remarkable
passage in Book IV of The Laws, Plato describes two different kinds of
physician-patient relationships. In one type, in which slave-physicians
treat slave-patients, the physician **...never gives him any account of his
complaints, nor asks him for any; he gives him some empiric injunction
with an air of finished knowledge in the brusque fashion of a dictator, and
then is off in hot haste to the next ailing slave....”

In the physician-patient relationship befitting free men, the citizen-
physician

.. .treats their disease by going into things thoroughly from the beginning in a
scientific way and takes the patient and his family into confidence. Thus he
learns something from the sufferers....He does not give prescriptions until he
has won the patient’s support, and when he has done so, he steadily aims at
producing complete restoration to health by persuading the sufferer into com-
pliance. . .

The best clinical medicine, Plato tells us, is practiced when physician
and patient have concluded a fully human relationship in which technical
aspects of care are placed in the context of an appreciation for the most
widely construed interests of each. It is in this regard that the principles
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and activity of the physician-patient accommodation establish a bond of
trust between two individuals who together challenge the mutability that is
the only certainty in medicine. And it is to the particularities of the
physician-patient encounter that we, as healers, must turn as we seek the
center of good, and therefore morally acceptable, medical practice.
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MARK SIEGLER AND ANN DUDLEY GOLDBLATT

CLINICAL INTUITION:
A PROCEDURE FOR BALANCING THE RIGHTS OF
PATIENTS AND THE RESPONSIBILITIES OF PHYSICIANS

I. INTRODUCTION

The assumption underlying the subtitle of this paper is that medicine in
the 1970’ has become an adversarial practice, requiring a procedure for
adjudicating between the rights of patients and the responsibilities of phy-
sicians, It is ironic that the relationship between doctor and patient — tradi-
tionally a vital element in the healing process — should deteriorate at precisely
the time when medicine has become more effective. Although the doctor-
patient relationship appears to be evolving in a libertarian direction, em-
phasizing individual autonomy, self-determination, and rights, an ambivalence
remains; witness the unclarity of attitude of the courts and legislatures.
Precisely because this uncertainty exists, it is not surprising that at times the
practice of medicine seems to juxtapose the interests of patients and those of
physicians. This essay will consider these questions by examining two very
different issues in modern medicine:

(1) the rights of patients and the responsibilities of physicians in situations
in which acutely, critically ill patients who have easily treatable diseases refuse
life-saving therapy, and

(2) the rights of patients and the responsibilities of physicians in situations
in which ambulatory patients with self-defined senses of dis-ease or illness
demand specific services from physicians.

We will attempt to show by reference to these limiting cases that the
libertarian model has serious weaknesses and limitations. An attempt will be
made to articulate a decision-making process which we refer to as ‘clinical
intuition’, which takes account of both patients’ rights and physicians’
responsibilities. We will strive to justify our conclusion with reference to
legal and philosophical principles. First, we will consider the situation of the
patient refusing treatment; we will subsequently examine problems posed by
the demanding patient.

The central concern of this essay — balancing the general rights of patients
to self-determination with the responsibility of physicians, occasionally, to
override patient decisions — has been examined frequently in recent years.
One aspect of this examination has been a consideration of the change in the

5

S. F. Spicker, J. M. Healey, and H. T. Engelhardt (eds.), The Law—Medicine Relation: A
Philosophical Exploration, 5-31.
Copyright © 1981 by D. Reidel Publishing Company.






6 MARK SIEGLER AND ANN DUDLEY GOLDBLATT

doctor-patient relationship [DPR], a change from a paternalistic model to
one that emphasizes the patient’s autonomy and right of self-determination.
The contributions of humanists and social scientists have been instrumental
in the reassessment of the DPR. Their commentaries have structured the
issues and, in general, have resolved them in accord with libertarian principles
of self-determination.

Unfortunately, practicing physicians have contributed little to the analysis
of this issue, although it has a direct effect on the practice of medicine and
the care of patients.! This essay will analyze the issue of patients’ rights and
physicians’ responsibilities from the perspective of professionals actively
involved in clinical situations, rather than by conjuring hypothetical circum-
stances. It is not that the judgment of medical professionals is always correct
merely because they are professionals or because they possess technical exper-
tise. However, their viewpoint merits careful consideration in the resolution
of these complex issues.

The role of the professional is unique. The professional’s relationship to a
client or patient is premised on specific technical training and on competency.
This specialized knowledge and proficiency is used to assist patients in curing
or ameliorating their illness and disease, and to assist them in overcoming the
fear, pain and suffering that are often associated with ill health. Once sought
out by the client, a professional (in this case, a medical doctor) becomes
involved in the client’s concerns. He is never a mere observer. He cannot
rely on the counterfeit courage of the non-combatant. The physician is
accountable to the patient if he fails to perform his task adequately because
of lack of skill, because of negligence, or because he fails to act in the client’s
behalf. This special quality of the professional enterprise was described
eloquently by the Roman General Lucius Aemilius Paulus in 168 B.C.

Commanders should be counselled, chiefly, by persons of known talent; by those who
have made the art of war their particular study, and whose knowledge is derived from
experience; from those who are present at the scene of action, who see the country,
who see the enemy; who see the advantages that occasions offer, and who, like people
embarked in the same ship, are sharers of the danger. If, therefore, any one thinks
himself qualified to give advice respecting the war which I am to conduct, which may
prove advantageous to the public, let him not refuse his assistance to the state, but let
him come with me into Macedonia. He shall be furnished with a ship, a horse, a tent;
even his travelling charges shall be defrayed. But if he thinks this too much trouble, and
prefers the repose of a city life to the toils of war, let him not on land assume the office
of a pilot. The city, in itself, furnishes abundance of topics for conversation ([13],
pp. 326-327).

Although we do not endorse Paulus’s concept that only professionals are
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capable of criticizing their professional enterprise, we do endorse the principle
that professionals should contribute to the analysis and criticism of their own
endeavors. This essay offers and defends a position on proper actions of
physicians towards acutely, critically ill patients. It is intended to complement
those commentaries on this issue proffered by non-physicians.

II. THE CHANGING DOCTOR-PATIENT RELATIONSHIP [DPR]

The DPR has changed dramatically within the last sixty years. The traditional
paternal model, premised on trust in the physician and characterized by the
patient’s dependency and the physician’s control, has been replaced by a
more bilateral relationship where patients are increasingly involved in decision-
making which concerns their own care. In a companion essay in this volume,
Professor John Ladd discusses this change and concludes that the earlier
medical model has crumbled: “The ultimate authority in medical matters has
shifted away from the physician. ... The patient or administrator can now
tell the doctor what he needs and what he must do . ... [12].

Professor Alan Donagan has arrived at a similar conclusion. He suggests
that the expressed legal and moral requirements of the informed consent
doctrine represent a formal recognition of today’s changes in the DRP. He
notes that there has been a gradual but unmistakable change from a ‘physician
decides’ to a ‘physician proposes, patient decides’ model of medicine ([3],
p. 313; [19]). This dramatic change in the DRP has three major causes: the
successes of scientific medicine, the increase in medical research, and the
public perception of health care as a ‘right’.

Paradoxically, the successes of medicine have contributed to a decreased
trust in physicians and a decline in the paternalistic approach to health care.
The continuity of the relationship between a patient and his personal physi-
cian has been interrupted by an increased use of medical specialists and by
institutional and team care.

Increased medical research has led to distrust of medical practitioners as the
public has come to see physicians as applied biologists rather than as healers.
Frank mistrust of physician-scientists has been augmented by documentation
of various abuses in research involving human subjects. Finally, broad social
changes, including a general decline in trust in public institutions and experts
and the rise of the consumer movement, has encouraged the recent claim that
medical care is a ‘right’. This assertion has led to another: that the physician
is a mere provider of a product or service — medical care — and that this
product can be purchased and consumed at the will of the consumer. All
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these changes have occurred in a political environment that emphasizes
individual rights and liberties. There is no doubt, then, that our society’s
understanding of medicine is unclear and the paternalistic approach to the
patient is under attack.

III. SIDGWICK AND THE PUBLIC UNDERSTANDING OF
INSTITUTIONAL AND SOCIETAL PROMISES

Moral dilemmas arise in any period of social uncertainty and change. The old
paternalistic model of the DPR was widely embraced and rarely questioned.
The proper end and limits of medicine were accepted, and the determination
of these ends was assumed to be the province of the medical practitioner.
Now a new model of medicine is evolving; many new questions are being
asked. Eventually, the public and the medical profession will accept and
articulate a new vision of the end and limits of medicine. Until this new
definition of medicine emerges, however, concepts about the proper ends
of medicine will differ. The public and the profession will be unsure which
model of medicine — the paternal or the libertarian — is prevailing.

In the Methods of E'thics, published in 1874, Henry Sidgwick discussed
institutional and societal promises [17]. His discussion was particularly
perceptive and remains helpful in considering the problems presently faced
by physicians and patients. Sidgwick noted that social promises must change
when values and expectations change. But until such a change in societal
values is recognized and institutionalized, different people will have conflicting
understandings of the expressed and implicit promises on which certain public
activities (in the present context the practice of medicine) are based. Sidgwick
stated:

We have now to observe that in the cases of promises made to the community, as a
condition of obtaining some office or emolument, a certain unalterable form of words
has to be used if a promise is to be made at all . . . . It may be said, indeed, that the
promise ought to be interpreted in the sense in which its terms are understood by the
community; and, no doubt, if their usage is quite uniform and unambiguous, this role
of interpretation is sufficiently obvious and simple .. ..

The question then arises, how far this process of gradual ... relaxation ... can
modify the moral obligation of the promise for a thoroughly conscientious person. It
seems clear that when the process is complete, we are right in adopting the new under-
standing as far as good faith is concerned ... although it is always desirable in such
cases that the form of the promise should be changed to correspond with the changed
substance. But when, as is ordinarily the case, the process is incomplete, since a portion
of the community understands the engagement in the original strict sense, the obligation
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becomes difficult to determine, and the judgment of conscientious persons respecting it
becomes divergent and perplexed ([17], pp. 308—310, emphasis added).

In this period of increased ‘rights consciousness’ and reduced medical author-
ity, we appear to be in a phase of incomplete redefinition of a social promise,
the promise of the medical profession. Sidgwick provides a method to analyze
the community’s perception of the DPR. He maintains that ‘“‘the promise
ought to be interpreted in the sense in which its terms are understood by the
community”. To use this method, we must inquire how the medical relation-
ship is understood by the public and the profession. Our answer is that we
have indeed reached the stage described by Sidgwick as one in which judg-
ments of conscientious persons have become divergent and perplexed, and in
which there is no societal consensus.

IV. ACUTE CRITICAL ILLNESS: A LIMITING CASE

What is the judgment of conscientious persons on the question of how one
reconciles the rights of patients and the responsibilities of physicians within
a gradually evolving model of medicine? Are there limits to a patient’s rights
within the medical relationship? Conversely, and starkly stated, should a
physician ever override the expressed wishes of a patient who has not been
found legally incompetent?

We are concerned that the movement towards patients’ rights and the
libertarian model of medicine has gone too far. The proper end of medicine
may require a shared obligation between patient and physician. The recent
tendency to move toward a patient-dominated model of medicine, led by
medical ethicists and philosophers, and more recently by lawyers, is probably
unworkable. We suspect that the implications of this movement are unaccept-
able to many patients. There is little doubt that in the case of medicine when
“a portion of the community understands the engagement in the original strict
sense, the obligation becomes difficult to determine, and the judgements of
conscientious persons regarding it become divergent and perplexed”.

We think there are medical situations in which the judgment of technically
competent physicians ought to dominate regardless of the patient’s state-
ments. It must be acknowledged that situations in which it is legitimate,
perhaps even mandatory, to ignore the refusal of consent to treatment by a
patient who has not previously been found legally incompetent are excep-
tional. But if these exceptional cases are shown to warrant a limited exercise
of medical paternalism, it may be possible to isolate the details of such cases
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and to develop guidelines for an adjudication of conflicts between the patient
and the physician. For conceptual clarity we prefer to examine cases in which
third party interests — the family, the community, the state — are not used
to justify overriding the wishes of an individual. We wish to examine the
narrower issue of whether a physician is ever justified in usurping the will
of a patient in the patient’s own interest. The two limiting cases we propose
to examine are (1) the right of an acutely, critically ill patient to refuse
simple, life-saving treatment, and (2) the right of a patient to demand specific
services from physicians. We will return to the issue of the demanding patient
in a later section of this essay. We turn now to the question of whether an
acutely, critically ill, but treatable, patient has an absolute right to refuse
treatment.

For our purposes, we define ‘acute, critical, treatable illness’ as an unanti-
cipated, immediately life-threatening condition which begins acutely and
is caused by factors beyond the patient’s control. The conditions we are
considering are those for which treatment is relatively easy, standardized
and conventional. Further, if treatment were withheld then the prognosis
would be very poor in terms of high mortality, and severe long-term disability
would result if spontaneous recovery occurred. Prognosis with treatment,
however, is excellent in terms of both survival and survival without long-term
disability. Indeed, we will assume that with adequate treatment these patients
can be restored to the level of health and functioning they enjoyed prior to
the onset of the acute critical illness.

Several of the terms in this definition require additional clarification.
‘Acute critical illness’ must be contrasted with ‘chronic illness’. ‘Unanticipated
illness’ distinguishes these conditions from expected and predictable life-
threatening crises that inevitably occur in the course of chronic diseases or
terminal illness. Thus, we are not thinking of an episode of acute respiratory
failure that may occur once or several times during the progression of an
underlying illness such as chronic obstructive or restrictive pulmonary disease.

The term ‘immediately life-threatening condition’ describes a disease
process in which events unfold in minutes or hours rather than in days or
weeks. ‘Cause beyond an individual’s control’ is used to exclude patients who
directly try to end their own lives or to injure themselves. Infectious illnesses,
traumatic injuries and myocardial infarctions are considered diseases ‘beyond
an individual’s control’, even if certain life choices may in a statistical sense
predispose some individuals to these diseases.

The notion of treatment which is ‘relatively easy, standardized and conven-
tional’ is meant to imply short-term, ‘one shot’ therapy such as an operation
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or a short course of medication. This must be distinguished from high risk,
experimental treatment, or long-term painful treatment such as cancer
chemotherapy. The concept of ‘prognosis’ is of course based on probabilities,
but in this context is used to refer to the outcome of diseases for which the
data is relatively unambiguous, such as pneumococcal meningitis, acute re-
spiratory failure, or exsanguinating hemorrhage, diseases in which immediate
treatment has a very great probability of preventing death and disability.

Our model cases are not examples of terminal illness, chronic disease,
suicidal patients, or even patients who assert a so-called ‘right to die’. We wish
to examine the responsibility of physicians to acutely, critically ill patients
who somehow come to the attention of a physician, either by presenting
voluntarily or by being admitted to hospital, and who then refuse life-saving
treatment. Consider the following cases:

Case 1. The patient presents at an emergency room with high fever, headache
and stiff neck. Consent is given for a spinal fluid examination to rule out
meningitis. The lumbar puncture confirms non-epidemic bacterial (pneu-
mococcal) meningitis. Pneumococcal meningitis can be treated by adminis-
tering a course of antibiotics. This treatment usually will provide a total
cure, If untreated, this form of meningitis is fatal in approximately 75% of
its instances. Those who survive without treatment usually have severe,
permanent, physical and mental impairment. The patient refuses treatment
upon learning of the confirmed diagnosis.

Case 2. The patient has completed initial treatment for second and third
degree burns extending over 50% of the patient’s body. Therapy has entered
a stage of debridement which is extremely painful, although the pain is
partially palliated by analgesic and sedative medication and occasionally by
anesthesia during debridement procedures. If the therapy is completed, the
patient will regain nearly normal function. If treatment is terminated prior to
its completion, a fatal bacteremia will probably result. The patient refuses to
continue treatment.

Case 3. A patient is brought unconscious to a hospital emergency room.
Initial examination reveals serious injuries including a punctured lung, a
ruptured spleen and a probable concussion. While the patient is unconscious,
plans are made to proceed with emergency abdominal surgery. The patient
regains consciousness, refuses to consent to surgery, and demands to leave the
hospital. The patient offers no specific reason for this decision.
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Case 4. A patient presents to an emergency room with severe crushing chest
pain. An electrocardiogram reveals an acute myocardial infarction and greater
than 20 multifocal, premature ventricular contractions per minute. The
patient refuses to be admitted to hospital but requests analgesic medicine
for use as an outpatient.

Case 5. A consenting, hospitalized patient is started on cancer chemotherapy
with high dose methotrexate. Twelve hours later the patient refuses to accept
oral leucovoran ‘rescue’ which is necessary to prevent severe and probably
fatal bone marrow depression. The patient gives no reason for the refusal.

V. CLINICAL INTUITION

It is tempting to search for simple rules or principles which will enable one to
resolve all cases of critically ill patients who refuse to consent to life-saving
treatment. Several years ago, one of us (M.S.) published a case in which an
acutely, critically ill patient’s choices were respected and he died of his illness
[18]. In that paper the physician adopted a basically libertarian stance and
imposed a stringent burden on those who would wish to disregard a competent
patient’s refusal. The major issue was whether the patient understood the
consequences of his refusal or whether his critical illness so impaired his
thought processes that the soundness of his mentation was in question.
Because of the difficulty of distinguishing competent, rational, and authentic
decisions from incompetent, irrational and inauthentic judgments, there was
a temptation to choose an existential position in which any decision was
acceptable.

Eric Cassell, M.D., has explored the same problem and has argued the
contrary position in an essay entitled ‘““The Function of Medicine” [1]. He
argued that most acutely, critically ill patients should be presumed to be
devoid of autonomy. He relied on Gerald Dworkin’s definition of autonomy
as ‘authenticity plus independence’ [4]. Cassell suggested that the function
of medicine was to restore autonomy by treating the patient, even if this
meant disregarding the patient’s competent, ‘rational’ refusal.

Cassell’s justification for overriding a patient’s wishes, on the grounds that
illness renders individuals inauthentic, seemed excessively broad. It raised the
possibility that acute, critical illness might provide grounds for a paternalistic
intervention. One might consider that all critically ill patients lacked the
knowledge and emotional capacity to make decisions about life and death.
They would thus be like children for whom paternalistic intrusions might be
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permissible. One could consider acutely, critically ill patients to be ignorant
of the potential dangers involved in refusing the therapy (i.e., the probability
of imminent death) and therefore temporarily restrain them, just as one
might restrain a blind individual who wished to cross a bridge and did not
realize the bridge had been washed away.

A colleague of ours, Martin Cook, pointed out that both we and Dr. Cassell
were trying to stay off the slippery slope of determining what was a com-
petent, rational, and authentic decision, although we did so with different
results. Cassell argued that each patient should be presumed to be deprived
of autonomy simply by virtue of his illness. We argued that almost any choice
should be acceptable. All of us were looking for a conceptually neat solution.
H. L. Mencken once remarked: “For every complex problem there is a
solution that is simple, neat and wrong”. We now believe that some patients
with acute illness are, and some are not, able to make authentic choices; it is
necessary, then, to formulate criteria for assessing individual judgments.

Unable to discover a single principle or a number of general rules to delimit
coercive medical intervention, we have developed an approach we call ‘clinical
intuition’. Clinical intuition is based on a determination and a balancing of
those clinical indications which should be considered by a physician when
faced with an acutely, critically ill patient who declines life-saving treatment,
We have constructed a list of prima facie considerations which should be
used, and have attempted to rank them in order of importance.? Although
this list is not exhaustive, the factors noted should always be taken into
account by conscientious physicians before deciding whether to usurp the
expressed will of critically ill patients who have not been found to be legally
incompetent.

(1) The most important consideration is the patient’s ability to choose:
to understand the nature of his problem, to be able to express the medical
alternatives and to understand the prognosis with and without treatment. If
this ability is absent, as it is in unconscious or profoundly irrational patients,
the physician’s legal and moral duty to treat and to preserve life prevails. Even
if the acutely, critically ill patient is able to express a choice and articulate the
consequences of his choice, the physician should attempt to determine two
additional things: first, whether the patient retains sufficient intellect and
rationality to make this irreversible choice, and second, whether his choice
reflects a ‘true will’ or is merely a reaction to the pain, fear, and uncertainty
of his critical condition.

(2) Inaddition to assessing the rationality of the patient’s particular choice,
the physician should also ask another question: is this choice authentic? Is
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it consistent with the ‘kind of person’ this patient is? Is the choice consistent
with the patient’s enduring values, with his previous choices, with the convic-
tions he has previously asserted and defended?

Authenticity may be established in several ways. It may be established by
antecedent actions. The writing of a living will, the pre-existing appointment
of an agent/surrogate, membership in a religious group which has a particular
stance with respect to certain kinds of therapy, all support authenticity of
particular choices which otherwise might be incomprehensible. The arguments
of the Jehovah’s Witness who refuses potentially life-saving blood transfusions
are not only convincing because the courts have upheld them as expressing a
free exercise of religion, but also because these convictions have been held
and defended by individual Witnesses over a period of time; they have been
temporally authenticated.

Authenticity, however, does not necessarily require antecedent statements
or action. All people, even acutely, critically ill persons, have the right to
change their minds. Thus, the quality and character of the refusal is also
relevant. This is a kind of psychodynamic demonstration. It is achieved most
easily when a long-standing DPR exists, but it can be accomplished when
the patient is being seen for the first time. It depends upon the physician’s
understanding and acceptance that the patient is committed irrevocably to his
determination not to be treated.

There is always a temptation to regard any choice which is not imme-
diately comprehensible to physicians as an irrational or incompetent choice.
Authentic choices are usually, but not always, understandable to others.
Choosing death rather than intractable pain or financial ruin are comprehen-
sible choices. An observer might not make the same choice, but he could
perceive the factors that had been considered relevant and that had been
weighed by the agent before reaching a decision. When authentic choices
are based on private, secret, personal factors not easily comprehended by an
observer (for example, a private religious belief against antibiotics), it is more
difficult for the patient, particularly the acutely, critically ill patient being
seen for the first time, to demonstrate the authenticity of his refusal.

It is true that the determination both of rationality and of authenticity
is made by the physician. Many critics of medicine would prefer that the
patient’s condition — i.e., his rationality or competence or authenticity —
rather than the physician’s judgment of his condition, actually control whether
the physician overrides a patient’s wishes. This notion is unworkable. Ration-
ality, competence and authenticity are not absolute standards such as ‘Middle
C.” Rather, they are states of mental responses that must be construed. While
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one would hope for a rule of action that would eliminate subjectivity and
avoid wrong decisions, we have seen why conceptually neat alternatives —
either libertarianism or an all encompassing medical paternalism — are even
more unacceptable.

(3) A third factor is the nature of the disease. Our discussion involves
acute, critical illness in the hospital setting. Patients with chronic disease or
even acutely, critically ill patients who present to a physician’s office can
more easily reject treatment. But in cases of acute, critical illness, one impor-
tant fact is its prognosis if untreated and the probability of improvement if
treatment is administered. Where diagnostic uncertainty is minimal, a simple
treatment is curative, and the probability of death without treatment is high,
the physician will be more likely to disregard the hospitalized patient’s refusal.
Examples would include conditions such as life-threatening but treatable,
infectious illnesses (Case 1), severe hemorrhage after an injury (Case 3), or
acute myocardial infarction with a life-threatening arrhythmia (Case 4).

Our decision in the three cases noted is based upon the acute, critical
illness of the patient and the extremely favorable prognosis of those illnesses
if treated quickly and appropriately. In contrast, if these illnesses were left
untreated, the patient would almost certainly die or become permanently
disabled. Our decision is also based on the uncertainty of the patient’s ration-
ality. The patient’s choices appear inauthentic; no sound reasons are advanced
for them. They are incomprehensible to the neutral observer. The physical
pain present in each of these circumstances raises additional questions about
the patient’s true wishes. The probability of metabolic brain derangement
from either the infectious meningitis or the impaired cardiac output associated
with shock and cardiac arrhythmias would further encourage us to intervene
even when these patients had not been declared legally incompetent. In these
three cases, and in cases similar to them, we would tend to override the
patient’s expressed wishes.

(4) Several clinical variables can modify this determination, even in cases
of acute, critical illness. If the patient has an underlying terminal disease or
a severely disabling chronic condition, this should weigh in favor of respecting
his refusal of treatment for the acute, critical condition. The same is true if an
acute condition would result in permanent physical or mental disability even
if treated promptly. To the contrary, if there is considerable uncertainty
concerning diagnosis and prognosis, this may weigh in favor of disregarding
a patient’s refusal. However, if such an undiagnosed disease is unresponsive
to therapy, and if the probability for successful intervention decreases, the
balance can shift again.
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(5) Another consideration is the patient’s age. Unquestionably, age
influences clinical decisions involving the patient’s refusals. The older the
patient, the more likely his choice will be accepted.

These are considerations physicians should weigh whenever an acutely,
critically ill patient refuses treatment. No formula or simple rule will resolve
all clinical dilemmas, but physicians who use clinical intuition to help deter-
mine their actual decisions in individual cases have a potentially coherent
procedure which can be applied, explained and subjected to public scrutiny.

VI. FURTHER THOUGHTS ON CLINICAL INTUITION

Alvan Feinstein, M.D., published his book Clinical Judgment in 1967 [5].
He urged clinicians to utilize the methods of scientific reasoning to improve
their ability to make therapeutic decisions, one type of clinical decision. In
contrast to therapeutic decisions, Feinstein noted that there was another type
of clinical decision which he called ‘environmental’ and which he believed was
not susceptible to scientific analysis. Feinstein writes:

... the multiple human personal attributes considered in the environmental decisions
are often too complex to be catalogued, analyzed, and rationally dissected by any
conventional contemporary logic. The clinician’s approach to evaluating the patient
exclusively as a person is still an artful aspect of care that depends on human perception
and understanding. These components of clinical care are properties of heart and spirit,
of instinct and psyche, and cannot be easily identified, assessed, or quantified by ordinary
methods of reasoning.

He continues:

... the personal environmental management of a patient is a challenge to the clinician’s
judgment as a humanistic healer. The treatment of the patient is a challenge to the
clinican’s judgment as an experimental scientist. It is this latter aspect of clinical judg-
ment — the performance and appraisal of therapeutic decisions — with which these
essays are primarily concerned ([5], pp. 28—30).

Feinstein concludes that environmental decisions, unlike therapeutic
decisions, are not easily resolvable by the application of the traditional
methods of experimental science. Earlier in this essay, we concluded that
certain environmental decisions, such as how to manage the acutely, critically
ill patient who refuses life-saving treatment, are not easily resolvable by the
application of rigid ethical principles or moral rules. Some guidelines are
desirable, however, particularly when environmental decisions must be made.

Guidelines for decision-making are necessary for several reasons. The
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clinician must decide. He is forced to act (even inaction is an act); he must
‘sin bravely’. In emergency situations there is limited time to gather infor-
mation about the patient’s values; the physician often must apply ethical
principles to a particular clinical case without knowing his patient’s true
wishes. Guidelines would be desirable and helpful. If the guidelines for such
decision-making were articulated, this would allow educators to teach these
principles to medical students and physicians-in-training. This would also
encourage intra-professional examination and criticism of the guidelines.
Enunciated, published guidelines for action, as opposed to unspoken, personal
clinical maxims, would permit public scrutiny of such guidelines. If some
were unacceptable they could be restructured through intra-professional
decisions or legislation. The point here is that it is useful to have articulated
action-guiding principles which are subject to criticism.

Clinical intuition is a preliminary excursion into this domain. Clinical
intuition includes both conventional scientific clinical judgment and the in-
formed, moral intuition of physician-clinicians. These guidelines for decision-
making in acute, critical illness are premised upon the traditional professional
ethic of medicine. At the same time, they are, as they must be, sensitive to
the changing moral understanding of patients and society. The principles of
clinical intuition presented here are not absolute; it is certainly appropriate
to criticize, refine, modify or abandon them if they prove inadequate or
unworkable.

The process of clinical intuition is analogous to that proposed by W. D.
Ross ([16], pp. 16—29) and consists of two components. First, it may be
possible for physicians to elaborate a series of technical-moral guidelines
which can serve as conditional considerations similar to Ross’s prima facie
duties. Such a conditional duty would always be a straightforward actual
duty except that in certain circumstances there are other moral considera-
tions which must also be weighed. The enumeration of a list of conditional
duties for physicians — that is, principles of action which would always be
binding in the absence of countervailing duties — is not an arbitrary exercise.
It is based upon personal moral values, and upon those special moral guide-
lines which pertain to the profession of medicine. Homiletic injunctions
such as: ‘help and do no harm’, or ‘preserve life’, or ‘do unto others as you
would have others do unto you’, are all traditional moral guidelines for
physicians. These general maxims probably include Ross’s more clearly stated
prima facie duties of fidelity, reparation, gratitude, justice, beneficence,
non-maleficence and self-improvement. It is entirely appropriate, indeed it is
essential, that society and its institutions, particularly legislatures and courts,
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be involved in the construction of this list of conditional considerations and
in the attempt to rank and give weight to such considerations. This, then, is
the first step in the process of clinical intuition.

The second stage, again analogous to Ross’s,is to try to determine what our
actual duty is in situations when conflicts exist among prima facie duties. In
this process we are balancing the various prima facie duties in order to decide
what specific action is appropriate, i.e., offers the greatest balance of positive
considerations over negative ones. In this paper we have examined appropriate
responses to acutely, critically ill patients who refuse therapy. Such cases
seem to involve several conditional considerations which include (1) fidelity
— what is the promise of the medical profession to critically ill individuals?,
(2) beneficence; and (3) non-maleficence. But even if we agree that non-
maleficence is the highest good, we are still left with the dilemma of whether
to usurp the acutely ill patient’s conscious wishes (in the context of being
uncertain as to his competency) or to let him die. Which is the greater evil?

It is in situations like this, after a rational ordering of all conditional
considerations, that physicians must exercise clinical intuition to decide what
their actual duty is. We do not claim that physicians can” rely solely upon
intuition to know with certainty what their actual duties are. Rather, we
argue that the physician must utilize clinical intuition, an inductive form
of reasoning, to appreciate what clinical action is suitable to the situation.
Clinical intuition is fallible, but it is preferable to any existing system for
making such determinations. It can be criticized and corrected. In this sense,
itis similar to Rawls’s concept of reflective equilibrium, a “mutual adjustment
of principles and considered judgments . . . " ([15], p. 20).

We are sensitive to many of the criticisms of intuitionism, but we cannot
find a better word to describe the process we are proposing. We are by no
means suggesting that anyone can do what he pleases. Precisely by means of
articulating our principles, we believe that we will allow for the correction
of the problem. Society will have knowledge of the prima facie factors
physicians use to reach their decisions and will be free to accept or reject
these standards. Morally responsible physicians will have a rational process
to employ in making these decisions. In the final decision, the moment of
clinical truth, the physician must choose which of several competing duties is
his actual duty. In doing so, he must employ clinical intuition.

VII. THE JUSTIFICATION OF CLINICAL INTUITION

We recognize that our proposal contradicts the conventional wisdom of those
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who champion ‘patient rights’ and argue that the physician should honor
every decision of a patient who has not been found legally incompetent.
Nonetheless, we believe that the application of clinical intuition is justified
even in those cases where it results in disobeying a critically, acutely ill
patient’s stated wish not to be treated. In such cases, it is our view that over-
ruling the patient’s refusal may accord most closely with the requirements of
the profession of medicine, the demands of the law, and the expectations of
patients and their families.

When acutely, critically ill patients expressly refuse to consent to treat-
ment, physicians are faced with an emergency situation. Particularly in the
current era of the ‘malpractice phenomenon’ ([14], p. xv), physicians are ill
at ease with simply letting patients die, especially those patients who are
not terminally ill. In addition to contradicting their professional training and
code, this practice makes physicians vulnerable to the criticisms of families
and the threat of civil and criminal liability .3

Notwithstanding the celebration of unlimited patient autonomy by some
commentators on the medical scene, it is usually difficult to convince those
more directly involved that the curable did not want to be cured, that the
decision to refuse treatment, made in the midst of extreme pain, fear and
anxiety, was authentic. Physicians who acquiesce in these decisions, or who
request that acutely, critically ill patients sign papers releasing the physician
and hospital from liability for nontreatment, know quite well that this
provides inadequate protection from the anger of families, the disbelief of
juries and the dictates of their consciences.

Even if the physician could be certain he was insulated from legal liability,
he could not be certain of the authenticity of the patient’s decision. When a
physician is faced with a patient in acute pain, who perhaps seeks death as
the only escape from an overwhelming fear of death, and when there is not
enough time to get a legal declaration of incompetence, the physician — who
knows that treatment will almost certainly permit the patient to survive the
emergency — will often decide to overrule the patient’s refusal. We believe
this describes the practice of many physicians in this situation.

Modifications in the doctor-patient relationship have exacerbated the
physician’s dilemma. Until recently, decisions concerning treatment took
place within a continuing, long-standing relationship. Physician and patient
were often friends and neighbors. Relations between them were based on a
mutually understood medical context. Today, however, an acutely, critically
ill patient is often a stranger. The physician is forced to concentrate on the
choice, because he has no existing frame of reference concerning the chooser.
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The decision becomes not whether this choice of a particular patient is authen-
tic, but whether a refusal itself can ever be considered an authentic decision.

Given these conditions of uncertainty and ignorance as to individual com-
mitments and life-plans, the physician must decide whether a patient’s refusal
is ‘authentic’. The physician must somehow determine that it is the patient
who is deciding authentically, and not because of his treatable pain, anxiety,
fear and confusion.

We want to emphasize that we do not rely on the common defense of
medical paternalism based on the notion of role and responsibility. This
defense argues that the role of the physician as defined by societal expecta-
tions generates specific obligations, such as the duty to preserve life in all
circumstances, obligations that may not be applicable to other professionals.
This argument seems unpersuasive when values and role responsibilities are in
flux. It quickly becomes circular. The medical role is precisely what is in
question. It is not helpful to argue that a particular notion of role legitimates
a coercive intervention, for to do so begs the central question.

Faced with this situation, the physician must use the most general and
commonly accepted rules of human behavior. Overruling the express refusal
of an acutely, critically ill patient can be justified on the principle that all
living things, and particularly all rational human beings, always seek to
preserve their being ([9], I, 12). The physician who overrules a critically ill
patient’s stated refusal acts consistently with this principle of the will to
survive. Even if a patient’s refusal appears rational, this ‘decision’ is uncertain
because it contradicts the ‘natural law’ of self-preservation. In view of this
uncertainty, permitting the physician to overrule refusals made by acutely,
critically ill patients with treatable illnesses constitutes a decision favoring
the lesser of two potential evils. If pain and fear have led to an inauthentic
refusal, the patient whose refusal is honored dies. But if a patient is treated
successfully against his (authentic) will, he has at least the ability to exert
legal retribution. He has regained freedom of action.

When a physician overrules the stated refusal of an acutely, critically ill
patient, he does so analogically; the patient becomes similar to an uncon-
scious patient, a patient from whom consent to life-saving treatment is
inferred in emergency situations.* An assumption of implied consent in these
and similar situations is based on the reigning public consensus that the prima
Jfacie ‘best interests’ of patients needing medical care are served by providing
that care.’

This principle has been advanced, endorsed and elaborated in many states
by the enactment of Good Samaritan legislation. Good Samaritan statutes
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permit physicians to treat critically ill or injured patients outside the hospital
setting without fear of liability based on the absence of consent ([14], pp.
vx—xvi). Consent is implied from the semi-conscious as well as the uncon-
scious emergency °‘patient’ outside the hospital setting. Good Samaritan
statutes will not meet the need they are designed to fulfill if they exclude
those accident victims who, in acute pain but apparently rational, repeatedly
state ‘don’t touch me’ to the physicians who come to their aid.

We believe that the acutely, critically ill patient who refuses necessary, life-
saving treatment more closely resembles the trauma victim and the profoundly
irrational patient than a patient asked to consent to elective medical proce-
dures. As we mentioned earlier, the implicit understandings of the doctor-
patient relation are in a state of flux. Particularly now, when these ‘social
promises’ of medicine are understood differently by different people, when a
portion of the community remains committed to the traditional, paternal
medical model, it is irresponsible for the physician always to assume that a
patient means exactly what he says. A physician cannot know which mode
of the patient-physician relationship this patient endorses.

This is why we advocate a public statement of the rules and application of
clinical intuition. The prior acceptance of clinical intuition cannot completely
protect a patient from unanticipated reactions to severe pain, fear and con-
fusion; nor can it insulate the physician from subsequent criticism of his
decision by a surviving patient or a deceased patient’s immediate family. It
does, however, provide better protection than the uncertain, idiosyncratic
practice of the present. An announced and applied clinical intuition is far
preferable to the current situation where no standards govern these decisions
concerning refusals of treatment.

The position we are advocating is quite similar to the one proposed by
Professor Hans Jonas. In a discussion of “The moral restraints on my freedom
to decide against treatment for myself ..., Professor Jonas finds these
restrictions essentially identical to those that ethically restrict our right to
suicide. Jonas remarks:

This, admittedly, is interference with a subject’s most private freedom, but only a mo-
mentary one and in the longer perspective an act in behalf of that very freedom. For
it will merely restore the status quo of a free agent with the opportunity for second
thoughts, in which he can revise what may have been the decision of a moment’s despair
— or can persist in it. Persistence will in the end succeed anyhow. The time-bound
intervention treats the time-bound act like an accident from which to be saved, even
against himself, can be presumed as the victim’s own more enduring, if temporarily
eclipsed, wish (sometimes betrayed by the very fact of imperfect secrecy that made the
intervention possible) ([10], p. 32).
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It is evident that we do not support the principle of unfettered individual
rights as a proper primary moral principle grounding the medical relation. Our
defense of clinical intuition is based on a balancing of patient authenticity
and physician responsibility — a subtle balancing which is not biased in
advance in favor of the medical professional. We agree with the enthusiastic
advocates of total autonomy that patients whose continuing existence depends
on long-term medical treatment have both the capacity and the repose to
make these decisions authentically. Patients who require renal dialysis or ex-
tensive and painful therapy, such as the severely burned patient (see Case 2),
ought not to be coerced into accepting these treatments.

We hope that those who most avidly advocate patient autonomy would
agree with us that a patient ought not to use a physician or medical treatment
itself as a means to suicide. We believe it is clear that a patient ought not to
cause his own death by withdrawing consent in the middle of certain inter-
connected medical or surgical treatments. For example, a patient who has
consented to methotrexate chemotherapy ought not to be allowed to refuse
the leucovoran rescue drug essential to neutralize the otherwise fatal toxicity
of methotrexate (see Case 5). This particular concept has obvious ‘slippery
slope’ implications and should be limited to those interconnected treatments
that a physician would not begin but for the prior assurance that consent will
not be withdrawn. The leucovoran problem is resolved by this minimal limit
on patient autonomy — the more intricate considerations of clinical intuition
are not required. But if it is appropriate for physicians to contradict a decision
to refuse leucovoran rescue, then patient autonomy is never absolute. And if
the leucovoran example reveals something unique about the medical relation,
as we believe it does, it would be unfortunate if we failed to explore its
implications.

Admittedly, our exploration of the best mode of the medical relation is
colored by an increasing mistrust of the medical profession and the biomedical
and natural sciences. Any theory that limits the decision-making rights of
individuals is unpopular. An increasingly militant opposition to all forms
of medical paternalism has resulted in legal decisions that have limited the
authority of physicians to impose life-saving treatment on patients who
expressly refuse such treatments. These decisions have been embraced by a
few commentators ([20], pp. 116—163) as somehow establishing a general
rule that physicians must obey any decision made by a patient, even a refusal
of life-saving medical treatment. We believe these commentators have misread
the legal precedents. It is our opinion that these decisions are correctly under-
stood as specific exceptions to a general and abiding presumption in favor of
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life-saving treatment. Like all legal decisions, they must be interpreted on the
basis of their specific facts. Thus interpreted, these decisions demonstrate
some limitations on a patient’s right to refuse life-saving treatments. A
patient’s refusals of life-saving treatments have been authorized in the follow-
ing situations: (1) when the treatment indicated can at best prolong the life
of a terminally ill ® or comatose patient,” (2) when the treatment contravenes
a recognised belief,® and (3) when the treatment destroys physical integrity,
e.g., an amputation.’

The most frequently discussed precedent allowing a terminally ill patient
to refuse life-prolonging treatment involved a proxy refusal made on behalf
of an incompetent patient. Superintendent of Belchertown State School v
Saikewicz involved the question of whether potentially life-prolonging treat-
ment can be withheld without the judicially reviewed consent of an incom-
petent patient’s legal guardian.!® Saikewicz concluded that the presumption
in favor of preserving life may be qualified when the question is one of
prolonging the life of the terminally ill. When the illness is terminal and the
patient is incompetent, a subjective ‘substitute judgment’ of what the patient,
if he could make a competent choice would choose for his incompetent self
is permitted.!! '

Saikewicz stated that a terminally ill incompetent patient can ‘refuse’ treat-
ment to the same extent as a terminally ill competent patient.!? Saikewicz
says nothing about the ability of any patient legally to refuse life-saving
treatments. The decision makes a clear distinction between a palliative and
life-saving treatment:

There is a substantial distinction in the State’s insistence that human life be saved where
the affliction is curable as opposed to the State’s interest where, as here, the issue is not
whether, but when, for how long, and at what cost to the individual that life may be
briefly extended.13

And indeed, Massachusetts courts have three times prohibited the parents
of a three-year old leukemia patient from refusing to submit their child to
chemotherapy, a treatment that now holds out a significant chance not just
of remission but of cure ([6], p. 269).

There are a number of legal decisions upholding the right of members of
Jehovah’s Witnesses to refuse blood transfusions. Few have involved actual
refusals of life-saving treatments.!* These decisions are distinctive because
they are based on the preferred position of the First Amendment’s guarantee
of freedom of religion. But even this constitutional right is limited. The
reliance placed on these cases by those who would use them as evidence of a
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general rule ignores their particular limitations and specific circumstances.
These limitations include the patient’s age and the existence of dependent
spouse or children.'® Circumstances that support the patient’s decision
include public knowledge that Witnesses believe infusions of blood and blood
products result in eternal damnation.

Additional difficulties are raised by the Jehovah’s Witness precedents. In
some cases, the legal decision was made after the patient was successfully
transfused, after the patient successfully recovered without needing the
transfusion, or when the decision was rendered moot by the patient’s so-
called ‘willingness to be coerced’.’® This last is particularly troublesome; for
if a patient has a right to refuse treatment, what right does the physician have
to attempt to coerce that patient into foregoing that right? Moreover, those
commentators who use the Jehovah’s Witness precedents as the basis of a
general right to refuse treatment attempt to extend the constitutional rights
afforded religious freedom to every patient refusal, including those based on
unarticulated personal beliefs.!” For all these reasons, the physician faced
with a patient who refuses life-saving treatment on grounds other than reli-
gious conviction receives no aid from the Jehovah’s Witness precedents.

A third group of legal precedents permitting patients to refuse treatment
is limited to unconsented destructions of physical integrity. These decisions
involve the refusals of elderly patients to consent to the amputation of alimb.
The need for amputation in such patients is caused either by an underlying
disease or by a chronic, incurable and ultimately terminal disease.!® Nonethe-
less, the degree of physical mutilation as well as the permanency of amputation
do appear to provide some basis for a general rule allowing patient refusals to
this kind of life-prolonging medical treatment.

Judicial precedents upholding the right of patients to refuse certain medical
treatments in specific situations neither demonstrate nor provide a basis
for inferring a general right to refuse life-saving medical treatment. While
emphasizing that it is inappropriate to imply any general rule from these
precedents, the very existence of these precedents reveals an underlying
presumption in favor of overruling refusals of life-saving treatment. If the law
favored patient autonomy in these instances, there would be no need for
litigation to create specific exceptions.

The specific exceptions created by these precedents coincide with many of
the considerations we propose as elements of clinical intuition, considerations
such as authenticity, rationality, consistency and medical prognosis. The legal
precedents are more restrictive than our principle of clinical intuition, because
they impose additional conditions limiting patient refusals. These additional
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restrictions, such as patient responsibility for dependent spouse and children,
are community considerations. Such third party interests may not be appro-
priate elements of a patient-physician relationship. Third party rights aside,
our proposal of clinical intuition coincides with the traditional legal concep-
tion of the doctor-patient relationship as well as with developing trends in
the law.

VIII. THE DEMANDING PATIENT

Throughout this paper we have been concentrating on the acutely, critically
ill patient who refuses life-saving treatment. We have noted that the problem
of the patient who refuses treatment has been exacerbated by changes in the
DPR. Our proposal of clinical intuition is offered as a mediation between the
traditional paternal model and an evolving libertarian model of the DPR. It is
intended also to protect both physician and patient during a time of uncertain
understanding and changing expectations. But even if our proposal were to be
endorsed enthusiastically, we would not have resolved our concern with the
potential consequences of a libertarian medical model.

We believe that discussions of a libertarian model have failed to consider
one of its most significant consequences. It encourages the demanding medical
consumer, the patient who demands medical treatment based on a personal
determination of his needs and desires. Clinical medicine has always encour-
aged patients to present with a self-defined sense of dis-ease. But the patient
who presents with symptoms and also demands specific treatment based on
self-prognosis poses a different problem. Such patients view clinical medicine
as one of the ‘serving professions’ and themselves as medical consumers. When
this conception of the roles of medical practitioners and medical consumers
is joined with the extreme importance most citizens place on health and
medical care, treatment-of-choice becomes not only a product which can be
consumed at will, but a right to which one is entitled on demand.

Perhaps this ‘diagnosis’ is too dismal, but the ‘prognosis’ is based on events
of the last twenty years, beginning with a coincidence concerning patients’
rights too pointed to ignore. Expanded legal requirements for informed
consent to medical treatment were introduced in 1960;'® it was also the
first year in which the contraceptive pill was offered as a non-experimental,
pharmacologic agent. Oral contraceptive medication was the first prescription
drug that was (and is) in effect, a self-prescribed ‘treatment’. Patients —i.e.,
‘medical consumers’ desiring elective medication — demanded that physicians
prescribe the contraceptive pill. Other popularly self-prescribed medications
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soon followed: tricyclic antidepressants, mood elevators and minor tranquil-
izers. Here patient demands were based at least in part on a belief that these
medications were appropriate for self-diagnosed ‘conditions’ — not precisely
diseases but rather perceived disadvantageous health states. Need was based
on a belief that one was not feeling one’s best and that medication would
cure this malaise. Medication was requested and received for non-specific
anxiety, for lethargy, for nervousness, for insecurity caused by a poor self-
image. Medications and surgical procedures came to be seen as appropriate
solutions or treatments for problems previously considered individual or
social concerns, but in any case not biological abnormalities or specific
diseases: problems such as alcoholism, hyper or hypo-activity, excessive
appetite, a nose too large, hips too wide, hair too sparse.

Just when patients began to protect themselves from what they feared
medicine and technology could do o them, they became entranced with what
modern medicine could do for them. And what medicine can do for them,
they have discovered, is not limited to medication and cosmetic surgery. By
the early 1970’s we were hearing of intestinal bypasses for marginal obesity,
an invasive procedure that contradicts normal risk-benefit analysis for elective
surgery. This procedure requires a substantial allocation of medical resources
for a self-perceived need, and views a surgical treatment not as a curative
procedure but as a mechanism for transformation of the self.

Physicians acknowledge the practice of surgeon-shopping for this and
similar surgical procedures. Some surgeon will perform cardiac bypass surgery
at the request of a patient with essential chest pain; or a cholecystectomy for
a patient with functional abdominal pain, even when these self-styled patients
are poor risks for elective surgery. Some doctors have praised the utility of
CAT Scanning to reduce anxiety in patients with non-specific headaches. Here
the CAT Scan provides the service of reassurance, a function traditionally
performed by the physician as doctor, as teacher. Can CAT Scanning sub-
stitute for the physician? If the patient fears, for example, a ‘brain tumor’,
the headache will most likely return. While the doctor can assure the patient
why a tumor is unlikely, the CAT Scan can only show that no tumor has been
detected — at least not yet. Because the physician has transferred the service
of reassurance to the scanner, and because a machine is not, as is the physician,
an experienced prognosticator, repeat scans are necessary for reassurance. Are
the patient’s medical needs adequately served by repeated scannings? Is this
kind of service a legitimate medical practice, or is it a technological gimmick,
a new and more marvelous version of the X-Ray machine in use thirty years
ago that demonstrated how well children’s shoes fit?
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Most physicians are troubled by patients who demand treatment for self-
defined conditions. Nonetheless, when treatment is available and the patient
believes his sense of un-ease is ‘curable’ by means of physician-mediated
treatment or medication, a physician willing to provide the demanded service
usually can be found.

We believe the demanding patient presents a serious danger to clinical
medicine. A patient who refuses treatment questions the relevance and
importance of the physician’s professional responsibility. He may even usurp
the professional ethic that traditionally obligates the physician to maintain
and to restore health, and to preserve life. But the demanding patient denies
that the physician’s responsibilities and expertise have any relevance except
insofar as this coincides with the patient’s desires. The demanding patient
inverts the traditional model and makes the physician a passive agent. The
patient proposes; the physician provides. The physician becomes a technician,
practicing under the direction and control of his ‘client’. We are not arguing
that a person ought to have an enforceable legal claim to the medical pro-
cedures of his choice. Unless a patient presents with a life-threatening emer-
gency, a physician may refuse to provide any service. But an evolving liber-
tarian model is reinforcing a public understanding that demanded treatments
can be obtained from some physician, at least so long as payment is assured.

Over 70% of all hospital costs are paid by Blue Cross, Medicare and Medi-
caid. Blue Cross negotiates with hospitals to determine what costs are to
be reimbursed. Medicaid and Medicare limit coverage by administrative
regulation. In some areas of care, such as length of hospitalization, need for
hospitalization for particular services, and determinations of what medical
services are necessary, the practice of medicine is already a regulated industry.
This solution, and particularly the rapid rate of its expansion, is unsatisfactory
to many patients and physicians. While limited financial resources and the
spectre of bureaucratic control may be satisfactory practical reasons for
opposing the trend towards patient-controlled clinical medicine, they are
not sufficient philosophical reasons. If it is only money and the end of the
exalted selfimage of the physician that argue against patient control, those
who favor the traditional medical model are already defeated.

One of the difficulties in making a theoretical argument against patient
controlled medicine is that these arguments almost always seem “élitist’. The
knowledge and training necessary to become competent in both the science
and practice of medicine require extensive specialized education. The physi-
cian faced with a patientconsumer who demands a certain medication has
neither the time nor the pedagogical ability to make the patient his equal in






28 MARK SIEGLER AND ANN DUDLEY GOLDBATT

knowledge concerning the specific drug and its biological potentialities. In
some cases, the physician’s hesitancy in prescribing medication may be based
on an unarticulated clinical judgment. Moreover, the demanding patient often
comes to the physician with a pre-existing distrust; he is more convinced
by his perception of what the medication has done for his friends than the
statistical risks, probable effects and possibly biased predictions of usefulness
the physician offers.

IX. CONCLUSION

The charge of élitism may be inescapable; it is simply true that the physician
is more capable than the patient of determining a specific diagnosis and
prognosis, and of designing the most beneficial course of treatment. This
is not to say that patients are uneducable or should be kept ignorant. The
mistrust of physicians which is one of the causes of the demanding patient
is in turn a result of the patient’s relative lack of information about the
science and practice of medicine. More than twenty years ago C. P. Snow said
that the two cultures of the modern world were separated by the science of
physics. A good argument can be made today that physics has been replaced
by the biological sciences, particularly molecular biology and human genetics.
Basic biological and medical knowledge could reduce the mistrust the public
feels toward the physician, his motives and his intentions. It would also
correct inappropriate, often misconceived understandings of what the wonders
of modern medicine and medical technology can and should provide. Increased
general biomedical knowledge could become the basis of an individual under-
standing and acceptance of responsibility for health maintenance and disease
prevention. This would make the physician and patient partners as to goals
and more nearly partners in health care procedures and curative medicine.
Education would eliminate the too common belief that the ‘magic bullets’
of modern clinical medicine can replace or cure the medical effects of self-
inflicted abuse. Patient education could also permit (and even require) the
physician to start explaining why patients should do what they should do —
not just telling them what they must do. Physicians are often disliked as well
as mistrusted for their authoritarian approach, but so long as explanations
must be exhaustive — and even then often only marginally understood —
the brusque, authoritarian physician is an excusable if not sympathetic
stereotype.

If the choice between the authoritarian and libertarian models of clinical
medicine assumes an uneducated patient, we would propose the authoritarian
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model. But if this assumption is not necessary, it is possible that no such
choice need be made. Clinical intuition, including most particularly the
component of publicity and a before-the-fact awareness of its use, is an
important step towards patient education. Another important step that need
not await more comprehensive biomedical education rests within the power
of the medical profession. The medical profession needs to attend to its own
house: to encourage physicians not to perform unnecessary surgery; not to
order or acquiesce in unnecessary diagnostic procedures; not to prescribe
excessive medication. The medical profession should attempt to persuade
both its members and those it serves that the ends of medicine do not include
the ability to cure the human condition or to insure the physical and mental
health and social and psychological well-being of any individual [11].

If patients had a more comprehensive biomedical background and physi-
cians and patients had mutually known and consistent goals, there would be
much less need for procedures such as clinical intuition. At present severe
pain, fear of death and especially fear of a lingering and costly death can
cause the acutely, critically ill patient to refuse to consent to treatment.
Education and partnership would eliminate much of this fear and that aspect
of pain that is caused by ignorance and anxiety. At present, we believe clinical
intuition is the best approach to the problem of the acutely, critically ill but
not profoundly irrational patient who refuses medical treatment.

University of Chicago
Chicago, Illinois

NOTES

1 A notable exception to this is the work of Charles Culver, M.D., a psychiatrist at the
Dartmouth Medical School, and Professor Bernard Gert of the Dartmouth Department
of Philosophy. They have written  extensively on the subject of the responsibility of
physicians to patients who require but refuse psychiatric hospitalization. They have also
specifically considered issues of physician paternalism and the justification of such
paternalism ([7], [8]). Their work is represented in this volume by their paper, ‘The
Morality of Involuntary Hospitalization’.

2 We have adapted a method that is parallel in many respect to the process described by
W. D. Ross in his essay “What Makes Right Acts Right?’ ([16], pp. 16—29). Our method
is described in greater detail later in this paper (see Section VI, Further Thoughts on
Clinical Intuition). It is important to recognize that we are not merely applying Ross’s
principles to a medical situation. Rather, we are using his philosophical insights to
develop a clinical method we refer to as clinical intuition.

3 Application of President and Directors of Georgetown College, 331 F. 2d 1000 (D. C.
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Cir., 1964); rehearing en banc denied, 331 F. 2d 1010 (1964); Jones v. United States,
308 F, 2d 307 (D. C. Cir., 1962).

4 In re Osborne, 294 A.2d 371 374—5 (D. C. Cir., 1972) “Where the patient is comatose
or suffering impairment of capacity for choice, it may be better to give weight to the
known instinct for survival which can in a critical situation alter previously held con-
victions. In such cases it cannot be determined with certainty that a deliberate and
intelligent choice has been made”.

S Petition of Nemser, 273 N. Y. S. 2d 624, 629 (Sup. Ct., N. Y. Cty., 1966).

S Superintendent of Belchertown State School v. Saikewicz, 370 N. E. 2d 417 (Mass.,
1977).

7 Matter of Quinlan, 355 A. 2d 647 (N.J., 1976).

8 See Note 5. See also Winters v. Miller, 446 F. 2d 65 (2d Cir., 1971).

® Matter of Quackenbush, 383 A. 2d 785 (N.J. Super. Ct., Probate Div., 1978) (amputa-
tion of both legs); see Petition of Nemser, Note 5.

10 See Note 6.

11 See Note 6 at p. 430.

12 See Note 6 at p. 428.

13 See Note 6 at p. 426.

14 gee Note 4.

15 J. F. Kennedy Hosp. v. Heston, 279 A 2d 670 (N. J. 1971); See also Application of
President and Directors of Georgetown College, Note 3,

18 In re Estate of Brooks, 205 N. E. 2d 435 (Illinois 1965); In re Osborne, 294 A 2d
372 (D. C. Cir., 1972); United States v. George, 239 F., Supp. 752 (D. Conn. 1965).

17 See Collins v. Davis, 254 N, Y. S. 2d 666 (Sup Ct., N. Y. Cty., 1964).

18 See Note 9. See also Lane v. Candura, No. M78—417, Mass, C. A., Middlesex Cty,
May 22, 1978.

19 Natanson v. Kline, 350 P. 2d 1093 (Kansas 1960).
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6.2

The Doctor-Patient Encounter
and Its Relationship to

Theories of Health and Disease

Mark Siegler

I. INTRODUCTION

A rclationship may exist between clinical medicine and theories of health
and discase; if so, this relationship will likely prove 1o be complex and
multidimensional. It must be discovered and analyzed. The practice of clinical
medicine probable influences what counts as health and discase, and siimul-
tancously theories of health and disease probably modify the nature and limits
of clinical medicine. Theoretical constructs of various modcls of healih and
discase are tested ultimately in the realitics of medical practice. Tt might be
uscful 1o explore the nature of clinical medicine in an effort 1o derive furither
insight into various models of health and discase.

The nature of clinical medicine is not an entity to be discovered like a truth
of nature; rather it is defined and created in the context of a negotiated
accommodation between a doctor and a patient. There is no single “nature of
clinical medicine,” but many such natures. What counts as a problem of
clinical medicine is mutually decided in a doctor-patient accommodation
which may lead 10 a deeper, longer lasting, doctor-patient relationship.
Without such a doctor-patient accommodation problems do not exist in
clinical medicine, even though there may exist health problems, or discases,
or even problems in preventive, social, community, or research medicine.
Clinical medicine requires accommodations between individual patients and
physicians which are designed to achieve mutually agreed on goals.

The determination that a problem falls within the boundaries of clinical
medicine (rather than saving that a problem is a discase or a health problemy is
an elaborate process and is usually the result of a mually agreed on
transaction between patient and physician in which the physician's evenuual
agreement with the patient that a problem is a medical problem (again, rathe

h217






628 Concepts of Health and Disease

than saving that a problem is a discase or a health problem) decides the case,
butin which many preliminary developments have been necessary. In general,
a necessary, although not a sufficient, condition for a problem to become one
for clinical medicine is that the doctor and patient agree that it is one.
However, when conllicts arise hetween patients and physicians in which cither
claims that a medical problem does not exist, then, with rare exceptions, for
their purposes the issue is not a problem of clinical medicine. Of course,
negotiations between doctors and patients are governed and partially con-
strained by such external forces as the availability of resources and the political
demarcation of boundaries for medicine.

My contention is that these negotiations, carried on by thousands of
physicians who interact with millions of patients, determine at the individual
doctor-patient level the nature and limits of clinical medicine, and further,
they provide valuable data from which can be inferred socictally accepted
norms on the natre and limits of clinical medicine and on societal attitudes
towards health and discase.

Note that although an understanding of clinical medicine may illuminare
our concepts of health and disease, the distinction between clinical medicine
and health and disease models must be maimained. 1f it could be agreed that
the legitimate goal of clinical medicine is the pursuit of physical and menial
health, it would be crucial to indicate that clinical mdicine is mercly one
means by which health can be pursued or regained. Without laboring this
point, it is clear that health can be maintained or regained in the absence of
clinical medical intervention by improving living conditions, nutrition, sani-
tation, education, and by sirengthening an individual’s personal responsibility
lor the maintenance of his own health. Not all health problems are appropri-
ately problems of or for clinical medicine. Some health problems would be
entirely legitimate as problems of clinical medicine if they ever came to the
attention of the traditional medical system, However, whether because of the
unavailability or inaccessibility of healith services, or because of an individual's
failure to recognize problems as medical, or because of an individual's own
decision 1o seck treanment of these problems in nonmedical systems, these
problems never become problems for clinical medicine. For example, a
patient being reated for asthima by a physician has both a health problem and
a clinical medical problem. However, another person with asthima who goes to
church o pray for the relief of symptoms may have a health problem, but does
not have a clinical medical problem.

1. MODELS OF HEALTH AND DISEASE

Physicians and philosophers have developed many theories of health and
discase. Such constructions attempt to describe the nature of health and
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disease and usually attempt secondarily to use such descriptions to prescribe
the proper range and scope of clinical medicine. The analyses often turn on
the issue of whether disease is an objective biological state, describable and
verifiable by objective criteria, or alternatively whether disease is relative 10
social and cultural values.

As its limit, the model of discase as an objective biological state represents
an analytic, scientific view in which disease and specific etiology serve as the
paradigm, and in which it is argued that dysfunctional assessments involve no
value judgments. In this view, sometimes referred to as the functionalisi
model of medicine, disease is a fact. In contrast, the extreme relativistic modcl
of disease holds that biological derangements may not be very relevant 1o
dysfunctional states and that all functional assessments—both somatic and
psychological—involve only value judgments. An intermediate claim might
hold that functional assessments frequently involve value judgments, bur
nevertheless it is possible to arrive at an objective assessment of dysfunction
even while acknowledging the presence of a series of value judgments. Each of
these three models is represented in the writings of clinicians, although the
narrow, scientific model of medicine has been in the ascendancy in recent
decades (or perhaps recent centuries) and has only recently been challenged
again by proponents of a broader psychosocial concept of disease.

Recently a distinguished physician (Seldin, 1977) defended the traditional
scientific medical model and argued that modern medicine ought to narrow
and restrict its scope to those medical, surgical, and psychiatric conditions for
which effective drug or surgical therapy was available. In this view, medicine is
regarded as narrowly disease-oriented and is enjoined from accepting a varicty
of social or political missions which it is not capable of accomplishing. This
functionalist model of medicine considers the maintenance or restoration ol
health to be the goal of medicine. Any departure from “normal” funciioning is
regarded as a disease, and the goal of medicine is to alleviate such dysfunc-
tional states. Some supporters of the functional hypothesis maintain a narrow,
often merely physical view of health, and do not indicate clearly how
psychological well-being falls within the purview of medicine (Kass, 1975).

In contrast to these positions describing limited goals for medicine, some
have defended the functionalist model, but have suggested that medicine has
been far too narrow in its scope and that what medicine needs is preciscly a
broader model sometimes referred to as a biopsychosocial model of medicine.
This view of medicine includes as disease, that is, dysfunctional statcs,
physical-biological derangements, psychological difficultics, and even social
problems. In this model, a physician would be held responsible for evaluating
and managing almost any problem with which a patient presented 10
medical setting. An extreme statement of this model could be referred to as
“the complaint model” of medicine, in which physicians are responsible fin
responding to almost all patient complaints. In this view, the range ol
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medicine is defined by complaings people make in a medical senting, and the
art of medicine is regarded as responding in the most effective way to treat
patcent complaints (Engelhardt, 1979).

I do not deny the impornance of developing these kinds of conceptual
maodels o account for actual behavior. Nor do 1 deny the potential usefulness
of such models in modifving the behavior of physicians and patients in the
future. On the one hand, such theoretical models may, if agreed upon,
mfluence the medical profession’s own sense of the range and extent of its
medical obligations. For example, if an intraprofessional consensus emerged
on the limits of medicine, for example, on a narrow scientific model or on a
broad “complaint model,” it might be reflected evenually in medical educa-
tion—perhaps in the sclection process of the medical students and in the
curriculum for undergraduate and posigraduate medical students—and it
might also be reflected eventually in the medical marketplace. Aliernatively, if
health planners and legislators could agree on a particular theoretical model
lor medicine, whether or not the profession concurred entirely with such a
maodel, in time, practical limits could be established {perhaps through fi-
nancing mechanisims) on the scope of clinical medical activities.

My concern with these theories is that none of them quite wrestles with the
actualities of medical practice in an effort 1o describe what clinical medicine is,
what its limitations are, and what the relationship is between theories of health
and discasc and the practice of medicine. Specilically, neither the functional
model nor the complaint model provides usable guidelines that could be
followed by conscientious physicians who encounter a patient in a clinical
serting. Atempts o limit the scope of medicine to physical derangements fails
to take into account psychological and psychosomatic illness and also foun-
ders in a more fundamental way in an inability 10 define adequately the
concept of boundaries 1o healthy existence. In contrast, a broad vision of
medicine, in which all patient complaints are 10 be counted and addressed,
fails to indicate except in the most general ways how patient demands are to be
restrained in such a system. It has been suggested that certain complaints
transgress medical boundaries and should be seen as educational or political
problems, but frequently criteria are not offered for making such a determina-
tion. One commentator notes that certain “medical” matters ought not be
addressed by physicians because a physician would be involved in unethical,
immoral, frivolous, or costly endeavors, but again, the question of how this
conclusion is 10 be arrived at and who is responsible for reaching this
judgment is left unanswered (Engelhardy, 1979). My essential criticism of these
theoretical constructions about the nature of health and disease centers on the
unclarity of how and in what circumstances such models are to be used by
health planners, and more importantly, by physicians and patients.

These various theoretical models suppose that a univocal sense of health
and discase appropriately describes modern medicine and captures its nu-
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ances. Proponents of such theories believe that such encompassing constructs
are context-free and are beneficial 1o society. Tt should be asked, however,
whether any single theory of health and disease can satisfactorily describe a
system of modern medicine that includes neurosurgery, cosmetic surgery,
psychoanalysis, acupuncture, and the management of aging,

I wish to suggest that a context-dependent, rather that a comext-free
definition of medicine would be considerably more useful for physicians and
patients, and also for health planners, in determining the goals and ends of
medicine. For example, in the case of emergency surgery, a narrow functional
model provides a reasonably accurate description of events, whereas in other
arcas of medicine, such as the psychiatric management of unhappiness,
alternative constructs such as a broader biopsychosocial model are needed.

An alternative approach, one that will be pursued in this chapter, is 1o begin
not with theories of health and disease, but rather with the actuality of healih
and disease. If we can understand how clinical medicine works in the realities
of daily practice, we may achicve a better understanding of the nature of clin-
ical medicine and its relationship to disease and health. It secems imporant,
even necessary as a crucial preliminary step, 10 understand how patients and
physicians currently behave and how they describe and justify their actions
before formulating any theoretical basis for such actions. It is even possible
that such an approach would indicate how theories of health and disease could
be applied more appropriately to resolve practical medical dilemmas. Thus, in
contrast to those who propose a theoretical model of medicine and then
attempt to deduce conclusions that may be useful in clinical medicine, 1
propose a more inductive model that moves from the actual experience ol
medicine, from the negotiation processes carried on by patients and doctors,
to a definition of what clinical medicine is and what its goals are.

11I. THE PATIENT-DOCTOR ENCOUNTER

In an effort to explore further the thesis that a problem becomes one for
clinical medicine only when the patient and doctor agree that it is one, the
medical encounter can be divided into four logical moments (or stages o
phases): 1) the person in a pre-patient phase, 2) the physician in the conext ol
the initial encounter with the person who now presents as a patient, 3) the
negotiated accommodation between the doctor and the patient, and 1) the
doctor-patient relationship. Strictly speaking, these are moments in the logical
rather than in the chronological sense, because they atempt to distinguish, fo
purposes of analysis, elements of an interconnected process that begins when
patient and physician first meet, or in fact, when they first communicate. Tt is
important to describe accurately what occurs in such circumstances and 1o
avoid false comparumentalization or linearization of these moments. Never-
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theless, most of the pre-patient phasc of this encounter is logically prior 10
physician involvement, and considerable action occurs in the second clinical
moment, the physician phase, which is required before concluding a patient-
physician accommodation. At each stage of this process, both the patient and
the doctor formulate hypotheses in their minds about what kind of problem
exists and what should be done about it. It is unlikely that either the doctor or
the patient relies on a theoretical construction during most of the stages of
their encounter.

The Pre-Patient Phase of Clinical Medicine

The pre-patient phase of clinical medicine represents the first clinical
moment. An individual's decision that he has a health problem must precede
the actual medical encounter. This pre-patient phase surely represents a
necessary, although not a sufficient, factor 1o decide that the problem is
appropriate to clinical medicine. The perception of a state of ill health and a
decision to seck medical help is influenced by many social, cultural, political,
and cconomic factors, in addition to the biological manifestations of the
pereeived state of ill health (Parsons, 1951; Merton, 1957).

Except in instances of acute medical problems where medical care is sought
in an emergency, persons usually have considered their bodily sensations, that
is, their symptoms, the persistence of symptoms, and the effect such symp-
toms have on disrupting their ordinary personal and social activities. Further,
individuals will have considered their own values and beliefs, those of their
immediate family and community, and the availability, cost, and quality of
medical care, before determining that a particular sensation or feeling is one
that should be attended to by physicians rather than, for example, by priests or
wachers or social workers or by themselves.

Some commentators have suggested that medical symptoms or physio-
logical abnormalitics may be detected in as many as 90 percent of the
population, but what converts such symptoms into medical problems is the
failure of individuals 1o adapt 1o the stress that accompanices these symptoms.
These analysts do not indicate why this lailure of adaptation 1o stress should
cause individuals to seck care from medical sources rather than from other
helping professionals.

In an effort 1o understand the relationship of the first clinical moment—the
sclf-definition of illness by the prospective patient—to concepts of health and
discase, a case example may be useful.

A Case Example of the Pre-Patient Phase of Clinical Medicine. An
cighty-one-vear-old man had long-standing, moderately severe atherosclerotic
coronary and cerchrovascular problems, which manifested with chronic
congestive heart failure and recurrent transient ischemic attacks. Nevertheless,
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assisted by a devoted wife, and on medication, he had adjusted to his

functional limitations and considered his lifestyle satisfactory. Three weeks

before calling me, he noted the development of ankle swelling which he
treated himself by increasing his dosage of diuretic medication. One weck
later, he noted the onset (for the first time) of fecal incontinence and began

soiling his clothes and bed. He and his wife atributed this problem 1o

advancing age. They did not seck medical assistance. His wife consulted a

social worker and inquired about the possibility of obtaining the services of a

nurse to assist her in caring for her husband. The social worker replied thiu

such continuous nursing service was unavailable, but that she would subimit
an application for both husband and wife at a nursing home. About four days
before contacting me, the patient stopped urinating. Although he and his wife
were disturbed by this development, they decided that he was probably
dehydrated from taking too many diurctic pills and from his repeated episodes
of loose, watery bowel movements. They therefore discontinued the diuretic
pills and began to push fluids. Over the course of the next four days, he
experienced gradually increasing lower abdominal pains and noted the
development of a large abdominal mass below the umbilicus, He also noted
breathlessness on exertion. When he finally presented to my office, three
weeks after the onset of his new problems, his chief complaint was severe,
unremitting lower abdominal pain and an abdominal mass, and he stated:

“Doc, I'm afraid I've recently developed a cancer.” He and his wife mentioned

the fecal incontinence and his failure to urinate only after these problems were

suspected during the physical examination,

By examining the early phases of this patient’s illness and his decision 10
seck a medical opinion, it is possible to reach some tentative conclusions
concerning the relationship between clinical medicine and theories of health
and discase:

I. The distinction between a problem of health and a nonhealth matter, for
example, the fecal incontinence, is frequently obscure.

2. Many social, culwral, and psychological factors may influence a particular
person’s judgment that he has a health problem rather than a problem
whose relief should be sought from other agencies, or that he has any
problem ar all,

3. Evenifa problem is actually perceived as a*“health” problem, for example,
the anuria, one may choose not to make it a problem for clinical medicine
by not presenting with it to physicians.

. Some people may be entirely asymptomatic or may suppress or deny the
existence of symptoms even while harboring a serious condition, such as
an occult malignancy. Some individuals may define a symptomatic proh-
lem as a nonmedical problem even when severe “discase.” such as cancer,
exists,

5. The existence of a pre-patient phase of clinical medicine severely limits the
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direct application of cither a functionalist or a complaint model of
medicine. Unquestionably, for three weeks this patient’s usual functional
capacity was severely compromised, and yet his problem was not one of
clinical medicine because he chose not o make it one. Further, the
complaint model of medicine is hard-pressed to explain whether this man
was appropriate in secking reliel from a social service agency rather than
from medicine, and whether such an individual decision would mean that
he did not have a medical problem. Cases such as these indicate clearly that
one can have serious dysfunctional states and diseases and still deny or
misinterpret symptoms and thus delay in presenting with complaints to
physicians. This man could have died from one of several possible
complications of his problems before he chose to enter the medical setting,

The Initial Encounter of Patient and Physician

David Mechanic has written that “people visit the physician because they
have a problem: most frequently they come because they are ill. In one sense,
at least, all persons seeking advice from a physician and presenting a symptom
are ‘discased.” There is something in their life condition that impels them to
seek help™ (Mechanic, 1978, p. 418),

From a patient's perspective the issue appears scttled at the time he requests
help. His problem should be counted and responded to as a medical problem.
But, the question remains: do patients present to physicians based on a theory
of health and discase? At some level, 1 suppose they do. Some patients may
respond to one level of pain or discomfort or unhappiness which they consider
to be disturbing, and thus may conform to the medical model theory of
discase. Other patients may present with various individual dysfunctional
conditions (say, a sprained ankle in a world class runner) which more closely
resembles the functionalist model of health and disease. But, in general, these
theoretical constructs probably exert considerably less influence on when
patients come 1o physicians than do the social, culwral, educational, eco-
nomic, and political factors noted in our consideration of the first clinical
monent.

Nevertheless, 1 believe that in these circumstances the physician's response
is guarded and reserved. Indeed, in many instances the physician is frankly
suspicious of the patient and may question at least in his own mind why the
patient has chosen to appear at this time and whether the patient s in ill health
and has a clinical medical problem. Some might regard this suspicion as
contrary to the spirit of medicine, to the physician's duty to respond 10 a
patient’s request for help. Others might regard it as an inappropriate exten-
sion of the physician's expertise. These views, which often emanate from
nonphysician critics of the medical endeavor (Veatch, 1973), are naive and
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misguided. In fact, this stage of the physician’s thinking is a crucial wechnical
step. The physician must analyze with precision why the patient chose 10
present at this particular time and the physician also must elucidate the nature
of the patient’s symptom formation. Psychiatrists are quite adept at these
analyses, particularly for psychological symptoms, but other excellent cli-
nicians will pursue the same conceptual analysis for physical as well as for
psychological complaints.

Physicians have a theoretical notion of health and discase and it is applicd in
these circumstances. By and large, physicians in general (excluding perhaps
psychiatrists and family practitioners) are discase-oriented. This discase ori-
entation represents the sciemtific model of medicine that is emphasized during
medical education and postgraduate training and it also tends 10 be the model
perpetuated by the reimbursement schemes of insurance companies and
government. Physicians get paid for ireating discase.

In my discussion of the first clinical moment, the individual's perspective on
his illness, I indicated how a person’s decision that a problem is a medical one
is based on a complex interaction of biological, psychological, and social
factors, These factors may culminate in a decision 0 seck medical care and
then the person becomes a patient. Similarly, the physician now embarks on
the difficult task of disentangling these muliiple factors o determine whether
the patient has found his way to the proper institutional scuing, i.e., a medical
seting, and whether the patient’s problem is properly “medical” rather than
being a social, religious, political, or cconomic problem. An essential part o
this process is to determine, to borrow Alvan Feinstein's term (Feinstein, 1967,
pp- 141-155), what was the iatrotropic stimulus, that is what immediate evemt
or events convinced the patient to seek medical atention at this time,

What usually follows afier the patient's initial presentation is a process which
we have come to call the clinical method. Tis efficacy has been established sinee
Hippaocratic times. The clinical method may appear to some to be a mechani-
cal, stereotyped procedure, but this view is simplistic and incorrect. The
clinical method as 1 will describe it has two central components: 1) data-
gathering, and 2) data-reduction and diagnosis. Both of these features of the
clinical method, but especially the data-gathering phase, require a consider-
able amount of personal interaction and an exchange of information about
both technical and value-laden concerns between the patient and the physi-
cian.

Data-Gathering. 1 want to emphasize that the heart of daa-gathering
occurs in the verbal and paraverbal exchanges between the patient and
physician. All expert clinicians agree that no laboratory tests or wechnological
innovations in medicine can compare to the efficieney and effectiveness of the
clinician’s history and physical examination, which remain unrivaled 1o0ols for
gathering information about patients” problems. Medical students know very
well that most diagnoses, perhaps 70 to 90 percent, are made on the basis ol
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the medical history. This stage of the clinical encounter is absolutely and
critically dependent on the interaction of two persons. By contrast, a patient-
computer encounter or the collection of a written medical history question-
nairc are inadequate substitutes for the interaction of the patient with a
sensitive and skilled physician.

The success of the data-gathering phase of the second clinical moment
depends on the interaction of the patient and doctor and on their ability to
communicate effectively. As Tumulty (1970) suggests, the measure of a
clinician’s skill is his ability to communicate successfully with a broad and
diverse group of patients. It is essential 1o acknowledge and 1o appreciate that
individual responses—some conscious and some subconscious— of patients to
physicians and physicians to patients can modify the effectiveness of the
patient-doctor interaction.

Data-Reduction and Diagnosis. The second stage of the clinical method is
designed 1o reduce the enormous amount of information from the history,
physical examination, and laboratory swudies to a useful and workable
amount. The data is structured and used in some taxonomic standard of
classification, as the clinician engages in the process of differential diagnosis in
an cffort 1o give a disease name to the complaint with which the patient
presented. Physicians will be engaged simultaneously in attempting to gener-
ate a diagnosis or a differential diagnosis and in testing the complaints of the
patient to determine for themselves whether the patient legitimately falls
within the clinical medical model. The second moment is not an end in itsclf,
but is a necessary preliminary step in deciding whether to proceed to the
succeeding clinical moments: the doctor-patient accommodation and the
doctor-patient relationship.

The second clinical moment, the patient's encounter with the physician, has
traditionally been regarded as the doctor's domain and is too often considered
1o be cold, analvtic, objective, rational, and ultimately, that final pejorative
epithet, “scientific.” But even in the second clinical moment, while the
physician wears his persona of objective scientist, an enormous amount of
human, personal, subjective interaction is occurring between patient and
doctor. The cliciting of a medical history is no job for machines and requires
the profound subtlety that only trained, sensitive humans can bring 1o it. As
Lain Emtralgo (1969) has indicated in his analysis of the doctor-patient
relationship, the relationship commences when patient and physician look at
cach other and interact for the first time, and it deepens during the physical
examination phase.

Nor do 1 believe that the daa-reduction phase which generates a diagnosis
and a dilferential diagnosis is a mechanical process. The apparently scientific,
mechanical second clinical moment—just like the first clinical moment—is
full of personal drama, and it leads inexorably to the individualization of the
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patient which is the central event in the third clinical moment, the doctor-
patient accommodation.

The case presented earlier indicates that a complete understanding of the
patient’s medical problem would require that the physician recollect and
recount the events that unfolded over a three-week period. Only then would
the physician be able to understand fully the nature of the illness and its
pathophysiology and diagnosis. The historical details presented in the casc
example were clicited by the physician only after repeated questioning of the
patient and his wife. The paticent ignored certain relevant details, had forgotten
them, or was sufficiently embarrassed by them (for example, the fecal
incontinence) that the original history given by the patient was substantially
different from the one finally described in the case report. Some physicians
might not have pursued repeatedly the historical features of the case and thus
might have reached an erroneous or incomplete diagnosis. This case illustrates
the essential importance of subjective interaction even in the second clinical
moment, which sometimes masquerades as an entirely objective, *scientific”
cncounter.

The second clinical moment allows the physician to answer the patient's
concerns of whether he is sick and whether he has a serious discase. It permits
the physician to reach a determination of whether the patient has a diseasc that
can be named and treated. Theories of health and disease are applied at this
stage, particularly by the physician. The physician's response to the patient will
be modified by his beliefs concerning the kinds of problems that ought to
“count” as diseases. The physician’s interpretation and management of a
patient’s presenting complaint will depend to a large degree on whether the
physician has a commitment to a narrow medical model of disease or whether
he believes in a broader biopsychosocial model.

The Doctor-Patient Accommodation

The third clinical moment, the doctor-patient accommodation (DPA), is onc
in which a joint decision is reached relative to the specific clinical problem for
which the patient presented on whether this particular doctor will agree to care
for this particular patient and in which the patient also decides whether or not
to place his care in the hands of this physician (Siegler, 1981). The DPA is both
a process and an outcome. The participants in the DPA process have been
prepared for their encounter by a complex series of preliminary experiences
which have led the patient to seek counsel from the physician and which have
prepared the physician to serve the patient as knowledgeable counsellor. The
process is one of communication and negotiation—sometimes short and 10
the point, sometimes extended—on what rights and responsibilities cach of
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the participants wishes to retain and which will be relinquished in the context
of their medical relationship. From the moment the patient originally pre-
sented to the physician’s attention, testing has been undertaken by both
partics to decide whether this patient and this doctor wish to work together.

During the negotiations that may culminate in a DPA, the patient and
the physician are cach silently thinking about a series of questions, which, if
answered in the affirmative, will encourage them to conclude the DPA. It may
be helplul 1o try to make explicit what some of these questions are. The paticnt
wishes to know: 1) Are my symptoms serious (my fear) or trivial (my hope)? 2)
Is this doctor a good doctor (for me)? 8) Can he help me? Simultaneously, the
physician is thinking: 1) Are the patient’s symptoms “real?” 2) Does the patient
have a “discase”™ or just a “problem of living” which may not be a marer
proper for medicine? 3) Is the patient’s problem serious (his fear) or trivial (his
hope)? 4) Is this patient a good patient (for mne)? 5) Can I help him? 6) Can 1
help him and siill remain loyal 10 my obligations as a physician and as a
participant in the medical enterprise?

The accommodation process depends on all of the particularities of the
medical encounter. The nature of the patient involved — personality, character,
atitude, and values—and the factors which led him 1o seek a medical
encounter with this panicular physician, are a central component of the
process. Similarly, the personality, character, attitude, values, and technical
skills of the physician affect the DPA process. Further, the quality of the
interaction between patient and physician—the chemistry of the interaction—
maodify the process. Other considerations that may affect the achievement of a
DPA include the clinical sening, for example, a hospital, doctor’s office, a
prepaid medical group, or the patient’s home, and also, occasionally, the
claims of relevant third-party interests, such as those of family, insurers, or the
state. Of course, the nature of the medical problem, including its type, acuity,
gravity, and its potential for remediation, will be a major determinant of
whether a DPA is achieved. For example, the entire DPA process will be
maodified profoundly if the patient is acutely or critically ill and alternative
medical resources are unavailable.

IF the process of negotiation referred 1o as the DPA is concluded success-
fully, the result will be an owcome also called a DPA. This outcome is an
agreement between the patient and doctor to work together on a particular
problem subject to mutually acceptable specifications. There are as many
results and swvles of outcome for the DPA as there are configurations of the
variables which enter into the process of negotiating the DPA.

The DPA is not a permanent, stable, and unchanging relationship between a
doctor and a patient; itis a dynamic model and is always in flux. In one sense,
the DPA as an outcome exists only as a concept: it is alwavs in the process
cither of developing or of dissolving. Patients and physicians must achieve
accommaodations repeatedly, even regarding the same basic conditions for
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which the original DPA was concluded. For example, a patient’s agreement 1o
be cared for by a cardiologist for anginal chest pain would not commit the
patient to agree with the cardiologist's recommendation to undergo coronary
angiography or subsequently to accept a recommendation for cardiac surgery.
Or, in the case example, the person’s decision 1o be treated for congestive
heart failure and transient ischemic attacks, presumably do not commit the
patient to see the same physician (or any physician, for that matter) regarding
his new problems of fecal incontinence and “cancer.”

Some DPAs are stronger than other. The resilience of a DPA is determined
largely by the extent of trust and confidence exchanged between patient and
physician. However, the stability of a DPA is constantly threatened by new
circumstances. For example, changes in the patient (the development of new
problems, new attitudes, or new demands), changes in the physician (a change
in specialization, restriction of practice, or the development of new attitudes),
or changes in the disease (for example, when chronic renal disease progresses
to its end stages and a new technology such as renal dialysis is needed), all may
result in a reassessment of the DPA and perhaps a failure to reach an
accommodation on the same or a new issuc. The DPA outcome could be
regarded as a dynamic equilibrium model in which medical trust tends o
drive the equation toward maintaining the stability of the accommodation, but
in which new circumstances constantly force patients and physicians o
rcassess the stability of the accommodation. If an accommeodation is not
achicved on an important matter (a situation roughly analogous 1o a prime
minister who loses a vote of confidence), the patient and/or the physician
legitimately could decide to dissolve their professional relationship (again with
the proviso, that the patient's emergency health care needs are auended 10).

In contrast to previous descriptions of the doctor-patient relationship (DPR)
which tend to regard it as an established, static arrangement between doctor
and patient, the DPA provides a more dynamic and more realistic model of
the medical encounter. Perhaps DPRs as such rarely exist; rather, what we
regard as a DPR may really be repeatedly negotiated DPAs. More likely, a DPR
represents a specific, and increasingly uncommon variant of the DPA. Tt may
be distinguished from the DPA by its duration, depth, and maturity. The DPR
is characterized by mature and enduring exchanges of trust between the
patient and the physician which establish an almost inseparable bond. If such
an exchange of trust occurs, it serves as a stabilizer of the medical relationship
even during periods of new and difficult stresses. A decline in personal
medicine and a rise in high technology and in institutional, specialized
medical care probably have accclerated the decline of the traditional DPR
model and have contributed to the emergence of the DPA modecl.

The model of medicine that is implied by my emphasis on the need for
physicians and patients to achieve a DPA repeatedly is one of mutuality and
voluntariness. 1 regard such mutual consent of patient and physician o arrive
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at a doctor-patient accommodation to be a necessary condition for morally
acceptable medical practice. Thus, the concept of accommodation is essential
in defining the nature and limits of clinical medicine. From the patient’s
viewpoint what is sought is help in the care of a problem that he regards as a
health problem. From the physician’s perspective what is important is being
able to help the patient while remaining loyal to the professional responsi-
bilities to the enterprise of medicine.

Let me emphasize again my notion that the nature of clinical medicine is
defined and created in the context of a DPA which must be mutually agreed on
by both participants. The concept that the nature of clinical medicine can be
defined with reference to the DPA required justification. I am suggesting that
medicine is defined not only by its scientific knowledge base or by its
technological capabilities or by theories of health and disease. Rather, in
essence, my definition of clinical medicine closcly parallels the definition
offered by Ouo Guuentag when he states that medicine “deals with the care of
health of human beings by human beings” (Guttentag, 1981). This immediate
and requisite involvement of two human personalities in clinical medicine
distinguishes clinical medicine from other activities in which technological
skills developed from basic science discoveries are applied (ultimately) for
human benefit. For example, 1 am distinguishing medicine from such
technological enterprises as bridge building, architecture, veterinary medi-
cine, and others that are not centered in a human-to-human encounter.

Theories of health and disease partially influence whether a DPA will be
concluded. How individual patients and physicians regard the medical en-
counter and how they conclude their negotiations leading to a particular DPA
is partially affected by their individual understandings of health and discase
theories. Nevertheless, 1 do not believe such theories provide cither a general
or even a societal standard to which patients and physicians can appeal to
determine whether a particular problem should be addressed by clinical
medicine. Thus, despite theoretical constructs, a degree of uncertainty will
always prevail, and neither patient nor physician can rely on a universal, fixed
standard 1o decide on the appropriateness of concluding a particular DPA.
The enormous latitude for negotiation between the individual patient and
physician, rather than theories of health and discase, is a more important
determinant of whether a DPA is concluded.

Reasons Patients Choose Not to Enter a Doctor-Patient Accommoda-
tion. We could surely imagine grounds for the patient not wishing to continue
with a particular doctor. For example, if the doctor had a bad bedside manner,
seemed incompetent, had the wrong diplomas on the wall or none at all,
maintained a shabby office, charged excessive fees, had too long a queue, or
did not have the proper hospital privileges, the patient might choose to go
clsewhere. The patient has a choice, at least this is so in our current medical
svstem. The patient selecred this doctor initially, but if he is now dissatisfied,
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he can vote with his feet. Few of us would have any difficulty accepting this
position theoretically; we might differ on such empirical questions as whether
our system truly provides all patients with free choices of physicians or how
frequently patients as a class exercise such options to find another doctor, but
we would agree that the possibility for switching from one physician to another
certainly exists.

Reasons Physicians Choose Not to Enter a Doctor-Patient Accommoda-
tion. From the point of view of the physician, the decision to enter a doctor-
patient accommodation is also a critical determination, although in many
regards the physician is less free to choose than the patient. Legally, a doctor-
patient accommodation probably exists from the first encounter with the
patient, and morally, a therapeutic relationship has begun at least from the
moment doctor and patient first see each other, or more likely, from the
moment the patient first makes an appointment. Despite these restraints on
the physician’s freedom of choice, I think it is appropriate, even obligatory, for
the physician to make a conscious decision to assume the care of the person
who presents asking for medical assistance.

A deccision to care for a patient is based on the physician’s ability to help the
patient (which is a central concern in clinical medicine) and his own concept of
professional standards and norms of behavior for physicians. Clinical medi-
cine is defined in this accommodation between doctor and patient. The
discipline balances the need of patients (the physician’s responsibility 10
individuals) and the science of medicine (the physician’s responsibility 1o
professional standards). In this context, the “good” physician might be viewed
as one who most successfully balances responsibility to individual patienis
with responsibility to the medical enterprise.

One major rcason why a physician might choose not to enter a doctor-
paticnt accommodation is because he perceives that he is not able to benefit
the patient. Some reasons why a physician may be unable to help a particular
patient are: lack of technical skills, profound personality conflicts with the
patient, or the pursuit by patient and physician of mutually incompatible
medical goals.

A second general reason why a physician might choose not to enter a DPA is
because he concludes that his involvement would violate his own professional
standards of what it is to be a “good” physician. The physician must conside
at this point his responsibilities to the art of medicine and to its standards. A
physician is not required to depart from his own standards of conscientious
behavior to engage in illegal or immoral practices, to act in ways contrary to his
own perception of what it is to be a good physician, or to participate in
practices he believes to be outside of the legitimate medical sphere. 1l the
physician cannot help the patient, or if he can do so only by sacrificing his own
conscientious standards of loyalty to the profession, 1 believe it is the
physician's moral and medical obligation not to enter into a DPA.
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The Limited Applicability of Theories of Health and Disease. A third
reason why the good physician might decide not to enter a DPA would be his
personal conviction, possibly based on some broad societal notion, that the
paticnt’s problems were not medical problems and ought not to be addressed
by dlinical medicine. 1 am not suggesting that we are dealing here with a
radical relativism. There exist some widcely shared notions of what constitute
medical problems. We could probably muster a consensus that a broken leg,
hemorrhagic shock, the need for open-hearnt surgery, acute appendicitis, and
congestive heart failure were problems that were appropriately addressed by
clinical medicine. However, we would likely discover that individual physic-
ians had widely divergent views on whether the following were properly
medical maners: amniocentesis for gender identification, the managemient of
exogenous obesity, drug addiction, control of hyperactive school children,
malhutrition resuliing from poverty, nonspecific anxiety, elective abortions,
aging, accident-proneness, unhappiness, and unattractiveness.

This situation differs from one in which the patient and the physician were
cach desiring different and incompatible ends from the medical encounter,
but in which both participants agreed that their encounter was one that had
found its way to the appropriate institutional setting, that is, the medical
seting. The decision by a physician that a particular complaint is medical or
not is based on the diagnosis he has reached, on his sense of the patient's
motivations for coming to the doctor, and on his own attitudes and values.
Some of these values may be broadly shared by society (for example, certain
norms about health and discase) and some may be quite peculiar to physicians
as a group or 10 a particular physician as an individual. Some of these values
peculiar to physicians as a group may have developed in the course of training
in medicine, and some of these values may have antedated professional
cducation and, indeed, may have contributed 1o an individual's choosing
medicine as a carcer,

Models of health and discase, cither those articulated by philosophers or
those taught 1o physicians in medical school, probably find their widest
application at this stage of the doctor-patient encounter. I have indicated
previously that some physicians have a restricted vision of medicine which
views the purpose ol the medical interaction as “the treaunent of illness
conceived as deranged biomedical function” (Seldin, 1977, p. 39). Other
commentators have described a quite different medical model, a biophysho-
social model, in which almost all complaimts count (Engel, 1977). 1 wish to
emphasize that a particular physician may place a particular patient's com-
plaints out of the sphere of clinical medicine based on the physician's own

perception of what dinical medicine is about and what the standards of the
profession require.
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IV. CONCLUSION

In a sense, 1 am rejecting the proposition that any complaint that patients
present to physicians counts as a medical matter. Rather, 1 believe that every
patient presentation generates a claim to be heard by physicians. But phvsi-
cians have the professional and personal responsibility, based on their
training, expertise, and values, and modified by the existence of political,
cconomic, and scientific boundaries o medicine, to weigh patient requests
and to determine if they are to be managed, at least by this physician, as
medical problems. 1 also reject the functionalist position which would
determine what problems ought to count as medical ones based cither on
theoretical dysfunciional states or on narrow notions of biomedical effective-
ness. | have not denied that theories of medicine, health, and discase may
influence individual decision making for both patients and physicians. 1 have
argued, however, that such theories serve only as the intellectual background
of the human encounter between patient and physician. The nature of clinical
medicine, atany time, is not determined by such theories, but rather is defined
and discovered principally by the resolution of individual doctor-patient
accommodations.
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Clinical Ethics

The Physician-Patient Accommodation

A Central Event in Clinical Medicine

Mark Siegler, MD

Physicians and medical analysts have developed many

theories of health and disease, and such descriptions are
often used to prescribe the proper range and scope of
clinical medicine. A traditional, narrow view of clinical
medicine suggests that disease is an ohjective biologic state
and that the goals of medicine should be to treat disease' or
alternatively to restore or maintain health. By contrast, a
more expansive model of medicine has been proposed in
which physicians would be expected to respond effectively
to any type of complaint—biologic, psychologic, social,
economic—with which a person approached the physi-
cian.* These theoretical models are important because
they could influence the medical profession’s own sense of
the range and extent of its medical obligations. Further-
more, if health planners and legislators could agree on a
particular theoretical model (whether or not the profession
concurred entirely), practical limits could be established
(primarily through financing mechanisms) on the scope of
clinical medical activities. My concern is that these theoret-
ical aceounts of the purpose and limits of clinical medicine
never quite come to grips with the actualities of medical
practice. Before any theory of clinical medicine can be
formulated, it is essential to understand how physicians
currently function and how they describe and justify their
actions.®

The thesis of this report is that there is no single,
adequate, theoretical description of the nature of clinical
medicine. Rather, the determination of what will be recog-
nized as a problem for clinical medicine will depend on three
separate but interdependent events: (1) the patient’s deei-
sion to come to a physician with a complaint that the patient
believes to be a medical one; (2) the physician’s analysis of
the patient’s complaint, which leads to a determination that
the patient does or does not have a clinical medical problem;
and (3) the achievement of a negotiated physician-patient
accommodation, in which a decision is reached that the
patient chooses to be cared for by this particular physician,
and the physician agrees to care for this particular patient.

In general, a problem becomes one for clinical medicine
only when the physician and patient agree that it is one. If
gither the patient or the physician denies that a medical
problem exists, then, with rare exceptions (medical emer-
gencies are one), for their purposes, the issue is not a
problem for clinical medicine, although there may exist
health problems or diseases, or even problems in preven-
tive, social, community, or research medicine. Although all
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these determinations are constrained by political, eco-
nomie, and social forces, there nevertheless remains, in
American medicine of the 1980s, enormous latitude for
negotiated accommodations between individual patients
and individual physicians. These negotiations, carried on
by thousands of physicians interacting with millions of
patients, determine the boundaries of clinical medicine both
at the level of individual physicians and patients, and, by
aggregation, at the societal level,

THE THREE CLINICAL MOMENTS IN THE
PATIENT-PHYSICIAN ENCOUNTER

To explore the thesis that a problem becomes one for
eclinical medicine only when the patient and physician agree
that it is one, the medical encounter can be divided for
purposes of analysis into three conceptual moments (or
stages): (1) the person in a prepatient phase; (2) the physi-
cian in the context of an initial encounter with the person
who now appears as a patient; and (3) the physician-patient
accommodation. These are conceptual rather than chro-
nological moments because they attempt to distinguish, for
purposes of analysis, elements of an interconnected process
that begins when patient and physician first meet, or in
fact, when they first communicate. Nevertheless, most of
the prepatient phase of this encounter is chronologically
prior to the physician’s involvement, and the second clinical
moment, the physician phase, is required logically before a
patient-physician accommodation can be concluded.

THE FIRST CLINICAL MOMENT:
THE PREPATIENT PHASE OF CLINICAL MEDICINE

The prepatient phase of clinical medicine represents the
first clinical moment. In nonemergency medical situations
(the focus of this report), the determination by an individual
that he has a health problem necessarily must precede the
actual medieal encounter with a physician. The perception
of a state of ill health and a decision to seek medical help are
influenced by many social, cultural, political, and economic
factors, in addition to the biologic manifestations of the
perceived state of ill health.*”

Except in instances of acute medical problems, where
medical care is sought in an emergency, persons usually
have considered their bodily sensations, ie, their symp-
toms, the persistence of symptoms, and the effect such
symptoms have on disrupting the ordinary activities of the
individual and the social group. Further, individuals will
have considered their own values and beliefs, those of their
immediate family and community, and the availability, cost,
and quality of medical care, before determining that a
particular sensation or feeling is one that should be at-
tended to by physicians rather than, for example, by priests
or teachers or social workers.
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A CONSIDERATION OF THE PREPATIENT PHASE OF
CLINICAL MEDICINE WITH REFERENCE TO TOLSTOI'S
THE DEATH OF IVAN II''CH

In an effort to better understand the self-definition of
illness by the prospective patient, it is instructive to
examine Tolstois short novel, The Death of Tvan Il'ich. In
the early chapters of this work, which recount the life and
particularly the death from an abdominal malignant neo-
plasm of Ivan IVich, a judge in Imperial Russia, Tolstoi
depicts skillfully the unfolding of the first clinical moment,
the process by which Ivan Il'ich determined he had an
illness and decided to seek medical care.

In chapter 3 of the novel, Ivan IVich had been passed over
for a promotion and was almost in despair: “Ivan Il'ich, for
the first time in his life, expressed not merely ennui, but an
unendurable depression, and arrived at the conclusion that
to live like this was impossible, and that it was indispens-
able for him to adopt some decisive measure at once.” It is
interesting to ask whether at this stage Ivan II'ich sought
medical care for his new sensations of profound depression.
He did not. Tolstoi writes: “After passing a sleepless night
. . . he resolved to go to St. Petershurg, and try to get
transferred into another ministry, in order to punish those
persons who did not appreciate him.” Thus, Ivan Il'ich
defined his problem as a social problem, or in the case of one
working for government, as a political problem, but he
clearly did not consider that he was suffering a medical
illness of depression or that he should visit a physician with
his problem. Once he assigned the problem to a particular
category, ie, as a social or political matter, he immediately
sought to resolve it in this context.

Later in chapter 3, Ivan Ilich unexpectedly received a
promotion at work and was delightedly furnishing his new
home. While elimbing on a ladder to arrange some eurtains,
he stumbled and knocked his side against the handle of a
window frame. Tolstol writes: “The bruise hurt him alittle,
but the pain soon passed off. All this time, indeed, Ivan
[I'ich felt particularly bright and well, He wrote his wife: ‘1
feel that fifteen of my years have leaped from off my
shoulders.’" In this instance, Ivan Il'ich received a definite
physieal injury—a bruise that caused physical pain—but
again, he did not seek medical attention for this problem.
Perhaps, in part, the ebullient mental state associated with
receiving a promotion allowed him to state forcefully,
despite having suffered a new and painful injury, “I feel that
fifteen years have leaped from off my shoulders.”

Some weeks after he received the injury to his side, his
wife inquired how he had come to fall, and he laughingly
explained: “I have not been a gymnast for nothing, anyone
else would have been killed, and [ merely struck myself
here; if you touch it, it pains, but it is passing away already,
it is a simple bruise.” Thus, even after discussing the injury
in a social setting with his wife, Ivan Il'ich did not perceive
himself as ill, nor for that matter did his wife perceive him as
ill, and she concurred implicitly with his decision not to seek
medical attention.

In chapter 4, we are told:

They were all well. Ivan [I'ich sometimes said indeed that he had a
bad taste in his mouth, and something was not quite right, but one
could hardly call that illness. But this little indisposition happened
to increase, and passed, not yet into downright illness, but into a
feeling of constant aching in the side, accompanied by lowness of
spirits. This lowness of spirits kept on increasing and increasing,
and began to destroy that easy, pleasant, and decorous manner of
life which had become an institution in the family of the Golivins,

Thus, despite a bad taste in his mouth, persistent and
worsening pain in his side, and a general depression and
lassitude—in fact, later in the chapter we learn that he also
had experienced a loss of appetite and a severe irascibility
that troubled his whole family and even threatened the
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stability of his marriage—he never arrived at a self-deter-
mination that he was ill.

It is fascinating to read how and why Ivan Ilich finally
decided to see a physician. He and his wife had been having
unpleasant scenes at dinner when he complained of the food
and refused to eat. After one of these scenes, he believed
that he had been unjust to his wife and apologized saying
that he was irritable “because he did not feel well. She said
to him that if he were ill he ought to be cured, and insisted
that he should go see a famous doctor. He went.”

Thus, the decision to seek medical counsel was reached
because he had a sense of not feeling well, and to this was
added his wife's urging that he seek medical attention and
cure. But Ivan Il'ich and his wife were not identifying the
pain or bad taste or loss of appetite as the illness; rather,
they were focusing on the irritability and ill temper and the
impact that this was having on the family’s tranquility. It
appears that Ivan I1'ich sought medical attention because of
the influence of his family, because of his wife's urging, and
perhaps because entering the medical system offered a
potential extenuating excuse for his aberrant behavior. He
obviously had sensed something was not right physically,
but it had required a direct challenge from his wife to force
him to act on his perception.

This examination of the early chapters of Tolstoi's fvan
Il'ich suggests the extraordinarily complex relationship
between the biologic complaints of pain in the side, loss of
appetite, a bad taste in the mouth; the psychologic concomi-
tants of these physical pains such as bad temper and
irascibility; and the social effects of these problems, These
three orders of experience—biologie, psychologie, and so-
cial-—cumulatively led to a decision to seek medical atten-
tion. Tolstoi's description of the early phases of Ivan Il'ich’s
illness and his decision to seek medical help suggests that in
the prepatient phase or first clinieal moment (1) the distine-
tion between a health problem and a nonhealth matter is
frequently obscure; (2) social, cultural, and psychologic
factors strongly influence an individual’s judgment that he
has a “problem,” and that it is a “health problem,” the
treatment for which should be sought from physicians
rather than a “nonmedical problem,” the relief of which
should be sought from other agencies; and (3) of course,
individuals may incorrectly define a problem as a nonmedi-
cal one even when severe disease exists. Alternatively, even
if a problem is actually perceived by an individual to be a
health problem, he may choose not to make it a problem of
clinical medicine simply by not going to a physician.

THE SECOND CLINICAL MOMENT:
DATA GATHERING AND DATA REDUCTION

The second clinical moment represents the physician’s
first entry into the situation. Of this initial encounter
between patients and physicians, David Mechanic® has
written:

People visit the physician because they have a problem; most
frequently they come because they believe they are ill. In one
sense, at least, all persons seeking advice from a physician and
presenting a symptom are "diseased.” There iz something in their
life condition that impels them to seek help.

From a patient’s perspective, the issue appears settled at
the time he requests help: his problem should be counted
and responded to as a medical problem. Nevertheless, in
these circumstances, the physician’s response often is
guarded and reserved. The physician may question why the
patient has chosen to appear at this specific time and
whether the patient has a clinical medical problem. Some
might incorrectly regard this suspicion as contrary to the
medical duty to respond to a patient’s request for help or
even as an inappropriate extension of the physician’s exper-
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tise.” However, this stage of the physician’s thinking repre-
sents a crueial technieal step. The physician must analyze
with precision why the patient chose to appear at this
particular time as well as the nature of the patient’s
symptom formation. Psychiatrists are quite adept at these
analyses, particularly for psychologic symptoms, but other
excellent clinicians pursue the same conceptual analysis for
physical as well as for psychologic problems. It is interest-
ing to speculate that Ivan II'ich’s medical care might have
been improved greatly (even in the absence of effective
cancer chemotherapy), if any of the four physicians he
consulted had been sensitive to such questions as, for
example,: why did Ivan Il'ich come to a physician when he
did, and what factors—social, psychoelogic, and family—in
addition to the medical, were responsible for the develop-
ment and persistence of his symptoms?

If in the first clinical moment the patient’s determination
that a problem iz medical is based on the interaction of
biologic, psychologie, and cultural factors, then, in the
second clinical moment, the physician must disentangle the
factors that led to this visit in order to determine for himself
whether the patient’s problem is medical rather than some
other kind and whether the patient has come to the proper
(ie, to a medical) setting. An essential part of this process is
to determine the iatrotropic stimulus,™ the immediate
event or events that convinced the patient to seek medical
attention at this time. For example, in the case of Ivan
ITich, the iatrotropic stimulus was family disharmony and,
ineidentally, an ache in his side and a strange taste in his
mouth.

‘What usually follows after the patient's initial appearance
is a process that we have come to call the clinical method. Its
efficacy has been established sinee hippocratic times. The
two central components of the clinical method are data
gathering, and data reduection and diagnosis.

Data Gathering

The heart of data gathering oceurs in the verbal and
paraverbal exchanges between the patient and physician.
Expert clinicians agree that no laboratory tests or techno-
logical innovations in medicine can compare with the effi-
ciency and effectiveness of a skilled clinician’s history and
physical examination as tools for gathering information
about patients’ problems.

The success of the data-gathering phase of the second
clinical moment depends on the interaction of the patient
and physician and on their ability to communicate effec-
tively. As Tumulty" suggested, the measure of a clinician’s
skill is his ability to communicate suecessfully with a broad
and diverse group of patients. It is essential to acknowledge
and to appreciate that individual responses of patients to
physicians and physicians to patients can modify the effec-
tiveness of the patient-physician interaction.

Data Reduction and Dlagnosis

The second stage of the clinical method is designed to
reduce the enormous amount of information obtained from
the history, physical examination, and laboratory studies to
a useful and workable amount. The data are structured and
classified according to standard taxonomies as the clinician
engages in the process of differential diagnosis in an effort
to give a disease label to the complaint with which the
patient appeared. Even while attempting to generate a
diagnosis, the physician is simultaneously testing the com-
plaints to determine whether the patient legitimately falls
within the clinical medical model. The second moment is not
an end in itself but is a necessary preliminary step in
deciding whether to proceed to the succeeding clinical
moment: the physician-patient accommodation.
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THE THIRD CLINICAL MOMENT:
THE PHYSICIAN-PATIENT ACCOMMODATION

The achievement of a physician-patient accommodation is
the central event in contemporary American clinical medi-
cine. My thesis is that medicine has never been defined
solely by its scientific knowledge base or by its technologi-
cal capabilities. Rather, the nature of clinical medicine is
understood best in the context of an interpersonal accom-
modation that must be agreed on mutually by both partici-
pants.

The participants in a physician-patient acecommodation
have been prepared for their encounter by a series of
preliminary experiences that have led the patient to seek
counsel from the physician (the first elinical moment} and
have prepared the physician to serve the patient as knowl-
edgeable counselor. From the moment the patient orig-
inally came to the physician (the second clinical moment),
testing and evaluation have been ecarried out by both
parties. In achieving a physician-patient accommodation, a
joint decision is reached on whether this physician will
agree to care for this patient, and on whether this patient
will place his care in the hands of this physician.

The accommodation process depends on all of the par-
ticularities of the medical encounter. The nature of the
patient involved—his personality, character, attitude, and
values—and the factors that led him to seek a medical
encounter with this particular physician are central compo-
nents of the process. Similarly, the personality, character,
attitude, values, and technical skills of the physician affect
the accommodation. Further, the guality of the interaction
between patient and physician, the chemistry of the in-
teraction, modify the process. Of course, the nature of the
medical problem, including its type, acuteness, gravity, and
its potential for remediation, will be a major determinant of
whether a physieian-patient accommodation is achieved.
For example, the entire process will be modified profoundly
and telescoped if the patient is acutely or eritically ill or if
alternative medical resources are unavailable. Finally,
other considerations that may affect the achievement of a
physician-patient accommodation include the clinical set-
ting, eg, a hospital, physician’s office, or the patient’s home;
the organization of the medical service, health maintenance
organization, or fee-for-service; and also, occasionally, the
claims of relevant third-party interests such as those of
family, insurers, or the state,

During the negotiations that may culminate in a physi-
cian-patient accommodation, the patient and the physician
are each thinking silently about a series of questions. The
patient wonders whether his symptoms are serious or
trivial and whether this physician ean help him. Simulta-
neously, the physician is deciding whether the patient has a
“disease” or just a “problem of living,” and whether the
problem is one that the physician can help alleviate.

The Patlent's Cholce

There are many reasons why a patient might decide not to
continue with a particular physician. For example, if the
physician had a poor bedside manner, seemed incompetent,
had the wrong diplomas on the wall (or none at all),
maintained a shabby office, charged excessive fees, had too
long a queue, or lacked proper hospital privileges, the
patient might choose to go elsewhere. At least in our
current medical system, the patient has a choice. The
patient selected this physician initially, but if he becomes
dissatisfied, he may change to another physician.

The Physiclan's Cholce
The physicians decision to enter a physician-patient
accommaodation is also critical, although in many respects,
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the physician is less free to choose than the patient. Legally,
a physician-patient accommodation probably exists from
the first encounter with the patient; morally, a therapeutie
relationship has begun at the moment physician and patient
first see each other, or perhaps at the moment the patient
makes an appointment. Despite these constraints, it is not
only appropriate but also obligatory for the physician to
make a conscious decision that he will (or will not) assume
the care of the person who asks for medical assistance.

One major reason why a physician should choose not to
enter a physician-patient accommodation is because he
perceives that he is not able to benefit the patient. Some
reasons why a physician may be unable to help a particular
patient are as follows: lack of the technical skills needed by a
particular patient, profound personality conflicts with the
patient, or the pursuit by patient and physieian of mutually
incompatible medical goals.

A second general reason why a physician might choose
not to enter a physician-patient accommodation is because
he concludes that his involvement would violate his own
professional standards of what it is to be a “good” physician.
The physician must consider at this point his responsibili-
ties to the art of medicine and to its standards. A physician
is not required to depart from his own standards of consci-
entious behavior to engage in illegal or immoral practices,
to act in ways contrary to his own perception of what it is to
be a good physician, or to participate in practices that he
believes to be outgide of the legitimate medical sphere. If
the physician cannot help the patient, or if he ean do so only
by sacrificing his own conscientious standards of loyalty to
the profession, it is the physician’s moral and medical
obligation not to enter into a physician-patient accommoda-
tion.

The model of medicine implied by an emphasis on the
need for patient and physician to achieve an accommodation
is one of mutuality, voluntariness, noncoercion, and respect
for autonomy. This freedom of both patient and physician to
enter an accommodation is the core of morally acceptable
medical practice.

THE PHYSICIAN-PATIENT ACCOMMODATION CONTRASTED
WITH THE PHYSICIAN-PATIENT RELATIONSHIP

The physician-patient accommodation is not a perma-
nent, stable, and unchanging relationship between a physi-
cian and a patient; it is a dynamic model and is always in
flux. In one sense, the accommodation as an outcome exists
only as a concept; it is always in the process either of
developing or of dissolving. Patients and physicians must
achieve accommodations repeatedly, even regarding the
same basic conditions for which the original accommodation
was concluded. For example, a patient’s agreement to be
cared for by a cardiologist for anginal chest pain would not
commit the patient to agree with the cardiologist’s recom-
mendation to undergo coronary angiography or to accept a
subsequent recommendation for cardiac surgery.

Some physician-patient accommodations are stronger
than others. The resilience of an accommodation is deter-
mined largely by the extent of trust and confidence ex-
changed between patient and physician. However, the
stability of an accommodation is constantly threatened by
new circumstances because changes in the patient, the
physician, or the disease all may result in a reassessment of
the accommodation and perhaps a failure to reach an
accommodation on the same or a new issue. If an accommo-
dation is not achieved on an important matter, the patient or
physician legitimately could decide to dissolve their profes-
sional relationship, again with the proviso that the patient's
emergency health care needs are attended to,

In contrast to previous descriptions of the physician-
patient relationship that tend to regard it as an established,
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static arrangement between physician and patient,** the
physician-patient accommodation provides a more dynamic
and more realistic model of the medical encounter. Perhaps,
these days, physician-patient relationships as such rarely
exist; rather, what we regard as a relationship may really be
repeatedly negotiated physician-patient accommodations.
More likely, a physician-patient relationship represents a
specific and increasingly uncommon variant of the accom-
modation. It is one characterized by mature and enduring
exchanges of trust between patient and physician that
establish an almost insunderable bond. A decline in per-
sonal medical care and a rise in high technology and in
institutional, specialized medical care probably has acceler-
ated the decline of the traditional relationship model and
has contributed to the emergence of the accommodation
model.

CONCLUSION

This report has argued that an understanding of clinical
medicine must be based on an analysis of how physicians
and patients currently interact rather than on a theoretical
analysis of the nature of health and disease. Although such
theories may influence individual decision making for both
patients and physicians, they serve only as the intellectual
backdrop of the human encounter between patient and
physician. The spectrum of clinical medicine, at any time, is
not determined by such theories, but rather is created by
the aggregate resolution of individual physician-patient
accommodations.

[t must be noted, however, that profound changes are now
occurring in American medicine. Medicine is becoming
increasingly bureaucratic and political. These changes may
medify the patient-centered medicine that currently exists
and change the delicate physician-patient encounter from a
negotiated accommodation to an impersonal contract be-
tween clients and providers. Ifthis eccurs, clinical medicine
will never be the same.

This material was prepared with support from the National Science
Foundation (grant 0353-8018097) and the National Endowment for the
Humanities. The conference before which an earlier version of this paper
was read was supported by the MNational Science Foundation (grant
(858-78-T838) and the National Endowment for the Humanities. The views
expressed herein are those of the author and do not necessarily reflect those
of the National Science Foundation or the National Endowment for the
Humanities.
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CONFIDENTIALITY IN MEDICINE —
A DECREPIT CONCEPT

MEepicaL confidentiality, as it has traditionally been
understood by patients and doctors, no longer exists.
This ancient medical principle, which has been includ-
ed in every physician’s oath and code of ethics since
Hippocratic times, has become old, worn-out, and use-
less; it is a decrepit concept. Efforts to preserve it
appear doomed to failure and often give rise to more
problems than solutions. Psychiatrists have tacitly ac-
knowledged the impaossibility of ensuring the confiden-
tiality of medical records by choosing to establish a
separate, more secret record. The following case illus-
trates how the confidentiality principle is compro-
mised systematically in the course of routine medi-
cal care.
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A patient of mine with mild chronic obstructive pul-
monary disease was transferred from the surgical in-
tensive-care unit to a surgical nursing floor two days
after an elective choleeystectomy. On the day of trans-
fer, the patient saw a respiratory therapist writing in
his medical chart (the therapist was recording the re-
sults of an arterial blood gas analysis} and became
concerned about the confidentiality of his hospital rec-
ords. The patient threatened to leave the hospital pre-
maturely unless I could guarantee that the confiden-
tiality of his hospital record would be respected.

This patient’s complaint prompted me to enumerate
the number of persons who had both access to his
hospital record and a reason to examine it. I was
amazed to learn that at least 25 and possibly as many
as 100 health professionals and administrative person-
nel at our university hospital had access to the pa-
tient’s record and that all of them had a legitimate
need, indeed a professional responsibility, to open and
use that chart. These persons included 6 attending
physicians (the primary physician, the surgeon, the
pulmonary consultant, and others); 12 house officers
{medical, surgical, intensive-care unit, and “covering”
house staff); 20 nursing personnel (on three shifts); 6
respiratory therapists; 3 nutritionists; 2 clinical phar-
macists; 15 students (from medicine, nursing, respira-
tory therapy, and clinical pharmacy); 4 unit secre-
taries; 4 hospital financial officers; and 4 chart
reviewers (utilization review, quality assurance re-
view, tissue review, and insurance auditor). It is of
interest that this patient’s problem was straightfor-
ward, and he therefore did not require many other
technical and support services that the modern hospi-
tal provides. For example, he did not need multiple
consultants and fellows, such specialized procedures
as dialysis, or social workers, chaplains, physical
therapists, occupational therapists, and the like,

Upon completing my survey I reported to the pa-
tient that I estimated that at least 75 health profession-
als and hospital personnel had access to his medical
record. 1 suggested to the patient that these people
were all involved in providing or supporting his
health-care services. They were, I assured him, work-
ing for him. Despite my reassurances the patient was
obviously distressed and retorted, “I always believed
that medical confidentiality was part of a doctor’s code
of cthics. Perhaps you should tell me just what you

T

people mean by ‘confidentiality’!

Two Asrects oF MeEpicaL CONFIDENTIALITY
Confidentiality and Third-Party Interests

Previous discussions of medical confidentiality usu-
ally have focused on the tension between a physician’s
responsibility to kecp information divulged by patients
secret and a physician’s legal and moral duty, on occa-
sion, to reveal such confidences to third parties, such
as families, employers, public-health authoritics, or
police authorities. In all these instances, the central
question relates to the stringency of the physician’s
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obligation to maintain patient confidentiality when the
health, well-being, and safety of identifiable others or
of society in general would be threatened by a failure to
reveal information about the patient. The tension in
such cases is between the good of the patient and the
good of others.

Confidentiality and the Patient’s Interest

As the example above illustrates, further challenges
to confidentiality arise because the patient’s personal
interest in maintaining confidentiality comes into con-
flict with his personal interest in receiving the best
possible health care. Modern high-technology health
care is available principally in hospitals (often, teach-
ing hospitals), requires many trained and specialized
workers (a “health-care team”), and is very costly.
The existence of such teams means that information
that previously had been held in confidence by an
individual physician will now necessarily be dissemi-
nated to many members of the team. Furthermore,
since health-care teams are expensive and few patients
can afford to pay such costs directly, it becomes essen-
tial to grant access to the patient’s medical record to
persons who are responsible for obtaining third-party
payment. These persons include chart reviewers, fi-
nancial officers, insurance auditors, and quality-of-
carc assessors. Finally, as medicine expands from a
narrow, disease-based model to a model that encom-
passes psychological, social, and economic problems,
not only will the size of the health-care team and medi-
cal costs increase, but more sensitive information
(such as one’s personal habits and financial condition)
will now be included in the medical record and will no
longer be confidential.

The point I wish to establish is that hospital medi-
cine, the rise of health-care teams, the existence of
third-party insurance programs, and the expanding
limits of medicine all appear to be responses to the
wishes of people for better and more comprehensive
medical care. But each of these developments neces-
sarily modifies our traditional understanding of medi-
cal confidentiality.

THE RoLE oF CONFIDENTIALITY IN MEDICINE

Confidentiality serves a dual purpose in medicine.
In the first place, it acknowledges respect for the pa-
tient’s sense of individuality and privacy. The patient’s
most personal physical and psychological secrets are
kept confidential in order to decrease a sense of shame
and vulnerability. Secondly, confidentiality is impor-
tant in improving the patient’s health care — a basic
goal of medicine. The promise of confidentiality per-
mits people to trust (i.e., have confidence) that infor-
mation revealed to a physician in the course of a medi-
cal encounter will not be disseminated further. In this
way patients are encouraged to communicate honestly
and forthrightly with their doctors. This bond of trust
between patient and doctor is vitally important both in
the diagnostic process (which relies on an accurate
history) and subsequently in the treatment phase,
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which often depends as much on the patient’s trust in
the physician as its does on medications and surgery.
These two important functions of confidentiality are as
important now as they were in the past. They will not
be supplanted entirely either by improvements in
medical technology or by recent changes in relations
between some patients and doctors toward a rights-
based, consumerist model.

PossiBLE SoLuTIONS TO THE CONFIDENTIALITY
PrOBLEM

First of all, in all nonbureaucratic, noninstitutional
medical encounters — that is, in the millions of doc-
tor-patient encounters that take place in physicians’
offices, where more privacy can be preserved — me-
ticulous care should be taken to guarantee that pa-
tients’ medical and personal information will be kept
confidential.

Secondly, in such settings as hospitals or large-scale
group practices, where many persons have opportuni-
ties to examine the medical record, we should aim to
provide access only to those who have “a need to
know.” This could be accomplished through such ad-
ministrative changes as dividing the entire record into
several sections — for example, a medical and finan-
cial section — and permitting only health profession-
als access to the medical information.

The approach favored by many psychiatrists —
that of keeping a psychiatric record separate from the
general medical record — is an understandable strate-
gy but one that is not entirely satisfactory and that
should not be generalized. The keeping of separate
psychiatric records implies that psychiatry and medi-
cine are different undertakings and thus drives deeper
the wedge between them and between physical and
psychological illness. Furthermore, it is often vitally
important for internists or surgeons to know that a
patient is being seen by a psychiatrist or is taking a
particular medication. When separate records are
kept, this information may not be available. Finally, if
generalized, the practice of keeping a separate psychi-
atric record could lead to the unacceptable conse-
quence of having a separate record for each type of
medical problem.

Patients should be informed about what is meant by
“medical confidentiality.” We should establish the dis-
tinction between information about the patient that
generally will be kept confidential regardless of the
interest of third partics and information that will be
exchanged among members of the health-care team in
order to provide care for the patient. Patients should
be made aware of the large number of persons in the
modern hospital who require access to the medical
record in order to serve the patient’s medical and fi-
nancial interests.

Finally, at some point most paticnts should have an
opportunity to review their medical record and to
make informed choices about whether their entire rec-
ord is to be available to everyone or whether certain
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portions of the record are privileged and should be
accessible only to their principal physician or to others
designated explicitly by the patient. This approach
would rely on traditional informed-consent procedural
standards and might permit the patient to balance the
personal value of medical confidentiality against the
personal value of high-technology, team health care.
There is no reason that the same procedure should not
be used with psychiatric records instead of the arbi-
trary system now employed, in which everything relat-
ed to psychiatry is kept secret.

AFTERTHOUGHT: CONFIDENTIALITY AND
INDISCRETION

There is one additional aspect of confidentiality that
is rarely included in discussions of the subject. I am
referring here to the wanton, often inadvertent, but
avoidable exchanges of confidential information that
occur frequently in hospital rooms, elevators, cafete-
rias, doctors’ offices, and at cocktail parties. Of course,
as more people have access to medical information
about the patient the potential for this irresponsible
abuse of confidentiality increases geometrically.

Such mundane breaches of confidentiality are prob-
ably of greater concern to most patients than the
broader issue of whether their medical records may be
entered into a computerized data bank or whether a
respiratory therapist is reviewing the results of an arte-
rial blood gas determination. Somehow, privacy is vio-
lated and a sense of shame is heightened when intimate
secrets are revealed to people one knows or is close
to — friends, neighbors, acquaintances, or hospital
roommates — rather than when they are disclosed to
an anonymous bureaucrat sitting at a computer termi-
nal in a distant city or to a health professional who is
acting in an official capacity.

I suspect that the principles of medical confidential-
ity, particularly those reflected in most medical codes
of ethics, were designed principally to prevent just this
sort of embarrassing personal indiscretion rather than
to maintain (for social, political, or economic reasons)
the absolute secrecy of doctor-patient communica-
tions. In this regard, it is worth noting that Percival’s
Code of Medical Ethics (1803) includes the following
admonition: “Patients should be interrogated concern-
ing their complaint in a tone of voice which cannot be
overheard.” * We in the medical profession frequently
neglect these simple courtesies.

CoNCLUSION

The principle of medical confidentiality described in
medical codes of ethics and still believed in by patients
no longer exists. In this respect, it is a decrepit concept.
Rather than perpetuate the myth of confidentiality and
invest energy vainly to preserve it, the public and the
profession would be better served if they devoted their

*Leake CD, ed. Percival’s medical ethics. Ballimore: Williams & Wilkins,
1927.
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attention to determining which aspects of the original
principle of confidentiality are worth retaining. Efforts
could then be directed to salvaging those.
University of Chicago-
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MARK SIEGLER

MEDICAL CONSULTATIONS IN THE CONTEXT OF THE
PHYSICIAN-PATIENT RELATIONSHIP*

There is widespread agreement that the physician-patient- relationship is
changing and remains in a state of flux. This assertion is incontestable with
the proviso that the physician-patient relationship is changing more for some
patients and physicians than for others. The traditional paternalistic medical
model, characterized by the patient’s trust in and dependency on the physi-
cian, has been replaced in many cases by a more equal relationship in which
patient autonomy and self-determination is emphasized. While this newer
model certainly has many advantages, there are times when patients’ rights
and physicians’ responsibilities conflict. When this happens, an adversarial
relationship may develop between physician and patient which could negate
the cooperative, reciprocal, mutual, voluntary, and goal-oriented engagement
essential for both parties.

An analysis of the rights of patients and the responsibilities of physicians
may be beneficial in understanding why these conflicts arise and how they
may be prevented. For this reason I have chosen to examine the physician-
patient relationship in the complex but fascinating setting of medical con-
sultations.! (The complexity may be partly responsible for the paucity of
either medical or ethical literature on the subject of medical consultations.)
An attempt will be made to describe medical consultations as they currently
operate in medicine, to distinguish them from other forms of physician-
patient encounters, and to indicate the remarkable spectrum of possible
interactions that can be described properly as medical consultations.?

An understanding of the rights and responsibilities of individuals within
the arrangement referred to as medical consultation requires a preliminary
understanding of what medical encounters qualify as consultations. The
term medical consultation as it is used here and in contemporary American
medicine is defined as the evaluation of a patient by a physician-consultant
for the purpose of providing the primary care physician with additional
information which will assist him in the care of the patient.® The situation
described is one in which Dr. A requests that Dr. B evaluate Patient C and
render an opinion or perform a diagnostic or therapeutic procedure on
Patient C. As used here the term consultation involves three persons — two
physicians and a patient — and thus differs in profound ways from the
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standard two-person physician-patient encounter that characterizes much of
medical practice.?

Even when this narrow definition is used, the consultation situation
remains extremely complex. It implies a prior and continuing relationship
between a primary physician who requested the consultation and the patient
who agreed with the primary physician that such a consultation should be
sought. Any analysis must relate the rights and responsibilities of the three
parties involved in a medical consultation (patient, primary physician, and
consultant) to those of the two parties (patient and primary physician) in the
original relationship. In turn these analyses must be related to the nature of
medicine itself — its goals, practices, and organization. Since the decision to
seek a medical consultation can best be understood as a specific application
of the general rules guiding decision-making within a morally acceptable
relationship, the consultant’s responsibility will depend in large measure on
the procedural adequacy and moral acceptability of the patient-physician
relationship which generated the consultation in the first place. In other
words, the ethical standards for medical consultation must be based upon an
ethically acceptable model of both the physician-patient relationship and of
decision-making in medicine, which will finally depend upon an understanding
of the nature and limits of medicine itself.

I. MEDICAL CONSULTATIONS: WHAT THEY ARE AND ARE NOT

Any commentary on the rights and responsibilities of individuals involved in a
medical consultation is impossible without understanding what constitutes a
consultation and what does not. In efforts to discern what actions in medi-
cine are morally acceptable, description ought to precede prescription and
empirical observations ought to be a precondition to ethical analysis. Without
this priority, ethical analysis lacks a firm connection with the realities of
medical practice.

There are numerous types of physician-patient encounters which need to
be distinguished from medical consultations. Four of the most common are:
principal or primary care physician-patient relationships, care provided by
health care teams, independent primary physician-patient relationships, and
referrals. A brief description of each of these encounters seems in order.

First, principal or primary care relationships involve continuing and
comprehensive care. They necessitate a long-term commitment by a physician
with the consent of the patient to provide health care, including diagnosis,
treatment, advice, education, and health counseling. Primary care physicians
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may seek the opinion of one or several medical consultants and then incor-
porate such opinions in providing for their patients’ total health care needs.
In contrast, medical consultation is episodic rather than continuous and
usually is limited in scope. Today, most consultants have expertise only in
their own fields (for example, surgery or internal medicine), often only in a
particular subspecialty (for example, thoracic surgery or endocrinology), and
often only in a particular organ system (for example, the eye, the heart, or
the liver).

Second, consultations differ from the care provided by health care teams.
As Theodore Brown points out in his essay, “An Historical View of Health
Care Teams,” although the health care team may be composed of individuals
who represent various disciplines and have different expertise, their interac-
tion does not resemble that of a medical consultation and is not called a
consultation. The hierarchic nature of such teams and the leadership role
typically accorded the physician resolves the inherent ambiguity of the
inter-relationships of team members. However, even on teams composed
primarily or exclusively of physicians (cardiologists and cardiac surgeons who
work together in the management of open heart surgery cases, or a group of
physicians who jointly direct a bone marrow transplant unit), the relationship
among these physicians is not considered to be a consultation. This may be
because the physicians involved have an equal status and enjoy equal and
comparable relationships with the patient. Alternatively, since none of the
physicians on a team enjoys a primary physician-patient relationship with the
patient, the situation is one in which the concept of consultation simply does
not apply.

Third, many patients are followed in the outpatient setting by more
than one physician simultaneously (for example, by an internist and an
ophthalmologist or by an internist and a psychiatrist). Furthermore, many
patients are followed by more than one primary care physician simultaneously
(for example, by an internist and a family practitioner or by an internist and
a gynecologist).

These situations, which may be called multiple independent primary
physician-patient relationships, are quite different from medical consultations.
In such cases the physicians often act independently and do not serve as
consultants to each other. They might only learn of the existence of the other
if the patient chose to communicate the fact, The patient retains almost total
control over the exchange of information between the physicians and might
only encourage an exchange by asking Dr. A a question such as: “Would you
check with Dr. B to find out if the medicine you want to place me on can be
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taken safely along with the medicine he is giving me?”’ No one would choose
to describe the relationship between Doctors A and B as that between a
principal physician and consultant.

A fourth common physician-patient encounter is a referral, The distinction
between a medical consultation and a referral and the relationship between
consultations and referrals is important — and one not often appreciated even
by physicians. As opposed to a medical consultation, a referral usually means
that a patient is sent by a primary physician to a new physician (perhaps
a “consultant” physician) for medical care.’ In this case the “consulting
physician™ now becomes the patient’s new primary care physician.

Referrals may be partial or complete. An example of a partial referral
would be a situation in which an internist refers a patient to a surgical col-
league for an operation. The referral is partial if the internist and patient plan
to continue their previous relationship after the resolution of the surgical
problem. It must be noted that with any referral, in contrast to a consultation,
the primary physician at least temporarily relinquishes decision-making in
the patient’s medical care to another physician. Despite this fact, in partial
referrals the primary physician remains “involved”.

In a complete referral, the responsibility for the patient’s care is shifted
permanently to another physician or institution. One reason for this may
be that the patient’s medical needs have changed (for example, a patient
with chronic diabetes who has been followed by an internist develops renal
failure and requires a nephrologist to manage chronic hemodialysis). Another
reason may be that difficulties have arisen in the primary physician-patient
relationship such that either the physician or the patient now prefers to sever
the relationship. The physician then makes a complete referral to a new
physician.®

In considering the distinction between consultation and referral, it is
important to realize that a consultation often may be a prelude to a long-term
referral. Furthermore, in contrast with a consultation, a complete referral
generates a new physician-patient relationship, a new two-person relationship.
A consultation or a partial referral maintains a triangular relationship among
a patient and two physicians. These are quite different situations and they
generate quite different ethical conflicts.

A major point differentiating a consultation and each of the other phy-
sician-patient arrangements is that consultations are characterized by a
three-way engagement in which each of the participants — patient, primary
physician, and consultant — has multiple and divided obligations to each of
the other two persons and to himself within the boundaries of the medical
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encounter. The patient’s loyalty may be divided between the primary physi-
cian and the consultant, The primary physician has an ongoing commitment
to the patient, but he also has obligations arising out of collegial and profes-
sional tries to the consultant. The consultant of course is divided in his
loyalties and responsibilities between the physician who invited him to see
the patient and the patient for whom he is now partly responsible.

By contrast, standard physician-patient relationships, multiple independent
physician-patient relationships, or complete referrals retain the essential
features of a two-person encounter. Team medicine often generates its own
tensions, but they differ from the specific tensions created by the triangular
relationship characteristic of consultations.

II. THE SPECTRUM OF MEDICAL CONSULTATIONS

After distinguishing medical consultations from other types of physician-
patient encounters, it is essential to attempt to describe the many types
of situations which may generate consultations and the specific details of
individual consultation arrangements. The ethical questions raised regarding
medical consultations and their resolution are dependent upon the details
and specifications of consultation arrangements. There will be no attempt
here to analyze how the details of the consultation modify the responsibilities
of the various parties. Nevertheless, the description of the range and hetero-
geneity of medical consultations should provide a clinical framework and
the necessary background to enable others to pursue the kind of systematic
ethical analysis required.’

There are numerous factors which modify consultation arrangements and
which should influence any understanding of obligations in the consultation
process. The most prominent of these factors are listed below:

The Decision to Seek Consultation

Who initiated the consultation, the patient or the physician? Did the other
party agree? If it was the physician’s decision to seek a consultation, did
the patient have the capacity to express a preference for or against the
consultation?

The Selection of a Consultant

Who selected the specific consultant? Who decided what type of specialist
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should be chosen? If there was disagreement, how was the matter resolved?
For example, consider a situation in which a patient wanted to see a cardiol-
ogist for chest pain which he feared was of cardiac origin, but his physician
suggested a thoracic surgeon to evaluate the patient for the repair of a hiatus
hernia, which the physician believed was causing the patient’s chest pain. It
would be important to note which consultant was called in and how this
arrangement was negotiated between the physician and the patient. Further-
more, which of the parties — the primary physician or the patient — assumed
responsibility for the consultant’s skill, competence, personality, charges, and
for the outcome of the consultation?

The Type of Specialist Consulting

What type of specialist has been called in? Both the special area of expertise
of the consultant and the specialty training of the primary physician will
have a profound effect on the nature of the consultation process. The entire
dynamics of the consultative process depends on what type of specialist is
seeking a consultation from what other type. Consultations to internists and
surgeons differ in many respects from those to psychiatrists. To add to the
complexity, consultations requested from a particular service (for example,
from psychiatry) will differ according to which primary service (for example,
cardiac surgery) is requesting the consultation. There are many reasons for
these differences, including the nature of the medical problem, the training of
the consultant, and the severity of the patient’s condition.

The Severity of the Iliness

How severe is the patient’s illness? The answer in any particular case modifies
many aspects of the consultation arrangement just as it modifies many aspects
of the primary physician-patient relationship. For example, a critically ill
patient may be seen by one or several consultants in an emergency situation
without consenting to these arrangements and often without even being
aware of them.

The Setting of the Consultation

Is the case in question an inpatient or outpatient situation? Consultations
on inpatients are different from those on outpatients, and consultations in
university hospital settings often differ from those in community hospitals.
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The very fact that inpatients require hospitalization implies that they gener-
ally are sicker than outpatients. Hospitalized patients often have their care
paid for by some form of third-party insurance. Consultants are more avail-
able in the hospital than in the outpatient setting, but there may be more
rules and administrative requirements to obtain their services. Finally, there
is more scrutiny of care in the inpatient setting than in the office. For these
reasons, inpatient consultation differs from the office setting. In general,
hospitalized patients are less free to choose whether to see a consultant, who
the consultant will be, or whether to reject the consultant’s recommendation.

The details of the consultation process will probably differ depending on
whether the patient is seen in a university medical center or in a community
hospital. The latter has the single mission of providing care for community
residents. The university center engages in the triple mission of providing
care, educating students and houseofficers, and generating new knowledge
through research. Furthermore, the university hospital is often staffed with a
large number of medical specialists (“consultants™), and medical practice in
such university centers is often dominated by these specialists.

In addition to the factors already discussed, it is important to recognize
that in a decision to seek medical consultation, the primary physician and the
patient may be pursuing different goals. The most frequent goal sought in
obtaining a consultation is technical expertise, either for diagnostic purposes
(such as when a radiologist is called in to perform and interpret a CT scan) or
for therapeutic purposes (such as when a plastic surgeon is called in to resect
a skin lesion). When a consultation is sought to obtain technical expertise,
the consultant may accept or decline the request to participate in a case, but
otherwise there is not much latitude for the consultant to modify the primary
physician’s diagnosis or treatment plans. If the consultant declines to perform
the diagnostic or therapeutic service, the primary physician must seek the
assistance of another expert. In general, technical experts are interchangeable,

Another goal in consultation may involve the need for clinical judgment.
The primary physician may call in a consultant not because the latter pos-
sesses a special technical skill, but because he wishes another opinion from
someone whose clinical judgment he respects.®

There also may be medical-legal reasons for obtaining a consultation.? For
example, a physician may be concerned about missing a condition for which
he could later be sued. This is sometimes referred to as “defensive medicine”.
Or, he may wish to show good faith in searching for the correct diagnosis in a
difficult case. In another situation the physician may wish to countermand an
unwelcome recommendation from a previous consultant by getting a contrary
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opinion. Occasionally, consultations are sought as a means to avoid or defer
taking action. Sometimes the patient is the one who calls for a consultation
and the physician may feel obligated legally and morally to act on this
request.

Furthermore, the physician may be required to request a consultation for
administrative regsons. For example, some hospitals require that all patients
over a certain age who are scheduled for elective surgery must be “cleared
for surgery” by a cardiology consultant. In another situation, compliance
with certain third-party insurance requirements may necessitate a “second
opinion” before elective surgery.

Other reasons why a physician might seek a consultation are personal.
For example, he may wish to solidify his reputation with colleagues, to
reciprocate for previous referrals, to assure a patient “everything is being
done,” to share responsibility and potential liability for unforeseen results, or
to punish a patient for non<compliance. Finally, in preparation for a referral,
a physician may seek consultation in situations in which the disease has
changed or the patient is a “problem patient”,

In summary, the ethical obligations of the parties to a consultation — the
patient, the primary physician, and the consultant — vary according to the
specific details of the consultation itself. Therefore, the search for a single
solution to the range of ethical dilemmas and conflicts which could arise in
the context of medical consultations would be naive. On the basis of the
preceding observations, it should be clear that the consultation process is
superimposed on an existing and continuing physician-patient relationship.
In contrast to many other medical engagements, it involves three persons
enmeshed in a complex network of relationships. The presumptive obligations
of the consultant, then, ought to coincide with the basic goals of medicine
— to attempt in an ethically appropriate way to improve the health and well-
being of patients, most of whom present themselves voluntarily to physicians
in seeking care. As a consequence, consultants should fulfill their ethical
and clinical obligations to patients by serving as exclusive agents neither to
the patient nor to the primary physician, but rather by serving the original
physician-patient relationship from which the request for consultation
originated.

In practice, the consultant’s presumptive obligation to serve the physician-
patient relationship in order to provide the best medical care for the patient
is achieved by conforming to the traditions and current modes of medical
practice as regards consultation, This usually means that the consultant
reports his findings to the primary physician and not directly to the patient.
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In communicating to the primary physician, the consultant will be improving
the stability of the underlying physician-patient relationship and the quality
of health care provided the patient. To repeat: the consultant generally helps
the patient achieve the goals which the patient and primary physician estab-
lished by serving that original relationship rather than by serving either of the
individual parties.

III. THE PHYSICIAN-PATIENT RELATIONSHIP AS THE MORAL
CENTER OF MEDICINE

As suggested earlier, a proper understanding of medical consultations as
distinguished from other forms of physician-patient encounters logically
implies the prior existence of a primary physician-patient relationship.
Medicine is an institution with ends and purposes related to caring for persons
who voluntarily seek help in the care of their health. The physician-patient
relationship historically has been the central means by which such care is
provided. Thus, a well-constructed physician-patient relationship remains
the clinical and moral center of medicine ([6], [8]).

A properly constructed physician-patient relationship should involve two
persons who negotiate a voluntary, consensual, non-coercive, and mutual
accommodation aimed at achieving the health care goals of the patient while
remaining consistent with the conscientious beliefs of the physician both as
an individual and in his role as a physician. These days there are many types
of primary physician-patient relationships, many of which are neither long-
standing nor stable. Some involve temporary accommodations between
patient and physician limited to the details of a specific clinical situation. The
strength of a physician-patient relationship depends upon the patient, the
physician, the quality of their interaction, the setting in which they meet, and
the nature of the patient’s illness.'°

In the gradual achievement of a long-standing, stable, primary physician-
patient relationship, many issues such as patient rights and arrangements for
truth-telling, decision-making, and even for the way in which consultations
will be handled, may have been discussed and negotiated between the physi-
cian and the patient. These discussions and negotiated arrangements provide
an ideal and morally acceptable basis for medical practice.

Medical consultations, however, resemble transient accommodations
between physician and patient, and they differ profoundly from well-estab-
lished, stable physician-patient relationships. The consultant cannot hope to
achieve the same degree of voluntary, consensual, non-<oercive, and mutual
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accommodation as has been developed over time between the primary physi-
cian and the patient. Duties in medicine and duties in general derive from
relationships. In respect to truth-telling, the duties of the primary physician
to the patient differ from the duties of a consultant.!!

The physician-patient relationship is the moral and clinical center of
medicine, and decision-making within this accommodation is the central
event of the medical enterprise. The decision to seek a consultation, like any
other medical decision, is made in this context. Most clinical decisions in
medicine begin with the delineation of the medical goals being sought by
the patient and the acquiescence by the physician to these goals. These
goals might include restoration of health, relief of symptoms (physical and
psychological), restoration of function or the maintenance of compromised
functions, the prolongation of life, or increased knowledge about a medical
problem and its prognosis. Based upon the specific goals being pursued, the
primary physician’s central responsibility is to use his medical expertise to
respond to the patient’s request for help in the care of his health by proposing
a medically-indicated course of action which appears to be the best approach
to the patient’s problems and health care goals.

The first step in the decision-making process involves the physician’s
recommendations. The physician normally proposes a diagnostic or thera-
peutic course or suggests that nothing be done. One recommendation that
a physician might make is that the patient be seen in consultation by another
physician. In deciding on a specific recommendation, the primary physician
will take into account the technical aspects of the case (its severity, acuity,
its potential for improvement, the risks involved either in doing nothing or in
taking this or another action), and also the psychological and social needs of
the patient. At this point, the physician normally proposes a diagnostic or
therapeutic course or suggests that nothing be done.

Chronologically, the second stage in the decision-making process is the
patient’s reaction to the physician’s clinical suggestion. Competent patients
may either accept or reject physician’s recommendations. In this regard,
patient preferences are the weightiest ethical consideration in decisions
reached within the physician-patient relationship. If the physician proposes a
consultation for medically indicated reasons, the patient is free to accept or
refuse the suggestion. In the normal course of events, the patient will usually
accept this recommendation. If, however, the patient rejects a recommended
consultation, several events could occur. The physician might modify his
recommendation and decide differently. If he chose not to do so and substan-
tial disagreement remained, the relationship could be severed because the
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physician might feel that his ability to care adequately for the patient was
compromised.

On the other hand, if the patient and physician were to agree to seek a
consultation, the consultant would be serving them jointly and his allegiance
should be to the relationship which generated the request for his services.
This situation is analogous to other decisions in medicine unrelated to consul-
tation which are made mutually, consensually, non-coercively, and voluntarily
by physician and patient, but which require the services of third parties to be
implemented.'?

An Empirical Claim

The goals of medicine are achieved better and more efficiently through
primary physician-patient relationships with their traditional interactions
with medical consultants than by alternative arrangements which essentially
by-pass the primary physician-patient relationship. This claim is empirical
and thus far has not been proven by any compilation of data.'® Nevertheless,
this claim seems intuitively correct to many physicians actively practicing
medicine either in ambulatory or in-patient settings. By and large, patients
who have sound, well-established physician-patient relationships get better
outpatient and inpatient care than do patients who are practiced upon by
teams of consultants in the hospital or whose interactions in the ambulatory
setting are episodic, disjointed, and involve many consultants. There are
several reasons why this is so. First of all, the relationship between physician
and patient in a primary healing relationship seems to be the most effective
way to provide care and to achieve the goals of medicine. This primary
relationship between patient and healer also appears to have historical and
transcultural validation [11]. Even with all the changes in the health system
which serve to undermine long-term primary physician-patient relationships,
those relationships which rely as much on trust and confidence as on technical
expertise are regarded both within the profession and by patients as useful
and desirable.

Another reason stems from the belief that the primary care or principal
physician should assume responsibility for continuous and comprehensive
health care for patients. Such care should be not only technically competent
and humane, but also should be directed at the entire person rather than
at some isolated organ system. A principal physician should also serve as
his patient’s friend, advisor, and advocate within the health care system.
This latter responsibility includes guiding the patient through the maze of
hospitals, laboratory services, and consultants.
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A well-established physician-patient relationship also promises better care
because the primary physician cares for his patient by collating and integrating
the opinions of various consultants, thereby generating a comprehensive
approach. By contrast, the consultant may present a recommendation that is
not appropriate in terms of the patient’s total health care needs or personal
wishes. The principal physician would have taken account of the whole
person — his disease, personality, history, fears, wishes, beliefs, and finances.
On the other hand, too many consultants have a tunnel-vision perspective in
which they see the patient as a “liver” or a “heart” wrapped in human form
or asa “subject” to be catheterized or biopsied or operated upon.

The primary physician should be the spokesman for all physicians involved
in a particular case. This role should lessen patient confusion when several
contradictory or apparently contradictory reports are presented by various
consultants. (Both good news and bad news, but particularly the latter,
should not be transmitted to the patient by a consultant whom the patient
has met once and may never see again.)

Alternatives to the Traditional Relationship

Some individuals might prefer to negotiate arrangements with their primary
physicians so that a consultant could discuss findings and suggestions directly
with the patient rather than with the primary physician. If such arrangements
between patients and primary physicians are reached in a voluntary, consen-
sual manner, there should be no moral objection to this plan. As mentioned
earlier, though, there remains the real concern that patient care might be
compromised by such a plan.

Other individuals might prefer to bypass the entire system of primary care
relationships and traditional medical consultations in favor of alternative
arrangements such as multiple, independently-negotiated accommodations
with numerous physicians. These individuals might refer to such arrangements
as “consultations” (“I will seek a consultation from the famous surgeon, Dr.
A”), but as shown earlier, those schemes more closely resemble free-standing,
dyadic physician-patient relationships than the three-part arrangement
characteristic of consultations.

In modermn American medicine, an individual who can pay for health
services may enter into multiple, voluntary, and consensual arrangements
with physicians even when such arrangements bypass a preliminary primary
physician-patient relationship and the model of consultation described in
this essay. Although patients have such license, it seems doubtful that this
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policy should be universalized in that society’s general interest would suffer,
particularly with respect to increasing health care costs. More importantly,
it would limit the opportunity to achieve the goals of medicine. The policy
of multiple independently-negotiated physician-patient accommodations
tends to be adversarial, contentious, time<consuming, costly to patients and
physicians, counter-productive in regard to medical goals, and probably
would not generate additional liberty and freedom, which already exists in
properly negotiated primary physician-patient relationships. The same policy
would also thwart the development of trust, confidence, and hope upon which
the success of the medical encounter depends [5].

Although the presumptive obligation of the consultant is to serve primarily
the physician-patient relationship, a variety of circumstances could encourage
the consulting physician to override this presumption and to deal directly
with the patient. For example, a consultant who realizes that a true medical
consultation (the three-party relationship) is not occurring, but rather that
either the physician is referring the patient permanently or that the patient is
seeking a second opinion independently, probably will conclude that the
patient’s medical interests will be served best by open and direct communica-
tion. It can also happen that the consultant may decide conscientiously that
he would serve an individual patient best not by strengthening the primary
physician-patient relationship but by encouraging its disruption. In this case,
there would be an obligation to act accordingly. The consultant’s grounds for
such action might be based upon the technical inadequacies of the primary
physician or upon his perception that the primary physician-patient rela-
tionship was not a morally sound arrangement. For example, if the primary
physician proved incompetent or physically or emotionally impaired, and
if these deficiencies could not be corrected within the framework of the
institution or the profession, the consultant would be obligated to inform the
patient that medical care should be sought from another, more competent
physician.'?

Another reason why a consultant might choose to deal directly with a
patient would be if the basic goal of medicine were compromised. For exam-
ple, if the consultant and the primary physician have irreconcilable technical
differences regarding a treatment plan, and if private discussions prove
unsuccessful in resolving these differences, the consultant may either confront
the patient directly or announce to the patient that he is forced to withdraw
from the case because of a serious difference of opinion with the primary
physician. (In the latter case, the consultant should suggest to the patient that
another consultation opinion be sought.)!*
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IV. ADDITIONAL VIEWPOINTS ON RESPONSIBILITIES OF
CONSULTING PHYSICIANS

Besides the views discussed thus far, two additional models of the responsi-
bilities of the consultant can be distinguished: a paternalistic model and a
contractual model.

In medical practice, a paternalistic interpretation of the responsibilities
of medical consultants has emphasized the primary responsibility of the
consultant to the physician who asks the consultant for an opinion. If dis-
agreements arise between the primary physician and the consultant, they
usually are resolved without involving the patient in the discussions.

This paternalistic model of medical consultation is represented well in
the writings of Philip Tumulty, a distinguished consulting physician at The
Johns Hopkins University School of Medicine. Tumulty has written: “Ob-
viously, the role of consultant is to help the patient by aiding his primary
physician and is not to supplant him or override him or to push him aside
... "([9], p. 45). He is concerned that some consultants make it difficult for
the primary physician to play an essential role in the care of a patient. One
way consultants do so is by giving information directly to the patient or
family, or by making suggestions regarding diagnosis in treatment without
first getting approval from the primary physician. Tumulty believes that
under no circumstances should the consultant give to the patient or his family
any specific information relating to diagnosis, treatment, or prognosis unless
directly requested to do so by the primary physician. Tumulty notes that
when this rule is violated, “. .. doubts may be planted and confusion may
begin to grow. The primary physician may start to lose control of his own
patient’s management ... " ([9], p. 45). In an effort to avoid this situation,
Tumulty suggests the following strategy:

If, after examining the patient, the consultant is backed into a comer by members of the
family, who insist upon getting an opinion from him, it is always possible to gracefully
put them off by saying something to the effect that ... it is essential to review certain
aspects of the problem with Dr. Blank before forming an opinion ([9], p. 46).

Tumulty’s attitude toward medical consultation is presented explicitly with
his statement that the consultant should be ever mindful of the difficult
problems encountered in the everyday practice of medicine, and he should
therefore make a deliberate effort to buttress the position of the primary
physician ([9], p. 45).

There are several problems with Tumulty’s suggestions regarding consulta-
tions. First, he emphasizes the relationship between the consultant and the
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primary physician almost to the exclusion of the relationship of either to the
patient. This focus on collegial relationships between medical professionals is
more a matter of medical etiquette than medical ethics. Tumulty acknowl-
edges that the ends being sought in a medical consultation are health care
benefits for the patient, but he stresses that the consultant serves the patient’s
medical needs best by serving the primary physician. Tumulty argues that in
situations of serious disagreement between primary physician and consultant,
the consultant should strive to resolve these matters in discussions with the
physician and not involve the patient in such disagreements. Even in the
“worst case” scenario, when negotiations between the primary physician
and consultant collapse, the protocol outlined by Tumulty again stresses
primary physicianconsultant actions and again minimizes discussions with
the patient.

Tumulty notes that in situationsin which the responsible physician persists
in a manner which the consultant believes to be harmful, the consultant
should explain to the patient or family that he must withdraw from the case
because he can no longer be helpful to them ([9], p. 48). Tumulty further
indicates that it should be made clear to the patient and family that the
central matter is one of failure to agree: “They should not [italics in text] be
told by the consultant that he is necessarily right and the other physician is
wrong. It should again be stressed that medical problems are like all other
problems; there is room for disagreement” ([9], p. 48). A final problem with
Tumulty’s analysis of medical consultations is its unabashedly paternalistic
attitude, which argues that the physician knows what is best for the patient.'
Although the ends being sought are the health of the patient, such a paternal-
istic stance understates the mutual, voluntary, consensual, and non-coercive
arrangements between physicians and patients, which ought to be the moral
basis of medical practice.

Another model of consultation emphasizes the “rights” and “freedom” of
patients. On this model, the patient is squarely at the center of the encounter
and all communication and decision-making is carried out with the patient.
By contrast, the two physicians have only limited or minimal obligations (or
perhaps no obligations to each other), and both are primarily responsible to
the patient. Any disagreements which arise between primary physician and
consultant are brought directly to the attention of the patient, who then
makes a choice of alternative programs of management. This model might be
referred to as a contractual model of medical consultation.

This view of medical consultations, at least with reference to liaison
psychiatry, has been defended by H. Tristram Engelhardt, Jr., and Laurence
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McCullough [2] . With respect to confidentiality in psychiatric liaison consul-
tations, Engelhardt and McCullough have suggested that the consultant physi-
cian’s duty is to the patient and that any “qualification of confidentiality
can be made only with the permission of the patient.” In their analysis, the
consultant is free to divulge information to the primary physician only when
given permission to do so, and the canons of explicit informed consent must
be followed to insure that the patient’s consent to release information about
himself or herself is informed and voluntary. Engelhardt and McCullough
observe that if the patient refuses to give informed consent:

. one will have paid one of the prices for respecting persons; less that optimal treat-
ment. ... Acknowledging such freedom is central to treating patients as autonomous
agents. Moreover, it allows the resolution of the morally ambiguous position of the
consultant through the patient’s determining the extent to which the consultant will be
an agent of the patient, i.e., determined by the patient’s interests.

Their contractual and libertarian model of consultation is stated explicitly:

We have here suggested that the choices [among the duties and goods the consultant
seeks] should be made in favor of respect for patient autonomy both out of regard for
patients as well as in order to establish a practice which supports public liberty, Such a
choice, however, is made only with the loss of other goods, in particular those that
would be achieved through more paternalistic practices regardless of patient wishes, i.e.,
divulging information to third parties insofar as communication of information is in the
best interests of this patient ([2], p. 412).

Although Engelhardt and McCullough’s essay concerns the specific issue of
confidentiality in liaison (consultative) psychiatry rather than consultations in
general, the view developed in this particular setting offers a different model
of consultation. Whereas many forms of psychiatric consultation closely
resemble fraditional medical and surgical consultations, some psychiatric
consultations, particularly those imposed upon a patient without consent
— for example, as a precondition for commitment proceedings — differ in
profound ways from routine medical and surgical consultations. It appears
that in their analysis Engelhardt and McCullough focus on involuntary,
coerced “‘consultation” which must be regarded as an aberration of the
traditional medical model and not as its standard. As a result, Engelhardt
and McCullough avoid dealing with the practical and ethical complexities
of consultations by proposing a model which bears little resemblance to
consultations as they currently exist or as they have been understood tradi-
tionally in medical practice.

The physician-patient encounter as described by these authors is not a
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consultation in that a three-person relationship does not appear to exist. In
their model, there is no presumptive obligation on the part of the consultant
to communicate with the primary physician or indeed to have any interaction
with that physician at all. The depicted model more closely resembles a
situation in which the patient has entered into several entirely independent
relationships, This model ignores the primary physician and the circumstances
which generated the initial physician-patient relationship and from which the
decision to seek a consultation was made.

The most serious problem with this model, however, is that by depicting
autonomy and rights of the patient as the highest goal of medicine and by
characterizing ethics as representing “an alternative to force”, the authors
describe an essentially adversarial view of medical practice.!” This adversarial
vision requires contractual guarantees to protect patients entering the medical
system. The goal of medicine and in particular the human needs which
encourage a patient to seek help from a physician are ignored ([5], [6]).

Consultations in medicine are the result of decisions taken in pre-existing
physician-patient relationships. If these original relationships were developed
in accordance with the moral principles of mutuality, consensuality, volun-
tariness, and non-oerciveness, and if the decision to seek consultation was
made in accordance with morally sound procedures, then the issues of patient
“freedom” and “rights” will all have been negotiated prior to the consulta-
tion. Thus, in the absence of serious disagreement, it remains the responsi-
bility of the consultant to try to settle differences within the context of the
enduring physician-patient relationship rather than in the transient setting of
the consultant-patient relationship.,

V. CONCLUSION

The model of responsibility in medical consultations proposed in this essay
recognizes the voluntary, mutual, consensual, and non-coercive agreements
of all parties to both the consultation process and to the physician-patient
relationship which generated the request for a consultation. Any party could
withdraw from the consultative arrangement (or for that matter, from the
physician-patient relationship) at any time and thus change what was origi-
nally a consultation to another form of physician-patient encounter.

This view rejects the position advocated by Tumulty, which supports the
primary physician and attends mainly to issues of medical etiquette in the
physicianconsultant relationship. It also rejects the thesis advanced by
Engelhardt and McCullough that consultants have a primary obligation to
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patient “autonomy” (thus focusing primarily on the patient-consultant
relationship). Their thesis essentially ignores the original context of care in
which the consultation was sought. In practice, the view advocated here
suggests that the loyalty of the consultant and of the primary physician
interacts directly. Such interactions both serve and preserve the primary
physician-patient relationship — the technical and moral center of medical
practice. If the decision to seek a medical consultation was arrived at in the
context of a morally acceptable patient-physician relationship, the consultant
would act most properly by dealing mainly with the primary physician and
not directly with the patient. However, when the patient’s health care and
health will be illserved by the perpetuation of an ineffective or destructive
(and thus morally unacceptable patient-physician relationship), it then
becomes the obligation of the consultant to so inform the patient in order
that the goals of medicine — the health care and health of the patient — might
be better achieved through another arrangement. In general, this approach
also maximizes patient benefit and permits consultants to adhere to the
collegial requirements of the medical profession,
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1 I have been interested in the question of how to establish the rights of patients and
the responsibilities of physicians at a time when a societal consensus no longer exists.
This paper in some ways continues the work Ann Dudley Goldblatt and I did in the
Ninth Trans-Disciplinary Symposium on Philosophy and Medicine [7]. We noted in the
earlier paper that a morally and technically acceptable model of the physician-patient
relationship would take account of the specific clinical circumstances in which doctor
and patient were interacting. Thus, we described profound differences in the physician-
patient relationship between situations of acute, critical illness and those of chronic,
non-critical outpatient care.

As mentioned, this essay will explore the physician-patient relationship in the context
of medical consultations. An earlier version of this paper was entitled “Medical Consul-
tations: Divided Loyalties and Uncertain Responsibilities.” That title reflected the
commonly held view that the central ethical dilemma in the consultation process is the
consultant’s divided loyalties and responsibilities to both the patient and the primary
physician. The issue is sometimes framed as a question: Is the consultant primarily an
agent of the attending physician or is he an agent of the patient? I believe this is an
oversimplified — and possibly even a wrong — rendering of the issues involved in medical
consultation. Framing the question in this way ignores the historical preconditions and
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negotiations within the physician-patient relationship that enabled a medical consultation
to occur in the first place. In this paper, [ will examine the issue of the responsibility
of consultants not as an isolated event, but as an interaction which is best understood
within the general context of physician-patient relationships which occur within our
system of medicine [1].

2 This paper will not present an historical or anthropological analysis of medical con-
sultations. Nor will it examine consultations in systems of health care different from
that of the United States. For example, the relationship of general practitioners to
“consultants” in the British National Health Service is a fascinating subject and was the
focus of a recent book [3]. Finally, no attempt will be made to formulate new ways to
practice medical consultations: rather, an attempt will be made to describe medical
consultations as they are currently practiced.

3 On occasion, physicians seek assistance from health professionals such as social
workers, chaplains, dieticians, occupational therapists, etc. These requests for assistance
are often described as consultations. Thus, one might say: “I will obtain a social service
consultation.” For reasons of simplification, in this paper I will restrict my analysis to
physician-physician consultations. Many of the points made in this paper should be
applicable also to non-physician health professional consultations,

4 Some medical analysts, often contractarians who believe medicine can be reduced
easily to the buying and selling of a product — rather like shopping for a used car —
might prefer to use the term *““medical consultation™ to describe what they do when they
seek second or third opinions or when they go “doctor shopping”. Thus, such individuals
might say: “Dr. A. told me I had hypertension and should be treated; I will obtain a
‘medical consultation’ from Doctor B.” I have no quarrel either with the wish of such
individuals to seek additional medical opinions or with their peculiar use of the term
“medical consultation™, rather than “medical opinion" or “second opinion™ to describe
their activities. Such activities, however, more closely resemble the establishment of
multiple primary physician-patient relationships rather than medical consultations as the
term is commonly understood in medicine.

Another possible use of the term “consuliation” would be to describe an opinion
rendered by a specialist, a so-called consultant, at a time when the specialist was interact-
ing with the patient in a role as a primary physician and not in the role of a consultant.
The differentiation between this use of the term and the way I choose to use it relates
to whether the second opinion was sought by a patient independently (thus, not a
true consultation) or whether the second opinion was sought within the context of a
physician-patient relationship. The former situation involves two persons; the latter
situation, the true consultation, involves three persons,

5 1t should be noted that the term “refer” may be used to describe either the seeking of
a consultation or the making of a true “referral” in the sense of sending a patient away
to be cared for permanently by another physician.

6 Referrals are frequently made at the patient’s request or because a patient is dissatis-
fied with the primary physician. In a study by Williams et 4l., about one-third of cases
of referral from a primary physician’s office to a medical center were at the request of
the patient [10].

7 1 will suggest, however, that an analysis of responsibilities within specific consultation
situations in medicine ought to take account of the three factors noted later in this essay
which begin to explicate the moral basis of consultations:
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(a)  the relationship of medical consultations to the original physician-patient
relationship which generated the request for a consultation and the moral
soundness of that original physician-patient relationship [6], [8];

(b)  the adequacy of the procedural standards which generated the decision within
the physician-patient relationship to seek a medical consultation [4];

(¢) the likelihood that the central goal of medicine — improvement in the health
care and health of the patient — will be achieved as a result of the consultation.

8 It should be noted that the skills of consultants who possess keen analytic ability and
discriminating clinical judgment are not interchangeable in the way in which those of
technicians are. Many aspects of their medical knowledge, interpersonal and interprofes-
sional skills, and their success as consultants, are very special and are not transferable to
another individual. In many respects, this is our generic impression of what a consultant
is and what he does.

9 I am distinguishing between the goals and reasons for a consultation. I am using the
term goals to describe decisions arrived at jointly by patient and physician based upon
legitimate medical indications. By contrast, the reasons for seeking a consultation may
be based upon medical indications, but usually also relate to non-medical factors — legal,
administrative, personal — and usually are determined by the physician without patient
participation. This distinction between the goals and reasons for obtaining a consultation
represents a preliminary effort at the important task of describing the broad range of
consultations and why they are obtained.

10 [6]. Too many commentators tend to have an apocalyptic vision of medicine in
which all patient illness is regarded as life-threatening. Such a viewpoint colors analysis
of the physician-patient relationship, because the patient is invariably regarded as weak
and helpless in the face of critical illness and the physician is regarded as powerful and
controlling. This vision is quite different from the real world of medical practice in
which most patients do not have acute, critical illness, but rather come to physicians
with a complaint or for the care of non-critical, chronic diseases.

11 For example, among the many duties which primary physicians owe to patients is
the duty of veracity. If a patient develops a grave disease such as colon cancer, it is the
obligation of the patient’s physician to inform the patient at the proper time, in the
proper manner, and in conformity with the patient’s wishes. It would be outrageous and
unethical if a patient were informed by a radiology consultant who performed a barium
enema or by a gastroenterology consultant who performed colonoscopy that a colon
cancer had been detected. Rather, the consultant’s obligation was to provide a report of
the consultation to the primary physician who would act on such information based
upon prior agreements between himself and the patient on how matters such as these
would be handled in their relationship. The special quality of the primary physician-
patient relationship would mandate that a consultant work through that relationship
and not outside of it in providing information to a patient, It is the difference in the
quality and depth of relationships between patients and primary physicians, as contrasted
with relationships between patients and consultants, that reinforces the point that the
presumptive obligation of consultants is to function with the framework of the existing
primary physician-patient relationship and to act in ways which maintain that primary
relationship.

12 For example, imagine a situation in which after considerable discussion and negotia-
tion, the physician and patient decide that the patient should try a dangerous, but
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potentially beneficial, drug treatment. A prescription is written by the physician and
taken by the patient to a pharmacist. The presumptive obligation of the pharmacist is
to dispense the medication, although he may wish to warn the patient of its potential
side-effects and even perhaps telephone the physician to confirm the prescription and
dosage. In general, it would not be appropriate for the pharmacist to refuse to fill the
prescription or to intrude into the physician-patient relationship which resulted in the
mutual decision to use this particular medication. The pharmacist would be deviating
from his appropriate role as a pharmacist if he intruded into the decision which had been
arrived at jointly by the physician and patient. Similarly, consultants have been invited
into a case as a result of a mutual decision reached in the context of a morally acceptable
physician-patient relationship. In this situation, the consultant’s obligation should be to
the physician-patient relationship which generated the request.

13 My claims in this section of the paper regarding the value of primary physician-patient
relationships are empirical ones and should be subjected to experimental verification.
Nevertheless, 1 believe that the medical relationship has been organized traditionally
around primary physician-patient relationships, and therefore it remains the responsi-
bility of those who wish to argue in favor of alternative arrangements (such as multiple
independently-negotiated physician-patient accommodations) to marshal data to support
their proposed innovations.

14 1t should be noted that this last general obligation of the consultant to intrude into
unsuccessful physician-patient relationships is a more stringent and different requirement
from those previously expected of consultants. The consultant now has a duty not only
to assist the patient in the care of his health by strengthening the primary physician-
patient relationship when appropriate, but sometimes to assist the patient by encouraging
the disruption of that relationship. The consultant may now be required to probe both
into the benefits of the existing physician-patient relationship for the patient and into
its potential weaknesses. There is a great risk of officiousness here.

15 These examples of consultant-patient interaction inevitably raise the question of
whether the consultant should work to reinforce the primary physician-patient relation-
ship or to intrude upon it. Although the presumptive obligation should be to enhance
the primary relationship, circumstances such as were noted here might lead a consultant
to the opposite conclusion. This conclusion and many other medical decisions are
reached by a process of clinical discretion [4]; others have called this process clinical
judgment. Essential to this process is discretion, the ability to draw relevant distinctions,
to discard extraneous facts, to penetrate to the heart of the matter, and to make choices
of one course of action as the better among many possible ones. That choice can be
defended as “better” not in some absolute sense but because, given the available facts
and their interpretation, judicious reflection suggests it fits the actual situation more
adequately than other available options. Good choices about how to provide patients
with the best medical care require clinical discretion.

16 Tumulty's paternalistic approach to medicine is evident throughout his excellent
book [9]. Interested readers in particular should examine the Introduction and also
Chapter L.

17 This adversarial vision of medicine is understandable if one accepts as the standard
medical encounter a situation in which a consultation is being obtained in order to
restrain a patient involuntarily. Of course, this is a limited and inaccurate portrayal of
most medical and psychiatric consultations.



162 MARK SIEGLER

BIBLIOGRAFPHY

1. Cassell, E. J.: 1976, The Healer's Art: A New Approach to the Doctor-Patient
Relationship, J. B. Lippincott Company, Philadelphia and New York.

2.  Engelhardt, H. T., Jr. and McCullough, L. B.: 1979, ‘Confidentiality in the
Consultation-Liaison Process: Ethical Dimensions and Conflicts’, Psychiatric
Clinics of North America 2, 403 -413,

3. Honigsbaum, F.: 1979, The Division of British Medicine: A History of the Separa-
tion of General Practice from Hospital Care, 1911—1968, St. Martin’s Press, New
York.

4. Jonsen, A. R., Siegler, M., and Winslade, W. I.: 1982, Clinical Ethics: A Practical
Approach to Ethical Decisions in Clinical Medicine, Macmillan Publishing Com-
pany, New York.

5. Kass, L. R.: 1980, ‘Ethical Dilemmas in the Care of the Ill: What is the Physician's
Service?', JAMA 244, 1811-1816.

6. Siegler, M.: 1981, ‘Searching for Moral Certainty in Medicine: A Proposal for a
New Model of the Doctor-Patient Encounter’, Bulletin of the New York Academy
of Medicine 57, 56—69.

7. Siegler, M. and Goldblatt, A. D.: 1981, ‘Clinical Intuition: A Procedure for
Balancing the Rights of Patients and the Responsibilities of Physicians’, in S. F.
Spicker, et al (eds.), The Law-Medicine Relation: 4 Philosophical Exploration,
D. Reidel Publishing Company, Dordrecht and Boston, pp. 5-31.

8.  Siegler, M.: 'On the Nature and Limits of Clinical Medicine: An Essay on the
Doctor-Patient Accommodation’, in E. J. Cassell and M. Siegler (eds.), Changing
Values in Medicine (submitted for publication).

9.  Tumulty, P. A.: 1973, The Effective Clinician, W. B. Saunders Co., Philadelphia.

10.  Williams, T. F., White, K. L., Fleming, W. L., and Greenberg, B. G.: 1961, ‘The
Referral Process in Medical Care and the University Clinic’s Role’, Journal of
Medical Education 36, 899-907.

11.  Young, A.: 1980, ‘An Anthropological Perspective on Medical Knowledge’,
Journal of Medicine and Philosophy §, 102-16.

8.7 Childress JF, Siegler M (1984) Metaphors and
Models of Doctor-Patient Relationships: Their
Implications for Autonomy. Theoret Med 5:17-30

With kind permission from Springer Science + Business Media: Theoretical
Medicine, Metaphors and models of doctor-patient relationships: Their
implications for autonomy, Volume 5, 1984, pages 17-30, Childress JF,



Siegler M. Copyright © 1984 by D. Reidel Publishing Company.



JAMES F. CHILDRESS AND MARK SIEGLER

METAPHORS AND MODELS OF DOCTOR-PATIENT
RELATIONSHIPS: THEIR IMPLICATIONS FOR AUTONOMY

INTRODUCTION

Many metaphors and models have been applied to relationships between patients
and physicians. One example is an interpretation of physician-patient relation-
ships as paternalistic. In this case, the physician is regarded as a parent and the
patient is regarded as a child. Opponents of such a paternalistic view of medicine
rarely reject the use of metaphors to interpret medical relationships; rather, they
simply offer alternative metaphors, for example, the physician as partner or the
patient as rational contractor. Metaphors may operate even when patients and
physicians are unaware of them. Physician-patient conflicts may arise if each
party brings to their encounter a different image of medicine, as, for example,
when the physician regards a paternalistic model of medicine as appropriate,
but the patient prefers a contractual model.

As these examples suggest, metaphors involve seeing something as something
else, for example, seeing a lover as a red rose, human beings as wolves, or medical
therapy as warfare. Metaphors highlight some features and hide other features of
their principal subject.! Thus, thinking about a physician as a parent highlights
the physician’s care for dependent others and his or her control over them, but
it conceals the patient’s payment of fees to the physician. Metaphors and models
may be used to describe relationships as they exist, or to indicate what those
relationships ought to be. In either the descriptive or the prescriptive use of
metaphors, this highlighting and hiding occurs, and it must be considered in
determining the adequacy of various metaphors. When metaphors are used to
describe roles, they can be criticized if they distort more features than they
illuminate. And when they are used to direct roles, they can be criticized if they
highlight one moral consideration, such as care, while neglecting others, such as
autonomy.

Since there is no single physician-patient relationship, it is probable that
no single metaphor can adequately describe or direct the whole range of rela-
tionships in health care, such as open heart surgery, clinical research, and psy-
choanalysis. Some of the most important metaphors that have shaped health
care in recent years include: parent-child, partners, rational contractors, friends,
and technician-client. We want to determine the adequacy of these metaphors
to describe and to direct doctor-patient relationships in the real world. In
particular, we will assess them in relation to patient and physician autonomy.

Theoretical Medicine 5 (1984) 17—30. 0167-9%902/84/0051--0017 $01.40.
© 1984 by D. Reidel Publishing Company.
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METAPHORS AND MODELS OF RELATIONSHIPS IN HEALTH CARE

(1) The first metaphor is paternal or parental, and the model is paternalism.
For this model, the locus of decision-making is the health care professional,
particularly the physician, who has ‘moral authority’ within an asymmetrical
and hierarchical relationship. (A variation on these themes appear in a model
that was especially significant earlier — the priest-penitent relationship.)

Following Thomas Szasz and Marc Hollender, we can distinguish two different
versions of paternalism, based on two different prototypes.? If we take the
parent-infant relationship as the prototype, the physician’s role is active, while
the patient’s role is passive. The patient, like the infant, is primarily a dependent
recipient of care. This model is applied easily to such clinical situations as
anesthesia and to the care of patients with acute trauma, coma, or delirium. A
second version takes the parent-adolescent child relationship as the prototype.
Within this version, the physician guides the patient by telling him or her what
to expect and what to do, and the patient co-operates to the extent of obeying.
This model applies to such clinical situations as the outpatient treatment of
acute infectious diseases. The physician instructs the patient on a course of
treatment (such as antibiotics and rest), but the patient can either obey or refuse
to comply.

The paternalist model assigns moral authority and discretion to the physician
because good health is assumed to be a value shared by the patient and the
physician and because the physician’s competence, skills, and ability place him
or her in a position to help the patient regain good health. Even if it was once
the dominant model in health care and even if many patients and physicians
still prefer it, the paternalist model is no longer adequate to describe or to direct
all relationships in health care. Too many changes have occurred. In a pluralistic
society such as ours, the assumption that the physician and patient have common
values about health may be mistaken. They may disagree about the meaning of
health and disease (for example, when the physician insists that cigarette smoking
is a disease, but the patient claims that it is merely a nasty habit) or about the
value of health relative to other values (for example, when the physician wants
to administer a blood transfusion to save the life of a Jehovah’s Witness, but the
patient rejects the blood in order to have a chance of heavenly salvation).

As a normative model, paternalism tends to concentrate on care rather
than respect, patients’ needs rather than their rights, and physicians’ discretion
rather than patients’ autonomy or self-determination. Even though paternalistic
actions can sometimes be justified, for example, when a patient is not competent
to make a decision and is at risk of harm, not all paternalistic actions can be
justified.?

(2) A second model is one of partnership, which can be seen in Eric Cassell’s
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statement: “Autonomy for the sick patient cannot exist outside of a good and
properly functioning doctor-patient relation. And the relation between them is
inherently a partnership”* The language of collegiality, collaboration, associa-
tion, co-adventureship, and covenant is also used. This model stresses that health
care professionals and their patients are partners or colleagues in the pursuit of
the shared value of health. It is similar to the paternalist model in that it em-
phasizes the shared general values of the enterprise in which the participants are
involved. But what makes this model distinctive and significant is its emphasis
on the equality of the participants’ interpretations of shared values such as
health, along with respect for the personal autonomy of all the participants.’
The theme of equality does not, however, cancel a division of competence and
responsibility along functional lines within the relationship.

Szasz and Hollender suggest that the prototype of the model of ‘mutual
participation’ or partnership is the adult-adult relationship. Within this model
the physician helps the patient to help himself, while the patient uses expert
help to realize his (and the physician’s) ends. Some clinical applications of this
model appear in the care of chronic diseases and psychoanalysis. It presupposes
that “the participants (1) have approximately equal power, (2) be mutually
interdependent (i.e., need each other), and (3) engage in activity that will be in
some ways satisfying to both”. Furthermore, “the physician does not know
what is best for the patient, The search for this becomes the essence of the
therapeutic interaction. The patient’s own experiences furnish indispensable
information for eventual agreement, under otherwise favorable circumstances, as
to what ‘health’ might be for him™.®

Although this model describes a few practices, it is most often offered as a
normative model, indicating the morally desirable and even obligatory direction
of practice and research.” As a normative model, it stresses the equality of value
contributions and the autonomy of both professionals and other participants,
whether sick persons or volunteers for research.

(3) A third model is that of rational contractors. Health care professionals
and their patients are related or should be related to each other by a series of
specific contracts. The prototype of this model is the specific contract by which
individuals agree to exchange goods and services, and the enforcement of such
contracts by governmental sanctions. According to Robert Veatch, one of the
strongest proponents of the contractual model in health care, this model is the
best compromise between the ideal of partnership, with its emphasis on both
equality and autonomy, and the reality of medical care, where mutual trust
cannot be presupposed. If we could realize mutual trust, we could develop
partnerships. in the light of a realistic assessment of our situation, however, we
can only hope for contracts, The model of rational contracts, according to
Veatch, is the only realistic way to share responsibility, to preserve both equality
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and autonomy under less than ideal circumstances, and to protect the integrity
of various parties in health care (e.g., physicians are free not to enter contracts
that would violate their consciences and to withdraw from them when they give
proper notice).?

Such a model is valuable but problematic both descriptively and normatively.
It neglects the fact that sick persons do not view health care needs as comparable
to other wants and desires, that they do not have sufficient information to
make rational contracts with the best providers of health services, and that
current structure of medicine obstructs the free operation of the marketplace
and of contracts.? This model may also neglect the virtues of benevolence, care,
and compassion that are stressed in other models such as paternalism and friend-
ship.

(4) A fourth attempt to understand and direct the relationships between
health care professionals and patients stresses friendship. According to P. Lain
Entraglo,

Insofar as man is a part of nature, and health an aspect of this nature and therefore a natural
and objective good, the medical relation develops into comradeship, or association for the
purpose of securing this good by technical means. Insofar as man is an individual and his
illness a state affecting his personality, the medical relation ought to be more than mere
comradeship — in fact it should be a friendship. All dogma apart, a good doctor has always
been a friend to his patient, to all his patients.'

For this version of ‘medical philia’, the patient expresses trust and confidence in
the physician while the doctor’s “friendship for the patient should consist above
all in a desire to give effective technical help — benevolence conceived and
realised in technical terms™.!! Technical help and generalized benevolence are
‘made friendly’ by explicit reference to the patient’s personality.

Charles Fried’s version of ‘medical philia’ holds that physicians are limited,
special-purpose friends in relation to their patients. In medicine as well as in
other professional activities such as law, the client may have a relationship with
the professional that is analogous to friendship. In friendship and in these
relationships, one person assumes the interests of another. Claims in both sets of
relationships are intense and demanding, but medical friendship is more limited
in scope.?

Of course, this friendship analogy is somewhat strained, as Fried recognizes,
because needs (real and felt) give rise to medical relationships, even if profes-
sionals are free not to meet them unless they are emergencies, because patients
pay professionals for their ‘personal care’, and because patients do not have
reciprocal loyalties. Nevertheless, Fried’s analysis of the medical relationship
highlights the equality, the autonomy, and the rights of both parties — the ‘friend’
and the ‘befriended’. Because friendship, as Kant suggested, is “the union of two
persons through equal and mutual love and respect”, the model of friendship has
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some ingredients of both paternalism (love or care) and anti-paternalism
(equality and respect).’® It applies especially well to the same medical relation-
ships that fit partnership; indeed, medical friendship is very close to medical
partnership, except that the former stresses the intensity of the relationship,
while the latter stresses the emotional reserve as well as the limited scope of the
relationship.

(5) A fifth and final model views the health care professional as a technician.
Some commentators have referred to this model as plumber, others as engineer;
for example, it has been suggested that with the rise of scientific medicine the
physician was viewed as ‘‘the expert engineer of the body as a machine™
Within this model, the physician ‘provides’ or ‘delivers’ technical service to
patients who are “‘consumers’. Exchange relations provide images for this interpre-
tation of medical relations.

This model does not appear to be possible or even desirable. It is difficult to
imagine that the health care professional as technician can simply present the
‘facts’ unadorned by values, in part because the major terms such as health and
disease are not value-free and objective. Whether the ‘technician’ is in an organi-
zation or in direct relation to clients, he or she serves some values. Thus, this
model may collapse into the contractual model or a bureaucratic model (which
will not be discussed in this essay). The professional may be thought to have
only technical authority, not moral authority. But he or she remains a moral
agent and thus should choose to participate or not in terms of his or her own
commitments, loyalties, and integrity. One shortcoming of the paternalist and
priestly models, as Robert Veatch notes, is the patient’s “moral abdication”,
while one shortcoming of the technician model is the physician’s “moral abdica-
tion”.'® The technician model offers autonomy to the patient, whose values
dominate (at least in some settings) at the expense of the professional’s moral
agency and integrity, In other models such as contract, partnership, and friend-
ship, moral responsibility is shared by all the parties in part because they are
recognized, in some sense, as equals.

RELATIONS BETWEEN INTIMATES AND BETWEEN STRANGERS

The above models of relationships between physicians and patients move between
two poles: intimates and strangers.’® In relations of intimacy, all the parties
know each other very well and often share values, or at least know which values
they do not share. In such relations, formal rules and procedures, backed by sanc-
tions, may not be necessary; they may even be detrimental to the relationships.
In relations of intimacy, trust rather than control is dominant. Examples include
relationships between parents and children and between friends. Partnerships
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also share some features of such relationships, but their intimacy and shared values
may be limited to a specific set of activities.

By contrast, in relations among strangers, rules and procedures become very
important, and control rather than trust is dominant.!” Of course, in most
relations there are mixtures of trust and control. Each is present to some degree.
Nevertheless, it is proper to speak about relations between strangers as structured
by rules and procedures because the parties do not know each other well enough
to have mutual trust. Trust means confidence in and reliance upon the other to
act in accord with moral principles and rules or at least in accord with his
or her publicly manifested principles and rules, whatever they might be. But if the
other is a stranger, we do not know whether he or she accepts what we would
count as moral principles and rules. We do not know whether he or she is worthy
of trust. In the absence of intimate knowledge, or of shared values, strangers
resort to rules and procedures in order to establish some control, Contracts
between strangers, for example, to supply certain goods, represent instances of
attempted control. But contractual relations do not only depend on legal sanc-
tions; they also presuppose confidence in a shared structure of rules and.
procedures. As Talcott Parsons has noted, “transactions are actually entered
into in accordance with a body of binding rules which are not part of the ad hoc
agreement of the parties”.'8

Whether medicine is now only a series of encounters between strangers
rather than intimates, medicine is increasingly regarded by patients and doctors,
and by analysts of the profession — such as philosophers, lawyers, and socio-
logists — as a practice that is best understood and regulated as if it were a
practice among strangers rather than among intimates. Numerous causes can be
identified: First, the pluralistic nature of our society; second, the decline of
close, intimate contact over time among professionals and patients and their
families; third, the decline of contact with the “whole person’, who is now
parcelled out to various specialists; fourth, the growth of large, impersonal,
bureaucratically structured institutions of care, in which there is discontinuity
of care (the patient may not see the same professionals on subsequent visits).*?

In this situation, Alasdair MacIntyre contends, the modern patient “usually
approaches the physician as stranger to stranger: and the very proper fear and
suspicion that we have of strangers extends equally properly to our encounters
with physicians. We do not and cannot know what to expect of them . . .
He suggests that one possible response to this situation is to develop a rule-based
bureaucracy in which “we can confront any individual who fills a given role with
exactly the same expectation of exacily the same outcomes. ..”. Ourencounters
with physicians and othei health care professionals are encounters between
strangers precisely because of our pluralistic society: several value systems are in
operation, and we do not know whether the physicians we encounter share our
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value systems. In such a situation, patient autonomy is “a solution of last resort”
rather than “a central moral good”. Finally patients have to decide for themselves
what will be done to them or simply delegate such decisions to others, such as
physicians.

Just as MacIntyre recognizes the value of patient autonomy in our pluralistic
society, so John Ladd recognizes the value of the concept of rights among
strangers.?! He notes that a legalistic, rights-based approach to medicine has
several important advantages because rules and rights “serve to define our
relationships with strangers as well as with people whom we know . . . In the
medical context . . . we may find ourselves in a hospital bed in a strange place,
with strange company, and confronted by a strange physician and staff. The
strangeness of the situation makes the concept of rights, both legal and moral, a
very useful tool for defining our relationship to those with whom we have to
deal”.

Rules and rights that can be enforced obviously serve as ways to control the
conduct of others when we do not know them well enough to be able to trust
them. But all of the models of health care relationships identified above depend
on some degree of trust. It is too simplistic to suppose that contracts, which can
be legally enforced, do away with trust totally. Indeed, as we have argued, a
society based on contracts depends to a very great extent on trust, precisely
because not everything is enforceable at manageable cost. Thus, the issue is not
simply whether trust or control is dominant, but, in part, the basis and extent of
trust. Trust, at least limited trust, may be possible even among strangers. There
may be a presumption of trust, unless the society is in turmoil. And there may
be an intermediate notion of ‘friendly strangers’. People may be strangers
because of differences regarding values or uncertainty regarding the other’s values;
they may be friendly because they accept certain rules and procedures, which
may ensure that different values are respected. If consensus exists in a pluralistic
society, it is primarily about rules and procedures, some of which protect the
autonomy of agents, their freedom to negotiate their own relationships.

PHYSICIAN-PATIENT INTERACTIONS AS NEGOTIATIONS

It is illuminating, both descriptively and prescriptively, to view some encounters
and interactions between physicians and patients as negotiations, The metaphor
of negotiation has its home in discussions to settle matters by mutual agreement
of the concerned parties. While it frequently appears in disputes between
management and labor and between nations, it does not necessarily presuppose a
conflict of interests between the parties. The metaphor of negotiation may also
illuminate processes of reaching agreement regarding the terms of continuing
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interaction even when the issue is mainly the determination of one party’s
interests and the means to realize those interests. This metaphor captures two
important characteristics of medical relationships: (1) it accents the autonomy
of both patient and physician, and (2) it suggests a process that occurs over time
rather than an event which occurs at a particular moment.

The model of negotiation can both explain what frequently occurs and
identify what ought to occur in physician-patient interactions. An example can
make this point: A twenty-eight year old ballet dancer suffered from moderately
severe asthma. When she moved from New York to Chicago, she changed
physicians and placed herself in the hands of a famed asthma specialist. He
initiated aggressive steroid therapy to control her asthma, and within several
months he had managed to control her wheezing. But she was distressed because
her dancing had deteriorated. She suspected that she was experiencing muscle
weakness and fluid accumulation because of the steroid treatment. When she
attempted to discuss her concerns with the physician, he maintained that “bring-
ing the disease under complete control — achieving a complete remission of
wheezes — will be the best thing for you in the long run®. After several months
of unhappiness and failure to convince the physician of the importance of her
personal goals as well as her medical goals, she sought another physician, insisting
that she didn’t live just to breathe, but breathed so that she could dance.?

As in this case — and despite the claims of several commentators — people
with medical needs generally do not confront physicians as strangers and as
adversaries in contemporary health care. As we suggested earlier, even if they can
be viewed as strangers in that they often do not know each other prior to the
encounter, both parties may well proceed with a presumption of trust. Patients
may approach physicians with some trust and confidence in the medical pro-
fession, even though they do not know the physicians before them. Indeed, codes
of medical ethics have been designed in part to foster this trust by indicating
where the medical profession stands and by creating a climate of trust. Thus,
even if patients approach individual physicians as strangers, they may have some
confidence in these physicians as members of the profession as they negotiate
the particular terms of their relationship. At the other extreme, some patients
may approach physicians as adversaries or opponents. But for negotiation to
proceed, some trust must be present, even if it is combined with some degree of
control, for example, through legal requirements and the threat of legal sanctions,

The general public trust in the medical profession’s values and skills
provides the presumptive basis for trust in particular physicians and can facilitate
the process of negotiation. But, as we noted earlier, in a pluralistic society, even
people who are strangers, i.e., who share very few substantive values, may be
‘friendly’ if they share procedural values. Certain procedural values may provide
the most important basis for the trust that is necessary for negotiation;indeed.
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procedural principles and rules should structure the negotiation in order to
ensure equal respect for the autonomy of all the parties.

First, the negotiation should involve adequate disclosure by both parties. In
this process of communication — much broader and richer than most doctrines
of informed consent recognize — both parties should indicate their values as well
as other matters of relevance. Without this information, the negotiation cannot
be open and fair. Second, the negotiation should be voluntary, i.e., uncoerced.
Insofar as critical illness can be viewed as ‘coercing’ individuals through the
creation of fear, etc., it may be difficult to realize this condition for patients
with certain problems. However, for the majority of patients this condition is
achievable. Third, the accommodation reached through the negotiation should
be mutually acceptable.??

What can we say about the case of the ballet dancer in the light of these
procedural requirements for negotiation? It appears that the relationship
foundered not because of inadequate disclosure at the outset, or along the way,
but because of the patient’s change in or clarification of her values and the
physician’s inability to accommodate these other values. The accommodation
reached at the outset was mutually acceptable for a time. Initially their values
and their metaphors for their relationship were the same. The physician regarded
himself as a masterful scientist who was capable technically of controlling a
patient’s symptoms of wheezing. In fact, he remarked on several occasions: I
have never met a case of asthma I couldn’t help”. The patient, for her part,
selected the physician initially for the same reasons. She was unhappy that her
wheezing persisted, and she was becoming discouraged by her chronic health
problem. Because she wanted a therapeutic success, she selected an expert who
would help her achieve that goal. Both the patient and the physician made
several voluntary choices. The patient chose to see this physician and to see him
for several months, and the physician chose to treat asthma aggressively with
steroids.

In a short time, the patient reconsidered or clarified her values, discovering
that her dancing was even more important to her than the complete remission of
wheezing, and she wanted to renegotiate her relationship so that it could be
more mutual and participatory. But her new metaphor for the relationship was
incompatible with the physician’s nonnegotiable commitment to his metaphor —
which the patient had also accepted at the outset. Thus, the relationship collapsed.
This case illustrates both the possibilities and the limitations of the model of
negotiation. Even when the procedural requirements are met, the negotiation
may not result in a satisfactory accommodation over time, and the negotiation
itself may proceed in terms of the physician’s and the patient’s metaphors and
models of the relationships, as well as the values they affirm.

Autonomy constrains and limits the negotiations and the activities of both
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parties: Neither party may violate the autonomy of the other or use the other
merely as a means to an end. But respecting autonomy as a constraint and a
limit does not imply seeking it as a goal or praising it as an ideal *® This point
has several implications. It means, for example, that patients may exercise their
autonomy to turn their medical affairs completely over to physicians. A patient
may instruct the physician to do whatever he or she deems appropriate: “You're
the doctor; whatever you decide is fine”. This relationship has been characterized
as “paternalism with permission”,>® and it is not ruled out by autonomy as a
constraint or a limit. It might, however, be ruled out by a commitment to
autonomy as an ideal. Indeed, commitment to autonomy as an ideal can even be
paternalistic in a negative sense; it can lead the health care professional to try
to force the patient to be free and to live up to the ideal of autonomy, But our
conception of autonomy as a constraint and a limit prevents such actions toward
competent patients who are choosing and acting voluntarily. Likewise, main-
tenance, restoration, or promotion of the patient’s autonomy may be, and
usually is, one important goal of medical relationships. But its importance can
only be determined by negotiation between the physician and the patient. The
patient may even subordinate the goal of autonomy to various other goals, just
as the ballet dancer subordinated freedom from wheezing to the power to
dance.

This view of autonomy as a limit or a constraint, rather than an ideal or a
goal, permits individuals to define the terms of their relationship. Just as it
permits the patient to acquiesce in the physician’s recommendations, it permits
the physician to enter a contract as a mere technician to provide certain medical
services, as requested by the patient. In such an arrangement, the physician does
not become a mere means or a mere instrument to the patient’s ends. Rather,
the physician exercises his or her autonomy to enter into the relationship to
provide technical services. Such actions are an expression of autonomy, not a
denial of autonomy. If, however, the physician believes that an action requested
by the patient — for example, a specific mode of therapy for cancer or a steril-
ization procedure — is not medically indicated, or professionally acceptable, or
in the patient’s best interests, he or she is not obligated to sacrifice autonomy
and comply. In such a case, the professional refuses to be an instrument of or
to carry out the patient’s wishes. When the physician cannot morally or pro-
fessionally perform an action (not legally prohibited by the society) he or she
may have a duty to inform the patient of other physicians who might be willing
to carry out the patient’s wishes, A refusal to be an instrument of another’s
wishes is very different from trying to prevent another from realizing his or
her goals.

Negotiation is not always possible or desirable. It is impossible, or possible
only to a limited extent, in certain clinical settings in which the conditions for
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a fair, informed, and voluntary negotiation are severely limited, often because
one party lacks some of the conditions for autonomous choices. First, negotia-
tion may be difficult if not impossible with some types of patients, such as the
mentally incompetent. Sometimes paternalism may be morally legitimate or
even morally obligatory when the patient is not competent to negotiate and is
at risk. In such cases, parents, famil